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Chapter 1. Introduction 

The Office of Program Decision Support (OPDS) was tasked with conducting a scientific analysis of the 

current state and needs of the maternal and child health population in Texas. The chapters that follow 

present the results of this work. The analysis was designed to have three complimentary components: 1) 

analysis of existing data; 2) community outreach surveys designed to assess what parents and people in 

the community think are their needs and strengths; and 3) qualitative data from focus groups and 

stakeholder meetings that build on the community outreach surveys. 

OPDS was responsible for analyzing existing data, and for developing and analyzing the results of the 

community outreach surveys. The focus groups and stakeholder meetings were conducted by SUMA 

Social Marketing, Inc., and findings were included in their report that is also located in Appendix D. 

Analysis of Existing Data 
The approach governing the analysis of existing data, and this scientific investigation, more generally, 

was grounded in four guiding principles. The first of these principles was that all analyses would be 

informed by, and utilize, a Life Course Perspective. The Life Course Perspective is grounded in the 

developmental sciences and recognizes that a child is not a product of the moment around him/her, but 

a product of this moment and the risk and resiliency that has been established over the course of 

development. From a public health point of view, this perspective helps guide the principle that 

intervening early is key to future health and that current health has been built through past behaviors. 

The second guiding principle was that children and youth with special health care needs (CYSHCN) have 

the same needs as the community, as do those with special needs. CYSHCN live in the communities in 

which we all live. They are not removed from these communities and are impacted by them; further, 

they contribute to these communities. Therefore, we included the needs of these children and youth in 

our overall analysis. However, it is also clear that these youth have special needs; therefore, these needs 

are highlighted throughout the analysis. 

The third principle was built on the understanding that a population as complex, diverse, and changing 

as the maternal and child population would require complex analyses to understand their complex 

needs. It is rare in any population that needs are not multi-faceted and complex. From both scientific 

and intervention perspectives, it is important to assess how these factors interact and meditate one 

another. This complex analysis will help differentiate what makes something a need or strength and 

build initiatives that support or tackles that factor in a way that considers the complexity of the 

situation. In order for this approach to be successful, it is also imperative that high quality data be used 

for all analyses. To this end, OPDS did a blanket scan of all available data and assessed the level to which 

the data was available (individual, census tract, zip-code, county, state), and the quality and 

generalizability of the data. Data were prioritized based on this scan, with datasets from random 

samples weighted to the population prioritized and only population data being ranked higher. Existing 

datasets would be linked when possible, allowing multiple levels of influence to be examined. All data 

sources used in the analysis, the quality of evidence for that source, and the level at which it was 
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available is shown in Appendix A. Please note that all confidence intervals (C.I.s) presented in this report 

are at the 95 percent confidence level. 

The final guiding principle was that all frequencies and percentages would be benchmarked to an 

existing target whenever possible. Data out of context of what is and is not a problem or strength is just 

a number. In order to add context to the data, all prevalence rates, percentages and frequencies were 

benchmarked to a national target [i.e., Healthy People (HP) 2020 targets, March of Dime challenges, 

ASTHO challenges], a target set by state statute, or a target set by federal guidelines. When a target did 

not exist, all regional and county analyses were benchmarked to the state average or a key reference 

group. 

Community Outreach Surveys 
The second element of the scientific analysis was the development and utilization of two community 

outreach surveys (see Appendix B and C). The goal of these surveys was to directly ask parents and 

community members what they perceived as being the needs and strengths of their community and 

what needs to change to make it healthier. These surveys were not intended to replace or supplant any 

data analysis or results from a higher quality data source; rather, the surveys served to enhance these 

sources with an understanding of how needs and strengths are perceived within the community.  

One of these surveys was general and targeted at all community members (Appendix B). This survey was 

developed by OPDS staff. OPDS began developing the survey by conducting a general scan of needs 

surveys that were conducted by other states, while also conducting individual and group interviews with 

subject matter experts in the Office of Title V and Family Health (OTVFH). From this scan and these 

interviews, a draft survey was developed that focused on perceptions of: 1) provider access; 2) 

availability of information about a variety of health needs; 3) community engagement; 4) concerns 

about community issues; and 5) concerns about community health, specifically. This survey was then 

reviewed and refined by both OPDS and OTVFH. 

OTVFH solicited partners, direct care providers, regional teams and other stakeholder groups to widely 

distribute the survey and to also fill it out as parents and community members. The Title V Community 

Outreach Survey (in both English and Spanish) was open from July 7th until August 31st. 

The other community outreach survey was specifically designed for parents of CYSHCN (Appendix C). 

This survey overlapped with the general population survey, but also specifically focused on individual 

needs in this population. The parents of CYSHCN are engaged and are an advocacy oriented population. 

Despite this, our understanding of their needs at a local level is very limited. This special survey was 

intended to fill this knowledge gap. 

The survey was developed by OPDS and the CYSHCN program. OPDS first did an in-depth analysis of the 

National Survey of Children with Special Health Care Needs (NS-CSHCN) to assess which specific aspects 

of each performance measure the state was doing poorly. This analysis resulted in a survey focus on 

who has helped the parent with transition to adulthood issues and care coordination. For these topics, 

wording was borrowed from the NS-CSHCN for basic questions and supplemented with state-focused 

questions. In addition, the CYSHCN program and OPDS developed questions focused on assessing the 
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need for respite care, the level of emergency preparedness by the family, and health insurance needs. 

The survey also overlapped with the general community survey and asked parents to identify general 

concerns they have about their community and the health concerns in the community. Because this 

CYSHCN survey focused on individual needs, not community perception, the survey was reviewed by the 

Texas Department of State Health Services (DSHS) Institutional Review Board and exempt status was 

granted before the survey was distributed. 

The CYSHCN Community Outreach (Parent) Survey (in both English and Spanish) was open August 1st 

through August 31st. The CYSHCN program solicited contractors, parent advocates and their clients to 

take and distribute the survey to all parents with a child with special needs. 

Focus Groups and Stakeholder Meetings 
The third element of the needs assessment was qualitative information gathered through focus groups 

and stakeholder meetings. The content and framework of the focus groups was designed to 

complement the community outreach surveys and the qualitative analyses. Three focus groups were 

held in each of the state’s public health service regions with two focus groups dedicated to 

understanding the general needs in the community, and the third dedicated to parents of CYSHCN 

receiving benefits or supplementary services from the state. These focus groups were also 

complimented with specific meetings for stakeholders in the communities. 

The focus groups and stakeholder meetings were conducted by SUMA Social Marketing, Inc. based in 

Austin, Texas. Table 1.1 outlines the location and the demographics of the focus groups dedicated to the 

general population. Men-only groups were conducted in two key areas of the state so that a focus on 

work, fatherhood, and environmental issues could be assessed. These two areas were specifically 

selected because they are stable communities that have been impacted by the oil and gas boom in 

Texas. 
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Table 1.1: Focus group locations and target demographics for the general population 

Location Demographics Language 

Amarillo Small urban/rural Women 19-22 White/mixed English 

Brownsville Small urban/rural Women 19-22 Hispanic Spanish 

Fort Worth Large Urban Women 25-35 Black/Mixed English 

Houston Large Urban Women 25-35 Black English 

Killeen Small urban/rural Women 25-35 Mixed English 

Nacogdoches Rural Women 25-35 Black English 

San Angelo Small urban/rural Men 25-35 Mixed English 

San Antonio Large Urban Men 25-35 Hispanic/Mixed Bilingual 

The focus groups dedicated to CYSHCN were held in the different locations and their composition was 

standardized across all locations. The focus groups consisted of parents who had a child with a qualifying 

special health care need. Focus group membership was prioritized to include parents receiving medical 

benefits from the CYSHCN program first, then those receiving services from a CSHNC program 

community contractor, then those on the waiting list to receive health care benefits, and finally, those 

without any medical insurance or who were recruited through professional recruitment methods. 

Table 1.2: Focus group locations and target demographics for parents of children with special health 
care needs 

Location: Geography Language 

Lubbock urban/rural English 

San Antonio A Large Urban English 

San Antonio B Large Urban English 
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Temple Small urban/rural English 

Jasper Small urban/rural English 

Houston A Large Urban English 

Houston B Large Urban English 

El Paso Large Urban Spanish 

Laredo Large Urban Spanish 

Dallas A Large Urban Spanish 

Dallas B Large Urban English 

Stakeholder meetings were also held in every health service region in the state. They were strategically 

held in cities with major medical centers and where providers receive training. These cities were El Paso, 

Laredo, San Antonio, Houston, Tyler, Waco, Lubbock, and Arlington. Arlington was chosen because it is 

halfway between Dallas and Fort Worth and is a common and convenient location for holding a meeting 

for stakeholders in both cities. The meetings were designed to encourage providers, community health 

workers, and other local stakeholders to provide input about the needs they perceive in their 

community. The stakeholder meetings were predominantly held in English, but the sessions in El Paso 

and Laredo were bilingual. 

A comprehensive report by SUMA of the findings from the focus groups and stakeholder meetings is 

attached (see Appendix D & E). 
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Chapter 2. Texas Overview 

Texas is vast and varied, with regional differences in socioeconomic characteristics, mobility/migration 

patterns, language spoken at home, geography and population characteristics. The purpose of this 

chapter is to provide an overview of these variations and relate them to the challenges that exist for 

health care availability and access. Together with health care coverage and access to care, an overview 

of these factors is presented here to show the challenges that exist for meeting the health needs of 

mothers and children and their families. 

Geography 
To say that Texas is “big” is an understatement; The land area of Texas is approximately 262,000 square 

miles, accounting for 7.4 percent of the total U.S. land area. The area is equal to the land area of all six 

New England states, Ohio, New York, Pennsylvania, and North Carolina combined. Texas has a larger 

land area than any single country completely contained in Europe including France and the Ukraine. The 

longest straight-line distance in Texas is 801 miles from the northwest corner of the Panhandle to the 

extreme southern tip of Texas on the Rio Grande below Brownsville. With the large north-south expanse 

of Texas, Dalhart, in the northwestern corner of the state, is closer to the state capitals of Kansas (430 

miles), Colorado (310 miles), New Mexico (200 miles), Oklahoma (275 miles), and Wyoming (390 miles) 

than it is to Austin (470 miles), its own state capital. The greatest east-west distance is 773 miles from 

the extreme east-ward bend in the Sabine River in Newton County to the extreme western bulge of the 

Rio Grande just above El Paso. This east-west expanse is so large that El Paso, in the western corner of 

the state, is closer to San Diego, California (630 miles) than to Beaumont (740 miles), near the Louisiana 

state line; Beaumont, in turn, is closer to Jacksonville, Florida (680 miles) than it is to El Paso. 

The geography of Texas is as varied as it is large. Texas is comprised of 254 counties that are classified as 

rural or urban (see Figure 2.1; [1]), with 88.5 percent of the population concentrated in urban areas [2]. 

The five largest metropolitan areas are centered around the cities of Houston, San Antonio, Dallas, 

Austin, and Fort Worth and encompass multiple counties. 
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Given the vast and varied geography of Texas, the distance that some individuals travel to receive health 

care services can be a significant challenge to accessing and receiving those services. 

Population 
Just as the Texas geography is varied, so too is the distribution of its population (see Figure 2.2). 

Differences in race/ethnic composition, along with the high percentage of foreign-born residents, 

present particular cultural challenges when it comes to meeting maternal and child health needs. 
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Texas has an estimated population of over 26 million [2] and, according to 2013 Census estimates, has 

been the second fastest growing state in the nation since 2010 [3]. Growth in Texas is attributable in 

equal parts to migration and births. According to U.S. Census annual estimates for the population, there 

has been a 5.2 percent increase in people living in Texas from 2010 to 2013 [3]. The Texas State Data 

Center predicts the population in Texas will exceed 31 million people [2] by 2050, even if migration 

patterns fall to zero. 

Race/Ethnicity 

Texas has six major cities that are located in counties where the Hispanic population makes up more 

than 50 percent of the population in the county: San Antonio, Corpus Christi, Brownsville, Laredo, El 

Paso, and Odessa (see Figure 2.3). These counties are primarily concentrated in the southern and 

western regions along the border. In three of the counties—counties containing the cities of 

Brownsville, Laredo, and El Paso—Hispanics comprise more than 80 percent of the population in each 

county. 
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The regional concentration of the Black population (see Figure 2.4) stands in contrast to the Hispanic 

population. The Black population along the border was estimated to be slightly above 26,000 in 2014. 

When El Paso is excluded, the total Black population is approximately 4,800, or less than one percent of 

the population in the remaining border counties. 
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In the eastern and north gulf-coast regions of the state, the race/ethnic distribution is quite different. 

Blacks outnumber Hispanics in three metropolitan areas, Beaumont-Port Arthur, Longview, and 

Texarkana. There are two metropolitan areas in the state—the Dallas-Fort Worth-Arlington area and the 

Houston-Woodlands-Sugarland area—in which 74 percent of all metropolitan-dwelling Blacks live. 

Foreign-Born 

Texas has a higher percentage of foreign-born residents (16.3 percent) compared to the nationwide 

average (12.9 percent). Almost 70 percent of Texas foreign-born residents are not United States citizens. 

Over 70 percent of foreign-born residents in Texas are originally from Latin American countries—20 

percentage points more than the nationwide average. It follows, then, that over 34 percent of Texans 

speak a language other than English at home. Within four of the metropolitan statistical areas (MSAs) in 

Texas—Laredo, McAllen-Edinburg-Mission, El Paso, and Brownsville-Harlingen—between 73 and 92 

percent of persons speak a language other than English at home, with the vast majority speaking 

Spanish. Foreign-born residents are concentrated along the border (see Figure 2.5), but several of the 

non-border cities of Houston, Dallas, and Austin are also in counties with a high concentration of 

foreign-born residents. 
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 Age 

According to 2008-2012 American Community Survey, Texas is the second youngest state in the nation, 

with a median age of 33.6 years. The only state that is younger is Utah, where the median age is 29.3 

years [4]. This trend has remained constant since the 2000 census. 

Texas is second only to California in the number of births occurring in the state [3]. From 2010 to 2013, 

between 390,000 and 400,000 infants were born each year in Texas, accounting for approximately 10 

10 



 

 

 

 

      

 

    

       

      

        

 

    

    

    

  

percent of all births in the nation. (See Chapter 5 for more birth statistics.) Children younger than 18 

years old account for 27 percent of the total Texas population. Texas is tied for second for the largest 

percent of the population of children younger than the age of 5 (7.7 percent), children 5 to 14 years 

(15.1 percent), and children 15 to 17 years old (4.5 percent; [4]). 

Texans younger than 22 years old account for 32.6 percent of the total population (see Figure 2.6; [2]). 

In 2014, the border region had the highest percentage of the population younger than the age of 22. 

Women in Texas comprise half of the total population. However, women between 18 and 44 years of 

age account for 18.8 percent of the total population (see Figure 2.7). With the exception of Brownsville, 

Amarillo, and Odessa, women in their childbearing years were concentrated in and around larger cities 

in Texas in 2014. 
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Socioeconomic Characteristics 
Socioeconomic characteristics, such as income and poverty, education, unemployment, and crime are 

added challenges for meeting the health needs of mothers, children, and families in Texas. The presence 

of many of these factors in the community in which the individual lives has been identified as important 

risks for the life course of the individual. 

Income and Poverty 

Income inequalities in Texas are geographically disparate, and are reflective of gender and race/ethnic 

differences. In 2008-2012, the median household income in Texas was $51,563—lower than the 

national median income of $53,046. To determine who lives in poverty, the U.S. Census Bureau uses a 

set of income thresholds that vary by family size and composition. If a family’s total income is less than 

the family’s threshold, then that family and every individual in it is considered to be in poverty. The 

same income thresholds are used throughout the U.S. and do not vary geographically. 

Texas has a higher poverty rate than the country as a whole. Specifically, Texas (38.5 percent) has higher 

rates of people living below 200 percent of the Federal Poverty Level (FPL) compared to the national 

average of 33.6 percent. Furthermore, Texas has higher rates of people living below 100 percent of FPL 

for every age group, gender, race/ethnicity, and employment status than the nation as a whole. The 

highest concentrations of poverty in 2008-2012 were in the border region (see Figure 2.8). The 

metropolitan areas located in the Texas-Mexico border region had the highest poverty rates among all 

metropolitan areas in the U.S. (i.e., El Paso, Laredo, and Brownsville). 
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In 2008-2012, there were high percentages of women below 200 percent FPL in the rural areas of east 

Texas around Tyler, south of Fort Worth, and also between Lubbock and Amarillo in the panhandle (see 

Figure 2.9). The fastest growing major metropolitan areas—Austin, Houston, and San Antonio—did not 

have a high percentage of women below 200 percent FPL. 
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Additionally, Texas has a greater proportion of children younger than 5 years of age living below 100 

percent FPL (12.5 percent) than any other state [4]. Children below the poverty level comprise 39.3 

percent of the population younger than 18 years of age [4], which is also more than any of the other 

states. 

In 2008-2012, there were 42 counties where more than 15 percent of children younger than the age of 

5 live below 100 percent FPL (see Figure 2.10). The highest concentrations of poverty were in the rural 

areas of far west Texas and areas north of Amarillo. There are also areas of the state with low 

concentrations of poverty. There were 153 counties where the percentage of children in poverty is at or 

below the state average of 12.5 percent. There are seven more counties where the percentage of 

children aged 18 and younger living in poverty in 2008-2012 was at or below the state average of 39.3 

percent (see Figure 2.11). 
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Education 

Lower educational attainment is also associated with poverty, and consequently related to poor health 

outcomes. !ccording to the U;S; �ensus �ureau’s !merican Community Survey five-year estimates, 

among those aged 25 and older, a greater percentage of men (19.8 percent) and women (18.7 percent) 

in Texas had less than a high school education in 2008-2012, compared to men (15.0 percent) and 

women (13.6 percent) in the U.S., as a whole [4]. Approximately a quarter of Texas residents have a high 

school diploma or equivalent, and a quarter have a bachelor’s degree or higher; The educational 

attainment in Texas is slightly lower than the rest of the U.S. However, this level of education 

attainment is not evenly distributed throughout the state. 

There are four counties where the educational attainment of a bachelor’s degree or higher for 

individuals 25 years of age and older was 40 to 50 percent in 2008-2012, namely Denton and Collin 

counties outside of Dallas, Fort Bend county outside of Houston, and Travis county in Austin. Counties 

where less than 10 percent of the population aged 25 years and older had a bachelor’s degree or higher 

were clustered along the border. 

Unemployment 

While Texas has a higher percentage of people without a high school diploma, it has a lower rate of 

unemployment than the nation as a whole. In fact, the unemployment rate in 2008-2012 for those 

without a high school diploma was still lower in Texas (9.4 percent) compared to the national average 

(14.2 percent) [4]. The Texas unemployment rate continues to decrease in parallel as education 

increases. The unemployment rate in Texas is as low as 3.5 percent among those with a bachelor’s 

degree or higher. 
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Whereas Texas (7.7 percent) has had a lower unemployment rate compared to the U.S. (9.3 percent), 

there are 93 counties that have had an unemployment rate higher than the state average. The same 

areas of the state with a low percentage of higher educational attainment (a bachelor’s degree or 

higher), especially along the border region and northeast of Galveston bordering Louisiana, have also 

had higher unemployment rates. 

Crime 

Crime impacts the physical and behavioral health and wellbeing of mothers, children, and their families. 

Neighborhood crime can be detrimental to the safety of children, creating unstable living environments. 

By tracking communities where crimes occur, it is possible to identify areas most at risk. There has been 

a three percent decrease in the crime rate from 2011 to 2012 [5] in the state. 

Texas crime statistics describe two major categories of crimes—property crime and violent crime. 

Property crime consists of burglary, larceny, and motor vehicle theft. These types of crime in 2012 were 

primarily localized in and surrounding larger cities in the south, and larger cities in the panhandle of 

Texas (see Figure 2.12). 
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Violent crime includes murder, rape, robbery, and aggravated assault. These types of violent crime were 

primarily concentrated near the larger cities of the panhandle, in Odessa, Lubbock, and Amarillo (see 

Figure 2.13). Other areas with a high concentration of violent crime in 2012 were around Corpus Christi 

and the surrounding areas. Two counties had both the highest property and violent crime rates, namely 

Howard County (north of Odessa) and Harris County (Houston area). 
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Violence within Texas families has also been recognized as a growing threat to the safety of Texans. 

According to the Uniform Crime Report, there were 198,366 family violence incidents in Texas in 2012, 

an 11.5 percent increase when compared to 2011. Although the largest percentage of family violence 

involved other family members (46 percent), family violence also occurred among spouses/couples (38 

percent) and within parent/child relationships (16 percent). Of the victims involved in family violence in 

2012, 27 percent were males and 73 percent were females. The age group with the highest number of 

victims or offenders was between 20 to 24 years of age. 

Mobility/Migration 
Moving or relocating is one of life’s most stressful events, and as such, it can impact individual health 

and wellbeing [6, 7]. Indeed, the Texas School Survey of Substance Use (TSSSU) shows that students in 

grades 7 to 12 living in their current school district for three years or less are more likely to use illicit 

drugs than those living in there more than three years. [8] (See Chapter 7 for further discussion of this 

health issue.) 

Out-of-State Mobility/Migration 

Texas is home to three of the ten fastest growing major metropolitan areas in the United States—San 

Antonio, Houston, and Austin [3]. In 2008-2012, more than 500,000 people moved to Texas from 

another state [4]. In two of the three fastest growing areas in Texas, Austin and Houston, more than 2.4 

percent of their population consists of people who moved to the area from out of state. In addition to 

migration in urban areas, some rural areas have also seen high levels of out-of-state migration, 

particularly in the parts of the state bordering Oklahoma and the panhandle (see Figure 2.14). While 

relocation into Texas has been dramatic in several areas of Texas, the majority of counties have had 

little or no new residents from other states. 
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Several areas with high rates of migration into the state also have high densities of oil and gas sites [9]. 

The oil and gas industry is concentrated in three areas of the state (see Figure 2.15). Many of the 

counties with a large number of active oil or gas wells are also counties with high out of state migration. 

The strong oil and gas industry and resulting jobs may well be contributing to the migration of people 

into these areas. 
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In-State Mobility/Migration 

Another aspect of mobility is the number of people who move within counties or between counties in 

Texas. While out-of-state migration may reflect job growth, mobility of populations within a county and 

between counties is more complicated. 

The counties with universities and colleges in Texas have also been the places that have some of the 

highest rates of within-county relocations in the past year. For example, the cities of College Station, 

Austin, and Lubbock are home to three of the ten largest universities in Texas [10], which can partially 

explain the high rates of within-county relocations. After all, college students tend to move often within 

the same county to take advantage of lower rents. 

Apart from college counties, however, within- and between-county mobility in Texas is associated with 

poverty. Poorer people tend to move more within the same county, whereas richer people tend to move 

more between counties. That is, within-county mobility during the past year is positively correlated with 

the poverty rate (below 100 percent FPL, r = .28) and the near-poverty rate (below 100 percent FPL, r = 

.16), such that census tracts with higher rates of poverty or near-poverty tend to also be census tracts 

with higher within-county mobility. 

Between-county mobility and poverty have just the opposite relationship. Between-county mobility 

during the past year is negatively correlated with the poverty rate (below 100 percent FPL, r = -.10). This 

means that census tracts with higher poverty rates tend to also be census tracts with lower between-

county mobility. 

Health Care Coverage and Access 
Fundamental to the health of Texas mothers, children, and families is the extent to which they have 

health insurance and access to health care. The major result from the Title V stakeholder meetings was 

that access to care was a major concern and was a concern for all populations. For children with special 

health care needs, lack of financial support or no insurance was a top reason parents said they could not 

receive care for their child. Understanding access issues and barriers will be paramount to addressing 

these identified needs. 

Each of the 254 Texas counties is assigned to one of 11 public health regions (see Figure 2.16). However, 

for administrative purposes, there are eight Health Service Regions (HSRs). Region 1 (HSR 1) is 

administered from an office in Lubbock. Regions 2 and 3 (HSR 2/3) are administered from a regional 

office in Arlington. Region 4 and the northern part of Region 5 (HSR 4/5N) are administered from a 

regional office in Tyler. Region 6 and the southern part of Region 5 (HSR 6/5S) are administered from a 

regional office in Houston. Regions 9 and 10 (HSR 9/10) are administered from a regional office in El 

Paso. Of the counties in Region 5, three are in HSR 6/5S: Hardin, Jefferson, and Orange. The rest of the 

Region 5 counties are in HSR 4/5N [11]. 
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Health Insurance 

At 23.0 percent, Texas led the nation in the percentage of the population without health insurance 

coverage in 2008-2012. The national average was 14.9 percent [4]. The high rate of uninsured 

individuals places a burden on both state and national public health services. The uninsured are less 

likely to have a regular source of medical care and are more likely to delay or forgo needed health care 

services, as evident from the results of the CYSHCN parent outreach survey. The highest uninsured 

populations in Texas include Hispanic women, Black women, and individuals along the Mexico-Texas 

border. These groups also have the highest poverty rates and the lowest levels of educational 

attainment. 

In terms of race/ethnicity, according to the American Community Survey [4], there were higher rates of 

uninsured among Whites (13.3 percent), Blacks (20.7 percent), and Hispanics (35.9 percent) in Texas in 

2008-2012 than among the same race/ethnic groups in the U.S. (Whites = 10.4 percent; Blacks = 17.5 

percent; Hispanics = 30.1 percent). 

In Texas, 14.5 percent of people at or above 200 percent FPL were also uninsured compared to 9.3 

percent of the nation as a whole. Data show that vulnerable populations in Texas also have lower rates 

of health insurance coverage, including children and women in their childbearing years [4]. In Texas, 

10.9 percent of children younger than age 6 are uninsured compared to only 6.6 percent nationwide, 

and 33.6 percent of Texas women aged 18 to 44 are uninsured compared to 21.3 percent in the nation. 
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Children younger than 6 years of age without health insurance tend to be concentrated in west Texas 

right outside of El Paso and up into the panhandle (see Figure 2.17). In two-fifths of the counties in 

Texas, more than 13.1 percent of children younger than the age of 6 did not have health insurance 

coverage. 

Among Texas women aged 18 to 44, 33.6 percent were without insurance in 2008-2012 (see Figure 

2.18). Additionally, the border region and north into the lower part of the panhandle, have a greater 

percentage of women of childbearing age who were uninsured. 
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Access to Health Care 

Given the size of the state and the vast distances between points of care for health services in rural 

areas, access to care in Texas can be a challenge. Overall, for every 100,000 Texas residents, there were 

70.6 primary care physicians in September 2013 (see Figure 2.19). There are 30 counties that did not 

have any primary care physicians. The total number of primary care physicians has increased, from 

16,830 in 2009 (67.7 per 100,000) to 18,834 in 2013 (70.6 per 100,000). 
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The number of obstetricians (OB) and/or gynecologists (GYN) has increased from 2,314 in 2009 to 2,483 

in 2013. However, for every 100,000 females in Texas, the number of OB/GYNs has decreased from 19 in 

2009 and 2010 to 18.5 in 2013. A total of 149 counties did not have any OB and/or GYN in 2013 [12]. 

Furthermore, in 2013, 48 counties did not have a local dentist. 

The geography and population in the state of Texas presents a unique challenge in terms of adequate 

access to health care services across the state. As a result, whole or partial counties, as defined by the 

Health Resources and Services Administration (HRSA), have been designated as health professional 

shortage areas (HPSAs) by having a shortage of primary medical care, dental, or mental health 

providers. Recruiting and retaining health care professionals is an ongoing challenge not only in rural 

areas but also in some urban areas. In rural areas, it is mostly due to population size, but in some urban 

areas, access is limited because many providers do not accept Medicaid or because patients are not 

enrolled in Medicaid and are unable to pay out-of-pocket. There are very few areas in the state that are 

not designated as a HPSA (see Figure 2.20; [13]). 
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Parents who responded to the Title V community outreach survey indicated that finding a mental or 

behavioral health professional was very or extremely difficult, especially finding those that treat 

children. The National Association for School Psychologists recommends a provider to student ratio of 

1:1,000 [14]. We do not have specific student enrollment for each county, but based on population, the 

only county with a high population meeting this ratio is Travis, where Austin is located (see Figure 2.21). 
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The availability of psychiatrists (or lack thereof) is also concerning. Studies have indicated areas with 

more than 4,000 people in the population to every psychiatrist are likely to be impacted by a lack of 

mental health providers. There are only three counties in Texas meeting this ratio (see Figure 2.22). The 

cut offs for designating a county a mental health shortage area is 20,000 to 1 psychiatrist and 30,000 to 

1 psychiatrist, depending on if the county has a high need for mental health services. Of the counties 

with a psychiatrist, most of the border counties would meet one of these two cut-offs and many 

counties surrounding major cities would meet these cut-offs. 
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While psychiatrist shortages point to a general shortage in the population, it must be noted that these 

shortages are even worse for finding psychiatrists who specialize in child psychiatry. It has been 

estimated that there are only about 8,300 practicing child and adolescent psychiatrists in the country. 

There are almost no child and adolescent psychiatrists in the state practicing outside of the major cities, 

[15]. 
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Chapter 3. Pre-Pregnancy Health 
This chapter focuses on general health issues in Texas. Because men are fathers and their health 

behaviors can influence the mother’s behaviors [16] [17], select health risks for men will also be 

presented. There is certain terminology and population distinctions that must be kept in mind when 

reading this chapter. The focus is on both women’s health in general and the health of women who gave 

birth; General women’s health refers to all women between 18 and 44 years of age and who reside in 

Texas. The health of this group of women provides an overview of general preconception health in the 

state, as it is clear that health in this period has a lasting impact on health during a pregnancy [18]. The 

women who went on to give birth are a distinct group and are referred to as the maternal birth cohort. 

This latter distinction is made because not all women in the 18-44 year old age range are “at-risk” of 

giving birth. According to Texas Behavioral Risk Factor Surveillance System (BRFSS) data, in 2009 and 

2010, approximately 17 percent of women in this age range either had a tubal ligation or hysterectomy 

as a stated means to avoid getting pregnant, and 65 percent of women were actively avoiding becoming 

pregnant. Therefore, the health issues that women in the general population are facing may not 

necessarily reflect the health status of the women in the maternal birth cohort. 

Obesity and Chronic Disease 
The terms overweight and obesity will be used throughout this report. These categories are determined 

by an individual’s body mass index (�MI), which is the person’s weight divided by height squared; �MI is 

used to determine obesity and overweight because, for most people, it correlated with the person’s 

level of body fat. The overweight and obese cut-offs differ based on the individual’s age and is based on 

the general distribution of BMI in the population. For all age groups, individuals with a BMI in the 85th-

95th percentile for their age are categorized as overweight. Those with BMI in the 95th percentile or 

higher are categorized as obese. 

In Texas, 30.9 percent of adults are obese compared to 29.4 percent for the United States [19]. Texas 

has the 15th highest obesity rate in the United States. However, obesity is not equally distributed across 

all race/ethnic groups. Texas is tied with Michigan for the third highest obesity rate among Hispanics. 

Women in the maternal birth cohort have a slightly lower rate of obesity than women in the general 

population. However, there has been a rise in women being obese before becoming pregnant in the 

maternal birth cohort. The percent of women with a BMI in the obese range among this group has 

increased 22 percent since 2005 (see Figure 3.1). 
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Black and Hispanic women in the maternal birth cohort have the highest pre-pregnancy obesity rate (see 

Figure 3.2). In 2013, the rate for Black women was 22 percent higher than the rate in 2005. The rate for 

Hispanic women rose 26 percent from 2005 to 2013. White women had a 17 percent rise in pre-

pregnancy obesity since 2005; Women in the “other” race/ethnic category have the lowest pre-
pregnancy obesity rate; however, this group has experienced the largest percent increase in obesity 

since 2005. The underlying causes of this increase are likely due to a host of factors, including changes in 

the demographics that make-up this group (see Chapter 4). 
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With few exceptions, higher concentrations of obese women in the maternal birth cohort live in rural 

and suburban areas (see Figure 3.3). These are the counties surrounding the major cities. However, 

within counties and cities, the concentration of obesity is also not evenly distributed through the 

county. 
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One environmental factor that may be associated with obesity is access to nutritious food.  In April 

2011, the Division of Nutrition, Physical Activity and Obesity of the Centers for Disease Control and 

Prevention (CDC) released the modified retail food environment index (mRFEI) for all census tracts in the 

United States [20]. The mRFEI index measures the number of healthy and less healthy food retailers 

within census tracts as defined by food groups and type of retail stores (e.g., supermarkets, convenience 

stores, or fast food restaurants). The mRFEI is calculated for each census tract using a score based on 

the number of “healthy food retailers” and “less healthy” food retailers; This index defines healthy food 

retailers as supermarkets, larger grocery stores, supercenters, and produce stores within the census 

tract or a half mile from the tract boundary. Less healthy food retailers are fast food restaurants, small 

grocery stores, and convenience stores within the census tract or a half mile from the tract boundary. 

The mRFEI categorizes the environment into three types of food environments. Food deserts are areas 

that lack healthy retail outlets. Food swamps are areas with a large amount of retailers selling energy-

dense snack foods. Healthy food environments have a relatively high number of health food retail 

outlets. 

To explore variance in obesity rates among women in the maternal birth cohort, mother’s place of 

residence was geo-coded and linked to the modified retail food environment index (mRFEI) for 2000 

census tracts. This index was developed by the CDC between 2009 and 2010. To be temporally 

concurrent with the measure, only 2010 birth data were linked to the index. There was a significant, but 

surprising, difference in the way that pre-pregnancy obesity was distributed across the categories. 

Within the entire birth cohort, there were a greater number of White and Hispanic women in food 

deserts, regardless of BMI than was statistically expected. Black women had a higher than expected 

concentration in extreme food swamps. Additionally, with the exception of Hispanic women, women in 
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the birth cohort living in food desserts were significantly younger than women living in healthy food 

environments. 

When assessing the entire distribution of obese women across these food environments (see Figure 

3.4), women in food deserts were at a higher risk of being obese than women living in a healthy food 

environment, controlling for age of the mother. Surprisingly, women living in extreme food swamps, 

were at a lower risk of being obese than women living in healthy food environments, even when 

controlling for maternal age. Overall, though, these relations were weak, meaning that these relations 

did little to explain variance between census tracts in pre-pregnancy obesity. 

It is important to consider the results of the linked analysis of mRFEI index and pre-pregnancy obesity in 

the context of other data sources. The results of the Title V Focus Groups suggest that knowledge about 

obesity and eating healthier is not enough to change behavior. Most of the focus group members 

understood what eating healthy meant and could describe a healthy meal. Additionally, with few 

exceptions, most did the majority of their shopping at grocery stores. These participants described the 

barriers to healthy eating as time, fatigue, and cost. Both men and women cited a lack of time and 

energy to cook healthy meals and the convenience of fast food as to the reasons they did not eat 

healthy every day; While some of the focus group members said that “fast food was everywhere”, all 

understood that it was unhealthy and all knew a place where to purchase fresh food and vegetables. 

Many of the participants were clear that unhealthy food was cheaper than healthy food; therefore, they 

were likely to purchase it when budgets were tight. For the men and women in these groups, the 

barriers to healthy eating were about time, energy, and cost. 

Obesity and chronic diseases that are associated with obesity are top health concerns within the state. 

Among the parents who responded to the Title V community outreach survey, 54.0 percent chose 

obesity as a top health concern and 39.9 percent chose chronic disease. Additionally, 40.5 percent 

chose lack of exercise and physical activity as a top five health concern in their community. Among the 

Title V Focus Groups, all groups listed obesity as a top health concern and cited its links to heart disease, C
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diabetes, and hypertension. There is wide awareness about the negative health effects of obesity on 

health in the state. 

Smoking and Other Risk Behaviors 
Smoking is a leading cause of disease, as well as a contributor to the poor outcomes of many diseases. 

Smoking increases the risk of several types of cancer such as throat, lung, mouth, nasal cavity, 

esophagus, stomach, pancreas, kidney, bladder, cervix and acute myeloid leukemia. Smokers also have a 

six-fold increased chance of a heart attack as compared to non-smokers [21]. As will be discussed in 

later chapters, parental smoking poses a significant risk for fetal, infant, and child health, as well. The 

risks of smoking are not confined to the smoker, making it an important behavior to target to improve 

the health of the communities. Although the prevalence of smoking has been on the decline for several 

years, efforts are still needed to reduce the rate even more. 

Texas has the 15th lowest smoking rate in the United States according to the 2011 BRFFS data [19]. 

Among the 18-44 year old population, there are substantial differences between men and women and 

race/ethnicities (see Figure 3.5). Men (27.9 percent; C.I.: 25.0-30.9) have a significantly higher rate of 

being a current smoker than women (12.7 percent; C.I.: 10.6-14.8). 

These sex differences are even larger when race/ethnicity is also considered. Hispanic women and 

women in the “other” race/ethnicity category have significantly lower smoking rates than men of any 

race/ethnicity or of White women. 
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These low smoking rates carry over into the maternal birth cohort, as well. In Texas, the reported rate of 

smoking 3-months before pregnancy has decreased to 6.3 percent (see Figure 3.6). This rate is better 

than the HP2020 target of 14.6 percent. All race/ethnic groups in the state have exceeded the HP2020 

target since 2010. As with smoking in the general population, Hispanic women and women in the 

“other” race/ethnicity category have significantly lower smoking rates than White and Black women. 
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In addition to smoking, women engage in other risk behaviors, such as alcohol and drug use. Prenatal 

exposure to alcohol is one of the leading preventable causes of birth defects and intellectual disabilities.  

Nonmedical drug use (e.g., recreational use) has been associated with poor prenatal weight gain, 

impaired fetal growth, and premature birth [22]. Use of alcohol or/and drugs is also harmful to health of 

the mother and can interfere with chances of becoming pregnant. 

Alcohol is the most widely used substance in the adult population. Additionally, it is the most frequently 

mentioned substance used in combination with other illicit drugs [23]. Binge drinking (i.e., having 5 or 

more drinks for men or having 4 or more drinks for women on the same occasion on at least 1 day in the 

past 30 days) among young adults is also of concern. Combined 2010 and 2011 data from the National 

Survey of Drug Use and Health (NSDUH) found that 54.0 percent (C.I.: 51.6-56.4) of adult Texans aged 

18 years and older reported past-month alcohol use and 26.4 percent (C.I.: 24.6-28.2) had engaged in 

binge drinking. This binge drinking rate is higher than the HP2020 target of 24.4 percent. Young adults 

aged 18-25 (39.2 percent; C.I.: 36.8-41.7) have a higher rate of binge drinking in the past month than 

adults aged 26 or older (23.9 percent; C.I.: 21.9-26.1). 

The rates for drinking among women of childbearing age are lower than those of men in the same age 

range according to the 2011 and 2012 BRFSS data (see Figure 3.7). NSDUH also shows that about 53.6 

percent (C.I.: 50.6-56.6) of women aged 18-44 had a drink in the past month and 25.2 percent (C.I.:22.7-

27.8) had engaged in binge drinking. In comparison, males aged 18-44 reported a significantly higher 

rate of past-month alcohol use (65.7 percent; C.I.: 62.4-68.9) and binge drinking (43.8 percent; C.I.: 40.6-

47.0). While past-month drinking rates in Texas were lower than the national rate, Texas binge drinking 

rates were similar to the nation. Binge drinking among men aged 18-44 in Texas has continued to 

decrease since 2004-2005, yet women aged 18-44 has seen a 14 percent increase in binge drinking since 

2004-2005. 
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Use of illicit drugs, such as marijuana, cocaine (including crack), hallucinogens, heroin, Ecstasy, and 

methamphetamine, or nonmedical use of prescription drugs, such as pain relievers, stimulants, and 

depressants, also causes serious consequences to the health and well-being of the user. From the 2010-

2011 NSDUH, about 6.9 percent (C.I.: 6.1-7.8) of adult Texans aged 18 years and older reported past-

month use of illicit drugs. This rate is better than the HP2020 target of 7.1 percent. 

Marijuana is the most commonly used illegal drug among adults. About 5.3 percent (C.I.: 4.6-6.1) of 

adult Texans aged 18 or older had used marijuana in the past month and 9.0 percent (C.I.: 8.0-10.2) had 

used marijuana in the past year. However, both rates are lower than the national rates (6.9 percent; 

C.I.: 6.6-7.1 for past month use and 11.3 percent; C.I.: 11.0-11.6 for past year use in U.S., respectively). 

Among the 18-44 year old population in Texas, the rate of marijuana use among men was almost twice 

as high as that of women (9.7 percent; C.I.: 8.1-11.6 versus 5.3 percent; C.I.: 4.3-6.6 for past month use 

and 17.0 percent; C.I.: 14.6-19.6 versus 9.7 percent; C.I. 8.2-11.6 for past year use, respectively). While 

the marijuana use pattern among women of child-bearing age has been stable over a three-year period, 

past-year marijuana use among men aged 18-44 has increased from 15.7 percent (C.I.: 13.6-18.1) to 

17.0 percent (C.I.: 14.6-19.6).  

Nonmedical use of prescription drugs is second only to marijuana as the state’s most prevalent illicit 

drug and its prevalence has been increasing among teens (see Chapter 7) and young adults. Prescription 

drugs are often easy to access, inexpensive, and falsely believed to be safer than illicit drugs [24]. 

Nonmedical use is defined as use of prescription drugs without a prescription or to experience the 

feeling the drug causes. In the NSDUH, this use does not include misuse of over-the-counter medicines 

or legal use of prescription drugs. In Texas, approximately 3.1 percent (C.I.: 2.2-4.3) of women aged 18-

44 reported nonmedical use of prescription drugs in the past month, and 7.0 percent (C.I.: 5.7-8.7) had 

engaged in nonmedical use of prescription drugs during the past year in 2010-2011. While men in the 

same age group reported a similar rate of use in the past month (3.3 percent; C.I.: 2.4-4.5) as women, 

they had a significantly higher rate (8.8 percent: C.I.: 7.3-10.7) of past-year use than women. 
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Mental Health 
Mental illness is a public health problem that is also important to address. For women of child-bearing 

age, poor mental health may adversely affect a woman’s quality of life, work productivity, and physical 

health, as well as have a negative impact on pregnancy, maternal functioning, and infant and child 

health and development [25]. The most common mental illnesses in adults are depression and anxiety. 

Both depression and anxiety disorders are more likely to affect women than men. 

Depression is not only associated with substance use and the development of hypertension, heart 

disease, diabetes, and stroke, but is also a risk factor for suicide attempts [26]. A major depressive 

episode is defined as a period of at least 2 weeks when a person had a depressed mood or loss of 

interest or pleasure in daily activities, and had a majority of specified depression symptoms. A major 

depressive episode is not the same as having a diagnosis of depression. The 2010-2011 NSDUH data 

indicates that in Texas, 5.5 percent (C.I.: 4.8-6.4) of adults aged 18 or older had experienced at least one 

major depressive episode in the past 12 months, which is slightly higher than the HP2020 target of 5.8 

percent. Also, 6.3 percent (C.I.: 5.3-7.4) of adults aged 18-25 and 2.2 percent (C.I.: 1.7-3.0) of adults aged 

26 or older in Texas had serious thoughts of suicide during the past year. 

Lifetime depression includes any individual who has been diagnosed with depression at any point in that 

person’s life; The rate of lifetime depression for women is more than double that of men. Based on 

2010-2011 NSDUH information, about 13.7 percent (C.I.: 11.8-15.7) of women aged 18-44 in Texas had 

ever been diagnosed with depression in her lifetime (see Figure 3.8), compared to 5.6 percent (C.I.: 4.2-

7.3) of men aged 18-44. The rate of diagnosed depression differs by race/ethnic group. More than one 

in every five (20.5 percent; C.I.: 17.3-24.1) White women of child-bearing age had ever been diagnosed 

with depression, which is significantly different from Hispanic women (9.3 percent; C.I.: 7.1-12.1), Black 

women (8.7 percent; C.I.: 5.5-13.3), and all other race/ethnic groups (4.9 percent; C.I.: 2.1-11.2). 

Lifetime depression estimates from 2012 BRFSS are comparable to those in the NSDUH. 
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Depression diagnoses also differed by employment status. The Texas BRFSS (2012) data for the 18-44 

year old population indicated that employed men (7.6 percent; C.I.: 5.7-9.5) were significantly less likely 

to report lifetime depression than those not employed (16.6 percent; C.I.: 11.1-22.2). For employed 

women, 16.5 percent (C.I.: 13.3-19.6) had a lifetime depressive disorder compared to 18.4 percent (C.I.: 
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14.7-22.0) of women who were not employed. The data suggests that depression may be more likely to 

be associated with low social support and economic or structural inequality. 

Anxiety and depression often occur together. Results of 2010-2011 NSDUH find that 8.7 percent (C.I.: 

7.3-10.5) of Texas women aged 18-44 had ever been diagnosed with anxiety (see Figure 3.9), compared 

to 5.2 percent (C.I.: 3.7-7.1) of Texas men aged 18-44. Race/ethnic differences are also evident in 

lifetime prevalence for anxiety. Among the 18-44 year old women population in Texas, Whites reported 

a significantly higher rate of lifetime anxiety (12.6 percent; C.I.: 10.1-15.6) than Hispanics (6.2 percent; 

C.I.: 4.2-9.0), Blacks (5.6 percent; C.I.: 2.6-11.6), or all other race/ethnic groups (5.2 percent; C.I.: 2.1-

12.0). 

Mental health conditions among women of child-bearing age have been critically alarming, making 

efforts to assess and identify risk factors associated with depression, anxiety, and poor mental health 

important. It is also crucial to have early diagnosis and treatment to reduce the disease burden of 

mental health disorders, as well as related chronic diseases. [27] 

Planning and Pregnancy Spacing 
The Texas BRFFS data (2009-2010) showed that an estimated 65 percent of women between 18 and 45 

years old were not trying to become pregnant. This percentage jumped to 76 percent when women 

who were not sexually active or had same-sex partners are excluded. While this is an encouraging 

statistic, it should be considered in light of family planning choices women are making—5.6 percent of 

women are using methods with questionable efficacy and 18.3 percent are relying on male condoms as 

their sole source of contraception.  

Part of having a healthy pregnancy is not just about whether the mother is healthy coming into the 

pregnancy, but also whether she and her partner planned the pregnancy. Women in Texas with an 

unintended pregnancy have significantly more health problems and pre-pregnancy risk behaviors than 

women with intended pregnancies. Analysis of Texas data from the Pregnancy Risk Assessment 

Monitoring System (PRAMS) for 2002-2010 has shown that women with unintended pregnancies were 

more likely to be physically inactive, to smoke, to binge drink, to be underweight, and to be anemic 

before they got pregnant. They were also less likely to be taking multi-vitamins [28]. As will be seen in 

later chapters, many of these risks continue into the pregnancy period, as well. C
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The rate of intended pregnancy has not significantly changed since 2004 according to our statewide 

PRAMS data (see Figure 3.10). Only about 50 percent of all pregnancies in Texas are intended. The 

differences in the intention rate among the race/ethnic groups are significant, though. For Black women, 

only about 40 percent of pregnancies were intended in 2011, which is significantly lower than the rates 

for White and Hispanic women. 

One of the most concerning categories of unintended pregnancies are the ones where the pregnancy 

was unwanted [29]. As with the general trend of unintended pregnancies, Black women have the 

highest rates of unwanted pregnancies (see Figure 3.11). For these women, between 15 and 20 percent 

of pregnancies from 2002 to 2011 were unwanted. This is significantly higher and almost double the rate 

of unwanted pregnancies for Hispanic and White women. 

The rates of unintended pregnancies, and specifically, unwanted pregnancies, are highest among 

women whose birth is later paid for by Medicaid (see Figure 3.12). Consistent with the previous 

pregnancy intention trends, this rate has not shifted since 2002. Although these women had their births 

paid for by Medicaid, it is likely that they were not covered by Medicaid before becoming pregnant. 

Many may be reliant on low-cost safety net programs for health care and contraceptives.  
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The PRAMS data on unintended pregnancies and BRFFS data on contraception use are all before 2012, 

which was a significant year for women’s health programs in Texas; In 2011, women’s health safety net 
programs were cut dramatically and state administered family planning programs were barred from 

contracting with agencies or providers who performed abortions. This funding was restored in 2013, 

however, there were still limits on whom the state could contract to provided family planning services. 

Because of these issues, the landscape and need for family planning services are likely different than 

reported here, especially for low-income women. As PRAMS data become available for 2012 and 2013, 

OPDS will be monitoring the unwanted and unintended pregnancy rates, especially in the populations 

that will go on to have their births paid for by Medicaid.  

Part of planning for a healthy pregnancy is having healthy spacing between pregnancies [30] [31]. In 

Texas, approximately 62 percent of the birth cohort has already had a birth; therefore, pregnancy 

spacing impacts the majority of women in the birth cohort. There is clear evidence that a shorter inter-

pregnancy interval—the time between delivery of the previous birth to conception of the current 

birth—is associated with several pregnancy risks and negative outcomes [30]. As will be shown in 

Chapters 4 and 5, women in Texas are not exceptions to these risks. 

Since 2008, there have been changes in the distribution of inter-pregnancy intervals (see Figure 3.13). 

The percent of women with an inter-pregnancy interval of less than 7 months has decreased by 13 

percent since 2008. However, the percent of women with intervals greater than 48 months has 

increased by 8 percent. These two inter-pregnancy intervals categories are noteworthy because they 

are associated with a variety of negative birth outcomes including low birth weight and preterm birth 

[30]. 
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In 2012, Black women and Hispanic women had a higher percentage of births in these two categories 

than White women or women in the “other” category (see Figure 3;14); !dditionally, women with the 

shortest inter-pregnancy intervals are significantly younger than all other groups. Women with the 

longest inter-pregnancy intervals are significantly older than women with other inter-pregnancy 

intervals. While the shortest and longest intervals are over-represented by these same two race/ethnic 

groups, the age differences strongly suggest that associated pregnancy risks and birth outcomes will be 

markedly different for each group. 
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 There has been literature linking inter-pregnancy interval and pregnancy intention, showing that 

women with intervals shorter than 18 months are more likely to report that the birth was unintended. 

This finding is supported in the Texas data, as well. According to Texas PRAMS data in 2011, 57.9 

percent of women with an interval of less than 18 months reported that the birth was unintended. This 

unintended pregnancy rate is significantly higher than the rate for women with any other interval 

length. 

Like pregnancy intention generally, short inter-pregnancy intervals may also be an issue of access to 

health care. In the birth cohort, between 60 and 64 percent of births with intervals shorter than 7 
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months were paid for by Medicaid. This finding is in contrast to the 45-47 percent of births paid for by 

Medicaid with inter-pregnancy intervals longer than 24 months. It is known in Texas through birth 

certificate Medicaid linking, that the birth certificate under-identifies the real numbers of births paid for 

by Medicaid by approximately 4-5 percentage points. Based on this trend of under-identification, the 

percent of births paid for by Medicaid in this shortest interval is likely higher. 

C
h

ap
te

r 
3

. P
re

-P
re

gn
an

cy
 H

ea
lt

h
 

39 



 

 

 

 

   

  
   

    

  

  

  

 

  

  

 

  

  

  

 

 

 

  

 

    

   

  

   

    

   

  

 

 

   

  

 

   

  

 

 

Chapter 4. Pregnancy & Birth 

Demographics of the Birth Cohort 
Between 2004 and 2013, there has been a shift in the demographics of Texans giving birth (see Figure 

4.1). The percent of births to Hispanic and White women has remained relatively stable, with a slight 

decrease for both groups over this time period. For Black women, the proportion of births has also 

remained stable, considering the slight increase in 2006, the year after the severe gulf coast hurricane 

season. 

There has been a significant increase in 

the proportion of the maternal birth 

cohort that falls in the “other” 
category. In 2004, this group was 3.9 

percent of all the births in the state, 

and this has grown to 6.3 percent in 

2012 and 2013. This increase is not due 

to a shift in percentage because of 

fewer births in the White, Hispanic, and 

Black categories. Rather this shift is the 

result of an increase in the absolute 

number of births to women in the 

“other” category; In 2004, there were 

14,881 births to a woman in the 

“other” category and this increased to 24,195 in 2012; �onsidering the overall number of births in Texas 

this group seems small; however it is not small when put in other contexts. In 2012, the number of 

Texas women in the “other” category who gave birth was greater than the total number of births in 13 

other states and the District of Columbia combined. 

Within the “other” category there have been shifts, showing that who is classified into this group has 

changed over time. These changes cannot be due to the way the woman completed the birth certificate, 

as race/ethnic options have been stable; nor is it due to the way these groups were defined, since the 

same grouping definitions were used in all years of data. In 2004 and 2005, about 47 percent of the 

women in this category were either Vietnamese or Indian. In 2012, that proportion decreased to 39.5 

percent, with the decrease being mainly among Vietnamese women. There are several groups that have 

increased their representation in this category, notably a rise in women of Middle Eastern descent; 

however, one of the largest increases has been among women who identify as mixed race. In 2004, 

mixed race women were about two percent of the women in the “other” category, and in 2012, this 

percentage increased to more than 10 percent; The heterogeneity in the “other” group is substantial 

and suggests that there will be important and meaningful differences in risk and birth outcomes within 

this group, as well. 

Texas has also seen a major demographic shift in maternal age (see Figure 4.2). From 2004-2008, the 

age distribution of the maternal birth cohort did not change substantially. However, since 2009, the age C
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distribution within the maternal birth cohort has seen major and significant declines in Texas. This shift 

is concentrated in two areas in the age distribution: the 11-19 year old age range, and the “peak” area of 

the age distribution.  

In 2004, 17-year olds represented 2.6 percent of all the births to a Texas resident. This percentage 

decreased to 1.7 percent in 2013. The shift in the age distribution of the maternal birth cohort 

corresponds to a significant and meaningful decrease in the teen birth rate in Texas. When the birth rate 

of teens is analyzed more closely, it is clear that all three major race/ethnic groups in the state have 

seen decreases in the birth rate (see Figure 4.3). Hispanic teens have seen the largest decreases. Across 

all race/ethnic groups, 18-year olds have seen the largest decreases in the teen birth rate (see Figure 

4.4). 
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These birth rate decreases correspond to a decrease in the teen pregnancy rate as well, which not only 

includes live births, but also fetal deaths and abortions (data not presented). Simply stated, fewer teens 

living in Texas have been becoming pregnant. 

While these decreases are exciting, this excitement is tempered when looking at the country as a whole. 

In 2012, Texas still had the third highest teen birth rate of all states and the District of Columbia. The 

current teen birth rate in Texas is approaching what the national average was in 2004 [32]. 

The second major shift in the distribution of maternal age is in the “peak age” of mothers; This peak 

corresponds to the ages that have the highest proportion of births. During 2004-2008, this peak 

occurred among those aged between 22-24 years. After the economic downturn in 2009, this peak age 

shifted significantly to mothers 27-29 years old. The same shift in the distribution was also evident 

among women in their thirties giving birth. 

This type of shift could suggest that there are fewer women giving birth for the first time, as these 

women tend to be younger, or that women are having children for the first time at a later age. There 

has not been a notable decrease in the percent of women who are giving birth for the first time. 

Nulliparous women have consistently represented 38 percent of residence births since 2004. The 

maternal peak age shift is partially due to women having children for the first time at a later age. 
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The age distribution of first-time mothers is double peaked (see Figure 4.5). One of these peaks 

corresponds to women giving birth in their teens, and the other is a “secondary peak” in the 25-30 year 

age range. From 2004-2012, the initial peak has decreased, as would be expected with the decreasing 

teen birth rate. However, there has also been a rise in the secondary peak at the 25-30 year age range. 

Approximately 48 percent of all births were to a mother younger than 23 years of age in 2004. In 2012, 

this midpoint shifted an entire year to 24 years of age, which is a significant change. 

As will be discussed throughout this scientific analysis, these shifts in demographics are central to 

understanding the risks and health of the maternal birth cohort. As the race/ethnic and age composition 

of the maternal birth cohort changes, the types of risks and birth outcomes that exist within the cohort 

will also change. 

Prenatal Care 
! woman’s first point of interaction with the medical system during pregnancy is at her first prenatal 

care visit. The HP2020 target for on-time prenatal care access is that 77.8 percent of pregnant women 

will begin prenatal care in the first trimester of the pregnancy. 

On-time prenatal care access has increased in Texas since 2008, however, only 64.5 percent of women 

had their first visit in the first trimester, which is far from meeting the HP2020 target (see Figure 4.6). 

The rates also differ between race/ethnic groups. White women have the highest rate of receiving care 

on time, whereas Black women have the lowest rate. Only slightly more than half of Black women begin 

prenatal care in the first trimester. 
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Texas’s low utilization of on-time prenatal care is a statewide problem (see Figure 4.7). Only three 

urban counties are meeting the HP2020 target. 
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It is important to consider whether the communities with a high percentage of women not receiving 

prenatal care within the first trimester have a high proportion of women who never receive care, or if 

these women are simply receiving care late. There are pockets in the state where a substantial 

proportion of women never receive prenatal care or do not enter care during the first trimester (see 

Figure 4.8). 
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In order to develop appropriate interventions to increase timely prenatal care access, it is important to 

understand the barriers that women face when receiving prenatal care. To better understand these 

issues, 2011 PRAMS data were analyzed to assess what characteristics predicted whether women 

entered prenatal care within the first trimester (see Figure 4.9). 

Black women and Hispanic women were significantly 

more likely to enter prenatal care late, regardless of 

whether their delivery was paid by Medicaid or not. A 

large predictor of whether the mother received 

prenatal care in the first trimester was if the pregnancy 

was intended, even after controlling for all other 

events. Women who have an unintended pregnancy 

are at an increased risk of not receiving care in the first 

trimester compared to women whose pregnancy was 

intended. Additionally, based on the 2012 birth file 

data, women with very short inter-pregnancy intervals 

were also less likely to have received prenatal care during the first trimester. From the literature and 

from these data sources, many of these pregnancies were unintended. Women whose delivery was paid 

by Medicaid were significantly more likely to enter prenatal care late than non-Medicaid recipients. 

Based on PRAMS data, waiting for Medicaid eligibility determination was the most frequently cited 

reason for not receiving prenatal care as early as they wanted [33]. 

One of the issues with prenatal care access is whether women are not receiving care because they do 

not seek it or because they do not have access to it. While it is clear that access is a barrier, it is also 

clear from PR!MS data that the mother’s behavior and perception regarding care-seeking may also be a 

barrier. There is a gap among Hispanic women and Black women about when they receive care and 

their perception about whether they received care as early as they wanted. In the 2011 Texas PRAMS 

data, 64.7 percent (C.I.: 59.4-70.0) of Black mothers received care in the first trimester; however, 75.7 

percent (C.I.: 71.0-80.4) said they received care as early as they wanted. If women wanted care in the 

first trimester, but were unable to access it, these two percentages would be closer together. The 

disparity in these percentages for Black and Hispanic women suggests that many women were not 

seeking or wanting care in the first trimester. The barriers to on-time prenatal care are not just about 

access, but also about narrowing the gap between when they wanted care and when they should have 

been seeking/accessing care. 

In addition to receiving care on time, it is also important that the utilization of care throughout 

pregnancy be adequate in its timing and frequency [34]. Measures of adequate prenatal care do not 

reflect quality but do reflect the frequency and timing of when that care is received. Adequate prenatal 

care using the Adequacy of Prenatal Care Utilization Index is defined as women who started care by the 

end of the fourth month of pregnancy and received more than 80 percent of the expected number of 

visits, given when the mother began care and when she delivered. Women receiving inadequate 

prenatal care began care after the end of the fourth month and received less than 50 percent of 

expected prenatal care visits or no prenatal care at all [34]. The HP2020 target for adequate prenatal C
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care utilization is 77.8 percent of births. Similar to on-time care, Texas is not meeting this target (see 

Figure 4.10). From 2005-2013, the overall percentage of women receiving adequate care is still low in 

the state. Black women have the lowest rate of receiving adequate prenatal care. 

The low rate of adequate prenatal care is two-fold. One piece is that women are beginning care late; the 

other is that even ones entering care on time are not utilizing at an adequate rate. Among women in the 

intermediate and inadequate categories, 39.7 percent started care on time, but received too few visits. 

As will be shown in Chapter 5, the level of prenatal care utilization during pregnancy is an important 

predictor and risk factor for several negative birth outcomes and risks during pregnancy. 

Diabetes and Hypertension 
In 2013, at least 4.9 percent of all live births were to a mother identified as having diabetes that 

developed pre-pregnancy or over the course of the pregnancy (see Figure 4.11). However, it is also clear 

based on previous work linking birth and Medicaid files, that the prevalence of diabetes is higher than 

what is reported in the birth file. It has been recently estimated that 9 percent of women enrolled in 

Medicaid developed gestational diabetes during pregnancy and another 4.1 percent had pre-pregnancy 

diabetes [35]. The Medicaid population is more than 60 percent Hispanic, and this group is 

disproportionately affected by diabetes; hence, the prevalence in the general population may be lower 

than what has been found in the Medicaid population. While the report makes a distinction between 

gestational diabetes and pre-pregnancy diabetes, based on the birth data and other estimates, that 

label may not be true in all cases. It is clear that a fair percentage of women came into pregnancy with 

undiagnosed diabetes. Women with diabetes have an increased risk for a variety of complications, 

including fetal and infant death [36], so identifying them early is paramount to properly managing and 

caring for these women. 

Much like diabetes, between five to six percent of all births are to a mother that was identified on the 

birth certificate as having some form of hypertension prior to pregnancy or as developing it over the 

course of the pregnancy (see Figure 4.11). While this rate represents a small proportion of the women 
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who have a live birth each year, about 11 percent of all the fetal and infant deaths are to a mother with 

some form of hypertension. Like diabetes, it is likely that this rate is underestimated from the birth file. 

Rates of both hypertension and diabetes are slowly rising in Texas (see Figure 4.11). This rise may be due 

to better documentation in the birth file or it may be a real rise in the incidence of these two conditions. 

Given the rise in obesity among women in the birth cohort, this rise cannot simply be dismissed as 

better documentation. Additionally, analysis of Medicaid data and other sources, strongly suggests that 

this rise is not due to better reporting. However, one of the more striking trends in Texas is the 

race/ethnic differences between women with diabetes or hypertension and how they co-occur. 

Diabetes is prevalent among Hispanic women and women in the “other” race/ethnic category. 

Hypertension, in contrast, is prevalent among White and Black women. 

Despite these race/ethnic differences, it is clear that obesity is an important risk for both diagnoses. In 

2013, 18.4 percent of obese women in the birth cohort had either hypertension, diabetes, or both, 

while 2.5 percent of all obese women had both. This rate is in contrast to the 6.6 percent of women 

with healthy pre-pregnancy BMI that were hypertensive, diabetic, or both, with less than 0.1 percent of 

these women having both. 

Oral Health Care Utilization 
There is growing awareness that a woman’s oral health during pregnancy can have an impact on fetus 

and birth outcomes [37]. Maintaining good oral health during pregnancy is important to the general 

health of both mothers and their babies, yet pregnant women seldom seek dental care during this 

period. During pregnancy, women experience complex physiological changes that can adversely affect 

their oral and overall health. There is a growing body of research showing a positive association 

between periodontal disease and adverse pregnancy outcomes [38]. There is also a growing body of 

evidence showing the causal biological mechanisms for how oral pathogens spread through the blood 

and amniotic fluid into the fetus, which then can provoke an inflammatory response and induce 

preterm birth [39]. Furthermore, periodontitis has been shown to be associated with high levels of 

cariogenic bacteria in mothers, which can lead to an increased risk of dental caries in infants. 
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Despite this evidence, it is clear that dental care utilization before and during pregnancy is low. Based on 

aggregated Texas PRAMS data from 2009 to 2011, only 29 percent (C.I.: 26.8-30.1) of pregnant women 

had a dental cleaning during pregnancy and 40.9 percent (C.I.: 39.1-42.7) had a cleaning one year before 

becoming pregnant. An in-depth analysis of the possible barriers to receiving dental care during 

pregnancy revealed that there was a strong and positive association between receiving care before 

becoming pregnant and having a dental check-up during pregnancy. However, after controlling for this 

association, other unique risk factors for not receiving dental care during pregnancy emerged (see 

Figure 4.12). 

As would be expected, women who received prenatal care on time were more likely than women 

receiving prenatal care late to have dental care during pregnancy. There were also clear associations 

between a woman’s pre-pregnancy BMI and seeking dental care. Women with pre-pregnancy obesity 

had significantly lower odds of receiving dental care compared to women with healthy pre-pregnancy 

weight. Additionally, women with diabetes, even after controlling for obesity, had significantly lower 

odds of receiving dental care during pregnancy than non-diabetic women. This finding is of particular 

concern because diabetes, in and of itself, has negative effects on oral health. 

The low utilization rates that were seen in 2009-2011 may not reflect the current utilization rates in 

Texas. Texas has been engaged in a recent push to increase access to oral health services for pregnant 

women. All safety net programs that provide prenatal care services offer therapeutic and preventative 

oral health benefits beginning in 2013. Additionally, the move in Texas to have all pregnant women 

receiving Medicaid to be served through a managed care organization means that many more women 

will have access to oral health services, as many of the large organization offer these benefits to their 

pregnant clients. As Texas PRAMS data becomes temporally aligned with these policy changes, we will 

be monitoring changes in the utilization and barriers to oral health care. 
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Smoking During Pregnancy 
Texas is one of the better performing states when it comes to smoking during pregnancy. Part of the 

reason for the low smoking rate in the state is because over half of the maternal birth cohort is Hispanic. 

Regardless of pregnancy status, Hispanic women have some of the lowest smoking rates among all 

demographic groups (see Chapter 3). Consequently, Hispanic women also have the lowest rates of 

smoking during pregnancy nationally and within Texas. However, Texas still has room for improvement 

when it comes to smoking during pregnancy. In 2009, 29.7 percent of women who smoked 3 months 

prior to pregnancy did not smoke at all once becoming pregnant. In 2013, this rate of total abstinence 

from smoking among previous smokers had risen to 33.5 percent. 

Despite these gains and the low smoking rate, Texas still has 95.6 percent of pregnant women 

abstaining from smoking, which is below the HP2020 target of 98.6 percent (see Figure 4.13). Only 

Hispanic women are meeting the target. The three major race/ethnic groups in the state have all seen 

decreases in the smoking rate from 2008 to 2013. The smoking rate among White women is the highest, 

but has decreased 20.9 percent in the past six years. 
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The gains made in the overall percentages hide some stark regional differences in the smoking rates 

among pregnant women (see Figure 4.14).  As would be expected, the border regions of the state have 

the lowest rate of smoking during pregnancy. The north and eastern regions of the state have the 

highest rates of smoking. In the regions with high smoking rates, the rates are high for both White and 

Black women, suggesting that the regional differences are a greater influence on smoking rates than the 

race/ethnic differences. Most of the major cities in the state have low smoking rates.  

While complete abstinence from smoking while 

pregnant is important, it is also important that a 

woman quit during her pregnancy. According to Texas 

PRAMS data, three out of every five women who 

reported smoking before pregnancy were not smoking 

by the third trimester of pregnancy. This leads to the 

question of what factors predict whether or not a 

woman will continue to smoke during pregnancy. 

Race/ethnicity and Medicaid status were significant 

predictors of women smoking during pregnancy in our 

PRAMS data (see Figure 4.15). However, women who 

reported that their pregnancy was unintended were also significantly more likely to smoke during 

pregnancy than were women whose pregnancy was intended. Women who did not enter prenatal care 

within their first trimester were significantly more likely to smoke than women who entered care on 

time. 
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Many of the women in the Focus Groups who smoked during pregnancy also cited a lack of support to 

quit smoking during pregnancy. While they received information about the dangers of smoking, they 

said they received little help to quit. Additionally, many counties with high rates of smoking while 

pregnant predictably have high smoking rates in general. Consistent with this generally high rate of 

smoking, women in the Focus Groups said that it was hard to quit smoking because smoking was 

everywhere. Even if they were successful quitting, staying away from partners and family members that 

still smoked was a challenge. These sentiments are also reflected in the literature on the role of fathers’ 

behaviors on birth outcomes [16]. Mothers’ and fathers’ risky behaviors co-occur and a smoking mother 

is less likely to quit if the father smokes [17]. It is clear from focus group responses and from the 

literature, that a father’s behavior is important for influencing the mother’s risky behavior. 

Stress and Maternal Risk During Pregnancy 
The effects of stress during pregnancy on birth outcomes and inter-generational health has a long 

history of research in the developmental sciences going as far back as the mid-1900s. Throughout this 

research and its subsequent migration into the public health arena, there have been two common 

themes that resonate: (1) stress affects pregnancy, and (2) stressful events are not always experienced 

as stress. 

Newer research highlights the importance of not just understanding stressors that a woman experiences 

in both a psycho-social and physiological sense, but also events that buffer stressors. These buffers have 

been called “uplifts” and others have referred to them as “personal capital;” These buffers can refer to 

such things as social support, joy from being pregnant, and other positive experiences, such as feeling 

the baby move. The current work on stress during pregnancy has emphasized that understanding the 

balance between these positive and negative events is important to understanding how stress directly 

affects pregnancy outcomes. 

The literature that focuses solely on stressors has also shown that not all stress is equal, and the way 

that a stressful event affects a woman’s behavior is also unequal; Data in Texas also shows this unequal 

effect. The PRAMS survey asks women about 12 common life stressors that they may have experienced 

during pregnancy. Both published research and the work that has been done in Texas has shown that 

these 12 stressors cluster into four major stress categories. Partner stress contains items where the 

couple fought or divorced; financial stress focuses on difficult paying bills; traumatic stress contains 

events such as the illness or death of a loved one; and emotional stress consists of issues of 

homelessness or jail of a loved one. 

In the Texas PRAMS 2010 data, unintended pregnancy was associated with higher levels of partner and 

financial stress (see Figure 4.16). This result showed that pregnancy itself may magnify stressors. 

Analysis of the PRAMS data also showed that elevated stress of any kind, but especially of partner 

stress, was associated with increased odds of smoking during pregnancy. The association with financial 

stress is noteworthy because poverty was statistically accounted for in the analysis, showing that this 

association is not just one of poverty. 
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Taken together, these results begin to paint a picture of how stressful events can build and lead to high 

risk behaviors during pregnancy. Unintended pregnancies are associated with higher levels of partner 

and financial stress. Higher levels of financial and partner stress are associated with increased odds of 

smoking during pregnancy. Stress, in and of itself, can have physiological effects on the pregnancy, but it 

can also be associated with increased occurrence of high risk behaviors that, in-turn, have effects on the 

pregnancy. 

Intimate Partner Violence 
Intimate partner violence (IPV) refers to physical, sexual, psychological, or emotional abuse by a current 

or previous romantic partner or spouse.  According to findings from the National Violence Against 

Women Survey, almost 25 percent of U.S. women reported that they were raped and/or physically 

assaulted by a current or former spouse/partner/date at some point in their lives. Abused women often 

may not report abuse the first time they are asked about it by a healthcare professional. Additionally, 

IPV may begin later in the pregnancy, so women should be screened more than once through the 

pregnancy. 

Overall, PRAMS 2011 data estimate that 52.5 percent of women had this discussion. This rate of 

screening has significantly increased since 2002 according to PRAMS data (see Figure 4.17). In 2011, 

these discussions were more likely to happen among women in “high-risk” groups; While targeting 

“high risk” groups is important, these discussions are missing a large segment of the population 

experiencing IPV. When 2002-2011 PRAMS data were combined across all years, about half of the 

women that experienced IPV were not screened, the same was found for women who did not 

experience IPV. This finding suggests that the correct groups are not being targeted for screening.  
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Data from the PRAMS survey estimated that 5.6 percent of pregnant women had experienced physical 

IPV either before or during pregnancy. While this rate has not changed significantly since 2002, the rates 

are trending towards decreasing in Texas (see Figure 4.18). 
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Physical violence has been associated with numerous perinatal risks including unintended pregnancy, 

late entry into prenatal care, preterm delivery, and low birth weight [40]. Texas PRAMS data generally 

show the same pattern. Women who experienced IPV smoked at rates that were twice as high as 

women who reported no experience with IPV. Women who experienced IPV began prenatal care after 

the first trimester at a higher rate than women who did not report experience with IPV. As will be seen 

in Chapter 5, the risk factors associated with IPV are also clear risk for threats to the child. 

Delivery 
There are two major factors that determine when a woman has her baby: (1) biological and 

environmental factors, and (2) decisions made by the woman’s doctor; Doctors’ decisions have been a 

point that public health officials have targeted to influence as a way to improve birth outcomes. One of 

the biggest decisions that a provider can make is to induce labor. Inductions are not always elective 

procedures, and a provider may induce a woman because the pregnancy is well past a due date and 

there is risk, or as a way to treat a mother or fetus in crisis. These situations are important points where 
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a doctor’s decision to induce labor can improve birth outcomes; The target within public health and the 

medical field has been to reduce elective inductions and cesarean sections scheduled before 39 weeks 

gestation. 

In Texas, the total rate of labor inductions has declined since 2008, with noteworthy drops in 2011 and 

2012 (see Figure 4.19). It is important to make clear that not all of these births were elective inductions. 

In 2012, 4.6 percent of all inductions were performed when the pregnancy was preterm or late 

gestation; 20.8 percent were early term (37-38 weeks gestation) and 74.6 percent were between 39 and 

42 weeks gestation. 

The distribution of labor inductions for singleton births across the state shows that women residing in 

rural counties have a significantly higher odds (O.R. = 1.3; C.I. = 1.28-1.34) of having labor induced than 

those living in urban counties (see Figure 4.20). This finding is consistent with the idea that doctors may 

induce labor in women living far away from hospitals as a way to manage expectant mothers and the 

delivery.  
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The rate of cesarean section has also been showing modest declines since 2008, especially among 

women receiving a cesarean section for the first time (see Figure 4.21). 
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As with other birth outcomes, there are stark regional differences in the primary cesarean section rate. 

In particular, counties within and surrounding the Laredo metropolitan area have a particularly high rate 

of primary cesarean sections (see Figure 4.22). 
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The number of inductions or cesarean sections that are elective is difficult to assess in the Texas birth 

file. Many of the exclusionary criteria that identify a delivery as not elective have been found to be 

unreliable. For example, in 2012, specifically, there were clusters of hospitals with extremely high rates 

of non-vertex presented infants and, as previously stated, the rate of maternal medical inductions are 

underreported on the birth certificate. The state is currently working to engage hospitals across the 

state to improve data quality on the birth certificate. These efforts will help to improve the data and 

subsequent public health response to problems affecting women in the state. Through the rest of the 

section, we will not be making distinctions between “elective” and “non-elective” deliveries, but will be 

making distinctions between “low-risk” and “not low-risk” deliveries; Low-risk deliveries are defined as 

deliveries where the fetus is between 37 and 41 weeks gestation and vertex. Additionally, the woman 

was nulliparous, had no history of diabetes, no history of hypertension, and had no indication of 

premature rupture of membranes. Gestational age in this analysis was the indicated clinical estimate 

(see Chapter 5 for a discussion of gestation age) on the birth certificate. Given the known problems with 

some of these variables, the analyses done with this low-risk distinction should be viewed with caution. 

There is a striking difference in the primary cesarean section rate and the labor induction rate. These 

two rates do not co-vary in counties. The counties with high induction rates are not necessarily the 

counties with high primary cesarean section rate. When the data are restricted to the low-risk group, 

the relation between these rates at the individual level are weak (O.R. = 1.03; C.I. = 1.00-1.06) after 

controlling for race/ethnicity, Medicaid status, maternal age and obesity. There are published reports 

showing a strong relation between inductions and increased cesarean sections, but there are also other 

studies showing a weak and protective relation between inductions and cesarean sections. In 2009, the 

Agency for Health Care Research and Quality conducted a meta-analysis of studies assessing the relation 
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between labor inductions and cesarean sections. This meta-analysis found only weak relations between 

the two in the case-control studies reviewed and mixed results in the retrospective studies. In the Texas 

data, the nature of the relation between the two is highly dependent on the exclusion criteria used to 

define the low-risk group.   

In the Texas data, what predicted a cesarean section among the low-risk group was, by far, obesity. Low-

risk obese women had approximately a 200 percent increased odds (O.R. = 1.98; C.I. = 1.92-2.05) of 

having a cesarean section over non-obese women after controlling for age, race/ethnicity, Medicaid 

status, and induction of labor. Among low-risk women, 45 percent of obese women had a cesarean 

section, whereas only 28.2 percent of non-obese women did. Further, there is also evidence that obese 

women have their labor induced at a higher rate than non-obese women. Among the identified group of 

low-risk women, 35.2 percent of obese women were induced; whereas, only 29.4 percent of non-obese 

women were induced. Given that obese women make-up 31 percent of our “low-risk” group, it was 

calculated that cutting the cesarean section rate in half for “low-risk” obese women would lower the 

total cesarean section rate for the low-risk group as a whole by almost 4 percentage points. 

Maternal Morbidity and Mortality 
Severe maternal morbidity refers to severe injury or illness that occurs or is present when a woman 

delivers. While this definition is conceptually clear, it has proven difficult to operationalize. There have 

been several efforts to operationalize severity that have been met with a variety of successes and 

acceptance. In Texas, severe morbidity and the underlying diagnosis of that morbidity are defined in two 

ways. The data source for morbidity in the state is the Texas Hospital Discharge data, which are all-payer 

claims for the majority of hospitals in the state. Every discharge in the dataset is coded to have two 

variables of interest: illness severity and risk of mortality. These two variables identify cases of severe 

morbidity. The underlying diagnosis groups analyzed are derived from the coding procedures outlined in 

Callahan et al. (2008). 

The rate of severe morbidity among pregnancy-related hospitalizations has remained steady for the 

state as a whole since 2009 (see Figure 4.23). However, there are stark race/ethnic differences, with 

Black women having severe morbidity rates almost twice as high as those of White or Hispanic women. 
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Rates of severe morbidity have an exponential relation with age, meaning that risks increase at a higher 

factor for older ages than for younger ages (see Figure 4.24). This exponential increase is across all 

race/ethnic groups, but is especially severe among Black women (see Figure 4.24). Black women older 

than 40 years have a rate of severe morbidity that is 3 to 4 times higher than the state average for this 

age range, whereas the rate of severe morbidity for 20-24 year old Black women is closer to the state 

average. 

Following the procedures outlined in Callaghan et al. (2008), morbidities were grouped into 9 causes. In 

addition, an accidental drug overdose group was included because a scan of the data indicated a large 

group of women with these codes. Additionally, the hypertension codes were expanded from the 

restricted code range used by Callaghan to all hypertension codes. It was found that the restricted code 

range underestimated the prevalence of hypertension and eclampsia in the Texas discharge data. 

Eighty-one percent of all severe morbidity cases could be classified by one of the 10 causes previously 

defined. It must be noted, that many cases were comorbid for several identified causes; thus, the 

percentages will not add up to 100. In 2011 and 2012, the three leading diagnoses associated with 

severe morbidity were hemorrhage (identified as a woman receiving a whole blood transfusion), 

eclampsia/hypertension, and respiratory distress (see Figure 4.25). These three diagnoses, as well as 

renal failure, had a rate of occurrence that was almost twice as high among Black women as that for all 

other race/ethnic groups. 
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A disadvantage of using the public use hospital discharge data is that the hospital file cannot be linked 

to the birth file; However, the woman’s county of residence is known and data can be linked at the 

community level (see Figure 4.26 for geographic distribution of rate). When assessing the association 

between community-level risks and severe morbidity, it is clear that these rates are more closely tied 

with maternal risks than fetal/infant risk. In particular, counties with high rates of access to prenatal 

care after the first trimester and high rates of obesity tend to have higher rates of severe morbidity. 

There is no evidence that rates of severe morbidity are related to the county-level rate of preterm birth 

or low birth weight. 
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Maternal mortality—the death of a woman who was pregnant or who had given birth within one year of 

her death—is a tragic event with far reaching consequences beyond the loss of the mother. Maternal 

death is rare, with mortality rates among currently and recently pregnant women generally lower than 

those of women in the same age range in the general public. However, there is evidence, albeit 

controversial, that the rate of deaths that are directly related to pregnancy is rising. 

The issues of definition and accurate surveillance of maternal death are not insignificant and will be 

discussed before the prevalence of maternal death is discussed. One of the greatest issues with 

maternal mortality and morbidity surveillance is that it is difficult to accurately find and identify the 

cases. Even nationally, there have been widely discrepant discussions on how to identify these deaths in 

vital statistics records (Hoyert, 2007; Berg et al., 2010).   

Deaths that are caused by pregnancy-related complications are classified on the death certificate using 

two pieces of information: 1) the cause of death written on the death certificate, and 2) the “pregnancy 

check box.” This check box identifies whether the woman was: 1) currently pregnant; 2) not pregnant 

currently, but pregnant within 42 days of death; or 3) not pregnant currently, but pregnant 42 days to 1 

year prior to the time of death. 

The cause of death, sometimes combined with the answer on the check box, should lead to an ICD-10 

code being assigned to the death that is the official classification of the death. The different national 

and international rates that are reported stem from differing opinions about which ICD-10 codes should 

be used to classify Maternal Death and whether or not the pregnancy check box is a requirement for 

that classification. 
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The most inclusive definition encompasses ICD-10 codes O00-O999 (all obstetric codes; O-Codes) and 

A34 (sepsis). For this definition, the check box is not considered. This definition generally leads to a large 

number of deaths being classified as Maternal (pregnancy-related) Deaths. However, some have 

advocated that the ICD-10 codes are too broadly inclusive, because they do not separate deaths caused 

by a pregnancy and those causes only related to a pregnancy death. This group advocates a restrictive 

definition so that the ICD-10 codes included are O00-O959, O98-O999, (restricted obstetric codes) and 

A34 (sepsis). In addition, the pregnancy check box must have indicated that the woman was currently 

pregnant or at least pregnant within 1 year of the death. 

Data on the maternal mortality rates in Texas from 2007 to 2011 using both definitions show very 

different rates (see Figure 4.27). 

A birth-death matching project that was conducted for the Maternal Mortality and Morbidity Task Force 

has shown that the pregnancy checkbox on the death certificate does not accurately identify recently 

pregnant women. In 2012, there were 225 women identified on the death certificate as being pregnant 

at time of death, pregnant within 42 days of death, or pregnant 43 days before death but within one 

year of death. The linked death cohort only had 145 women with an appropriate pregnancy check box 

designation. As with the pregnancy check box, an O-code cause of death did not confirm pregnancy 

status for many women. In the 2012 death file, there are 120 women with an O-Code cause of death. 

The identified cohort with confirmed pregnancy had only 80 women with an O-Code as a cause of 

death, also calling into question the use of O-Codes alone as a way to identify deaths. 

This matching project has given insight into the leading causes of death among women who were 

recently pregnant or currently pregnant at the time of death. Once motor vehicle deaths and cancer 

deaths were excluded, the leading two causes of death in 2011 and 2012 were cardiac events and 

hypertension/eclampsia (see Figure 4.28). Black women were disproportionately affected by these two 

causes. Drug overdose was found to be the third leading cause of death and was the second most 

prevalent cause of death for White women. 
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Additionally, it was found the survival rates for many causes of death to be long, showing that many 

women are surviving the delivery, but may be experiencing complications later (see Figure 4.29). 

As the Maternal Mortality and Morbidity Task Force moves forward with reviewing these deaths, it will 

become clearer how many of these deaths were related to the woman’s pregnancy; 
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Chapter 5. Birth & Infancy 

When an infant is born, he or she has already been exposed to environmental, social, and genetic 

factors that increase health risks. The focus of the previous chapter has been to understand the risks 

that the mother carries into the pregnancy and may develop over the course of the pregnancy. This 

chapter will focus on understanding the infant’s risk and how the maternal risks discussed previously are 

related to the infant’s outcomes, both immediately after birth and within a year of birth. 

Preterm Birth Rate 
Knowing the infant’s gestational age throughout pregnancy and at birth is important for proper care and 

management of a pregnant mother and also with caring for the infant. However, with the exception of 

certain artificial reproductive techniques, gestational age can only be estimated. The two sources of 

gestational age on the birth certificate are an estimate based on last menstrual period and one based on 

a clinical determination. The clinical estimate may be based on last menstrual period, report from the 

mother, ultrasound or other estimates; the birth certificate does not identify how this estimate is being 

derived. The difference between these two estimates is not insignificant, as some benchmarks use 

clinical estimates and some use last menstrual period. The rates of preterm birth depending on the 

estimate used can vary greatly. 

In 2012 Texas birth data, these two estimates were in perfect agreement only 62 percent of the time 

and have a kappa reliability score of .5, meaning that they have low agreement with each other. These 

two estimates are not interchangeable. Deciding which to use is also problematic because both 

estimates have well documented problems. The HP target for preterm birth uses a hybrid method to 

estimate gestational age. This method uses last menstrual period first, but if it is missing or out of range 

with the infant’s birth weight, the clinical estimate is used [41]. All gestational ages in this chapter, 

except where noted, are calculated based on this method so that Texas progress can be compared to 

this important public health benchmark. However, The Joint Commission Perinatal Care quality 

measures are based on clinical estimations of gestation [42]. 

Preterm births are those that occur prior to 370/7 weeks of gestation. The preterm birth rate in Texas has 

consistently been higher than the national average for the past ten years (see Figure 5.1). From 2010 to 

2011, the preterm birth rate decreased by 3 percent and this decrease has carried over into 2012. 

However, Texas is still far from meeting the HP2020 target for preterm births [41]. Between 2009 and 

2013, the preterm birth rate has decreased by 6 percent, which is still short of the Health Babies 

Challenge to reduce preterm births by 8 percent by 2014 issued by the Association of State and 

Territorial Health Officials [43]. 
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There are substantial race/ethnic gaps in the preterm birth rate, with Black women having a high 

percentage of their infants being born preterm (see Figure 5.2). Encouragingly, the rate has decreased 

among all race/ethnic groups, with the largest gains being made with infants born to Black mothers. The 

preterm birth rate for infants born to Black women has decreased 8.5 percent since 2009. 
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The preterm rate can be further divided into infants born at 34-36 weeks, and those born at less than 34 

weeks gestation. The declines in preterm birth have mainly been driven by decreases in the percent of 

infants being born in the 340/7-367/7 week gestation range (see Figure 5.3) [44]. 
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As has been seen with maternal risk behavior and health, there are substantial regional differences in 

the distribution of preterm births (see Figure 5.4). The southern border and gulf coast regions and 

eastern Texas have high percentages of infants being born preterm. 
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Low Birth Weight 
Many birth outcome metrics and guidelines for care are defined by birth weight (e.g. [42] [45]). As with 

preterm birth, low birth weight is associated with a variety or poor outcomes and is an important 

marker for the health and well-being of infants, generally. 
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The percentage of babies born weighing less than 2500 grams (5 pounds 8 ounces) has not meaningfully 

changed since 2006 (see Figure 5.5). The low birth weight rate in Texas is above the national average 

and is not meeting the HP2020 target of less than 7.8 percent of live births weighing less than 2500 

grams [46]. 

Black mothers have a disproportionately high percentage of infants being born low birth weight (see 

Figure 5.6); !dditionally, the low birth weight rate is high among mothers in the “other” race/ethnic 

category. Demographic shifts in the makeup of this group (see Chapter 3), especially the rise in mixed-

race mothers, may be contributing to the slow, but steady increase in the rate since 2004. 
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Throughout the state, there are individual counties that are meeting the HP2020 target, but they are not 

clustered geographically; meaning that there are no clear regional disparities in the low birth weight 

rate (see Figure 5.7). However, there are disparities between individual counties. 

Preterm births are decreasing in Texas but low birth weight is not, even though both rates should track 

more closely with each other. The clear regional patterns that are seen in preterm births are not present 

with low birth weight. Birth weight and gestational age are correlated in the Texas data (r = .66), 

meaning that shorter gestation ages are associated with lighter birth weights. Therefore, it is reasonable 

to expect that as one decreases, the other would also decrease, even if slightly. Analysis of the relation 

between birth weight and gestational age shows that there are a substantial number of babies that are 

low birth weight but preterm, and a very large number of infants that are preterm but not classified as 

low birth weight (see Figure 5.8). The part of the distribution that has the greatest variation between 

low birth weight and preterm is in the 34-36 week range, which is the preterm range that is declining in 

Texas. 
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To understand the differing factors that may be contributing to each birth outcome, the relationship 

between several maternal risk factors, low birth weight, and preterm birth were assessed using birth 

certificate data. 
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Generally, the risk factors that were found to be associated with low birth weight were also associated 

with preterm birth (see Figure 5.9). However, there were notable differences. Tobacco use and late 

prenatal care were associated with low birth weight, independent of the infant’s gestational age. 

Additionally, PRAMS data also reveal a variety of other maternal factors that are associated with low 

birth weight, even after statistically controlling for other factors. Notably, stress and a lack of oral health 

care utilization during pregnancy are predictors of low birth weight (see Chapter 4). When bivariate 

relations, not controlling for other factors, are examined, unwanted pregnancies are associated with a 

higher prevalence of low birth weight than wanted pregnancies, but not with preterm birth. Consistent 

with the birth certificate data, late prenatal care is also significantly more prevalent among women with 
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a low birth weight infant than women with a healthy weight infant. Women with a low birth weight 

infant are significantly more likely to say they received care later than they wanted. The unique relation 

these factors have with low birth weight may help explain some of the divergence between then multi-

year trend in the low birth weight and preterm birth rates. 

Further study and monitoring of these factors may help identify modifiable behavioral factors that are 

associated with one, but not the other. In the Texas data, both measures together explain about 17 

percent of the variance in infants whose birth certificate indicated at least one complication during 

delivery (such as NICU stay, fetal intolerance of labor, antibiotic administration). Reducing both low birth 

weight and preterm births will be an important step towards having healthier and safer deliveries. 

While it is important to study the divergence of these two trends, it is also important to consider the 

extreme risk carried by an infant who is born both preterm and low birth weight. Preterm infants that 

are low birth weight can be identified through hospital discharge data. Because of the way that ICD-9-

CM defines these diagnosis codes, low birth weight cannot be differentiated from preterm birth. 

Additionally, hospital discharge data do not represent incidence because these data are not full 

population data in Texas and they represent hospitalizations, not individuals. Additionally, these 

preterm codes tend to correspond with clinical estimates of gestation, not the hybrid method defined in 

the HP2020 objective. However, these data do provide an understanding of the impact of both factors 

on an infant’s hospitalization and severity of illness; 

Of the infant hospitalizations with any preterm/immaturity diagnosis code, regardless of birth weight, 

90.8 percent of these hospitalizations resulted in a discharge to home, 2.5 percent resulted in the death 

of the infant, and 6;1 percent resulted in a transfer to another general hospital or children’s hospital; 
The remaining infant hospitalizations were discharged to a variety of other care facilities. The subset of 

the infants who were low birth weight (53 percent) showed evidence that their condition was more 

severe, as only 86.7 percent were discharged to home and 4.1 percent died during the hospitalization. 

These discharge patterns also showed race/ethnic differences, with hospitalizations of Black infants 

having a higher number of deaths than did the other race/ethnic groups (see Figure 5.10). 
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When assessing only the hospitalization that resulted in a discharge to home, there were also significant 

differences in how long the infant was in the hospital (see Figure 5.11). The median length of stay for all 

infant hospitalizations with any preterm/immaturity indication was 5-6 days. For hospitalizations where 

there was an indication that the infant was low birth weight and preterm, the median length of stay was 

10-11 days. Hospitalizations of preterm but not low birth weight infants had significantly shorter length 

of stays at 3-4 days than those comorbid with low birth weight. It is clear from the hospital data that 

having both is a high risk to the infant, with significantly longer hospital stays and a significantly higher 

probability that the infant will die. 

Breast Milk 
Breast milk is the best source of nutrition for infants, as it contains the essential nutrients and 

antibodies necessary to nourish and protect infants from disease. Formula-fed babies are at higher risk 

of numerous adverse outcomes, including necrotizing enterocolitis (a condition that affects the 

gastrointestinal tract of preterm infants), asthma, lower respiratory infections, obesity, and type 2 

diabetes [47]. Breastfeeding has also been shown to be protective against SIDS, specifically, and infant 

mortality, more generally [48]. 

Breastfeeding also has numerous benefits for the mother; besides helping with postpartum weight loss, 

it helps to establish and strengthen the bond between mother and baby. Breastfeeding has been 

associated with a lower risk of type 2 diabetes, breast and ovarian cancers, and postpartum depression 

in mothers. Additionally, since breastfed infants are sick less often, women who breastfeed miss fewer 

days of work. 

According to 2011 Texas PRAMS data, it is estimated that 85.8 percent (C.I.: 83.5-88.0) of women had 

initiated breastfeeding with her youngest infant in the hospital. This estimate is significantly higher than 

the breastfeeding rate reported by the National Immunization Survey of 78.4 percent (C.I.: 73.5-83.3). 

Texas is not significantly different from the HP2020 target for breast feeding initiation of 81.9 percent. 

Among the WIC population, 81.5 percent of clients surveyed in the 2010 Infant Feeding Practices Survey C
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reported ever breastfeeding, and in 2012, 84.8 percent reported ever breast feeding. The initiation rates 

in the WIC population have consistently been shown to be higher than the general population. 

While PRAMS may be an overestimate of breastfeeding initiation, it is clear that there are significant 

race/ethnic differences in this rate (see Figure 5.12). Both Black and Hispanic mothers have significantly 

lower initiation rates than White mothers. 

While Texas has high initiation rates, exclusive breastfeeding is significantly lower. Research has shown 

that the benefits of breastfeeding are highest when the baby is exclusively fed breast milk for the first 6 

months after birth. Only 20.1 percent of mothers receiving WIC reported exclusive breastfeeding at 3 

months and that rate decreased to 6.3 percent at 6 months. The National Immunization Study reports 

higher rates within the general population. At 3 months, 38.9 percent (C.I.: 33.6-44.2) reported 

exclusive breastfeeding and 16.8 percent (C.I.: 12.8-20.4) reported exclusive breastfeeding at 6 months. 

It has been shown that the woman’s experience in the hospital has an influence on her initiation of 

breastfeeding. In Texas, only 3.4 percent of births in 2011 occurred in a Baby Friendly Hospital according 

to the National Immunization Study. Initiating breastfeeding in the hospital is the first step towards 

exclusive breastfeeding. 

Focus group work with lactation consultants and other hospital workers conducted in 2008 suggested 

that hospitals have substantial work to do with educating nursery nurses and administrators on the 

benefits of breastfeeding and exclusive breastfeeding and behaviors by staff that subtly discourage 

exclusive breastfeeding. 

One administration policy that has been shown to hinder exclusive breastfeeding is the hospital 

providing complimentary formula to the parents in a gift bag. In regards to this policy, specifically, there 

has been significant improvement in the state—the percentage of women surveyed through PRAMS 

who reported receiving formula in a gift bag from the hospital (see Figure 5.13). There has been a 
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significant and steady decrease in the percentage of women receiving complimentary formula from the 

hospital. There are also race/ethnic differences in this rate, which may reflect cultural norms, women 

requesting formula, or subtle differences in hospital practice. Further study and monitoring will be 

needed to assess the influences of hospital policy and women requesting formula. 

In addition to hospital and systems level risk, there are maternal and infant characteristics that are also 

significantly associated with low in-hospital breastfeeding according to the Texas birth certificate file. 

Two findings that are noteworthy from this analysis is the significantly lower odds of women with an 

inter-pregnancy interval of 6-months or less have of breastfeeding compared to women with pregnancy 

intervals between 24 and 48 months. This finding has been documented in the literature, as well. 

Additionally, women who deliver an infant that is post-term (more than 48 weeks gestation based on 

clinical estimates) are significantly less likely to breastfeed in the hospital than women with a full-term 

infant, or even women with a preterm infant. 

Congenital Abnormalities, Birth Defects, and Cerebral Palsy 
Birth defects and congenital abnormalities not only have an impact on the infant mortality rate, but also 

on the health care delivery systems and the CYSHCN program. Birth defects have a mix of causes 

ranging from genetic predisposition, environmental factors, maternal illness and a combination of any 

of the three. In Texas, the Birth Defects Registry has tracked and collected data on all reportable birth 

defects since 1993; !ll other references to “birth” in this report refer only to pregnancies that resulted 

in a live birth. In this section, birth defects are not only situations that result in a live birth, but also 

those that result in fetal death and early termination of the pregnancy. In Texas, 2.92 percent of all 

reported birth defects from 1999-2011 did not result in a live birth, with some abnormalities having 

more than 65 percent of reported cases not resulting in a live birth. 

Between 1999 and 2011, Texas has seen a steady and significant increase in the number of Down 

syndrome cases reported to the registry (see Figure 5.14) [49]. Given the rise in maternal age in the 
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birth cohort (see Chapter 3) and the strong relationship between maternal age and Down syndrome, 

this increase is not surprising; “Other congenital and genetic disorders” is the third leading diagnosis 
category for children enrolled in the CYSHCN program. Children with Down syndrome comprise almost 

half of this group; therefore, a rise in the number of infants born with this syndrome signals a growing 

need from the CYSHCN program. 

Texas, unfortunately, has a history of clusters of spina bifida and other neural tube defects occurring. 

One of these clusters of spina bifida led to the establishment of the Birth Defects Registry. Spina bifida, 

specifically, is the 13th most prevalent diagnosis category for clients served through the CYSHCN 

program. These birth defects are considered largely, but not completely, preventable through a diet rich 

in folic acid or through pre-pregnancy folic acid supplementation. From 1996 to 1999, Texas saw a 

significant decrease in spina bifida; however, since 1999, the rate has not significantly changed [50]. The 

combined rate from 1999-2011 was 37.7 per 100,000 live births; above the HP2020 target of 30.8. In 

Texas, Hispanic women are at increased risk of neural tube deficits and the border region of the state 

has significantly higher prevalence of spina bifida than non-border regions [50]. 

2011 Texas PRAMS data has shown that women along the border are well educated about the benefits 

of folic acid with 91.2 percent (C.I.: 85.7-96.7) reporting that they know about the link between folic 

acid and birth defects. This rate is significantly higher than reported knowledge in non-border regions 

(76.5 percent, C.I.: 73.6-79.4). However, despite this knowledge, folic acid and multivitamin use is low 

among this group of women, with only 45.9 percent (C.I: 35.3-56.6) reporting supplementation pre-

pregnancy. 

Pre-pregnancy supplementation is also predicated, to some extent, on the idea that the pregnancy was 

intended. The rate of unintended pregnancy has been cited as a barrier to persuade women to take 

vitamins pre-pregnancy. In the 2011 Texas PRAMS data, 70.2 percent (C.I.: 65.6-74.8) of women with an 

unintended pregnancy did not take a supplement. This rate is significantly higher than the 45 percent 

(C.I.: 45.3-53.7) of women who reported the pregnancy was intended, but did not take a pre-pregnancy 

supplement. 
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A healthy diet is also a way for women to receive enough folic acid. Obesity can be used as a proxy for 

poor diet, and the Birth Defect Registry has found that the prevalence rates of spina bifida follow a 

dose-dependent like relationship with pre-pregnancy obesity status [51]. A healthy diet is a key 

component to reducing neural tube defects, such as spina bifida, given the high rates of unintended 

pregnancy and the low rate of supplementation among this group. 

The Texas Birth Defects registry also shows a significant increase in the rates of some congenital heart 

defects since 1999 [49]. While some heart defects will resolve without intervention, others will require 

life-time monitoring and surgery. Heart defects are the sixth most prevalent diagnosis category for the 

CYSHCN program; therefore, changes in the prevalence of these birth defects will likely impact the 

CYSHCN program. 

Among heart defects, the increase has mainly been due to a rise in ventricular septal defects, atrial 

septal defects, pulmonary valve atresia or stenosis, and patent ductus arteriosus (see Figure 5.15). The 

significant rise in these defects has been attributed to a rise in early diagnosis and identification, rather 

than to a change in the true occurrence in the population. However, these defects have been linked to 

maternal characteristics that are also notably gaining in prevalence among the birth cohort. The Birth 

Defects Registry has reported that these heart abnormalities, in particular, have a higher prevalence 

among women with pre-pregnancy obesity [51]. Three of these abnormalities show a dose-dependent 

like relation with the mother’s level of obesity; Further, this rise in prevalence is magnified if the mother 

had an indication of diabetes. Additional study will be needed to assess whether the increase in obesity 

among the birth cohort can account for some of the increase in heart defects since 1999. 
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Cerebral Palsy (CP) is not a birth defect, but it is the most prevalent neuro-muscular disorder in children 

world-wide. Its origin is not clear. There are many events that may give rise to CP. These events can be 

from several sources, including placental problems and umbilical cord problems, and there is increasing 

evidence that the infant’s genetic predisposition or other prenatal factors many also play a role [52]. 

There are no specific surveillance systems in Texas that monitor or track the incidence of CP. However, 

its impact on programs is clear; CP was the leading diagnosis category for the CYSHCN program in 2013. 

Research on risks associated with CP has found that preterm birth is very high among these children, 

with almost half of children with CP being born preterm. A recent meta-analysis that included data from 

six developed countries, including the U.S., found that among those children that were born full term 

(>36 weeks gestation), several other factors were also important risks, including low birth weight, labor 

induction, maternal hypertension, maternal pre-eclampsia, among others [53]. A California report 

linking hospital discharge data to birth records also found an increased risk for cerebral palsy if the 

woman did not receive prenatal care, even after controlling for other factors [54]. These risks and multi-

year trends have been highlighted throughout this and the previous chapter. Prevention of these risks is 

not just paramount to the survival of the infant, but also to the long-term prognosis of the infant. 

Infant Mortality 
Infant death is one of the more tragic birth outcomes. Infant mortality does not just reflect the general 

health and risk of the individual infant, but of society in general. Infant mortality is a general marker of 

the health of the community. Therefore, addressing and understanding infant mortality requires not just 

a focus on the infant’s risk, but also on maternal risks, systems risk, and societal risks. 

The infant mortality rate (IMR) in Texas has been better than the national rate for the past ten years 

(see Figure 5.16). However, it has only been since 2009 that the state has met the HP2020 target of 6.0 

deaths per 1,000 live births. Preliminary 2013 data suggest that the low IMR has remained stable. 

C
h

ap
te

r 
5

. B
ir

th
 &

 In
fa

n
cy

 

75 



 

 

 

 

  

   

   

 

 

   

 

   

 

   

  

  

  

 

  

   

    

 

  

  

 

Despite the overall decrease in the IMR, the racial-ethnic disparity between Black mothers and all other 

race/ethnic groups in IMR has persisted (see Figure 5.17). The IMR for Black mothers is more than two 

times higher than those of White and Hispanic mothers. 

Infant mortality, even in Texas, is an event that is rare enough that county level analysis is not possible 

with a single year of data. In order to focus on current data, which is lost with combining years of data, 

the geographic analysis for mortality data uses communities defined through the Census Bureau to 

aggregate data across counties. In this report the term “communities” refers to core-based statistical 

areas (CBSA) as defined by the Census Bureau. CBSAs are micropolitan and metropolitan areas and are 

defined by a high degree of social and economic integration between the counties. This scientific 

analysis uses the 2013 CBSA definitions with two exceptions: 1) the traditional metropolitan area of 

Dallas-Fort Worth was divided into three areas: Fort Worth-Arlington, Dallas-Plano, and the remaining 

outlying counties of the metropolitan area; and 2) the county of Galveston was removed from the 

Houston-The Woodlands CBSA so that particular county could be analyzed separately. All remaining 

counties were aggregated into a single “non-metropolitan area” and the data for this remaining area is 

reported in the legend of all maps. 

Across these communities, geographic disparities are evident within the state (see Figure 5.18). In 2012, 

nine of the twenty largest communities in the state with a calculated IMR were better than or meeting 

the HP2020 target including Houston-The Woodlands and Dallas-Plano areas, which are the two most 

populous areas in the state. Five communities had IMRs above 7.0 infants per 1,000 live births in 2012. 

While the state as a whole is moving towards a decrease in IMR, there are still communities that are 

lagging behind this state-level trend. 
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A trend in the IMR of particular concern is the persistently high IMR for Black women. The high rate for 

Black women is especially puzzling because the Houston-Woodlands and the greater Dallas-Fort Worth 

metropolitan areas are home to almost 75 percent of the state’s urban-dwelling Black population (see 

Chapter 2). Therefore, it is reasonable to expect that the overall decreases in IMR in these communities 

should also result in a decrease in the state IMR for Black women. 

Black Infant-Mortality-Rate 

In order to assess regional differences in IMR for Black women, 2011 and 2012 data were combined and 

the Black-IMR was calculated at the county level when there were more than 100 births to a Black 

woman in the county. This analysis revealed stark and substantial regional differences in Black-IMR (see 

Figure 5.19). 
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A striking finding of this analysis is the great variance in the rate across the state and within 

communities. During 2011 and 2012, there were 10,007 infants of Black mothers (11.6 percent) born in 

counties with a collective Black-IMR of 5.1 deaths per 1,000 live births (range: 0.0-7.2). There were also 

9,774 Black infants (11.3 percent) born in counties with a collective Black-IMR of 16.1 deaths per 1,000 

live births (range: 13.2-22.5). Just as with IMR generally, there are substantial regional differences in the 

Black-IMR. This variability begs the question of what separates these high performing and low 

performing communities. 

Perinatal Periods of Risk Analysis 
To understand the disparities in IMR across the state, it is important to look closer at these rates. One 

way to take a more nuanced view of infant death is to also look at a restricted feto-infant mortality rate 

(r-FIMR). The Perinatal Periods of Risk (PPOR) approach has been advocated as a way to more 

specifically look at the r-FIMR and to understand the risks in the community [55]. This approach not only 

considers live births and infant deaths, but also fetal deaths. Therefore, r-FIMR assesses pregnancy 

outcomes, not just birth outcomes. The PPOR analysis restricts the types of fetal and infant 

deaths/births that are analyzed [56]. These restrictions help clearly define the population of deliveries 

and the types of events that are included, facilitating comparison across years even when fetal death 

reporting laws and policies shift. The PPOR approach adopted in this report only includes fetuses and 

infants who weigh more than 500 grams at delivery, or who were at or past 20 weeks of gestation at 

delivery. In Texas, there are 20-90 births each year where the infant was born before 20 weeks 

gestation; because these infants would not meet the fetal death cut-off, they were also excluded. 
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The key component of the PPOR approach is that it divides the r-FIMR into four major periods of risk. 

The period of risk within which the infant or fetal death falls, depends on its weight at delivery and 

gestational/birth age at death (see Figure 5.20). 

The first period of risk is the Maternal Health period 

and includes the death of a fetus or infant who 

weighed less than 1500 grams at delivery, regardless of 

gestational age. The second period of risk is the 

Maternal Care period and only includes fetal deaths in 

which the weight at delivery was 1500 grams or more. 

These two periods of risk are most associated with 

health issues of the mother that existed both before 

and during pregnancy, but they are also some of the 

most vulnerable infants. It has been shown that the 

quality and level of care at the hospital where these 

infants are born is related to the survival of these infants. While maternal factors may lead to these 

events, the chance of these infants surviving is increased if they are being delivered in a hospital with a 

level -III or -IV neonatal intensive care unit [45]. 

The third period of risk, Newborn Care, includes infants (live births) that died within 28 days of birth. 

These deaths are most associated with factors related to access to neonatal care. The fourth period of 

risk is the Infant Health period. This portion of the r-FIMR includes infants who died after 28 days of 

birth. The risk factors associated with these deaths focus on the environmental health and safety of the 

infant. 

Between 2006 and 2010 (the most recent birth-death linking and fetal death file), the r-FIMR remained 

relatively constant, as it did for the IMR during this same time period (see Figure 5.21). However, there 

was a steady decrease in the portion of the r-FIMR associated with Maternal Health Period of Risk. 
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As with the IMR, there are substantial geographic disparities in the r-FIMR across the 22 largest 

communities in the state. The period of risk with which each community struggles is different. 

Interventions that aim at reducing IMR and r-FIMR should consider the specific issues and period of risk 

that are a challenge for that community. 

Maternal Health and Maternal Care Periods of Risk 

Sixty percent of the state r-FIMR in 2010 was in the Maternal Health and Maternal Care periods of risk. 

These two periods of risk were associated with the mother’s general pre-pregnancy health, as well as 

her health and access to care while pregnant. 

There are specific pockets of the state that are showing elevations in the r-FIMR associated with either 

Maternal Health or Maternal Care. In 2010, six of these communities showed rates that were more than 

five percent higher than the state average for the Maternal Health period of risk (see Figure 5.22), and 

eight communities showed elevated rates in the Maternal Care period of risk (see Figure 5.23). 
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To assess the influence of select health issues on the r-FIMR in these two periods of risk, three of the 

most common conditions in pregnant mothers were analyzed to evaluate their relative contribution to 

this rate. The trends and disparities for each of these conditions are discussed in Chapter 4. 

Women with diabetes have an increased risk for a variety of complications, including infant or fetal 

death. In 2010, the r-FIMR for women with diabetes was more than 60 percent higher than for women 

without diabetes. Breaking down the r-FIMR into the four periods of risk showed that the r-FIMR in the 

Maternal Care period of risk was 3.5 times higher than the r-FIMR of women not identified as diabetic in 

2010 (see Figure 5.24). The concentration of the r-FIMR in this period of risk highlights the increased 

rate of fetal death that these women have versus non-diabetic women. 
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Approximately 11 percent of all the feto-infant deaths were to a mother with some form of 

hypertension. Hypertensive mothers had an r-FIMR that was 1.7 times higher than that of women not 

identified as hypertensive. The r-FIMR for these women was concentrated in the Maternal Care and 

Maternal Health periods of risk (see Figure 5.25). Hypertensive women had an r-FIMR in the Maternal 

Health period that was almost two times higher than that of women not identified as hypertensive. 

Obesity is a major risk factor for developing both hypertension and diabetes during pregnancy. The r-

FIMR among these women was higher than the r-FIMR among non-obese women. The r-FIMRs in the 

Maternal Health and Maternal Care periods of risk were elevated for these women in comparison to 

non-obese mothers (see Figure 5.26). The clustering of the r-FIMR in these two periods of risk was 

expected because obesity is a risk factor for hypertension and diabetes, which are also associated with 

elevated r-FIMRs in these two periods of risk. 
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Given the co-occurring nature of hypertension, diabetes, and obesity, it is important to understand 

whether these risk factors are contributing to the same set of feto-infant deaths, or if they represent 

independent risk factors that can compound a woman’s risk for a feto-infant death when they co-occur. 

Even when assessed together and controlling for race/ethnicity and tobacco utilization during 

pregnancy, obesity, hypertension and diabetes were each a significant unique predictor of fetal death. 

Obesity and hypertension were significant unique predictors of infant death. These findings suggest that 

each of these three factors comes with its own unique risk, and having more that one of these factors 

will increase the risk of either a fetal or infant death. 

Newborn Care and Infant Health 

The r-FIMR attributed to the Newborn Care period of risk is the smallest of all four periods of risk in the 

state. Interventions in this period of risk are focused on hospital practices related to appropriate level of 

care for the infant and screening. Despite Texas as a whole doing quite well in this period of risk, there 

are pockets of the state with elevated rates of the r-FIMR related to newborn care. 

The Infant Health period of risk includes infants that died 28 days or more after their birthdate. This 

period is most associated with environmental and/or safety issues, such as safe sleep environments, 

exposure to toxins, and disease protection through cocooning. In Texas, there were seven communities 

in 2010 with r-FIMRs that were 10 percent higher than the state average (see Figure 5.27). 
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Unlike the other periods of risk that are dominated by congenital abnormalities and extreme 

prematurity as leading causes of death, the Infant Health period of risk is remarkable because Sudden 

Infant Death Syndrome (SIDS) or sudden unexplained infant deaths is the leading causes of death. It has 

been found in the Texas data that the effects of smoking during pregnancy are particularly profound 

during this period of risk. 

Smoking during pregnancy elevates the infant’s risk for a variety of problems, including death [57]. 

Using the linked birth-death files in 2010, it was found that mothers who smoked during pregnancy had 

significantly higher odds of infant mortality—even after controlling for other health issues of the 

mother, Medicaid status, and race/ethnicity. Specifically, these women had more than a three-fold 

increase in the odds of their baby’s death being classified as SIDS, specifically, than women who did not 

smoke [58]. 

Placing an infant on his/her back is an important strategy to reduce sleep-related deaths [59]. PRAMS 

Texas data has shown that there has been a significant increase in the percent of infants being placed 

on his/her back to sleep since 2002. Despite this increase, there are still race/ethnic differences, with 

infants of Black mothers having significantly lower rates of being placed on his/her back (see Figure 

5.28). 
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Another concerning cause of death during this period of risk is homicide. Of all deaths investigated by 

the Department of Family and Protective Services (DFPS) between 2010 and 2012 and found to have 

substantiated abuse or neglect, 38 percent were deaths to infants. In 2014, DFPS and DSHS began a 

process to develop a plan to coordinate preventative and family support services administered by each 

agency in order to prevent child abuse and neglect fatalities. The plan was driven by an in-depth analysis 

that linked cases of substantiated abuse and neglect with death and birth certificate data. The results of 

these analyses showed that there are clear risks at birth that put the infant at a higher risk of dying from 

abuse or neglect (see Figure 5.29). 

C
h

ap
te

r 
5

. B
ir

th
 &

 In
fa

n
cy

 

85 



 

 

 

 

     

 

  

 

   

 

  

There are two major findings from this analysis. One finding is that the type of abuse is important for 

understanding key risks at birth. For example, smoking is significantly related to both physical abuse and 

sleep related deaths, but it is a much higher risk for sleep related abuse and neglect deaths. Not having 

other children at home is protective against neglect related deaths, but it is an increased risk for 

physical abuse deaths. The second major finding is that the general profile of risk that is seen for a child 

abuse death is a similar profile of risk that is seen in the Texas PRAMS data for intimate partner violence 

(see Chapter 4). 
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Chapter 6. Childhood 
The early (1-5 years) and late (6 years to the onset of puberty) childhood periods are relatively protected 

periods of life for children. These periods have the lowest mortality and injury rates of the 18 year span 

covering childhood. However, this period does mark the emergence of several health risks that can set 

the child on a long-term path for later health problems. 

Fatalities 
Despite the relative protection of this period, fatalities do occur. For non-natural deaths, the origins of 

these risks often come from the home environment. The three leading causes of non-natural deaths that 

will be covered in this chapter are motor vehicle crashes, drowning, and child abuse and neglect. The 

risks for child abuse and neglect and drowning are unique to this age range, so each will be covered 

next.  

Child Abuse and Neglect 

In Texas, child abuse and neglect fatalities account for 11 percent of all non-natural deaths among 

children 0-17 years of age. However, the early childhood period (1-5 years old) shows particular risk, 

with 22 percent of all non-natural fatalities being due to substantiated abuse or neglect (see Figure 6.1). 

These deaths can be grouped into three causes: physical abuse, drowning, or motor vehicle deaths. 
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Fatalities are the most tragic outcome of abuse and neglect; however, these deaths are indicative of a 

larger problem. DFPS estimated that, in 2013, there were 9.2 confirmed abuse or neglect cases for every 

1,000 children in the population [60]. Of the cases investigated by DFPS in 2013, 24 percent were 

substantiated cases of abuse or neglect. These cases are part of a bigger problem, in that 28.7 percent of 

the investigated cases indicated violence in the family, although violence towards the child may not 

have been substantiated. The prevalence of family violence underscores the need to address intimate 

partner violence as a viable strategy to reduce child abuse and neglect (see Chapters 4 and 5). 

One of the needs for developing efficient interventions is identifying the communities in which these 

cases are occurring. The collaboration between DFPS and DSHS to analyze abuse and neglect child 

fatalities showed that, with two notable exceptions, the communities that are experiencing fatalities in 

general (excluding all motor vehicle deaths), carry the same risks as the communities that experience 

abuse and neglect fatalities (see Figure 6.2). These communities do not significantly differ on a variety of 

measures of community risk including the community’s concentration of poverty, number of people per 

room per household, percent of population younger than 18 years old, and percent of the population 

with a bachelor’s degree or higher; These communities did differ on measures of mobility, with more 

families moving in census tracts experiencing an abuse or neglect death than in communities 

experiencing child fatalities in general. Additionally, there was a higher percentage of uninsured adults 

(25-34 years of age) in census tracts who experienced an abuse or neglect death. The general overlap 

between these community risks shows that preventing abuse and neglect fatalities can fit within 

population-based strategies to reduce all child fatalities. 

The in-depth analysis of the child abuse and neglect fatalities also showed place-based needs that are 

centered on specific types of fatalities. Homicides, the majority of which are identified as physical 

abuse, are spread throughout the state. However, drowning and motor vehicle related abuse and 
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neglect fatalities are more prevalent in the Dallas/Fort Worth area than would be statistically expected. 

The border region, specifically the southern region, has higher than statistically expected numbers of 

motor vehicle related abuse and neglect fatalities. It is also notable that the majority of these motor 

vehicle fatalities (64%) are not vehicle-to-vehicle crashes; rather, these are pedestrian deaths and 

children being left in vehicles on a hot day. 

Discussions of child abuse and neglect must also include children with birth defects and special health 

care needs. Across several studies, it has been shown that these children have a higher prevalence of 

abuse or neglect than children without special needs or birth defects. As part of an inter-agency project 

to assess the prevalence of abuse and neglect among those with birth defects, DFPS full case report files, 

the birth defects registry, and birth certificate records from 2002-2011 were linked [61]. This project 

found that children with cleft palate/lip (36 per 1,000), or Spina Bifida (38 per 1,000) had higher 

prevalence of abuse or neglect than did children not in the birth defects registry (22 per 1,000). Children 

with Down syndrome, cleft palate/lip, or Spina Bifida were at increased risk for confirmed medical 

neglect compared to children without an identified birth defect. Additionally, children with cleft 

palate/lip were at increased risk for physical neglect compared to these children. 

The most extreme intervention for a family with an abuse or neglect history is removal from the family 

and termination of parental rights. Children with special health care needs are at particular risk for not 

finding a permanent home if this happens. There is a shortage of adoptive families for children who 

have been removed, and children with special needs are at an additional disadvantage of finding a 

permanent home. In 2014, 1,623 children with special needs were adopted; however, it is difficult to 

ascertain how many were eligible or still waiting for adoption [60]. 

Drowning 

Drowning fatalities and motor vehicle fatalities alternate being the leading cause of accidental death for 

children between 1 and 5 years of age. Texas Child Fatality Review Team data show that almost all of 

the drowning fatalities for this age range occurred in a private swimming pool. The teams determined 

that almost all of these deaths could have been prevented. In 88 percent of the cases reviewed in 2011, 

there was no barrier present that could have prevented or deterred the child from entering the pool. 

The teams also determined that poor or absent supervision was a contributing factor in 59 percent of 

the drowning fatalities in 2011. According to DFPS data, 31.8 percent of drowning fatalities in 2011 

involved a confirmed case of abuse or neglect. These data underscore the need to address the wider 

issues of supervision around pools in the general population, not just in populations that are at risk for 

abuse or neglect. 

Asthma 
It was estimated in 2012 that 9.3 percent of children are affected by asthma nationwide [62]. Recent 

work has shown that its prevalence rates are closely tied with poverty, although the genetic 

susceptibility of some children cannot be discounted [63]. 

In Texas, it is estimated in the Burden of Asthma Report that 9.1 percent of children 0-17 years old have 

asthma [64]. However, there are significant race/ethnic differences, with 19.2 percent of Black children 
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having asthma. Children 0-4 years of age have the lowest reported prevalence of asthma, but the 

highest hospitalization rate (21.0 per 10,000; see Figure 6.3). This low prevalence and high 

hospitalization rate likely correspond with the child’s initial diagnosis of asthma; �hildren between 5 and 

9 years of age have a hospitalization rate of 20.1 per 10,000, but a prevalence rate similar to the state 

average. These data likely correspond to the time period when parents and children are learning to 

control the asthma. 

The hospitalization rate provides a picture of the extent to which asthma is controlled. The distribution 

of claim types among Medicaid recipients reveals race/ethnic differences. Hispanic children account for 

53.9 percent of physician submitted Medicaid claims and 43.2 percent of all inpatient hospital claims. In 

contrast, Black children account for 17.3 percent of physician claims and 25.4 percent of inpatient 

claims. This disproportionate percentage of hospital claims shows that Black children are more likely to 

be in the hospital for their asthma than those of other races/ethnicities, and hence, further suggests 

that this group is less likely to have their asthma under control. 

These hospitalizations also represent a burden on the medical system. Of asthma-related Medicaid 

claims, hospitalizations account for less than 1 percent of the number of claims for childhood asthma, 

but 24 percent of expenditures for children. 

In addition to the burden on the medical system, asthma also takes its toll on the child’s education; 

According to the 2006-2010 BRFSS asthma call-back survey, 53.9 percent of children with asthma had 

missed school in the past year. Further, 43.2 percent reported having an active asthma management 

plan with their school. The issues surrounding the school and asthma are also significant to the medical 

community. The Baylor Asthma Care for Kids Educational Resource study of child asthma cases treated 

through the Baylor University medical system reported that in 67.4 percent of asthma-related 

emergency room visits, the child was engaged in a school activity prior to the emergency room visit. In 

contrast, the child was engaged in an activity at home in only 21.4 percent of the cases. 
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Obesity 
According to the National Health and Nutrition Examination survey, the national prevalence of obesity 

among 2-5 year old children (n = 871) has decreased from 13.9 percent in 2003-2004 to 8.4 percent in 

2011-2012. This represents a significant 43 percent reduction in obesity [65]. The authors of the studies 

and others have pointed to the changes in the food package provided through the Food and Nutrition 

Service for Women Infants and Children (WIC) made in 2009 and 2010 as a driving force for this change. 

However, the results of this study have been called into question as to its generalizability and whether 

this change was seen in the WIC population. 

The changes in obesity were analyzed in the Texas WIC population among toddlers from 2008-2013 (see 

Figure 6.4). These changes were assessed two ways, one looking at cross-sectional changes from year to 

year, and the second was to assess longitudinal change in BMI for children who were enrolled in WIC at 

2 and 3-years old. 

The percent of obese 2-year olds decreased from 16 percent in 2008 to 14 percent in 2010. This 

percentage of obese children decreased even more in 2013 to 13.5 percent. The change from 2008 to 

2013 represents an 18.5 percent decrease in the obesity rate. 

The changes for 3-year olds have also been significant, but more modest. The obesity rate decreased 

from 18 percent in 2008 to 17.3 percent in 2010 and to 16.1 percent in 2013. This change represents a 

10.7 percent decrease in the obesity rate from 2008 to 2013. 
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These decreases in the obesity rate have also been associated with modest decreases in the overweight 

rate, and additionally, increases in the rate of toddlers who are normal weight. 

The longitudinal change in BMI seen in the WIC population shows that individual BMI generally 

increases from the age of 2 to the age of 3. The extent of this BMI gain differs by race/ethnicity, with 

Hispanic children showing the biggest gains in BMI from the age of 2 to 3. A significant finding from this 
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analysis is that, despite these gains, children whose mother was enrolled in WIC in 2012-2013 still had 

lower BMI at the age of 3 than those enrolled in 2008-2009, before the food package change. 

Within the state, WIC provides the only viable surveillance of obesity among toddlers. Tracking this rate 

and changes in this rate are important for assessing the overall health of children. There is an increasing 

number of studies showing that obesity among toddlers can lead to later health issues and long-term 

problems with weight. 

One of the issues emerging in the literature on obesity prevention with young children is whether or not 

parents recognize that the child is obese or overweight and what parents view as healthy weight for 

their children; It has been shown that parents tend to underestimate their child’s weight status [66]. 

Several studies have shown that this underestimation is also associated with a lack of concern for the 

child’s weight and level of physical activity; 

In the late childhood period, parental attitudes and perceptions have an impact on children’s physical 
activity. Fourth grade students, on average, engage in more than 30 minutes of vigorous physical activity 

3.3 days a week according to the Texas School Physical Activity Nutrition Survey (SPAN). One of the 

factors than has been found to influence this level of activity is the parents’ perception of safety in the 
neighborhood [67]. Specifically, parents that view traffic in their neighborhood to be unsafe were 

significantly less likely to let their child play outside than parents who did not have concerns about 

traffic. Parents in the Title V Focus Group also expressed concern about neighborhood safety as a factor 

for letting their children play outside with these expressed fears being more about crime. 

One theme about obesity that emerged out of both the Title V Focus Groups and the CYSHCN Focus 

Groups is parents feeling powerless to influence their young children’s food choices; ! sentiment 

expressed throughout all Focus Groups was lack of knowledge on how to get their children to eat 

healthier food, and that it was easier to let them eat unhealthy food that they liked. This sentiment was 

especially expressed by parents with a child with special health care needs, whose children may be less 

flexible about routine or choice. It is clear from the SPAN data and focus group results that parental 

perceptions, parenting needs, and views about obesity are all vital components of the obesity rate for 

young children. 

Oral Health 
Every five years, DSHS conducts the Oral Health Basic Screening Survey (BSS) to assess the level of oral 

health service utilization and oral health status of third grade and Head Start students in the state. The 

BSS consists of a short survey that parents fill out concerning utilization of oral health services for their 

child. Additionally, there is also a limited oral exam of the child conducted by a trained dentist. The most 

recent BSS was conducted in 2012-2013, and included a representative sample of 3,143 Head Start 

students and 6,351 3rd grade students. 

In Texas, the oral health utilization disparities between Medicaid enrolled children and those not 

enrolled in Medicaid are well documented [68]. Children enrolled in Medicaid in Texas have higher oral 

health care utilization than children not enrolled in Medicaid, including those children with private 

insurance. The results from the BSS also illustrate this disparity (see Figure 6.5). Among 3rd grade 

92 



 

 

 

 

   

  

  

  

  

     

 

    

  

     

     

  

 

  

   

 

students, 70.8 percent (C.I.: 66.8-74.8) of children not enrolled in Medicaid had seen a dentist in the 

past year. In contrast, 82.9 percent (C.I.: 80.0-85.0) of children receiving Medicaid had seen a dentist in 

the past year. Continuity of care is not just important for general medical care, but also for oral health 

care, and a component of this continuity is having a regular provider. Third grade students enrolled in 

Medicaid (54.6 percent; C.I.: 49.5-59.8) had a higher prevalence of having a family dentist than those not 

enrolled in Medicaid (45.4 percent; C.I.: 39.4-51.4). 

This higher level of access also translates into better oral health (see Figure 6.6). Medicaid enrolled third 

grade students had lower prevalence of untreated dental caries (20.1 percent; C.I.: 16.0-24.1) and a 

higher prevalence of sealants (61.5 percent; C.I.: 55.5-67.6) than students not enrolled in Medicaid (28.8 

percent, C.I.: 25.0-32.7; 45.6 percent, C.I.: 40.9-50.4, respectively). However, third grade students, 

generally, have better oral health and sealant usage than what was seen in the 2008-2009 BSS. 
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Head Start enrollment is dominated by children enrolled in Medicaid, as 80 percent of Head Start slots 

are earmarked for low-income families, and all Head Start students are required to have an oral health 

check-up within 6 months of enrollment. Therefore, there are very few differences between children 



 

 

 

 

 

 

    

   

      

 

 

     

 

 
  

     

  

  

  

  

  

   

enrolled and not enrolled in Medicaid. However there are geographic differences in utilization and 

health outcomes (see Figure 6.7). Children living along the border have a significantly higher prevalence 

of ever seeing a dentist (94.7 percent; C.I.: 92.9-96-6) than those living outside the border region (90.5 

percent; C.I.: 88.3-92.7). Additionally, children living in the border region have a higher prevalence of 

having a family dentist (70.6 percent; C.I.: 67.2-74.0) than those not living near the border (59.3 percent; 

C.I.: 53.2-65.4). This higher level of access does not necessarily translate into better outcomes, however. 

For all dental outcomes, except the need for urgent care, there is little difference between children 

living in these two areas of the state.  

Medical Home 
A good medical home has seven major components: 1) a personal physician; 2) physician directed 

medical practice; 3) a whole person orientation; 4) coordination of care; 5) care is high quality; 6) there 

is enhanced access to care; and 7) payments should be based on quality. For patients, the medical home 

should be accessible, family-centered, comprehensive, coordinated, and culturally effective. In Texas, 

51.8 percent (C.I.: 48.2-55.4) of children received coordinated, ongoing, comprehensive care within a 

medical home (see Figure 6.8). This prevalence is lower, but not significantly so, from the national 

prevalence of 54.4 percent (C.I.: 53.7-55.1). Nationwide, the prevalence of Medical Home decreases 

with increasing age of the child. In Texas, this change is difficult to assess using the National Survey of 

�hildren’s Health because the margin of error is so large in the Texas sample. 
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Estimates of CYSHCN are indicators of quality care in the general population, as they are heavy users of 

the medical system. In Texas, CYSHCN have low rates of medical home utilization. The NS-CSHCN 

estimates that only 40.1 percent (C.I.: 35.6-44.5) of CYSHCN received their care within a medical home. 

As will be discussed in Chapter 7, the utilization of medical home for these children is a strong predictor 

for later outcomes and transitions to adult care. 

One way that Texas is failing in terms of medical home is with “coordinated care;” On the NS-CSHCN, 

this component of medical home is the most likely to be missing for children in Texas. The CYSHCN 

Community Outreach (parent) Survey also indicated that coordination of care is a challenge, with 71.6 

percent of parents reporting that they coordinate their child’s care themselves; For these parents, that 
level of responsibility also means overcoming barriers to seeking care. For parents responding to the 

2014 CSHCN Parent Survey, lack of transportation (57.3 percent), lack of a close medical provider (54.8 

percent), and not having medical providers qualified to care for their child nearby (51.6 percent) were 

all barriers to receiving care. Despite these barriers, 77.0 percent of parents said they had a regular 

place to take their child when sick, and 81;4 percent said they take their child to a specialist or doctor’s 

office when the child is sick. 
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Chapter 7. Adolescents &Transition to Adulthood 
!dolescence is a period of a child’s life with little consensus in the literature on when this time begins 

and when it ends. However, the importance of this period in development is clear. There are major 

transitional changes in physical and psychological development, including neurologic changes to the 

brain, which can lead to risky behaviors, sleep disruptions, changes in health, and profound changes in 

social-emotional processing. 

Throughout this chapter, different age ranges for some of the topics and indicators will be presented. 

These differences are due to the variation in how data sources group the various ages defined as youth 

or adolescence. The age ranges will be presented in the titles of the figures and maps. An effort was 

made to have all age ranges include 15-17 year olds when the data was presented throughout the 

chapter. 

Fatalities 
The period of child development with the second highest risk for death is adolescence—after the 

infancy/early toddler period. Youth from 15-17 years of age are more likely to die from a non-natural 

cause of death, whereas infants and toddlers are most likely to die from a natural cause (see Figure 7.1). 

These non-natural causes of death are mainly accidents and suicides for youth in this age group. 
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There are differences in the fatality rate within these age groups. From 2008 to 2012, the fatality rate 

among 17-year olds decreased 22.1 percent, the rate for 16-year olds remained stable, and the rate for 

15-year olds only decreased 9 percent (see Figure 7.2).   
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Motor Vehicle Crashes 

The decline in the fatality rate for the 15-17 year old age group has been mainly driven by a decrease in 

accidental deaths (see Figure 7.3). 

The leading cause of accidental death for this age group is motor vehicle crashes. Among 15-17 year 

olds, the rate of motor vehicle fatalities has declined 30.7 percent since 2008. Local Texas Child Fatality 

Review Teams examined 171 of the 267 motor vehicle deaths in 2011. The Teams found that in 32 

percent of the deaths, the victim was the driver of the car. In all but one of these 267 cases, the driver 

was between 15-17 years old. Data from the Texas Department of Transportation (TXDOT) indicated 

that a fatality resulted in 3 out of 1,000 crashes for drivers aged 16 and 17 (.3 percent, respectively, in 

Figure 7.4). 
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In 2013, TXDOT reported that youth 15-17 years old were unrestrained in 56.8 percent of the motor 

vehicle fatalities. TXDOT further reported that an additional 11.1 percent of the crashes with an 

unrestrained youth resulted in serious injuries, and 4.1 percent of the crashes resulted in other types of 

injuries. It is important to note that these unrestrained youth statistics reflect both drivers and 

passengers. In 2011, the Texas Child Fatality Review Team data showed that the teen driver was 

unrestrained in 32 percent of the teen driver deaths reviewed. 

In addition to the risks of being unrestrained in a vehicle, the risk associated with driving while under the 

influence of alcohol is also important to consider. Youth are at risk of being in a crash while driving 

intoxicated. For youths aged 15-17, driving under the influence (DUI) of alcohol accounted for 1.56 

percent of all DUI crashes in rural counties and .75 percent of crashes in urban counties in 2013.  

The risk of a DUI fatality is not just with the driver, but also lies with the passenger and others involved 

in the crash. Between 2007 and 2013, there was a DUI in approximately 20 percent of all fatalities for 

youth age 15-17 years old (see Figure 7.5). The percent of all motor vehicle fatalities that involved a 

driver under the influence is higher for 17-year olds than for any other age younger than 18 years old. 
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According to the 2013 CDC Youth Risk Behavior Surveillance System (YRBSS), 28.7 percent (C.I.: 26.3-

31.3) of Texas youth reported that they were a passenger in a vehicle with a driver who had been 

drinking alcohol (see Figure 7.6). There has been a significant decrease in this rate since 2005. However, 

this rate was still significantly higher than the national average of 21.9 percent (C.I.: 20.0-23.9) in 2013. 
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Suicides 

Texas has seen relative stability in the suicide rate for youth 10-17 years old from 2005 to 2012 (see 

Figure 7.7). However, the suicide rate among 15-17 year olds has risen. This age group carries the 

highest risk for suicide among all children younger than 18 years old. It is important to note that about 

three quarters of child suicides in Texas in any given year involve youth older than 15 years old.  
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In 2011, Texas Child Fatality Review Teams examined 77 percent of all youth suicides in Texas. The 

teams determined that 65 percent of these suicides could have been prevented. In 2011, firearms (44 

percent) and strangulation/hanging (36 percent) were the two most prevalent ways that children 

younger than 18 years old committed suicide. 

As with other causes and manners of death, understanding the context that leads to the suicide is 

important. The teams identified several psycho-social factors that they determined had contributed to 

the death. In 32 percent of the cases reviewed, family relationships—arguing with parents, parents 

getting a divorce or family discourse—were contributing factors. Of the identified problems contributing 

to the suicide, peer relations (i.e., fighting with peers, fighting with a boyfriend or girlfriend, or breaking 

up with a boyfriend or girlfriend) was the third most prevalent factor. 

The link between depression, anxiety, and suicidal behaviors has been well established. In Texas, 3.2 

percent (C.I.: 2.2-4.6) of youth 15-17 years old reported having a clinically diagnosed depressive episode 

in the past year, and 1.8 percent (C.I.: 1.2-2.7) reported a diagnosed episode of anxiety. The rate of any 

depressive episode over the course of the lifetime is higher among these youth, with 4.6 percent (3.5-

6.2) reporting a history of diagnosed depression and 2.2 percent (C.I.: 1.5-3.3) reporting diagnosed 

anxiety. 

However, it is also important to point out that there is a discrepancy between the prevalence of 

depression and the percent of youth that reported attempting suicide in the past year (see Figure 7.8). 

Based on 2011 YRBSS data, 10.1 percent (C.I.: 8.4-12.1) of youth in grades 9-12 had attempted suicide in 

the past year, which is almost 5 times the rate of youth with diagnosed depression. 
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Additionally, significantly more female youths reported that they had attempted suicide than male 

youths, whereas there were no significant gender differences in depression history. From the data, it is 

clear that other psycho-social factors may contribute to suicide predispositon, or that there many be a 

significant portion of youth with undiagnosed or unrecognized depression. 

Substance Use 
Among the 2014 Title V Focus Group particpants, both fathers and mothers said that a top concern of 

theirs for an adolecent child was exposure to drugs, alcohol, and sexual activity. According to the 2012 

TSSSU, the most prevalent substance tried at least once by 10-12th grade students in Texas is alcohol 

(see Figure7.9). It is important to note that the YRBSS reports that the rate of trying tobacco is higher 

than alcohol use among students in these grades. Among 12th grade students, the YRBSS estimates that 

52.4 percent had tried cigarettes, whereas the TSSSU reports that rate to be 42.3 percent. The TSSSU 

has a sample size of 38,951 students, so utilizing data from the TSSSU is preferred over the YRBSS. 

As would be expected, the rate of ever trying alcohol significantly increased with grade level. Black 10-

12th grade students report lifetime alcohol use at a significantly lower rate than Hispanic youth. 
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When assessing recent use (use in the past month), the same patterns emerge, with significantly greater 

prevelance in older grades and higher use among Hispanic and White youth than with Black youth. 

Binge drinking is defined as drinking five or more drinks in one setting on the TSSSU. Overall, 25 percent 

(C.I.: 24.4-25.7) of youth reported binge drinking in 2012 (see Figure 7.10). As with alcohol use in 

general, these rates were significantly higher among White and Hispanic youth than among Black youth. 
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Parents in the Focus Groups also expressed concern about their adolescent “falling in with the wrong 

crowd;” The sentiment expressed in this statement suggests that peers have an influence on behavior 



 

 

 

 

  

 

    

 

   

  

 

  

    

       

   

 

and peers may be a gateway to risky behaviors. TSSSU data concerning where 10-12th grade students are 

likely to get alcohol illustrates this peer effect (see Figure7.11). The most prevalent place students 

reported access to alcohol “most of the time” was from friends or at parties. 

Marijuana is the most frequently used illicit substance in the U.S. among adults and youth. While 

popular perception is that marijuana is generally safe, the long-term effects of marijuana use among 

adolescents is currently being debated within the developmental neuroscience literature. 

According to TSSSU data, there was little difference between race/ethnic groups based on any history of 

trying marijuana in 2012 (see Figure 7.12). Hispanic youth had a significantly higher prevalence rate than 

White youth, but not higher than Black youth. The prevalence rate for Black youth is not signifiantly 

different than White youth. 
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The patterns of marijuana use in the past month follow the history of use data. It is also important to 

point out that 37.8 percent of youth who had a history of marijuana use also indicated that they had not 

used it in the past year. 

One of the debates surrounding the long-term consequences of marijuana use on brain development 

centers around differentiating the effect of marijuana-only use from poly-use effects. In particular, 

marijuana-alcohol co-use is prevalent among adolescents, and this co-use pattern is at the center of this 

debate. Studies have found adverse effects on adolescent brain structures and physiology that are 

rapidly developing during this developmental period. The likely behavioral consequences of these 

physiological effects focus on processing speed (i.e., quick reactions to unexpected events), memory, 

and executive functioning (i.e., the ability to hold several tasks in mind at the same time, the ability to 

switch between tasks, and the ability to control impulses). Co-using adolescents have less cognitive 

flexibility (i.e., ability to switch between tasks and rules), have impaired working memory, slower motor 

speed, and are less accurate on cognitive tasks than non-users. 

In Texas, this co-use is prevalent, in that 12.1 percent (C.I.: 11.6-12.6) of all 10-12th grade students 

reported using both marijuana and alcohol in the past month. Of all past-month marijuana users, 77.4 

percent who used marijuana had also used alcohol in the past month. Because of this high rate of co-

use, the neurological and behavioral consequences, regardless of whether they are due to co-use or to 

marijuana use specifically, are relevant toward understanding the public health impact of adolescents 

using these substances. 

Two issues that are gaining in importance across the country are over-the-counter medicine abuse and 

prescription drug abuse. According to the 2013 Title V Community Outreach Survey, 23.3 percent of 

respondents indicated that abuse of prescription drugs was a top concern for their community. The use 

of both of these categories of drugs is relatively low in Texas among adolescents when compared to 

alcohol, marijuana, or tobacco, but the use rates are too high to ignore. TSSSU data indicate that 18.5 

percent (C.I.: 18.0-19.1) of 10-12th grade students reported using prescription drugs for nonmedical use 

at least once in their lifetime, and 4.9 percent (C.I.: 4.5-5.2) reported using over-the-counter medication 

(see Figure 7.13). There are no significant race/ethnic differences for either category. 
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Use in the past month was significantly lower for both, with 7.5 percent of 10-12th grade students 

reporting recent prescription drug abuse and 1.6 percent reporting recent over-the-counter drug abuse. 

As with lifetime use, there are no significant race/ethnic differences in these prevalence rates. 

Sexual Behaviors 
The adolescent birth rate was discussed in Chapter 4, and so, the focus in this section will be on sexual 

behaviors. Data from the 2013 YRBSS estimates that 45.9 percent (C.I.: 42.1-49.8) of Texas students in 

grades 9 through 12 have ever had sexual intercourse. Of the 36 states that are reporting 2013 YRBSS 

data, Texas ranks as having the 12th highest prevalence. 

Given that Texas has the third highest adolescent pregnancy rate of all states and the District of 

Columbia, it is clear that many of these students are having unprotected sex. Indeed, among students 

that were currently sexually active, 19.0 percent (C.I.: 15.9-22.4) reported not using any method to 

prevent pregnancy during their last sexual encounter (see Figure 7.14). This rate is the highest of the 31 

states that collected YRBSS data on this issue in 2013. 
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Condoms are effective for preventing pregnancy and reduce the risk of spreading some sexually 

transmitted infections. In 2013, 47.1 percent (C.I.: 43.7-50.6) of sexually active students in Texas 

reported that they did not use a condom during their last sexual encounter. This 2013 rate is 

significantly worse than the rate of no condom use reported in 2005 (see Figure 7.15). 

Sexually Transmitted Infections 

Chlamydia and Gonorrhea are the two most prevalence sexually transmitted infections among youth 

aged 15-19. In 2013, the rate of Chlamydia cases was more than 3 times that of Gonorrhea (see Figure 

7.16). The rates of both have increased since 2005. The infection rate for Chlamydia appears to have 

peaked in 2011, with the rate falling in 2012 and 2013. The infection rate for Gonorrhea peaked in 2008, 

but has yet to return to 2005 levels. 
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The rate of Syphilis among youth has also increased since 2005 (see Figure 7.17). It appears that this rate 

peaked in 2009, but as with Gonorrhea and Chlamydia, this rate has not yet fallen to 2005 levels. 

Dating and Intimate Partner Violence 

Another aspect of sexual behavior is the prevalence of violence surrounding that behavior. This violence 

can take the form of forcing another individual into an intimate situation. Dating violence in the YRBSS is 

defined as being forced to kiss, touch, or have intercourse with someone they were dating or going out 

with in the past 21 months. The reported prevalence of this type of violence differs between male and 

female students (see Figure 7.18). 
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There are differences between males and females in the prevalence of forced sexual intercourse. 

Females reported a significantly higher prevalence of forced sexual intercourse in 2013 than did males 

(see Figure 7.19). 

In 2013, Texas had a significantly higher overall prevalence of students reporting forced intercourse 

than estimates for the United States. This difference is because male students in Texas report a 

significantly higher prevalence of forced intercourse than is estimated for the country as a whole. 

In the 2014 Title V Community Outreach Survey, parents were asked if they knew where to find 

information about dating violence. Only 38.9 percent of respondents with children younger than 18 

years old knew where to find resources about dating violence. Of those that knew where to find 

resources on this topic, 42.5 percent said that they received this information from schools. 
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Obesity 
Of the respondents to the 2014 Title V Community Outreach Survey, 54 percent of parents indicated 

that “overweight/obesity among children and adults” was one of their top five health concerns. 

!dditionally, 40;5 percent of the respondents indicated that “the lack of exercise/physical activity” was 

one of their top five health concerns. Throughout each chapter, obesity and its correlates have been 

analyzed in terms of how parents can impact this rate. For adolescents, the analyses presented here will 

focus on the impact of the school environment and peer influence. 

In Texas, obesity rates are lower for older students than younger students. The SPAN conducted during 

the 2009-2011 school years found that only 59.6 percent (C.I.: 56.5-62.7) of 8th grade students were 

healthy weight, which is significantly lower than the 64.7 percent (C.I.: 62.8-66.6) of 11th grade students 

that were found to be healthy weight. The difference between the two grade levels is not due to basic 

differences in physical activity, sedentary behavior, or dietary behavior across the state as a whole. 

Within the child research literature, there are questions concerning the relation between the food 

environment around the school, a youth’s food choices, and ultimately, the obesity rates within the 

school. The 2009-2010 SPAN data was linked to the mRFEI (See Chapter 3) to assess this relationship in 

Texas. The results of this analysis showed the concentration of low income students in the school (as 

measured by the percent of students enrolled in free and reduced lunch) was a bigger predictor of 

obesity than the food environment in which the school was located [69]. While interactions between 

race and the food environment were found, as was seen with pre-pregnancy obesity and mRFEI (see 

Chapter 3), this environmental factor did not have a straightforward relationship with the level of 

obesity/overweight for individuals in the census tract. Our findings compliment a recent meta-analysis 

that concluded the location of the school had little relationship to obesity in the community [70]. The 

meta-analysis suggested that the child’s “outside of school” food purchases may be a more important 

factor to consider than the food environment, and this behavior should be directly measured across 

food environments to better understand obesity rates. 

The public health and health psychology literature has also focused on body weight perception as a 

point of concern among high school students. For some students, there are gaps between their 

perceived weight and actual weight. Historically, the issues of perceived and actual weight have focused 

on students that are underweight because of the relation this has with body dysphoria and anorexic 

behavior. However, Texas SPAN data show that this perception gap is at both the low and the high end 

of the BMI scale for those who are underweight or obese. The disconnection between perceived body 

weight versus actual BMI can have detrimental health outcomes, such as obese or overweight youth not 

recognizing their weight problem. 

It has also been found that the gap between perceived body weight and actual BMI can be related to 

the child’s history of being bullied [71]. Students that perceived themselves as weighing too little had 

three times the risk (O.R. 3.2, C.I.: 1.3-7.6) of being bullied than those who reported that they weighed 

the right amount. Those students who perceived themselves as weighing too much had a risk more than 

twice as high (O.R. 2.33, C.I.: 1.1-5.1) as those who perceived themselves as weighing the right amount. 

�oth of these results controlled for the student’s actual �MI as well as gender, grade, race/ethnicity, 
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and the socio-economics of the school. It is important to point out that males were significantly more 

likely to show these effects than females. This result suggests that in the context of bullying, males 

maybe at particular risk for having this perception gap. Being a victim of bullying has been linked to a 

variety of negative health behaviors including substance use, mental health problems, and possibly 

suicide ideation. The relationship with perceived weight, obesity, and negative health behaviors cannot 

be ignored. 

Throughout all of the chapters, one important piece that is missing is the role of obesity, physical 

activity, and diet in the health and well-being of CYSHCN. Part of the Focus Group discussion involved 

parents of CYSHCN and the impact on the parents and the child or youth. 

Transition to Adulthood 
Adolescence is viewed as a transitional period between childhood and adulthood, whose cultural 

purpose is the preparation of children for adult roles. It is a period of multiple transitions involving 

education, training, employment, and unemployment, as well as transitions from one living 

circumstance to another. The transition to adulthood including adult medical care for developing 

children/youth and CYSHCN was identified by Texas stakeholders as a major issue that Title V should 

focus on. Locating resources for teens is challenging for parents. Parents who completed the 2014 Title 

V Community Outreach Survey often did not know where to go for information about planning for life 

after high school (only 39.4 percent knowing of a resource), unless that planning involved going to 

college (53.0 percent knowing of a resource). 

Part of successful transition to adulthood is a youth taking responsibility for his or her medical care. This 

responsibility involves knowing the legal limits and rights of youth in seeking and following medical care. 

Knowledge of where to find information and resources about the medical rights of adolescents was low 

among respondents to the 2014 Title V Community Outreach (Parent) Survey. Only 20.4 percent knew 

where to find this information. 

Transition to adult medical care is particularly challenging and an important phase for CYSHCN. The 

need in this community and the transition experiences of these children has become a barometer for 

transition services for all children. Texas is one of the worst performing states in the country with 

provision of adequate transition services according to the NS-CSHCN. According to this survey, 35.4 

percent of children were receiving adequate transition services. However, this percentage may actually 

be lower. A recent survey of 906 parents with CSHCN found that only 20 percent indicated that they felt 

prepared for their child to transition to adulthood. From this survey, it is also clear that parents are 

looking for expert guidance on transition planning, so it is important to look to at both provider 

behavior and systems data to understand this need. 

A recent analysis of the survey of CSHCN examined the possible risk factors that were associated with 

children having inadequate transition services in Texas. The analyses further examined factors that 

separated Texas from the two highest performing states (Kansas and Utah) and two states of similar size 

(California and Florida). As is found across the nation as a whole, Texas identified the lack of a medical 
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home as a significant risk for children not receiving adequate transition services. Additionally, it was 

found that medical home utilization also differentiated Texas from high performing states. 

In addition to this analysis, CYSHCN program directors and staff were surveyed about their state’s 
policies and transition services. The results have led to a better understanding of how state-level factors 

could influence the provision of transition services. None of the states surveyed had a clear policy about 

when transition services should be provided or what those services should look like. Additionally, only 

the highest performing state had a centralized location that providers and parents could go to for tools 

and guidance on transition services.  

Additional analyses also identified provider level factors that interacted with the child’s particular health 

care need and could be influencing the provision of transition services. Parents of children with an 

emotional, behavioral, or mental health problem were significantly less likely (O.R. 3.85; C.I.: 1.75-8.49) 

to report that their child’s provider encouraged the child to take responsibility for “taking medication, 

understanding his/her diagnosis, or follow medical advice” even after controlling for race/ethnicity, 

poverty, and medical home utilization compared to children with only a physical disability. Additionally, 

these children were at risk for not receiving care in a medical home (O.R. 1.62; C.I.: 1.02-2.57) compared 

to children with a physical disability only. The open question from these results is: where are these 

children receiving care for their behavioral health issues? 

Parents in the 2014 Title V Community Outreach Survey were asked, “How difficult is it to find a 

behavioral health provider for a child?” !mong parents with a child younger than 18 years old, the 

median level of difficulty for finding a behavioral health professional for a child was 5 out of 6, with 6 

being extremely difficult. The mental and behavioral health workforce shortfall in Texas and the nation 

has been well documented (see Chapter 2), with major policy recommendations being made to address 

these shortfalls. The need for these services among adolescents is clear, and the need to mitigate these 

shortfalls for children and youth is also clear. 

Positive Youth Development 
Positive youth development helps youth acquire the assets they need to become healthy and 

productive adults [72]. These assets or building blocks are often acquired through family interaction and 

the social support that youth receive as a result. According to the 2013 YRBSS, 87.5 percent (C.I.: 86.1-

88.9) of Texas youth in grades 9-12 reported that they had eaten dinner with their family on at least one 

day during the week before completing the survey. Moreover, 40.8 percent (C.I.: 38.1-43.5) reported 

that they had eaten dinner with their family every single day during the week. YRBSS data also showed 

that 83.6 percent (C.I.: 84.4-88.2) of students talked to their parents about school at least once a month 

in 2013, and 38.1 percent (C.I.: 35.1-41.0) of students even talked to their parents about school every 

day. 

Positive youth development is also acquired through academic achievement and extracurricular 

activities at school [72]. The majority of students surveyed on the YRBSS in 2013 described their grades 

as mostly As (30.2 percent; C.I.: 25.8-34.7) or mostly Bs (46.4 percent; C.I.: 44.4-48.5). Nearly two thirds 

(64.9 percent; C.I.: 62.1-67.7) of students also indicated that they spent at least one hour during an 
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average week participating in school activities, such as sports, band, drama, or clubs, with 8.5 percent 

(C.I.: 7.0-9.9) reporting that they spent 20 hours or more during an average week. 

Finally, feeling valued within their community is important for positive youth development [72]. 

According to YRBSS data, students surveyed in 2013 strongly agreed (15.0 percent; C.I.: 13.1-16.9) or 

agreed (31.1 percent; C.I.: 28.9-33.3) that they mattered to people in their community. However, 35.2 

percent (C.I.: 33.3-37.1) were unsure about whether or not they mattered, and 11.2 percent (C.I.: 9.8-

12.6) disagreed or 7.5 percent (C.I.: 6.2-8.8) strongly disagreed with this statement. Of particular 

concern is the finding that 14.3 percent (C.I.: 11.4-17.2) of females compared to 8.3 percent of males 

(C.I.: 7.2-9.3) disagreed that they mattered to people in their community. Equally concerning is that a 

significantly greater percentage of Hispanic students (42.2 percent; C.I.: 37.2-47.2) were unsure about 

whether or not they mattered within their community compared to Black (35.0 percent; C.I.: 29.3-40.7) 

or White (30.0 percent; C.I.: 27.5-32.5) students. Clearly, more services are needed In Texas to ensure 

that youth feel acknowledged in their communities using a positive youth development approach. 
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Chapter 8. Children with Special Health Care Needs: Stand Alone Needs 

Assessment 
This chapter is a stand-alone needs assessment for the Children with Special Health Care Needs (CSHCN) 

Services Program. This chapter repeats important findings from the overall needs assessment, but also 

presents new data and analyses from the parent outreach survey, national surveys, and the focus 

groups conducted with parents of special needs children. This chapter was written in collaboration with 

the CSHCN Services Program. OPDS acknowledges and the lead that the CSHCN Services Program took 

with writing this document for their program and their stakeholders. 

INTRODUCTION 
The Health Resources and Services Administration (HRSA), Maternal and Child Health Bureau (MCHB) 
defines CSHCN as “those who have or are at increased risk for a chronic physical, developmental, 
behavioral, or emotional condition and who also require health and related services of a type or amount 
beyond that required by children generally.”i Over the years, the term children and youth with special 
health care needs (CYSHCN) has become the preferred reference to acknowledge the unique needs and 
strengths of adolescents and young adults. According to the 2009/10 National Survey of Children with 
Special Health Care Needs (2009/10 NS-CSHCN), approximately 900,000 children in Texas meet this 
definition. Title V of the Social Security Act, authorizes states to use funds to develop comprehensive, 
family-centered, community-based, culturally competent, coordinated systems of care for these 
children and their families. 

The MCHB has identified the following six Core System Outcomes that provide a framework for 
examining the needs of CYSHCN and their families and the quality of the system that serves them:ii 

 Families of CYSHCN partner in decision-making regarding the child’s health 
 CYSHCN receive coordinated, ongoing, comprehensive care within a medical home 

 Families of CYSHCN have adequate public and/or private insurance to pay for needed services 

 Children are screened early and continuously for special health care needs 

 Community-based services are organized so families can use them easily 

 Youth with special health care needs receive the services necessary to make transitions to adult 
health care. 

This document outlines the results of a Five-Year Needs Assessment for maternal and child health 
programs and programs that serve CYSHCN. The assessment process identifies areas of need and points 
of interventions for the programs to target to improve the health and well-being of those in the 
population. This needs assessment includes analysis of national and state surveys, as well as information 
gathered at stakeholder meetings and focus groups with parents of CYSHCN. 

The clear result of this assessment process is that all system and individual level indicators for CYSHCN 
are inter-connected. No single indicator exists as its own topic and all indicators are predictive of and 
related to each other. The key and challenge of improving the health of families and CYSHCN is 
providing resources and intervening early to improve outcomes across the life course. It is clear from 
families and from stakeholders that to improve well-being, family professional partnerships need to be 
developed early and services need to be provided continuously and be based on the needs of the family. 
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From my perspective, the family recognizes that care coordination and medical home are two 
critical components of their child’s health care that can simplify the family’s life. The longer a 
family is forced to take on these components themselves, the harder it is to incorporate new 
services into the child’s health care as family members assign these duties to themselves. 
Families rarely turn down services, but coordination may need to be more intentional – providers 
need to recognize the family’s process and navigate/negotiate duties. It has been my experience 
that ongoing conversations should take place to clarify who is doing what for the child. 

Texas’ !ssociation of Maternal and Child Health Programs Family Delegate 

METHODOLOGY 
The Title V Five Year Needs Assessment represents a collaborative process between the Office of 
Program Decision Support (OPDS), the Office of Title V and Family Health (OTVFH) and the CSHCN 
Services Program to assess the current state and needs of the Maternal and Child Health (MCH) 
population in Texas. 

The analysis was designed to have three complimentary components: 1) analysis of existing data; 2) 
community outreach surveys designed to assess perceived needs and strengths within the community; 
and 3) qualitative data from focus groups and stakeholder meetings that build on the outreach surveys. 

The OPDS was responsible for analyzing existing data and for developing and analyzing the results of the 
outreach surveys in partnership with the OTVFH and the CSHCN Services Program. SUMA Social 
Marketing, Inc. conducted the focus groups and stakeholder meetings. 

After a review of the 2009/10 NS-CSHCN to assess specific aspects of each performance measure, the 
CYSHCN Outreach Survey evaluated areas of underperformance, including transition and care 
coordination. Additional questions were developed to assess the need for respite care, the level of 
emergency preparedness, and health insurance needs. Overlap existed with the general community 
survey on questions related to community engagement and community and health concerns. The 
survey was reviewed by the Texas DSHS Institutional Review Board and was granted exempt status prior 
to distribution. The survey was in English and Spanish, and made available in electronic and paper form 
to families receiving CSHCN Services Program Health Care Benefits. The CSHCN Services also worked 
with community based contractors and through various distribution lists to engage families of CYSHCN 
throughout the state in completing the survey. A total of 923 were received, with a total of 312 being 
completed in Spanish. 

Stakeholder meetings were held in each of the state’s eight Health Service Regions (HSR) and included 
professionals, providers and local health administrators. The stakeholder groups were predominantly 
held in English, with bilingual sessions in El Paso and Laredo. Of the 128 stakeholder participants, 41% 
were identified as stakeholders working with CYSHCN and their families. 

A total of 11 focus groups for parents of CYSHCN were held in each HSR. Spanish focus groups took 
place in El Paso, Dallas and Laredo. There were 102 participants in the focus groups, with 44% being 
Spanish dominant participants. 
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TEXAS OVERVIEW 
Given the size of Texas, the distance some individuals must travel to receive services is a significant 
barrier to accessing and receiving those services; Texas’ land area is approximately 262,000 square miles 
and accounts for 7.4 percent of the total United States. Texas has a mixture of 254 urban, rural, and 
border counties. According to the Texas State Data Center, the majority of Texans live in urban areas 
(88.5%). Texas is one of four states to share a geographic border with Mexico and has the longest border 
of all four states. There are four counties along this border with populations greater than 100,000. Texas 
has six major cities that are located in counties where the Hispanic population makes up more than 50 
percent of the population in the county: San Antonio, Corpus Christi, Brownsville, Laredo, El Paso, and 
Odessa.iii 

Texas has an estimated population of over 26 millioniv and, according to 2013 Census estimates, has 
been the second fastest growing state in the nation since 2010.v The 2009/10 NS-CSHCN shows that 13.4 
percent of Texas children (versus 15.1% nationally) had special health care needs. Of those children 
identified as CYSHCN within Texas, 39.4 percent were Hispanic. About 1/3 of the Hispanic CYSHCN 
population spoke Spanish as the primary household language,vi consistent with the state as a whole. 

In addition to the increase in the state’s population, the Texas �irth Defects Registry has seen an 
increased incidence of certain diagnoses, including Down Syndrome and congenital heart defects. 
Changes in the prevalence of these and other diagnoses impact health care delivery systems, including 
the CSHCN Services Program. Therefore, ensuring infrastructure to serve these children and families is 
essential in the state. 

Poverty, lack of health care coverage, and limited access to providers underlies many health disparities. 
Texas has a greater proportion of children younger than 5 years of age living below 100 percent FPL 
(12.5 %) than any other state.vii Children below the poverty level comprised 39.3 percent of the 
population younger than 18 years of age.viii In Texas, 21.9 percent of CYSHCN lived below the poverty 
level, which is comparable to national rates (22.2% of CYSHCN nationwide).ix 

Approximately 23 percent of all Texans were uninsured in 2008-2012, according to the American 
Community Survey. Among children younger than 18 years, Texas ranked 49th for children with health 
care coverage only above California.x At the time of the 2009/10 NS-CSHCN, 15.6 percent of CYSHCN 
had been without health care coverage at some point within the last year compared to 9.3 percent 
nationally. 

As of December 2014, 165 of the 254 Texas counties were designated as whole county Primary Care 
Health Professional Shortage Areas by HRSA by having a shortage of primary medical care, dental, or 
mental health providers. As of September 2014, data from the DSHS Center for Health Statistics 
reported 3,694 pediatricians in Texas, with 140 counties not having a pediatrician. 

CORE SYSTEMS INDICATORS 
Review of existing data, including the 2009/10 NS-CSHCN, indicates that the core systems indicators for 
CYSHCN in Texas are often below that of other CYSHCN throughout the nation. Texas ranked in the 
bottom quartile of states and territories in the outcomes of children receiving their care within a 
medical home (40.1% in Texas compared to 43% nationally) and those receiving the services necessary 
to make the transition to adult health care (35.4% in Texas compared to 40% nationally). 
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In addition, Texas ranked below the national average on three of the four remaining core outcomes, 
including: 

(1) families of CYSHCN have adequate private and/or public insurance to pay for the needed 
services (57.9% in Texas compared to 60.6% nationally); 

(2) children are screened early and continuously for special health care needs (76.8% in Texas 
compared to 78.6% nationally); and 

(3) community-based services are organized so families can use them easily (56.6% in Texas 
compared to 65.1% nationally). 

Texas was at the national average of 70.3 percent for CYSHCN whose families partner in decision 
making. Overall, 17.8 percent of CYSHCN in Texas were served by a system of care that met all age-
relevant core outcomes. 

Texas and national data clearly indicate the critical relationship between a medical home and adequate 
transition to adult care. The CSHCN Service Program worked with the Graduate Student Epidemiology 
Program to conduct an analysis comparing Texas’ performance on the delivery of transition services for 
CYSHCN to services offered in the highest performing states (Kansas and Utah) and states 
demographically similar to Texas (California and Florida). Major findings of the studies revealed that 
across all states, CYSHCN who did not have a medical home were less likely to receive satisfactory 
transition services, and CYSHCN in Texas were significantly less likely to be in a medical home than those 
in high performing states. 

TRANSITION 
Due to advances in health care, CYSHCN are living longer, healthier lives. Most are surviving into 
adulthood, highlighting the need for services and help to transition into adult care.xi Transition is a 
dynamic, lifelong process that seeks to meet youth’s individual needs as they move from childhood to 
adulthood.xii This definition supports the life course perspective and the ongoing developmental nature 
of transition services which were acknowledged by focus groups and stakeholder participants. The 
Waco stakeholder group, in particular, indicated that a focus on life course is a regional priority need. 
One focus group parent stated: 

I can say for my six-year-old that I don’t think we’ve used the word “transition,” but we’ve 
started talking about putting down on the paper the things that are working so that each year 
we can build on it. I think that’s a successful long-term plan: to truly start as young as possible, 
get all those successes that are working and just let it roll from year to year, and then talk about 
what that transition looks like for the next year. 

Parent from San Antonio 

Transition and long-term planning can trigger anxiety and concern among parents. In the CYSHCN 
Outreach Survey in 2014, only 20 percent of respondents felt prepared for their child to transition to 
adulthood. Over 40 percent of respondents indicated that they had not prepared for transition. This low 
response is especially notable when considering the average age of children of respondents was 12.4 
years. 

What’s going to happen to our children when they turn eighteen? It makes me anxious not 
knowing if they will have the resources for a job, living independently, or have the doctors they 
need. 
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Parent from El Paso 

A key finding from the focus groups of parents with CYSHCN was that participants had a wide range of 
ideas about when transition planning should start, when the transfer of care should happen, and of the 
various aspects of transitioning to adulthood, including health care, education, social supports and legal 
transition. 

There’s so many elements of transition. There’s transition in education, transition in healthcare 
providers, and transition in how they physically grow. There’s transition in me and how I am as a 
parent. 

Parent from Houston 

Parents in one Spanish speaking focus group were unaware of the term transition altogether. Others 
perceived no need to consider transition planning, noting that their child’s pediatrician has agreed to 
continue to see them after they become adults. 

Even families that are aware of transition resources face difficulties receiving services needed to prepare 
for the move to adult health care. Respondents in the stakeholder meetings noted that few doctors 
have the passion or willingness to take on the primary care role and coordinate the many specialists 
typically seen by young adults whose medical needs are complex. Many adult providers cited a lack of 
training, time, and adequate payment as barriers to providing care to young adults with special health 
care needs.xiii 

Medical homes can help ease these difficulties that families of transition-age youth face. Receiving care 
within a medical home is recommended by the AAP, AAFP, and ACP no later than age 12 as the first step 
in the transition planning process.xiv Ongoing, coordinated care helps ensure that youth with special 
health care needs transition to adult care or an adult model of care. However, as Texas children get 
older, fewer receive care within a medical home (43 percent of children age 0-5, 40 percent of children 
age 6-11, and 38 percent of children age 12-17).xv Of the 35.4% of CYSHCN in Texas who received 
adequate transition services, 60.6% received care within a medical home.xvi In contrast, of CYSHCN who 
did not receive adequate transition services, 78.1% did not receive care within a medical home. 
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39.4% 

60.6% 

78.1% 

21.9% 

Unsuccessful Transition Successful Transition 

CYSHCN Transitioning in a Medical Home 
in Texas 

With Medical Home Without Medical Home 

Figure 1 2009/10 NS-CSHCN 

Most respondents of the CYSHCN Outreach Survey who indicated that they have prepared for transition 
have done so by themselves. The CSHCN Program recognizes the diversity, experience and skills of 
parent and caregivers, but with other Needs Assessment findings such as limited access to resources, 
this finding is concerning. Focus group participants conveyed that they were unsure where to go for 
assistance with transition planning. Stakeholders echoed the concerns that families do not have the 
information, services, or support needed to help their children transition from pediatric to adult care. 
Stakeholders cited a lack of written transition plans as a barrier to transitioning to adult providers. 
Participants in the Arlington stakeholder group, in particular, felt that transition across life stages left 
families with unmet needs due to lack of coordination and continuity among health care providers in 
general, and across specialists in particular. 
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Who Has Helped You Prepare for Your Child's Transition to Adulthood, by Topic 

13.1%
 

11.9%
 

46.5% 
42.0% 

41.0% 
43.4%48.6%44.4% 

6.2% 
9.1%7.5% 7.8% 5.4%

26.2% 
16.5% 14.7% 12.4% 

19.5% 
11.4% 12.0% 

Medical needs Educational Independent Financial Social needs Employment Legal needs 
plans living needs 

By Myself With a Professional 

By Myself & With a Professional Have Not Prepared 

N/A 

33.5% 

8.6% 10.1% 15.0% 11.9% 12.7% 
16.9% 14.1% 
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MEDICAL HOME 
A medical home is an approach to providing comprehensive primary care that facilitates partnership 
between patients, physicians, and families. Care within a medical home should be comprehensive, 
coordinated, continuous, accessible, family-centered, culturally competent and compassionate.xvii 

Positive results have been found between medical home activities and outcomes in family-
centeredness, effectiveness, timeliness, health status and family functioning.xviii 

Review of the 2009/10 NS-CSHCN shows that receiving care within a medical home makes it more likely 
to meet the other core systems outcomes for CYSHCN, not just the transition services previously 
discussed. In Texas, children who received their care within a medical home were more likely to have 
consistent and adequate public or private insurance (73.2% versus 47.7%), more likely to meet the 
outcome for family partnerships (93.9% versus 54%), more likely to be screened early and continuously 
for special health care needs (82.4% versus 74.7%), and more easily access community based services 
(78.2% versus 42.4%). 

PROVIDERS: 
A basic component of the medical home is having a place to go when the child is sick. In the CYSHCN 
Outreach Survey, 77% of respondents indicated that they have a usual source of sick care, with the 
majority of this care taking place in a doctor’s office (55;8%) or with the child’s specialist (25;6%); 
However, over 54% of families reported they did not have a medical provider where they live as a 
barrier to receiving care. Provider shortages, including primary and specialty care physicians, were noted 
by stakeholder groups. Stakeholders in San Antonio specifically indicated the need for more case 
managers to help with access to care for CYSHCN. In addition to a lack of providers, participants 
reported a lack of willingness by providers to work with CYSHCN. 

Provider shortage is not limited to primary care or specialty physicians. Children and youth with special 
health care needs face additional access issues related to oral health regardless of their source of health 
care coverage.xix Stakeholders commented on the limited number of dental providers, citing 
unwillingness of providers to accept patients with special health care needs, particularly those with 
developmental disabilities. Children who require intensive oral health treatment and/or anesthesia are 
in a particularly difficult situation. 

Access to mental health providers and services was also cited as priority need by stakeholders. As with 
primary care physicians and pediatricians, the majority of the counties in the state have too few school 
psychologists and too few psychiatrists. Most border counties in Texas qualify as mental health 
professional shortage areas. Parents of focus groups of parents with CYSHCN in the southern border 
region of the state indicated the importance and the need for mental health support for both their 
children and themselves. 

However, adequate access to care is not just about finding someone to provide services. Most families 
participating in focus groups report a positive relationship with their child’s health care providers and 
indicate trust as the number one factor in the relationship. These parents trust doctors if they feel they 
are truly heard and if the provider relates directly to their children while treating the child as an 
individual. Parents want doctors to know and respect that they are the experts on their own child. 

I am comfortable with a doctor if they come in to see [child] and they address [child] instead of 
talking over her like she’s an object. I will always go back to a doctor who believes in her. Don’t 
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tell me the negatives about my child – believe in my child. If you believe in my child, then you’re 
part of my team. 

Parent from Houston 

CARE COORDINATION 
Comprehensive, coordinated care within the medical home can help link CYSHCN and their families to 
necessary services and supports in the community. According the 2009/10 NS-CSHCN, less than one 
quarter of CYSHCN in Texas received any help in arranging or coordinating care. The CYSHCN Outreach 
Survey also supports that coordination of care is a challenge, with 71.6% of respondents reporting that 
they coordinate their child’s care themselves; 

Who Ensures Your Child Receives the Care He/She Needs 

I do it myself Someone at A case Someone at Someone in Another Family 
my child’s manager or a my child’s our parent of a members 
doctor’s social worker school community child with and/or 

office disabilities or friends 
special 

health care 
needs 

71.6% 

26.5% 
19.9% 

7.9% 
1.7% 2.8% 

16.4% 

0.0% 

20.0% 

40.0% 

60.0% 

80.0% 

100.0% 
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Figure 3 CYSHCN Outreach Survey 

Stakeholder groups noted the gaps in care that exist when care is not coordinated among providers, 
including specialists. This can lead to a delay in referral and lack of continuity of care. In Tyler, 
stakeholders agreed that collaboration and coordination were a regional priority and that coordination 
was needed at several levels: among local health care providers and social service organizations, across 
state and federal partners, and between specialists and social service providers for CYSHCN. 

Comments from parents participating in the focus groups supported the finding that care coordination 
is primarily performed by the parent and many were not familiar with the term care coordinator. Most 
parents who have sought care coordination for their children among social workers, case managers and 
nurses were not successful. Many parents indicated that they had looked for the type of services 
provided by a care coordinator through a variety of providers. Many had been disappointed by the 
services they received. Some parents said that they would not entrust this type of responsibility to 
anyone but themselves. However, parents thought that having a care coordinator would enable them to 
work outside of the home. 

My daughter sees about fourteen different specialists and she’s got a lot going on. I usually take 
two to three days of my week, and I know I need to get at my desk and just sit there and call and 
follow up and call. I have my call days. Two to three days per week, every week. 
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Parent from Houston 

I’m the expert about my child. Nobody knows her like I do and nobody knows what her needs are 
more than I do, so it’d be difficult for me to sit there and explain something to somebody for 20 
minutes about what it is that I need to do and how it needs to get done, compared to I just do it 
and it gets done easily. 

Parent from Houston 

ACCESS AND AVAILABILITY OF RESOURCES 
The 2009/10 NS-CSHCN indicates that nearly one quarter of CYSHCN nationally did not receive at least 
one of the services that they needed. Stakeholder groups and focus group participants also cited lack of 
specific therapies and limited access to services as barriers. Both groups noted that while services may 
be available, they are not being accessed by families due to multiple factors. Stakeholder group 
participants indicated lack of awareness of resources by both families and providers and focus group 
parents cited lack of communication of available resources by providers. Although there were some 
regional differences with regard to available resources and community activities, a general lack of access 
was a significant finding for all focus groups. Parents noted that even though community resources may 
be available, they frequently cannot access them, due to difficulties in finding a trustworthy caregiver, 
lack of extended family support, bias toward their children in public, and expense. Families indicated 
that they most frequently learn about resources from other parents. Families also noted that services 
are often offered during the standard workday, making it difficult to utilize these services. 

Survey respondents and family and stakeholder groups were asked questions related to accessing 
respite services, specifically. While the 2009/10 NS-CSHCN shows that parents of 6.7 percent of CYSHCN 
nationwide reported a need for respite care, the CYSHCN Outreach Survey revealed 52 percent of 
parents in Texas indicated a need for this resource. The 2009/10 NS-CSHCN survey asked parents, 
“During the past 12 months, was there any time when you or other family members needed respite 
care?” compared to the �YSH�N Outreach Survey, which asked, “Do you ever feel that you need a short 
term break (respite) to help care for your child?” The inclusion of the words “short term break” in the 
CYSHCN Outreach Survey may have attributed to differences in parents who reported the need for 
respite, as some parents may not be aware of the term on its own. Stakeholder groups endorsed the 
need for caregiver respite. Parents in focus groups said respite provides an opportunity to spend time 
with their other children, go grocery shopping, have dates with their spouses or simply rest: 

It gives us our sanity. If we don’t have respite, we don’t have our sanity. Taking care of your kids 
24/7, without sleep 24/7 a lot of times, and you don’t have any kind of break, you go a little 
crazy. 

Parent from Houston 
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   Parents Who Need a Short-Term Break or Respite 

Unsure, 6.6% 

Yes, 51.8% 

No, 28.3% 
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Figure 4 CYSHCN Outreach Survey 

In the 2009/10 NS-CSHCN, Texas was higher than the national average in families reporting they 
received all of the respite care needed in the last 12 months (63% versus 50.5%). Despite the recognized 
need, many families are faced with barriers to receiving respite. Only 34 percent of families surveyed 
through the CYSHCN Outreach survey had received respite, with funding cited as the most common 
barrier, followed by lack of knowledge about respite and difficulty finding people who can provide 
respite. Parents participating in focus groups indicated barriers to respite included provider restrictions, 
issues with reimbursement and lack of qualified providers. Many families felt there is a lack of qualified 
respite providers they can trust. 

Transportation poses a unique and significant challenge to parents of CYSHCN. Lack of transportation 
was noted by 57.3 percent of families in the CYSHCN Outreach survey as an obstacle to seeking care for 
their child. Stakeholder groups reported that people living in rural areas may not have access to public 
transportation and have to travel hundreds of miles for health care, while people living in urban areas 
may have limited public transportation and costly fares. Family concerns with transportation include 
exposure to germs while ride-sharing, expenses, and slow public transportation systems. 

Another barrier to accessing care identified in the Outreach Survey was not having health insurance 
(53.5%). Children without health insurance are less likely to have a usual source of care.xx While only 
3.1% of respondents to the Outreach Survey indicated they had no form of health care coverage, 56.6% 
of parents indicated that they are unable to pay for all of their child’s medical needs, with less than half 
(40;1%) of families reporting that insurance covers all of their child’s medical needs; 

SPECIFIC TOPICS 
Preparing for an emergency or disaster can require additional planning for families of CYSHCN that can 
be supported within a medical home. Natural disaster preparedness is necessary in Texas which is 
subject to tornados, hurricanes, ice storms and major flooding. While regional risk for each type of 
disaster is different, parents in all areas of the state must be prepared. The CYSHCN Outreach Survey 
found that only 34.5 percent of respondents have prepared for an emergency or natural disaster and 
only 15 percent indicated that they obtained assistance in making a plan. Of those receiving help, the 
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majority of families indicated help was received through family members. Despite not speaking with 
providers on this subject, most parents participating in focus groups have taken measures to prepare for 
a natural disaster and said they felt prepared to successfully handle an emergency. 

The top health concerns for CYSHCN Outreach Survey participants were overweight/obesity and lack of 
exercise/physical activity. Families in focus groups of parents with CYSHCN felt that doctors were more 
likely to discuss obesity, diet, and exercise only if the child has a specific issue in one of those areas; 
preventive care was not addressed in doctor visits. When obesity does become an issue and doctors 
discuss it with families, families reported that they are not provided with tools and resources to help 
their children maintain a healthy weight with diet and exercise. Not having the tools to help change 
eating habits is a particular problem for CYSHCN since the child may be fixated on a type of food or have 
sensory issues that make changing food difficult. 

A lot of kids have problems with textures and eating. When they’re little, anything they eat, 
they’re happy about, which can then be a problem when they’re older. 

Parent from Houston 

Sexuality is a topic that is often overlooked for CYSHCN, but could successfully be addressed within a 
medical home.xxi All children and youth, including those with special health care needs, should have 
information about sexuality and reproductive health before they reach puberty. Stakeholders stressed 
the need for families to have specialized information on puberty and sexuality. The stakeholder group in 
San Antonio cited the need for health education for adolescents, particularly education about sexuality 
and substance abuse. 

COMMUNITY INTEGRATION 
CYSHCN and their families live within their communities and have many of the same needs as those of 
typically developing children. All families contribute to and are impacted by their communities. The 
extent to which communities are accessible and welcoming minimizes the sense of isolation 
experienced by many CYSHCN and their families. Most focus group participants said they feel alone in 
their journey regardless of the resources, accessibility, or activities available to them in their 
community. Accessibility at home can be the first major barrier to community engagement. For 
example, one parent in a focus group is rarely able to take her daughter anywhere because there is not 
a ramp outside her home for her daughter’s wheelchair; 

Many focus groups parents expressed a need for their community to be accessible so their children with 
disabilities could fully participate alongside typically developing peers. 

Why don’t you make it fun for the whole place, for everybody, free to the public to learn? Like, 
“This is what this is or this is how it is to have [a special needs child]. 

Parent from Lubbock 

While some focus group participants felt comfortable in their community and were satisfied with the 
activities available to their children, many still reported feeling isolated. Indeed, respondents of the 
CYSHCN Outreach Survey indicated lower levels of community participation than respondents of the 
Title V Parent Survey. Only 27.6 percent of parents with CYSHCN volunteered in the school or 
community compared to 35.4 percent of parents in the Title V Parent Survey. Parents noted a lack of 
programs and facilities that are able to accommodate their children and stressed the need for 
communities to create more accessible parks and recreation centers, adaptive playgrounds, and 
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inclusive sports programs and community-wide events. One of the top community concerns identified in 
the Outreach Survey was access to affordable and convenient places to exercise. The places that provide 
opportunities for socialization, such as restaurants, bowling alleys, parks, and other venues may not be 
physically accessible and even if they are, families may not feel comfortable or welcome. 

Parents in focus groups perceived their community as excluding them with harsh judgment, thoughtless 
actions, cruel words, and impatience. As a result, parents look for support first and foremost from other 
parents of CYSHCN; only parents who have been through what they have been through can understand 
them. Social media, such as the internet and Facebook, and faith communities help provide 
opportunities for support among parents of CYSHCN. 

Parents expressed the desire for more education about CYSHCN for the community at large to help 
promote integration. 

! lot of people can’t handle them [CYSHCN]. They’re only used to certain people. I started taking 
my son to day care, he would get used to it, but it’s just if they could handle him. Every autistic 
child is different – none are the same. Some of them are not trained to take care of special needs 
children. 

Parent from Lubbock 

The Outreach Survey indicated that parents’ top community concern was bullying (38;2%); Promoting 
community integration by raising awareness to increase understanding can also help reduce parents’ 
concerns in their community. 

My daughter used to go to a school, and they used to have an assembly once a year. They would 
talk about each child [with special health care needs] and say, “This is what they’ll do, and 
expect for them to do this.” It would decrease bullying so kids expected, “Okay, [child] is jumping 
up and down – she does that because that’s part of her processing.” 

Parent from Lubbock 

CONCLUSION 
The Fiscal Year 2015 Title V Five Year Needs Assessment highlights several key areas of ongoing needs 
within Texas. Central themes emerging during the Needs Assessment process include access, education 
and coordination of resources and services. Priority areas identified include transition from pediatric to 
adulthood, medical home and care coordination, and community integration. 

Based on outcomes from the Title V Five Year Needs Assessment, DSHS has developed proposed priority 
statements for CYSHCN and their families for FY 2016 through FY 2020: 

 Promotion of community integration 

 Continued advancement of medical home services 

 Increased access to and improved care coordination
 

 Increased medical home capacity
 

 Promotion of appropriate services to transition to adulthood
 

 Improved access to community-based services, including respite
 

 Supporting CYSHCN and their families across the life course
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 Enhance family/professional partnerships within systems serving CYSHCN 

CAPACITY 
The Department of State Health Services (DSHS) administers all programs funded through the Title V 
Maternal and Child Health Services Block Grant to States, including the Children with Special Health Care 
Needs (CSHCN) Services Program. DSHS provides essential public health services within a structure 
defined by five divisions and eight Health Services Regions (HSRs) statewide for the provision of 
essential public health services to all Texans. DSHS is the state agency responsible for oversight and 
implementation of public health and behavioral health in the state, and this focus provides the agency 
with a broad range of responsibilities and opportunities associated with improving the health and well-
being of Texans, including children and youth with special health care needs (CYSHCN). Its vision of a 
“healthy Texas” and its mission "to improve health and well-being in Texas" are accomplished in 
partnership with numerous academic and research institutions, various agencies, and family and 
provider partnerships across the state. Service system partners such as DSHS HSRs, DSHS hospitals, local 
health departments, Federally Qualified Health Centers (FQHCs) and contracted community service 
providers serve as an important role in working collaboratively to address the existing and future issues 
faced by the agency. 

The CSHCN Services Program began in 1933 and is situated within the Purchased Health Services Unit 
(PHSU) of the Specialized Health Services Section (SHS) within the Division for Family & Community 
Health Services (FCHS). The Office of Title V and Family Health (OTVFH) is also located within the FCHS 
Division. The shared organization allows for enhanced partnership between the OTVFH and the CSHCN 
Services Program. The Specialized Health Services Section includes several other specialized health 
services programs, such as the Kidney Health Care Program, the Hemophilia Assistance Program, the 
Newborn Screening Unit, Texas Health Steps (THSteps) (Early and Periodic Screening, Diagnosis, and 
Treatment), and the Health Screening and Case Management Unit. Each of these areas actively 
collaborates with the CSHCN Services Program. 

Guided by state and national performance measures, the CSHCN Services Program develops and 
administers a comprehensive health care benefits program which includes Family Support Services and 
provides medical expertise and consultation to providers of CYSHCN. Case management is provided to 
CYSHCN and their families through community-based contractors and regional DSHS staff across the 
state. Additionally, Family Support and Community Resource contractors provide services such as 
respite care, family to family networking, and educational workshops and conferences. Three case 
management contractors receive additional medical home support funding to build infrastructure 
around medical home within their practice. The program has many years of involvement and 
collaboration working closely with families, family organizations, other programs, agencies, 
organizations, advisory committees/councils, and stakeholder groups representing consumers, 
providers, and advocates improving the systems of care for CYSHCN and their families and promulgating 
the importance of statewide collaboration to address and make progress toward the Title V CSHCN 
performance measures. Some of these affiliations include Association of Maternal and Child Health 
Program (!M�HP), the �hildren’s Policy �ouncil, the Promoting Independence !dvisory �ouncil, the 
Texas Pediatric Society, the Texas Council on Developmental Disabilities, Early Intervention Childhood 
(ECI) Advisory Council, and the Interagency Task Force for Children with Special Needs. 

With decades of combined experience in Maternal and Child Health and additional training and 
expertise in working with CYSHCN, the CSHCN Services Program staff are qualified to implement and 
carry out this program. In addition to being a physician who is board certified in Pediatrics, Internal 
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Medicine and Allergy and Immunology, the Title V CSHCN Director is a graduate from the Maternal and 
Child Health Public Health Leadership Institute and serves as the Manager of Systems Development 
Group and Assistant Medical Director of PHSU. Systems Development Group includes 6 full time 
Program Specialists dedicated to the CSHCN Services Program. This includes the State Transition 
Specialist who received a Master’s Degree in Public !ffairs and completed the Public Management and 
Leadership Program at the University of Texas at Austin. Staff have presented on topics related to 
CYSHCN on both the state and national level. Program specialists with over 25 years of combined 
experience working with contracts, serve as CSHCN Services Program subject matter experts for 
community-based contractors by providing technical assistance, education, and resources. The CSHCN 
Services Program employs a full-time program specialist who is a parent of CYSHCN and who 
participates in the program development, decision-making process and provide ongoing program insight 
and feedback. In addition, the State Adolescent Health Coordinator in the OTVFH serves as Texas' Family 
Delegate to AMCHP, is a former AMCHP Family Scholar, and serves on the AMCHP Annual Conference 
Planning Committee. As a parent of a young adult with special health care needs and with over 20 years’ 
experience in the interest of CYSHCN, she is a valued participant in the Texas Statewide Medical Home 
Workgroup (MHWG) and the Texas Title V Transition Workgroup (Transition Workgroup) and serves on 
the board of the Texas Medical Home Initiative (TMHI). The TMHI is multi-stakeholder group whose goal 
is to lay a foundation that ensures access to a medical home for all Texans through invigorating the 
practice of primary care. 

Through its interagency coordination efforts, the CSHCN Services Program has been effective in making 
other agencies aware of the CSHCN Title V performance measures, and, in many cases, uniting support 
for working toward achieving those measures. Program staff partner with the Texas Education Agency to 
help ensure that the public education infrastructure supports CYSHCN. These initiatives include the 
development of a legislatively mandated transition and employment guide and partnering with the 
Education Services Centers (ESCs) throughout the state to provide technical assistance and resources to 
educators. Collaboration with federal and state Medicaid programs occurs extensively through the 
participation of the PHSU Medical Director in the Benefits Management Workgroup, a Medicaid and 
CSHCN Services Program policy development and coordination workgroup led by HHSC and the claims 
contractor for Medicaid and the CSHCN Services Program. Recent legislation mandated the 
establishment and implementation of the STAR Kids Medicaid managed care program to provide 
services for children with disabilities to improve coordination and customization of care, access to care, 
health outcomes, cost containment, and quality of care. The STAR Kids model requires utilization of a 
health home, care management, and provision of comprehensive coordination of acute care and long-
term service benefits. The CSHCN Services Program has provided resources and input into the 
development of this model. 

The CSHCN Services Program collaborates and partners closely with many state initiatives promoting 
medical home and transition including the Statewide Association of Regional Medical Home 
AdvanCement (STARMHAC), a previous awardee of a HRSA State Implementation Grant for Systems of 
Services for CYSHCN (D70 grant), and the planning committee for the annual Chronic Illness and 
Disability Conference: Transition from Pediatric to Adult-Based Care. Along with the Texas Family 
Delegate for AMCHP, the Title V CSHCN Director serves on the planning committee for the annual Texas 
Primary Care and Health Home Summit. Within the CSHCN Services Program, staff members lead the 
statewide MHWG and the Texas Title V Transition Workgroup. These are broad-based multi-stakeholder 
groups involving family members, representatives from family organizations, staff from various state 
agencies, providers, representatives from insurance companies, advocacy organizations, and other 
interested stakeholders. These groups meet quarterly to spearhead activities that promote state 
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progress toward goals and objectives related to each respective strategic plan. The MHWG goal is for all 
children in Texas, including CYSHCN, to receive health care in a medical home, and a key part of the 
strategic plan is to increase the number of health care practitioners who provide a medical home. The 
mission and vision of the Transition Workgroup are “To promote a collaborative approach to the 
provision of transition services for youth in Texas with disabilities and special health care needs and 
their families” and “successful transition outcomes for all youth in Texas with disabilities and special 
health care needs and their families;” The Transition Workgroup continues to develop a transition 
toolkit for health care benefit clients that focus on a program policy, tracking database and resource 
guides. In addition, new initiatives to promote medical home and improve transition outcomes are being 
developed by the program. These projects will focus on quality improvement, resource development 
and provider training. 

In addition to the above activities, the CSHCN Services Program is involved in national initiatives 
supporting improved transition outcomes and medical home. Texas was one of six states invited by 
GotTransition? to participate in the State Title V Leadership Transition Planning Group to increase 
utilization of the Six Core Elements of Health Care Transition. This includes piloting the Six Core 
Elements with workgroup members and integration of these elements into strategic plans of the MWHG 
and Transition Workgroup. Texas is one of eight states named by AMCHP the Action Learning 
Collaborative (ALC) for states using the Standards for Systems of Care for CYSHCN to strengthen state 
health systems. The Texas team, which is led by the Title V CSHCN Director, includes members from 
Texas Parent to Parent (the Family Voices affiliate in Texas), the Texas Pediatric Society (The Texas 
�hapter of the !merican !cademy of Pediatrics, Texas �hildren’s Health Plan and the Health and Human 
Services Commission’s Medicaid and �HIP Division; The project focuses on the MHWG strategic plan and 
the standards for Family Professional Partnerships and Medical Home/Care Coordination. The CSHCN 
Services Program is collaborating with the OTVFH and other agency partners on a National MCH 
Workforce Development Center project to reduce asthma adverse situations for children in the Corpus 
Christi area. 

The CSHCN Services Program is committed to providing services to our clients and families in a culturally 
competent manner. Community-based contractors are required to complete the THSteps Online 
Provider Education (OPE) module, “�ulturally �ompetent Health �are;” Resources and publications are 
provided in an accessible manner, at appropriate grade levels and in Spanish and English as appropriate. 
Needs Assessment activities included input from diverse stakeholders and included Spanish surveys and 
Spanish dominant focus groups. This allowed the program to use this data to inform program 
development and service delivery. 
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Executive Summary
 

Introduction
 

The Maternal and Child Health (MCH) Block Grant Program is authorized under Title 
V of the Social Security Act of 1935. It is the only federal program that focuses solely on 
improving the health of all mothers, children, and their families, whether insured or 
not, through a broad array of public health and community-based programs. 

In order to be entitled to these funds, every five years states must submit an application 
that contains the results of a statewide needs assessment. The application must include 
plans to meet the long-term priorities of the state, with specific activities related to the 
national performance measures and unique state performance measures developed 
from the Title V five-year needs assessment. 

As part of the needs assessment, SUMA Social Marketing Inc. (SUMA) conducted 
statewide qualitative research with parents of children with special healthcare needs to 
gather data about resources, access to care, and health needs in their communities. 
Eleven focus groups were held across the state with parents of children with special 
healthcare needs; eight groups were conducted in English and three in Spanish. 

The formative research findings offer purely qualitative data and should be considered 
indicative of directions or trends rather than statistically definitive. Quantitative 
research seeks to understand “how many” and yields statistical information, whereas 
qualitative research, such as that reported here, seeks to understand “what, why, and 
how.” 

Focus Group Methodology 

A total of eleven focus groups were held in the cities of Lubbock, San Antonio, Temple, 
Jasper, Houston, El Paso, Dallas, and Laredo. (See Table 1 for a breakdown of focus 
groups by language, city, and number of participants.) Participants were parents who 
have a child with special healthcare needs who require more support than a typically 
developing child, and/or who has a physical disability that has lasted or will last for 
more than 12 months. 

The recruitment methodology for these focus groups entailed a multi-referral system 
consisting of the Children with Special Health Care Needs (CSHCN) Services Program, 
community-based organizations, social workers and case managers, and a professional 
recruiting firm. 
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Lines of Inquiry 

The following lines of inquiry were explored in the Title V focus groups. 

 Identification of local resources for children with special healthcare needs 

 Identification of barriers to accessing medical and behavioral healthcare 

 Exploration of unique challenges faced by families of children with special 
healthcare needs 

 Exploration of the term care coordinator and the concept to which it refers 

 Experiences with healthcare providers, particularly physicians 

 Exploration of local community support for parents and their children 

 Identification of transportation resources, difficulties, and issues 

 Parent planning for medical emergencies and natural disasters 

 Exploration of transition planning, the impact of obesity, and respite care 
resources 

Key Findings: Resources and Access to Care
 

Key Finding: Parents said that even though community resources may be available 
for their children, they frequently cannot access them. They cited a variety of reasons 
for this, including not knowing about the resources, difficulty in finding trustworthy 
caregivers, lack of extended family support, bias toward their children in public, and 
unaffordability. This finding led to a more nuanced definition of what access to care 
really means for parents of children with special needs. Just because a resource is 
available in their community does not mean a parent can truly access or utilize it, for a 
number of compounded and complex reasons. Parents identified the following priority 
needs in their communities: 

 More day care.
 
 After-school and sports programs for children with special healthcare needs.
 
 Therapies in all modalities.
 

expanded medical office hours to improve access to appointments. 

 More sensitivity training about special healthcare needs for the community at large. 

 A care coordinator for their children (while the idea of care coordination wasn’t well 
known to parents, once it was explained to them they readily identified it as a 
paramount need in their lives). 

 Better education about/more assistance with transition planning; 

 Access to qualified, trustworthy respite care providers. 

 More accessible parks and adaptive playgrounds. 
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Key Finding: Parents living in larger urban areas reported having more resources and 
opportunities for their children than parents living in smaller communities. 
However, accessibility is still an issue. Although there were some regional differences 
with regard to available resources and community activities for children with special 
needs, a general lack of access was a significant finding in all focus groups. In very rare 
situations, parents chose to move their families to a different city with more resources 
for their child’s particular disability.   

Houston 

A majority of the parents in Houston feel there are many activities, events, and 
resources for their children in the community. By and large, Houstonians feel quite 
comfortable taking their children out into the community. Like the San Antonio parents, 
however, the Houston parents said they have to take an active role in advocating for all 
these programs and events for their children. 

Dallas 

Like the Houston parents, most of the parents in English-dominant Dallas focus group 
think their community has plenty of events and opportunities for their children, but 
that they need to be better publicized so parents will know about them. Conversely, 
quite a few parents in the Dallas Spanish-dominant group said they do not feel there are 
many activities for their children with special healthcare needs in their community. 
Participants in the Dallas Spanish-dominant group, not all of whom were bilingual, 
were the only participants to mention language as a barrier to care or resources. 

San Antonio 

San Antonio parents said they feel the local special healthcare needs community is quite 
active and the nearby city of Boerne has a Special Olympics that is very popular and 
active. Parents in this community said there are actually a lot of resources for children 
with special healthcare needs, but also that parents need to seek out the information – it 
just isn’t readily publicized. San Antonio boasts one of the resources most often 
mentioned in any group: Morgan’s Wonderland, an ultra-accessible theme park. 

Jasper 

Judging by the comments of parents in the focus groups, of all the regions included in 
the research, Jasper seems to have the fewest resources for children with special 
healthcare needs and their parents. Parents in this group said they work tirelessly to 
find the limited resources available in their town, be they medical providers, therapists, 
or after-school programs. Parents in this group want and need the support of other 
parents like themselves but said they have difficulty finding them. Some drive to 
nearby Lamar or Beaumont to participate in support groups. 
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Laredo 

Parents in Laredo also said their community lacks sufficient resources for children with 
special healthcare needs, including doctors. Several mothers said they frequently have 
to travel to other cities, particularly San Antonio, for care. Laredo parents also described 
a limited number of support groups for parents; some would like to see more support 
groups specifically for parents with children with cerebral palsy. 

El Paso 

Parents in El Paso said they needed more specialists, particularly neurologists. Some 
parents in this group also experienced what can be described as the situation of the 
working poor: They earn too much money to qualify for many needed services, but not 
enough to cover the costs themselves. There was a consensus among the El Paso parents 
that the greatest need of schools and teachers is additional funding for training and 
support services. 

Lubbock 

Parents in Lubbock listed a number of special healthcare needs programs in their 
community that provide activities and weekend events, including the Burkhart Center 
at Texas Tech University, High Pointe Village, and Mosaic. However, they also 
described a lack of adequate community resources for their children, including 
insufficient day care, after-school care, and camps. Six of the nine participants in 
Lubbock said they have difficulty finding childcare for their children during the day. 
The closest day care for children with special healthcare needs is in Amarillo. 

Temple 

Temple parents were in general agreement that they feel quite isolated in their 
community and that there isn’t much in the way of resources for them or their children. 
They echoed the sentiment of Lubbock parents when it came to the unmet need for day 
care and daytime activities for their children. Parents said their community needs more 
recreation centers, camps and sports programs that cater to their children. The two 
resources that Temple parents mentioned most often and described as most helpful 
were the Children with Special Needs Network (CSNN) and the Heart of Texas Central 
Independent Living (HOCTIL) in nearby Belton. Temple parents also said they 
appreciate the wide range of medical services available at the Scott & White Healthcare 
center. 
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Key Finding: Parents said there isn’t enough communication and publicity about 
resources and issues in their city pertinent to children with special healthcare needs. 
Parents in every focus group said they aren’t being informed or educated enough about 
the resources, events, research, and legal transition issues that impact their children’s 
wellbeing. Many also said they think there should be more print and online directories 
with comprehensive resource listings for children with special healthcare needs. 

Key Finding: Networking with other parents of children with special healthcare 
needs is the most valuable way parents learn about resources in their community. 
Parents in all regions reported that they learn about local resources for their children 
from a variety of sources, including providers, schools and friends. Nevertheless, they 
most frequently learn from other parents of children with special healthcare needs. 

Key Finding: Therapies for their children emerged as one of the resources most 
valued by parents. Desired modalities include speech, occupational, physical, music, 
applied behavioral, and food therapy, to name a few. Equine therapy was also 
mentioned in several of the groups. Parents in all groups extolled the benefits of 
therapies for their children because they can see how much they improve all facets of 
their children’s functionality – physical, emotional, and relational. They described 
advancements in their children, such as increased motor function and mobility, 
improved communication skills, better behavior, greater socialization, and improved 
diets, as a result of therapy. Jasper parents described a significant lack of therapists in 
their area. Some of them reported having to drive an hour or more to therapy 
appointments. Some parents said therapies provide the secondary benefit of offering a 
social outlet for both their children and themselves. 

Key Finding: Parents said their communities lack after-school, day care, and sports 
programs for children with special healthcare needs. Parents in the focus groups often 
face a lack of school programs and facilities that can accommodate children with special 
healthcare needs. Consequently, many of them can feel bereft of options for after-school 
or day care activities for their children, as well as of opportunities for their children to 
get enough physical exercise. Day programs would also serve a socializing function for 
their children, many of whom find it difficult to leave their home due to disability. 

Key Finding: Medical and therapy appointments are frequently offered only during 
the standard 9 a.m.-5 p.m. workday. Parents said it is difficult to get to these 
appointments due to work obligations, the need to take their children out of school, 
and transportation challenges. Parents talked about the difficulty of taking their 
children out of school or day care to get to a medical or therapeutic appointment. Most 
said physicians cannot or will not talk to them over the phone about medical issues, and 
their offices are open only from 9 a.m. to 5 p.m., and almost never on weekends. 
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Discussion of the difficulty of getting to healthcare appointments during the day 
brought up another common barrier for parents: They need someone to stay at home 
with their other children when they are out, whether the child left at home is typically 
developing or has special healthcare needs. 

Key Finding: Parents said they would like to see more education about children with 
special healthcare needs for the community at large. They think mixing children with 
special healthcare needs and typically developing children would help foster this 
type of education. Parents said they would like to see more community-wide events, 
venues, or parks that were inclusive of both children with special healthcare needs and 
children who are typically developing. They believe this would improve understanding 
and acceptance of children with special healthcare needs among those who may 
currently feel judgmental towards them. 

Key Finding: Both parents who have an only child with special healthcare needs and 
parents who also have typically developing children reported significant challenges. 
Parents whose only child has special healthcare needs are concerned not only about the 
social isolation their children experience due to a lack of peers and playmates, but also 
about the isolation they themselves experience as parents and as a family. Parents with 
both a typically developing child or children and a child or children with special 
healthcare needs said the typically developing children frequently feel left out or 
ignored, and may experience sadness and stress about their sibling’s condition. Parents 
also talked about the financial cost associated with caring for their children with special 
healthcare needs and how it can adversely affect the opportunities for their typically 
developing children, such as higher education and family vacations. 
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Key Findings: Care Coordination
 

Key Finding: Most parents have not heard of a care coordinator. Upon learning the 
definition of “care coordinator,” most parents said they are the care coordinator for 
their child. Parents quickly saw the benefits of having a care coordinator and embraced 
the idea of another advocate, besides themselves, for their children when it comes to 
communicating with healthcare providers and agencies. Parents in all groups talked 
about how much time they spend on the phone each week talking to insurance carriers 
and providers and how much having a care coordinator to do these tasks would free 
them up to do other things, such as spend time with their children and families and 
even be able to work outside the home. 

Key Finding: Most parents have sought out this type of care coordination for their 
children among social workers, case managers and nurses, without much success. 
Many parents said they have looked for the type of services a care coordinator would 
provide through a variety of providers, including social workers, case managers, and 
nurses; some even approached health insurance companies about this type of service. 
Many had been disappointed with the services they received and, with one exception, 
nobody described a person they had worked with who was sharing pertinent 
information, such as test results, with the team of the child’s providers. Some parents 
thought individual case managers they work with provide a certain amount of helpful 
care coordination, but they feel these case managers may not be willing or able to 
provide much information beyond their own specific agency. 

Key Finding: Some parents expressed concern about trusting their children’s 
healthcare to a care coordinator and said they are the experts on their children’s 
needs. Some parents said they wouldn’t entrust this type of responsibility to anyone but 
themselves. Some expressed doubt that a care coordinator would work on behalf of 
their children’s best interests rather than for their agency of employment. In addition to 
trust, some parents felt a care coordinator couldn’t provide the level of care they 
themselves can because they know their children so well. Others had experiences with 
case managers whose caseload was too heavy to really provide the level of care for their 
children they needed and wanted. 

Key Finding: Parents thought that having a care coordinator to help them coordinate 
their child’s medical care would enable them to work outside the home. The 
inordinate amount of time parents must spend on the phone making medical 
appointments or trying to get benefits for their children makes it difficult for many to be 
employed outside the home. This is particularly true of mothers. Many of those who do 
have a job said they constantly worry about losing their jobs because they must take so 
much time off to coordinate their children’s health and medical needs. 

7
 



 

 

 

 

 

 

 
 

   
 

 

 
 

 
 

  

  
 

 
  

 
 

  
  

 
  

 
 

 

 
 
 
 

Key Findings: Community Support
 

Most focus group participants said they feel alone and isolated in their journey as 
parents of children with special healthcare needs, regardless of the resources, 
accessibility, or activities available to them in their community. Even in large cities such 
as Houston, where there are so many opportunities to participate in the community, 
participants still reported a sense of isolation. Parents said that many family activities 
other parents take for granted are often difficult for parents of children with special 
healthcare needs; this contributes to a sense of isolation from the community at large. 
Parents in all the cities lingered after the focus groups to exchange resources and 
telephone numbers, and some even went to lunch together. 

Key Finding: Parents in every group said they build their community with other 
parents who have children with special healthcare needs, because they understand 
each other’s world. Parents living in a “world” that is largely devoted to meeting the 
health and medical needs of their children said they find support and camaraderie in 
talking with other parents in similar situations. They said only parents who have been 
what they have been through can truly understand them and provide the kind of 
emotional support they need. 

Key Finding: Social media and the Internet provide opportunities for parents to 
build a support community that is not just local but global, as they connect with 
other parents around the world. Many parents said they use the Internet to find in-
person and online support groups as well as resources for their children. Social media 
emerged as an important source of information for parents. They look for support first 
and foremost from other parents of children with special healthcare needs, and they are 
looking online more and more to connect with other parents. Facebook was mentioned 
in every group as a valuable online resource to connect with other parents and join 
support groups. 

Key Finding: Parents said they feel supported within the special healthcare needs 
community but experience more judgment outside those enclaves in the public 
community. They often feel misunderstood by other parents and people because of 
their children’s behavior or appearance. Even in cities where plenty of activities may 
be available for children with special healthcare needs, some parents do not get out of 
the house much because they don’t want to face the harsh judgment, thoughtless 
actions, or cruel words of others towards their children. Parents in all focus groups 
reported they sometimes experience judgment in their communities when they go out 
in public with their children, and some described instances in which people told them 
they should spank their children because they perceived them as misbehaving. 
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Key Finding: Faith communities can be a significant source of support for many 
parents of children with special healthcare needs. By and large, faith communities are 
a source of support for many families, particularly in the smaller communities such as 
Jasper and Temple. El Paso parents also mentioned the support they derive from their 
faith communities. In Jasper, four of the five participants mentioned their church first 
when asked about community support in their area. However, some parents feel they 
do not find support in their faith community, including the one mother in Lubbock who 
went to half a dozen churches before she found one that welcomed her and her autistic 
son. 

Key Findings: Working with Healthcare Providers
 

Key Finding: A majority of the parents in all groups have a positive relationship with 
their children’s healthcare providers and said that trust is the number one factor in 
that relationship. A parent’s ability to trust a provider emerged as the single greatest 
factor in their relationship with them. First and foremost, they need to trust the doctor 
and his/her expertise in treating their child. Parents work hard to find the right 
physician and/or specialist for their children, and parents in multiple groups told 
stories of walking out of a doctor’s office if he/she didn’t have enough expertise in their 
child’s particular condition and did not care to learn. They left and didn’t go back. 
Parents trust doctors more if they feel they truly listen to them and also relate directly to 
their children while talking to them as individuals. Parents clearly prioritize trust in their 
providers, but they also spoke of a number of factors that make them feel comfortable 
with a provider, including the feeling that they genuinely care about them and their 
child, are willing to be honest with them about difficult topics, and sincerely believe in 
their child. 

Key Finding: Parents want doctors to know and respect that they are the experts on 
their own children. Parents in all groups resoundingly stated they were the experts on 
their children, even though they may not have the medical expertise doctors have. It 
was critical to them that their providers acknowledge this and in fact trust them to know 
what is best for their children. They want doctors to work collaboratively with them to 
treat their children. 

Key Finding: Parents frequently complained about medical office staff. They would 
rather have more direct access to their doctors than spend so much time on the phone 
with nurses and administrative staff. Although most parents are happy with their 
children’s providers, some complained about the service they receive from their nursing 
and administrative staff. They encounter some difficulties when support staff cannot 
answer their questions quickly and accurately, lose paperwork, or schedule 
appointments in an untimely manner. 
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Key Findings: Transportation
 

Key Finding: Transportation poses a unique challenge to parents of children with 
special healthcare needs. The myriad factors parents must consider when taking their 
children to a medical appointment complicate the issue of transportation for them. 
Many of their children are in wheelchairs, on ventilators, or in need of a special car seat. 
Others have children with heightened sensory issues or compromised immune systems 
that make ride sharing options more problematic. A few parents in the groups do not 
own cars, but a majority do. Transportation-related concerns parents shared included 
concerns about their children being exposed to germs while ride-sharing, parking 
garage expenses incurred during medical appointments, and slow public transportation 
systems that make them late for healthcare visits. 

Key Finding: Many parents said the Medicaid Medical Transportation Program 
service delivery is too slow and time-consuming. Almost all the parents in the focus 
groups use their own cars to drive their children to healthcare appointments; very few 
use the Medicaid Medical Transportation Program vans. Those who do talked about the 
difficulty with having to schedule their provider appointments around van pickup 
times and spoke at length about how much time pickups and drop-offs take. Some 
parents in Lubbock and Laredo said that the Medicaid program provides transportation 
for the special healthcare needs child only, not siblings. This makes it difficult for 
parents to utilize the system because they then have to find childcare. 

Key Finding: Parents find the Medicaid Medical Transportation Program 
reimbursement process time-consuming, but most agree it is worth it. Most parents 
complained about the lengthy paperwork associated with getting mileage, tolls, and 
food and lodging reimbursement from Medicaid. Some parents also had issues with 
Medicaid denying or delaying payment because they weren’t able to reach the provider 
in a timely manner. However, in spite of these difficulties, most parents did appreciate 
the reimbursement that Medicaid provides. 
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Key Findings: Medical Emergency and Disaster Preparedness
 

Key Finding: Most parents, while not having a cohesive disaster plan, have taken 
some measures to prepare for a natural disaster. Many of them have reached out to 2-
1-1, first responders and utility companies to let them know they have a child with 
special healthcare needs in the home. Although most parents said they don’t have a 
formal disaster plan in place, they have taken a number of steps to ensure their children 
and homes would be safe in the event of a natural disaster. Many have registered their 
home addresses with their city utility office to ensure power during a crisis. Some had 
emergency bags packed; they listen and learn about natural disasters on television and 
the radio. Some parents across the groups had even learned how to stockpile 
medications for their children, in spite of insurance limitations on prescription refills. 

Key Finding: Many parents said that although they have not necessarily had 
conversations with their providers about medical emergency planning, they feel 
prepared to successfully handle an emergency with their children. Parents said they 
trust in their ability to galvanize a response to any medical crisis involving their 
children. Most parents said they feel more confident in their ability to handle a medical 
emergency with their children than a natural disaster. Some parents said they have a 
one-page document written with and by their doctor to take with them to the 
emergency room that details the child’s condition, medications, and other pertinent 
information. Parents with children with seizure disorders seemed more likely to report 
they’d had a conversation with their provider about planning for a medical emergency. 

Key Finding: Spanish-dominant parents are particularly unprepared for a natural 
disaster or medical emergency. Most of the parents in the Spanish-dominant focus 
groups said they have not had a conversation with their providers about what to do in 
the case of a medical emergency with their children beyond telling them to call 9-1-1 or 
take their child to the emergency room. Parents in Laredo, like those in the Dallas 
Spanish-dominant group, reported that they have done virtually no planning for a 
disaster. None of the parents in any of the Spanish-dominant groups had registered 
their homes with the city utilities department or with first responders such as the local 
fire department. Even though almost half the parents in El Paso have attended a class 
on natural disaster, one parent said she felt they were informed but not prepared. Several 
other parents agreed. None of the parents in this group have a bag packed for their 
children in case of a disaster. 
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Key Finding: A variety of factors influence whether parents evacuate or shelter in 
place during a disaster, including their child’s age, disability level, and prior disaster 
experience. The Houston focus groups afforded researchers a unique opportunity to 
analyze two completely different approaches to disaster response. Most parents in 
Group 1 said they would shelter in place in the case of another hurricane or natural 
disaster. In contrast, most parents in Group 2 said they would evacuate in the event of a 
disaster. The children of the Group 1 participants were older than those of the 
participants in Group 2: Six of the nine participants in Group 1 had teens with special 
healthcare needs. They had actually lived through a hurricane evacuation with their 
children, in stop-and-go traffic in hot cars, whereas the parents in Group 2 had younger 
children and hadn’t had the same experience. 

Key Findings: Transition
 

Key Finding: Transition means a variety of things to most parents: it implies not only 
the transition from childhood to adulthood, but educational, medical, and 
developmental transitions as well. Parents in all focus groups except the Dallas 
Spanish-dominant group were familiar with and understood the term transition. The 
Dallas Spanish-dominant parents thought transition planning meant preparing 
emotionally for the inevitable death of the child. Although many parents agreed that 
planning for a child’s transition into adulthood needs to start as early as possible, there 
was broad consensus that the timetable for transition planning is actually conditioned 
on each individual child’s unique development, abilities, medical condition, and 
circumstances. Medical provider transitions are another source of concern for some 
parents; they aren’t sure what to do in terms of medical care once their children 
transition out of pediatrics. And even though parents think legal guardianship is an 
important issue, many avoid doing anything about it – or even thinking about it -
because they believe the legal fees will be prohibitive. 

Key Finding: Transition planning for adulthood and long term care for their children 
triggers anxiety and concern in many parents. The discussion of planning for their 
children’s transition to adulthood, and particularly for their children’s care should they 
die, elicited some of the strongest emotional responses in the focus groups. Parents can 
feel overwhelmed and sad at the thought of what might happen to their children after 
they leave their home as adults, or if the parent dies. 

Key Finding: Parents aren’t sure where to turn for adulthood transition planning 
assistance. Middle schools are mandated to provide transition planning at ARD 
meetings. This is often the first support or direction many parents have in transition 
planning for adulthood. 
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In spite of this, many parents feel they are on their own for adulthood transition 
planning. Many parents mentioned the topic of legal guardianship for their children 
and said both healthcare providers and the schools have prompted them to consider 
this option. However, many parents think getting legal guardianship of their children is 
expensive due to legal fees, and the perceived cost was, in fact, a barrier to this type of 
transition planning.  

Key Findings: Obesity and Exercise
 

Key Finding: Parents said their doctors are more likely to discuss obesity, diet, and 
exercise with them if their child has a specific issue in one of these areas. Although 
some parents said their doctors talk with them about their children’s diet and fitness in 
general terms, most said these conversations take place because of the child’s condition 
and diagnosis. Most parents said they are careful to monitor their children’s weight 
because extra pounds negatively impact their functional mobility as well as their health. 
Parents often have to lift their children in and out of wheelchairs, beds, etc. They said 
this can become more difficult as the child gets older, and also if the child is overweight. 

Key Finding: When obesity does become an issue, many parents said doctors talk to 
them about weight loss but don’t give them the tools that would really help them 
help their children lose weight. Many parents said some doctors don’t understand 
how difficult it is to get their children to eat, or not eat, certain foods. They said they 
want more specific directions from their providers on how to help their children lose 
weight, rather than just be told that their child needs to lose weight. For example, rather 
than just telling a parent to quit giving her child a cookie, why not suggest she break it 
up into smaller portions or give her a healthier, low-calorie recipe? 

Key Finding: Parents want more adaptive physical exercise programs in their 
communities so their children can get more exercise. Parents in most of the groups 
said their community does not have enough in-school or after-school exercise and 
sports programs for children with special healthcare needs. Parents think their children 
would benefit not only from the physical exercise, but also from social opportunities to 
play with other children. Parents in most of the focus groups also said they would like 
to see more sensory gyms available for children with special healthcare needs, as well 
as wheelchair-accessible pools. 

Key Finding: Parents in all regions said their communities need more accessible 
parks and adaptive playgrounds. Parents said they go to various places so their 
children can exercise to the best of their ability, whether it involves bowling, visiting a 
park, or playing at the local playground. Most parents take their children to parks, and 
participants in almost every group said their city needs more parks, particularly 
accessible parks with adaptive playgrounds. 
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Key Findings: Respite Care
 

Key Finding: Many parents have heard of respite care but aren’t always sure where to 
find it. Parents in the groups unanimously agreed that respite care is very valuable and 
important to them and their families. However, many of them said they weren’t sure 
where or how to find a qualified respite worker for their children. In fact, some parents 
had never heard of respite care; awareness of respite care was particularly low in Dallas 
in both the English- and Spanish-dominant focus groups. Most parents in the larger 
urban areas had heard of respite care and about three quarters of the Houston parents 
have actually used it. San Antonio parents had all heard of respite care, but almost half 
of the participants in that group rely on family members for respite care rather than 
agencies. Most of the parents in Laredo also do not receive respite care services, because 
they don’t know where to look for services, don’t qualify for services, or have a family 
member helping them with caregiving. 

Key Finding: Parents in every group expressed a strong need to be able to trust the 
respite care provider who cares for their children in their absence. Many feel there is 
a lack of qualified respite care providers they can trust. The need for a trustworthy, 
qualified respite care provider was one of the most unanimous findings across all topics 
discussed in the focus groups. Parents feel very protective of their children with special 
healthcare needs, many of whom are quite vulnerable due to their disabilities. Parents 
don’t want just anybody watching their children, and they will go to great lengths to 
secure a qualified provider. Many parents said the ideal respite care provider would be 
another parent of a child with special healthcare needs or someone highly trained in 
caring for children with special healthcare needs. 

Key Finding: Parents said some restrictions on respite care providers are a barrier to 
care. These barriers included time limits on respite care by certain providers; their 
perception that respite workers cannot legally administer medications to their children; 
respite agency and MDCP policy restrictions on family members, household members, 
and people under the age of 18 providing respite care; and policies prohibiting payment 
for respite care for siblings. 

Key Finding: Parents think the Medicaid respite reimbursement wage is too low to 
attract qualified respite care providers. The Medicaid reimbursement for respite care is 
approximately $9 or $10 per hour. Many parents feel they cannot find qualified 
caregivers at this rate. Some parents are willing to pay more for a highly qualified 
respite care provider, bypassing the reimbursement system entirely. 
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Parent Focus Group Findings
 

Introduction
 

The Maternal and Child Health (MCH) Block Grant Program is authorized under Title 
V of the Social Security Act of 1935. It is the only federal program that focuses solely on 
improving the health of all mothers, children, and their families, whether insured or 
not, through a broad array of public health and community-based programs. 

In order to be entitled to these funds, every five years states must submit an application 
that contains the results of a statewide needs assessment. The application must include 
plans to meet the long-term priorities of the state, with specific activities related to the 
national performance measures and unique state performance measures developed 
from the Title V five-year needs assessment. 

As part of the needs assessment, SUMA Social Marketing Inc. (SUMA) conducted 
statewide qualitative research with parents of children with special healthcare needs to 
gather data about resources, access to care, and health needs in their communities. 
Eleven focus groups were held across the state with parents of children with special 
healthcare needs; eight groups were conducted in English and three in Spanish. 

Lines of Inquiry 

The following lines of inquiry were explored in the Title V focus groups. 

 Identification of local resources for children with special healthcare needs 

 Identification of barriers to accessing medical and behavioral health care 

 Exploration of unique challenges faced by families of children with special 
healthcare needs 

 Exploration of the term care coordinator and the concept to which it refers 

 Experiences with healthcare providers, particularly physicians 

 Exploration of local community support for parents and their children 

 Identification of transportation resources, difficulties, and issues 

 Parent planning for medical emergencies and natural disasters 

 Exploration of transition planning, the impact of obesity, and respite care 
resources 
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Methodology
 

The focus group sessions were held at hotels, libraries, and research facilities in January 
2015. All focus groups were led by trained moderators well versed in Title V and 
children with special healthcare needs. The sessions were audio-taped, and the 
recordings were transcribed verbatim and then analyzed for common themes and 
response patterns. 

A total of eleven focus groups were held in the cities of Lubbock, San Antonio, Temple, 
Jasper, Houston, El Paso, Dallas, and Laredo. (See Table 1 for a breakdown of focus 
groups by language, city, and number of participants.) Participants were parents who 
have a child with special healthcare needs who requires more support than a typically 
developing child, and/or who has a physical disability that has lasted or will last for 
more than 12 months. 

The recruitment methodology for these focus groups entailed a multi-referral system 
consisting of the Children with Special Health Care Needs (CSHCN) Services Program, 
community-based organizations, social workers and case managers, and a professional 
recruiting firm. 

Table 1 
Participants in Title V CSHCN Focus Groups 

(N = 102) 

Location English-Dominant Spanish-Dominant Total 

Lubbock 9 0 9 

San Antonio 

20Group 1 11 0 
Group 2 9 0 

Temple 10 0 10 

Jasper 5 0 5 

Houston 

18Group 1 9 0 
Group 2 9 0 

El Paso 0 9 9 

Dallas 

18Group 1 9 
Group 2 9 

Laredo 0 13 13 

Total 71 31 102 
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Italicized, indented text in this report is used for participants’ quotes, which are 
included to illustrate the findings and enhance their credibility. Names have been 
changed to protect the confidentiality of the participants. 

Definitions of Qualitative Data Statements 

It is important to note that the findings presented in this report are qualitative in nature 
rather than quantitative. Qualitative research—conducted through observation, in-
depth interviews, and focus groups—seeks to understand the story behind the 
numbers. Open-ended questions probe issues more deeply in an attempt to understand 
“how” and “why,” as opposed to quantitative research, which seeks statistically 
definitive answers of “how many.” Because this is a qualitative study, it was not 
designed to be statistically valid, and therefore should be viewed strictly as directional, 
not definitive. The value of these data is in how they can inform the design and 
implementation of programs, messages, and future campaigns. SUMA has developed 
approximate quantitative estimates that are referenced in many of the qualitative 
statements and findings presented throughout the report. Quantity-related terms are 
interpreted as follows. 

Few: under 25% 

Some: 25% - 50% 

Half: 50% 

Many: over 50% 

Most: 80% or 90%
 
All: 100% 
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Key Findings
 

Resources and Access to Care
 

Key Finding: Parents said that even though community resources may be available 
for their children, they frequently cannot access them. They cited a variety of reasons 
for this, including not knowing about the resources, difficulty in finding trustworthy 
caregivers, lack of extended family support, bias toward their children in public, and 
unaffordability. This finding led to a more nuanced definition of what access to care 
really means for parents of children with special needs. Just because a resource is 
available in their community does not mean a parent can truly access or utilize it, for a 
number of compounded and complex reasons. Perhaps a primary reason is that they 
don’t know the resource exists, or if they do, they aren’t sure how to access it. 

I’d like to know everything that there is to get all of the services that are available. It 
seems like sometimes the social service organizations within themselves have bad 
communication, and then the information doesn’t get to me until a year later. 

— San Antonio 

Trust emerged as a significant issue for parents, especially with regard to its impact on 
their access to respite care providers. Parents may know that respite care is available in 
their community, but finding a respite worker they can trust with their child’s care is 
another issue altogether and, in fact, a barrier to access. 

You hand your child over [to the respite care provider], and if you don’t know them, 
they’re strangers. Again, this is your heart that walks outside your body. 

— San Antonio 

Many parents in all the focus groups said they felt isolated on their journey with their 
children. For a variety of reasons, they often don’t have established networks of support 
they can call on. Some parents reported feeling judged by their extended families about 
how they parent their children with disabilities, limiting the respite care or childcare 
options they might otherwise have had access to. This, in turn, can make it much harder 
to attend medical appointments during the day, because they have no one to watch 
their other children while they are gone. 

Participant 1:	 My other family don’t want to come to my house because they think my 
son is spoiled. It just keeps my other family away, and I’m just by myself 
on the support system. I don’t have anyone to back me up and say, “It’ll 
be okay, just stick through it.” 

Participant 2:	 My family doesn’t really have a lot of involvement. They don’t 
understand the situation. When he has meltdowns, they don’t 
understand. They think he is throwing a fit. His dad’s side. 

— Lubbock 
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Parents in most of the groups reported instances of bias or judgment toward their 
children when they were out in public. People often stare, make rude comments, or 
admonish them to spank their children due to misbehavior. For this reason, while 
restaurants and bowling alleys may technically be accessible in their community, some 
parents do not feel comfortable accessing them with their children with special needs. 

He acts like a five-year-old and you can’t imagine how many times I’ve had restaurant 
and store owners say, “You know, if you would take care of him properly, this wouldn’t 
be a problem. You don’t spank him enough, why don’t you teach him better?” They don’t 
ever say, “Oh, is there a problem?” 

— Temple 

Parents reported financial barriers to accessing available resources, such as costly gym 
memberships for children with special healthcare needs and the costs associated with 
procuring legal guardianship over their children. Parents may know a lawyer they 
could consult about legal guardianship for their children, but many perceive the costs 
as prohibitive – so much so that they simply don’t pursue it. 

None of us wants to think about what is going to happen if something happens to you 
and your husband, but you know? It could. That is another thing I need to do, but we 
haven’t done because I barely have enough money to make it through all her medical, 
much less creating something to carry on. 

— Houston 
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Resource Needs Assessment 

Parents said that much of their life is organized around meeting the needs of their 
children, which can be all encompassing given the severity of their disabilities. They 
spend a tremendous amount of time researching healthcare services for their children, 
talking on the phone with providers, taking their children to appointments, and filling 
out paperwork. 

Parents talked about the extensive variety of resources their children need on a daily 
basis and the many agencies, departments, and organizations that help them. They 
identified the following priority needs in their communities: more day care; after-school 
and sports programs for children with special healthcare needs; therapies in all 
modalities; expanded medical office hours to improve access to appointments; more 
education about special healthcare needs for the community at large; a care coordinator 
for their children1; better education about/more assistance with transition planning; 
access to qualified, trustworthy respite care providers; and more accessible parks and 
adaptive playgrounds. 

Parents said their most valued resources include the Medicaid waiver and insurance 
buy-in programs, parent networks, after-school and sports programs, therapies in all 
modalities, respite care, doctors and specialists, and health insurance. These services 
empower them to improve their children’s quality of life, and consequently their own. 

You get everything with the waiver programs. Nursing fall under that umbrella. 
Therapies fall under that umbrella. Because you qualify for the waiver, you are qualified 
for all the medical equipment and supplies. 

— San Antonio 

Therapies emerged as one of the most helpful resources for parents because they said 
they see so much advancement in their children’s abilities as a result of therapy. 
Applied behavioral therapy (ABA) was mentioned in almost every group as a 
tremendous asset to their children’s functioning in daily life. 

Participant 1: I think they need to have ABA if they are over three or preschool. 
Participant 2: ABA should not be just for autism, but for all disabilities. You could have 

a child with any disability have behavioral issues that ABA would help – 
you would benefit from it. 

— Houston 

1 While the idea of care coordination wasn’t well known to parents, once it was explained to them they 
readily identified it as a paramount need in their lives. 
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Parents in many of the groups described their local schools as least helpful to them, citing 
lack of support and programming for children with special healthcare needs and, in 
some instances, a special education teacher shortage. They also noted the dearth of 
after-school programs that could accommodate their children with special healthcare 
needs. 

Typically what I see in the schools is that they’re underpaid just like any teacher, but 
special needs, like the life skills, they don’t have the staff or the training that they need. 
Not for lack of trying, but they don’t have the support from the administration or the 
State. 

— Temple 

Parents also complained about the enormous amount of paperwork required to receive 
Medicaid waiver benefits and other programs and to complete renewals for different 
programs. Some wondered why there couldn’t be a centralized database system that 
would simplify the process. 

Participant 1: It’s very overwhelming to have a special needs child. I’ve thought for 
years, there’s got to be a simpler way. Why can’t there be some 
centralized thing – why are there ten different programs, ten different 
applications? 

Participant 2: It’s a lifelong diagnosis, and I’m filling out the same paperwork, the same 
form, over and over. I don’t have the time. 

— San Antonio 

Parents in each city were asked to list the resources they access most frequently, 
sometimes even on a daily basis, for their children. They were asked to identify those 
resources that were most helpful as well as those they felt they needed more of in their 
community. A compilation of these resources can be found in Appendix A. 
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Table 2 below lists the resource needs identified by parents in all eight cities. 

Table 2: Parents’ Resource Needs Assessment2 

Lubbock San Antonio Temple Jasper Houston El Paso Dallas Laredo 
Day care 

Teacher 
education 
about special 
needs 

Student 
education to 
decrease 
bullying 

Greater 
knowledge of 
sign language 
in general 
population 

Adjustment 
therapy 

After-school 
care, summer 
programs 

Social activities 
and sport 
programs with 
typically 
developing 
children 

Connection to 
colleges 

Vocational help 

Transportation 
(wheelchair 
accessible) 

Long-term 
planning 

Legislation for 
new kinds of 
medications 

More 
communication 
to parents 
about federal 
and state laws 
impacting their 
children 

Day care 

Recreational 
resources 

Summer 
programs 

Care 
coordinator 

Day program 
for tweens and 
teens 

Better respite 
options 

Continuity of 
care in hospital 
system 

In-home 
services 

Faster access to 
services & DME 

Resource 
network for 
parents 

Therapy 
providers (all 
types) 

Connection to 
other parents of 
children with 
special needs 

More specialists 

Centralized 
database that 
lists pediatric 
special needs 
conditions and 
treatment 

Centralized 
medical records 
database 

Day care for 
teens/adults 

Adaptive play 
centers 

ABA for all 
ages and 
diagnoses 

School 
compliance 

Access to 
schools closer 
to home 

Social 
opportunities 

Care 
coordinator 

Outreach 
programs 

Sensitivity 
training for the 
public 

More funding 
for schools; 
teacher training 
and more 
support 
services 

Money for 
medication 

More 
specialists, 
especially 
neurologists 

More 
communication 
between 
schools and 
doctors 

More therapy 
sessions 
covered by 
insurance 

Spanish Group 
Day care 

Equine therapy 

Music therapy 

Aquatic 
therapy 

Physical 
exercise 
programs 

Technical 
devices to 
communicate 

Advanced 
treatment 
options (e.g., 
stem cell 
research) 

English Group 
Resource 
directory 

PE programs 

More family 
therapy options 

More funding 
for schools 

Longer therapy 
appointments 
(physical, 
occupational) 

Financial 
assistance with 
college, 
scholarships 

Financial 
assistance with 
transition-
related costs 
(e.g., adult 
insurance 
premiums) 

2 Parent-generated list of resource needs assessment recorded by focus group moderators on flip charts during the discussions 
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Key Finding: Parents living in larger urban areas reported having more resources and 
opportunities for their children than parents living in smaller communities. 
However, accessibility is still an issue. Although there were some regional differences 
with regard to available resources and community activities for children with special 
needs, a general lack of access was a significant finding in all focus groups. This theme 
resonated throughout the groups in discussions on many different topics. The relative 
abundance of resources for children with special healthcare needs in large cities such as 
Houston and San Antonio do not offset the difficulty parents sometimes have in 
accessing them. In very rare situations, parents chose to move their families to a 
different city with more resources for the child’s particular disability. 

Houston 

A majority of the parents in Houston feel there are many activities, events, and 
resources for their children in the community. By and large, Houstonians feel quite 
comfortable taking their children out into the community. 

There’s so much to do in the disability community in the Houston area. We’re busy every 
weekend. We are always busy. We have to turn things down because there’s so much to 
do with our kids. 

— Houston 

That’s the great thing about Houston. It’s big enough to where most everybody is 
compliant and a lot of people are very friendly when they see a child or parent struggling 
with a child with a disability. They’re like, “Let me open the door for you. Is there 
anything I can help you out with?” 

— Houston 

Like the San Antonio parents, however, the Houston parents said they have to take an 
active role in advocating for all these programs and events for their children. Parents in 
both urban and rural areas spoke of the need to advocate for special healthcare needs 
programs and events in their community.  

I don’t think any of that [activities, programs] would have been possible if it wasn’t for 
the fact that we advocate. You don’t ask, you don’t get. If you actually put yourself out 
there and you ask for this or ask for that, there’s a lot of changes that could happen. 

— Houston 
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Dallas 

The English-dominant focus group held in Dallas included parents from surrounding 
communities, such as McKinney and Irving. Like the Houston parents, most think their 
community has plenty of events and opportunities for their children, but that they need 
to be better publicized so parents will know about them. Some parents said they had to 
go to neighboring Plano, Frisco, or Lewisville to find activities for their children. 
Participants said Texas Parent to Parent (TxP2P) was active in the Dallas-Ft. Worth area 
and a good resource for connecting with other parents to learn what is going on in their 
community. 

Conversely, quite a few parents in the Dallas Spanish-dominant group said they do not 
feel there are many activities for their children with special healthcare needs in their 
community. However, one Spanish-dominant parent said there actually are many such 
activities, but few people know about them. She then shared a number of low-cost or 
free activities with the group, who welcomed the information. 

Participants in the Dallas Spanish-dominant group, not all of whom were bilingual, 
were the only participants to mention language as a barrier to care or resources. One 
Dallas Spanish-dominant parent said she experienced racism at the Medicaid office. 

We don’t know how to speak English. I understand it, but I don’t know how to answer 
back. 

— Dallas (Spanish-dominant) 

I qualified for Medicaid, so I filled out the applications and everything. When I went to 
the office, they just looked at me and saw I was Hispanic. They told me, “You don’t 
qualify. Go to your country.” I felt so bad. I got depressed and would cry and all that. My 
sister told me, “Keep moving forward, don’t give up.” Yes, because my daughter has 
convulsions …. 

— Dallas (Spanish-dominant) 

San Antonio 

San Antonio parents said they feel the local special healthcare needs community is quite 
active and the nearby city of Boerne has a Special Olympics that is very popular and 
active. Parents in this community said there are actually a lot of resources for children 
with special healthcare needs, but also that parents need to seek out the information – it 
just isn’t readily publicized. Parents listed resources such as church ministries and 
programs, support groups such as Kinetic Kids, Morgan’s Wonderland theme park, and 
online Meet-up groups for parents of children with autism and Asperger’s syndrome. 
Local grocery chain H-E-B also offers employment opportunities for children with 
special healthcare needs in the San Antonio area. 
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I think Boerne is really great for a small community, and I recognize a lot of the kids from 
our Special Olympics group. If I go to H-E-B, I see a lot of them employed there. In our 
community, there are a lot of employers that are working with schools to try and work to 
help with employee management and transitioning. 

— San Antonio 

What I’ve seen with this community and with the philanthropists within this area, there 
seems to be more a surge and more of an awareness. It’s being brought to the forefront 
now – you have the Morgan’s Wonderland. 

— San Antonio 

Even though San Antonio has many resources for families of children with special 
healthcare needs, some parents said they are still on waiting lists or don’t feel that all 
the resources are consolidated in one place and easy for parents to find. 

We need more programs out there because there are waiting lists. If there’s only one 
program out there, of course there’s going to be a waiting list. Why can’t we have two, 
how come we can’t have three? 

— San Antonio 

The Kansas county I used to live in had a booklet. It wasn’t all-inclusive, but it did list 
support groups. They automatically mailed me a new one every year. I haven’t seen 
anything like that here. 

— San Antonio 

Jasper 

Researchers observed that Jasper seemed to have the fewest resources for parents and 
children of all the regions. This east Texas town is the smallest of the research areas, and 
a two-hour drive from the nearest large urban center, which is Houston. It was also the 
location of the smallest focus group, with five parents in attendance. Parents in this 
group said they work tirelessly to find the limited resources available in their town, be 
they medical providers, therapists, or after-school programs. Parents in this group want 
and need the support of other parents like themselves but said they have difficulty 
finding them. Some drive to nearby Lamar or Beaumont to participate in support 
groups. 

Parents said that in addition to turning to case managers and agency personnel, they try 
to find resources on their own. Many described a sense of futility despite their efforts. 

We never get answers. “We can help you.” Okay – how can you help me? “Tell us what 
you want.” Don’t ask me that. I don’t know what I want. What do you offer? They don’t 
know what they offer and they can’t tell you in ten words or less. 

— Jasper 
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Parents said they need the few support groups that are actually in their area to provide 
more childcare services, so they can get the support they need. 

There was a support group I would have liked to go to at my church, but they posted 
right on their page, “Sorry, we don’t provide childcare.” I don’t want to leave my child 
with a regular babysitter and I don’t know who in our area is experienced enough that I 
would trust leaving my child with them. 

— Jasper 

Laredo 

Parents in Laredo also said their community lacks sufficient resources for children with 
special healthcare needs, including doctors. Several mothers said they frequently have 
to travel to other cities, particularly San Antonio, for care. Laredo parents also described 
a limited number of support groups for parents; some would like to see more support 
groups specifically for parents with children with cerebral palsy. 

There are no programs, there aren’t enough doctors. I’m from El Paso, where there’s a lot 
of help. There’s a tremendous difference here in Laredo. 

— Laredo (Spanish-dominant) 

Parents in the Laredo Spanish-dominant group also spoke to inadequate programming 
within the school curriculum for their children with special healthcare needs. 

My son is a slow learner and they are not helping me. He flunked first grade, but they 
sent him to second grade because of the State. A teacher recently noticed him, and I am 
now very grateful to her. 

— Laredo (Spanish-dominant) 

El Paso 

Parents in El Paso said they needed more specialists, particularly neurologists. Some 
parents in this group also experienced what can be described as the situation of the 
working poor: They earn too much money to qualify for many needed services, but not 
enough to cover the costs themselves. 

Many times they see your income and tell you that you don’t qualify. I paid the first four 
years of my daughter’s therapy; I think I would have been able to buy another house with 
that money. Barely two years ago, I finished paying the credit cards, because she had five 
therapies per week. 

— El Paso (Spanish-dominant) 
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There was a consensus among the El Paso parents that the greatest need of schools and 
teachers is additional funding for training and support services. Parents in this group 
described a strong local parent network, and many of the women in the group already 
knew one another through their involvement with a variety of local programs. 

You notice we all know each other. It’s been through CDIC [Children’s Disabilities 
Information Coalition]. 

— El Paso (Spanish-dominant) 

Parents in El Paso perceive a lack of communication between the schools and their 
children’s providers, which results in unnecessary confusion and difficulty. 

If you have a diagnosis, the school won’t necessarily accept it. For example, I took my 
autism diagnosis to the school and they say he is mentally retarded. I told them that 
wasn’t true because the doctor said he is deaf-mute. The education law says the school 
doesn’t have to take the doctor’s diagnosis into account. 

— El Paso (Spanish-dominant) 

Lubbock 

Parents in Lubbock listed a number of special healthcare needs programs in their 
community that provide activities and weekend events, including the Burkhart Center 
at Texas Tech University, High Pointe Village and Mosaic. However, they also 
described a lack of adequate community resources for their children, including 
insufficient day care, after-school care, and camps. Six of the nine participants in 
Lubbock said they have difficulty finding childcare for their children during the day. 
The closest day care for children with special healthcare needs is in Amarillo. 

Participant 1:	 I need just regular, pay-for-it day care. They won’t take my son at all 
because of the liability risk, so I’ve had to literally just juggle my 
childcare and working and going to school. 

Participant 2: When my daughter was younger, I would have given anything for 
special needs day care. 

Participant 3: They have one in Amarillo that only accepts special needs kiddos, and 
they bring the therapists in. 

— Lubbock 
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Parents indicated that they do not think the Lubbock schools provide enough 
programming resources and support for their children. They also said there are not 
enough special education teachers. Parents in this group agreed they would like to see 
mandatory teacher education about children with special healthcare needs. 

The schools are set up like a maze. By that, I mean their interest is not to help, although 
they say they will. They are reluctant to open up about the things they are willing to do. 
It drains from LISD. I think too that every time there is a budget shortfall, the first thing 
they cut in Texas is education. 

— Lubbock 

Some parents said they lack a centralized source for finding healthcare providers, and 
that not all providers are particularly welcoming of their children. 

Dentists. Believe it or not, we took our son to a dentist, and he didn’t believe in autism. 
He didn’t tell me. He told my wife that it was a parenting issue. 

— Lubbock 

Temple 

Temple parents were in general agreement that they feel quite isolated in their 
community and that there isn’t much in the way of resources for them or their children.  

There’s not anything. Unless a parent starts a program, like a rec program. We have a lot 
of really awesome parents that start soccer leagues and baseball, but it’s the parents 
saying, “We need to do something for our kids.” 

— Temple 

The two resources that Temple parents mentioned most often and described as most 
helpful were the Children with Special Needs Network (CSNN) and the Heart of Texas 
Central Independent Living (HOCTIL) in nearby Belton. Temple parents also said they 
appreciate the wide range of medical services available at the Scott & White Healthcare 
center. 

I will say the Special Needs Network does try to find activities, but enough … as we go to 
a CSNN outing as parents we can relax. We’re around other parents just like us, our kids 
can go to a movie theater together and make as much noise as they want and we’re not 
worried about it. 

— Temple 

Parents in Temple echoed the sentiment of Lubbock parents when it came to the unmet 
need for day care and daytime activities for their children. They said their community 
needs more recreation centers, camps, and sports programs that cater to their children. 
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Parents in Temple also said they lack a centralized and “transparent” resource for 
finding all of the available activities and programs for their children. One parent 
likened her search for resources for her children to trying to get into a “secret society.” 

Participant 1:	 You can call ten different times and get nine different answers and then 
finally get the right answer. 

Participant 2:	 When you’re going to do it, there’s a lack of responsiveness and it’s 
confusing. 

Participant 3: It’s a brick wall, and you’re chipping at concrete.
	
Participant 4: It’s a secret society you can’t get into.
	

— Temple 

A few parents across the groups had moved or were planning to move to another city 
that could provide better resources and access to care for their children’s diagnosis. One 
woman in the Houston group had moved there from Dallas after she found support 
groups there via online social media sites. Another Houston woman was about to move 
to Katy, Texas. A parent in Temple was planning a move to Arizona because it ranks 
number one in a United Cerebral Palsy poll on family support services, whereas Texas 
ranks number 50 out of 51. 

Key Finding: Parents said there isn’t enough communication and publicity about 
resources and issues in their city pertinent to children with special healthcare needs. 
Parents in every focus group said they aren’t being informed or educated enough about 
the resources, events, research, and legal transition issues that impact their children’s 
wellbeing. Many also said they think there should be more print and online directories 
with comprehensive resource listings for children with special healthcare needs. 

We need the resources to be within everyone’s reach and view, so everyone finds out 
about them. We need more publicity and information. 

— El Paso (Spanish-dominant) 

What I can add to that is, we desperately need a clearinghouse of information where 
anybody can access that information – because you can call somebody that’s supposed to 
be helping you coordinate, but they don’t know. They don’t know what is available. They 
will say to you, “Oh, I’ve never heard of that.” 

— Temple 

I’d like to know everything that there is to get services for my child at his age; then it 
turns out the social worker is like, “Oh, why aren’t you getting X services? You should 
be getting this and such and such.” I’m like, “I can? Then how come I wasn’t getting it 
two years ago?” It seems like sometimes with the social services, that organizations 
within themselves have bad communication. 

— Houston 
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We need some type of service that could be the liaison between legislation that’s happened 
on both federal and state levels and to connect that to the parents, because we’re so busy 
doing the things that we do on a daily basis. I have never heard of this Able Act. 

— San Antonio 

It was only this past spring that I discovered, after several trips down to Houston, that 
our daughter’s insurance would have reimbursed us for mileage, but nobody volunteered 
that information. 

— Jasper 

Key Finding: Networking with other parents of children with special healthcare 
needs emerged as the most valuable way parents learn about resources in their 
community. Parents in all regions reported that they learn about local resources for 
their children from a variety of sources, including providers, schools, and friends. 
Nevertheless, they most frequently learn from other parents of children with special 
healthcare needs. 

I usually learn about resources when you’re sitting in the waiting room with other 
parents in therapy or any facility that you’re at where there’s other parents of special 
needs. 

— Houston 

You leave the doctor’s office with a diagnosis, completely lost, and here you find someone 
who makes you feel better. It’s not a doctor. It’s a mother just like you, who you can sit 
down with and cry, talk to, and blow off steam. 

— El Paso (Spanish-dominant) 

Parents said it is often difficult to find resources that might be able to accommodate 
their children, and there is no “centralized” source such as a website, listserv, or online 
directory that can help them in their specific locale. 

There’s nowhere to find them (resources). We can’t just specifically look on a website and 
say “Okay I need this for Lubbock.” They are spread nationwide. If wanted to go to a bar 
shop to get my son’s haircut, it’s not in Lubbock, it’s out of town. 

— Lubbock 

A general database would be great – that has the common illnesses we see in children 
plus another one for rare cases where you could go and find information, institutions, 
parents that have kids that’s been there longer than you have that can help you through 
your journey and what to expect. 

— Jasper 
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Parents also described the value of a centralized medical database containing their 
children’s medical records so they don’t have to fill out paperwork or present records 
anew every time they see a different provider. They also see the value of their children’s 
different doctors’ being able to access this information to save time and improve 
efficiency. 

I would like to access Sally’s medical records anywhere, basically. Say she does have to go 
to the emergency room. I don’t want to have to go through this two hours telling them 
what’s wrong with her, what’s going to happen, what could happen. I need to have quick 
access to those records. 

— Jasper 

Everybody has their Medicaid number, or some individual number. There should be some 
uniform system that no matter who you are dealing with, they could plug in that number 
and have all your information. 

— Dallas (English-dominant) 

Key Finding: Therapies for their children emerged as one of the resources most 
valued by parents. Desired modalities include speech, occupational, physical, music, 
applied behavioral, and food therapy, to name a few. Equine therapy was also 
mentioned in several of the groups. Parents in all groups extolled the benefits of 
therapies for their children because they can see how much they improve all facets of 
their children’s functionality – physical, emotional, and relational. They described 
advancements in their children, such as increased motor function and mobility, 
improved communication skills, better behavior, greater socialization, and improved 
diets, as a result of therapy. 

I don’t remember how [the therapist] phrased it, but in terms of sensory issues, he 
doesn’t do that anymore. If you touched him, he would wipe off your touch. He doesn’t do 
that anymore; I don’t really understand why it works, but it did. 

— Lubbock 

I have heard horseback riding therapy stimulates something in the brain that helps the 
kids a lot. My mom took my sister there, but it was expensive, too. It was in Mexico. 

— Laredo (Spanish-dominant) 

Some parents said therapies provide the secondary benefit of offering a social outlet for 
both their children and themselves. Therapy appointments can help break the social 
isolation many parents feel as they care for their children 24/7. 

31
 



 

 

 

  
 

 
  

 
  

 
 

   
 

  
 

  
 

 

  
 

 

 
 

 
  

 
 

 

 
  

 
 
 
 
 

More parents in the Laredo Spanish-dominant focus group than in any other mentioned 
psychological therapy for both children and adults as a high-priority therapy. One 
parent who is in group therapy with other parents of children with special healthcare 
needs described it as important to both her mental health and her ability to learn about 
opportunities for her child in the community. 

I relate to the people I go to therapy with. Each tells each other, “Where did you take your 
kids today? There are classes over there, let’s enroll him, how does this work for your 
child?” 

— Laredo (Spanish-dominant) 

Jasper parents described a significant lack of therapists in their area. Some of them 
reported having to drive an hour or more to therapy appointments. 

When I say we need therapies here, I mean there is only one speech therapist in Jasper. 
We’ve been waiting for over a year now for Medicaid to approve this – I can’t get her into 
the therapy she needs. 

— Jasper 

Some parents have experienced gaps in therapy coverage because they were waiting for 
Medicaid to approve a prescription renewal from a provider or had been put on a 
waiting list. Such delays can take a toll on children’s functionality. They said they need 
better, faster access to both the provider and the Medicaid representative to solve the 
issue. 

I have been put on a waiting list for three years at Therapy 2000. If my daughter would 
have gotten therapy then, she would be able to eat on her own. Now she can’t because she 
has a lot of movement she can’t control. I give it to her, but it’s not enough. She’s been 
ten years without any therapy. 

— Dallas (Spanish-dominant) 

Key Finding: Parents said their communities lack after-school, day care, and sports 
programs for children with special healthcare needs. Parents in the focus groups often 
face a lack of school programs and facilities that can accommodate children with special 
healthcare needs. Consequently, many of them can feel bereft of options for after-school 
or day care activities for their children, as well as of opportunities for their children to 
get enough physical exercise. Day programs would also serve a socializing function for 
their children, many of whom find it difficult to leave their home due to disability. 
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Parents said a variety of factors make it difficult to find day care for their children. 
Some day care centers don’t offer services for children with special healthcare needs 
due to concerns about liability or lack of qualified staff. Participants said many schools 
also are not able to accommodate their children in after-school programs for the same 
reasons. 

I think there’s a need for after-school programs because many typically developing after-
school programs do not take our children. 

— Temple 

A lot of people can’t handle them [children with special healthcare needs]. They’re 
only used to certain people. I started taking my son to day care, he would get used to it, 
but it’s just if they could handle him. Every autistic child is different – none are the same. 
Some of them are not trained to take care of special needs children. 

— Lubbock 

Some parents want these day care centers to offer therapy modalities for their children 
as well. Others complained about the expense of day care and camps that do 
accommodate children with special healthcare needs. The cost can be prohibitive. 

Summer camp is like $2,500 per week. It’s ridiculous for a special needs child, even one 
that’s not medically fragile. 

— Temple 

Parents said they particularly need day care and activities for their children during the 
summer months, when they were not in school. 

I live in fear of the summer because the schools do so much during the school year, but 
when summer comes there’s nothing. I don’t know what to do with my kids for the whole 
day. They want to go out and play, but we live in some apartments and they’ll jump off 
the second-storey balcony with some other little kids and then my kids get in trouble 
because they’re older. 

— Temple 

We need more programs for kids with disabilities in the summer so they can get out of the 
house. They need more games. 

— Laredo (Spanish-dominant) 
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Key Finding: Medical and therapy appointments are frequently offered only during 
the standard 9 a.m.-5 p.m. workday. Parents said it is difficult to get to these 
appointments due to work obligations, the need to take their children out of school, 
and transportation challenges. Parents talked about the difficulty of taking their 
children out of school or day care to get to a medical or therapeutic appointment. Most 
said physicians cannot or will not talk to them over the phone about medical issues, and 
their offices are open only from 9:00 a.m. to 5:00 p.m., and almost never on the 
weekends. 

Every time I call them, they’re like, “Well, you’re going to have to bring her out here.” 
You guys realize that you’re asking me to take her out of school because of course, there’s 
nothing open when they’re out of school. It was to the point that when they told me that, 
I was just like, “Forget it, I’m not going to even bother.” 

— Jasper 

Some doctors only give you appointments at times during the school day and if you miss 
the appointment, they complain. We tell the school faculty, “Who am I to tell the doctor I 
have to come in after he’s out of school?” 

— El Paso (Spanish-dominant) 

Even parents who don’t work during the day sometimes have difficulty because they 
have to take their children out of school to make these appointments. 

I’m a stay-at-home mom, so in theory my schedule is wide open and I can go to therapy 
anytime. But they work from nine to five and the kids are in school. When are they 
supposed to go? You have to choose between the services the school is providing and the 
ones you obtain for yourself. 

— Lubbock 

This situation was exacerbated in Jasper, where parents frequently had to drive an hour 
or more to medical appointments in nearby cities. Parents who use the Medicaid 
Medical Transportation Program face another set of challenges with daytime healthcare 
appointments: They frequently have to catch the van hours prior to their appointments 
because of other passenger pickups along the way. This further cuts into their day, 
jeopardizing other plans and activities. 
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Discussion of the difficulty of getting to healthcare appointments during the day 
brought up another common barrier for parents: They need someone to stay at home 
with their other children when they are out, whether the child left at home is typically 
developing or has special healthcare needs. Many parents described the difficulty of 
finding childcare with unwilling extended family members or a respite worker they feel 
they can trust. 

I have two other kids. These kids also don’t go out. I tell them, “We can’t go because of 
your brother.” If I had someone that would stay with my son, then I could go out with the 
other ones. 

— Dallas (Spanish-dominant) 

In-home services would be fabulous. Just fabulous. 
— Temple 

Key Finding: Parents said they would like to see more education about children with 
special healthcare needs for the community at large. They think mixing children with 
special healthcare needs and typically developing children would help foster this 
type of education. Parents said they would like to see more community-wide events, 
venues, or parks that were inclusive of both children with special healthcare needs and 
typically developing children. They believe this would improve understanding and 
acceptance of children with special healthcare needs among those who may currently 
feel judgmental towards them. 

Why don’t you make it fun for the whole place, for everybody, free to the public to learn? 
Like, “This is what this is or this is how it is to have [a special needs child]. 

— Lubbock 

Luckily, we have a park that’s a few minutes down the road that’s completely 100% 
accessible for everybody. It’s great because then it mixes in typical children with children 
with disabilities, so exposing our children both ways. 

— Houston 

Parents who have had this kind of experience with their children saw the many benefits 
for both their own children and the people who gained insight into their lives. 

Since I learned about the Burkhart Center, he has other interactions with children that 
are not autistic because they allow you to take your other children that are not autistic. 
I’ve seen him open up so much more than just trying to stay in his own world. 

— Lubbock 
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Parents consider education about special healthcare needs in the schools important, 
including for teachers. Parents worry that their children may be bullied at school. 

My daughter used to go to a school, and they used to have an assembly once a year. They 
would talk about each child [with special healthcare needs] and say, “This is what 
they’ll do, and expect for them to do this.” It would decrease bullying so kids expected, 
“Okay, Bethany is jumping up and down – she does that because that’s part of her 
processing.” 

— Lubbock 

Sports programs offer a particularly great variety of activities, and hence opportunities 
for children of all abilities to play together. Parents in the focus groups consistently 
reported that the need for sports programs exceeds the current availability in their area. 

We’ve been taking our kids to go bowling and they have a little rack for my son. He has 
all these issues carrying – he doesn’t grab anything, really. It’s like him trying to be out 
there with all the other kids – we have him in soccer, too. I try to put him in sports so he 
can get used to the other kids around him. 

— Houston 

Key Finding: Both parents who have an only child with special healthcare needs and 
parents who also have typically developing children reported significant challenges. 
Parents whose only child has special healthcare needs are concerned not only about the 
social isolation their children experience due to a lack of peers and playmates, but also 
about the isolation they themselves experience as parents and as a family. Many 
reported a lack of engagement and connection with other families who have typically 
developing children; some said they decided not to have any more children after their 
first child was born with a disability. Some parents said they changed their life or career 
plans after the child was born because of the enormous amount of time and energy they 
would need to invest in caretaking. 

It’s sometimes the lost dreams. I was going to start my last year of law school when I had 
Marty. I never went back. I should be a judge right now. That’s what I wanted to be. My 
life changed and it’s okay. I love her. 

— Houston 

For us, I created our new normal. It’s good and bad at the same time because he’s my 
entire world, so God forbid something ever happens to my kid. I see how special needs 
kids get treated differently by others, and my son is not going to have that person to grow 
up with, who’s always going to be there for him. 

— Temple 
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I wish I could have had a typically developing child before her because I really got scared 
to have another child. My child will never get married. I’m never going to be a 
grandmother. There are some things I’m missing out on. Other people who do have other 
children, will have those experiences where I won’t. 

— Houston 

Parents with both a typically developing child (or children) and a child (or children) 
with special healthcare needs reported a different but equally challenging set of 
parenting issues. They said the typically developing children frequently feel left out or 
ignored, since so much of the parent’s time and attention goes to the child with the 
special healthcare needs. Parents described the emotional stress that having a sibling 
with special healthcare needs places on their other children. 

The typical child feels isolated because our focus is on the one with special needs. We have 
to make extra time so they don’t feel abandoned. 

— El Paso (Spanish-dominant) 

It’s just a lot of stress, I think, especially for the child without a disability, because they 
end up having to help take care of the sibling. I try to do it myself, but his sister ends up 
having to help. It’s not fair to her. She resents it. She doesn’t understand why he’s 
different and why he gets so much. 

— Lubbock 

Some parents also talked about the character-building aspects of having a sibling with 
special healthcare needs, and how they’ve seen their typically developing children 
mature as a result. 

I see great positive things, like Ross is very protective of Hunter, his twin. It’s made my 
other [typical] children more aware of who they are because of him, in a strange kind of 
way. We were normal until he came along, and so it shook us out of our normal shell. 

— Temple 

Parents also talked about the financial cost associated with caring for their children with 
special healthcare needs and how it can adversely affect the opportunities for their 
typically developing children, such as higher education and family vacations. 

My boys are in their twenties now, but it was hard when she [daughter] was diagnosed 
because it was like, “You’re on your own boys,” so they missed out on a lot. Then also the 
financial track: I lost my home to foreclosure in 2007, because back then I was paying for 
ADA out of pocket. Like she said, I can’t do the things that regular families can, because 
the child has special needs. 

— San Antonio 
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My nineteen-year-old had the grades, the scholarships to go to Baylor. I had to tell her, 
“You know what? I spent your entire college fund on your sister’s medical bills.” 

— Houston 

Parents said outings that may be routine for other families, such as going to a restaurant 
or a movie, are more difficult for theirs. They worry about their typically developing 
children’s happiness. 

You only have a certain amount of time, so the family has to decide: What are we going to 
do? Can we go on vacation unless we have help for Carolynn and Adam because it’s not 
safe, or do we leave them behind? We’ve never been to a movie together. We’ve never 
been to a restaurant together. My fifteen-year-old son said to me, “You know, Mom, I 
don’t know half the music that all my friends know.” We didn’t play music for nine years 
because of all the sensory issues, and that impacts him in his social development. 

— San Antonio 

Care Coordination
 

Key Finding: Most parents have not heard of a care coordinator. Upon learning the 
definition of “care coordinator,” most parents said they are the care coordinator for 
their child. When the topic of a care coordinator was introduced, only four of the 102 
participants knew it was a job and accurately described the services they provide.  

Focus group participants were given the following definition of a care coordinator. 

A concept of someone working with your family to make sure that your child’s 
health needs are being met and that the right person is delivering the right care 
at the right time. For example, someone to schedule appointments, share test 
results between providers, and make referrals. 

Typical parent responses include the following. 

I didn’t even know it [care coordinator role] existed. 
— San Antonio 

I thought it was just a social worker. 
— Temple 

Find a care coordinator? That would be like finding another mother. 
— El Paso (Spanish-dominant) 
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Most parents had not sought out a care coordinator per se because they did not know 
such a role existed. When they learned it actually does exist, a majority of the parents 
quickly identified themselves as the care coordinator for their child. 

Well, I coordinate the care with my husband; coordination with doctors; coordination 
with family and teaching my family. I have focused on what I do with Andrea, my 
daughter, so that they can help me when I get sick or when something happens. 

— Laredo (Spanish-dominant) 

I think of myself as a care coordinator. I’m like, “No.” I listen to what everybody says, 
and then I take the information I think is most relevant, and I find the people that I think 
are the best and then I go from there. 

— Houston 

Parents quickly saw the benefits of having a care coordinator: they could work outside 
the home, spend more time with their children, and generally improve the quality of 
their lives, both as individuals and as a family. Parents embraced the idea of another 
advocate for their children, beside themselves, when it comes to communicating with 
healthcare providers and agencies. 

We need a central person that will inform the parent – these are your medical needs 
NOW. Because when a child is diagnosed or in the school system, at three years old we’re 
not telling the parents that the waiver lists are ten to twelve years long for the HCS 
[Home and Community-Based Services] and for CLASS [Community Living 
Assisted and Support Services] and some of the government agencies. 

— San Antonio 

We have a social worker who would tell us we needed this or that. She would talk to the 
provider and tell us, “You should do this, this and that. This is what you need to do.” 

— Dallas (Spanish-dominant) 

Parents in all groups talked about how much time they spent on the phone each week 
talking to insurance carriers and providers. They talked about how a care coordinator 
would enable them to spend more time with their children and their family, as well as 
allow them to work outside the home. 

My daughter sees about fourteen different specialists and she’s got a lot going on. I 
usually take two to three days of my week, and I know I need to get at my desk and just 
sit there and call and follow up and call. I have my call days. Two to three days per week, 
every week. 

— Houston 
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A care coordinator would be able to tell parents whom to call and which services are 
available for their children, which would be helpful because many do not know what 
services are available for their children. 

Medicaid is all over the place – they’re giving wrong numbers; you can never get the 
right doctor. I wish I could have one person to send me in the right direction for the right 
answers. 

— Dallas (English-dominant) 

I guess there needs to be easier access. I can call Medicaid and say, “Well, she needs this.” 
“Well, you’ve got to call you doctor at Texas Children’s.” I guess we need somebody who 
can call and get in directly with the doctor instead of having to go through the nurse, and 
then somebody that can call Medicaid directly and get straight to what they need. 

— Jasper 

Many parents think a care coordinator could help educate them in many areas, 
including medical information. Some feel this this type of education can make a 
significant impact because early intervention is so crucial. 

I think care coordination would help us in the sense of teaching us things we don’t know. 
For example, looking back when my child was two and three years old, if someone had 
said to me, “You should have her hearing tested because she doesn’t seem like she’s 
listening,” then maybe we would’ve had her hearing aids ten years ago instead of just 
two years ago. 

— Houston 

Parents said it would be helpful if their providers, schools, and other resources told 
them about care coordinators. One parent in Houston had asked her child’s doctor if 
they offer care coordination. She said specialists are more likely to offer it because they 
see patients with multiple diagnoses and have to coordinate their care, whereas her 
family practitioner does not. 
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Key Finding: Most parents have sought out this type of care coordination for their 
children among social workers, case managers and nurses, without much success. 
Many parents said they have looked for the type of services a care coordinator would 
provide through a variety of providers, including social workers, case managers, and 
nurses; some even approached health insurance companies about this type of service.  
Many had been disappointed with the services they received and, with one exception, 
nobody described a person they had worked with who was sharing pertinent 
information, such as test results, with the team of the child’s providers. 

I have tried to get somebody to help me coordinate anything and have really had no luck 
trying to get help with coordinating services. As a matter of fact, what I’ve been told is, 
“We can give you anything you want if you’ll quit your job.” 

— Temple 

I think the most help we’ve had was from a case worker. It’s hard when you have more 
than one child with disabilities; remembering all the doctor and school appointments, 
medicines, and monitoring how they feel – it’s very hard. 

— El Paso (Spanish-dominant) 

Yes, we’ve had several service coordinators, and they would ask me what all I had done 
[for my child] and I would tell them. I thought they were going to help me. They’d write 
everything down and tell me they’ll get back with me. Finally, they were wasting my 
time; I just got on the phone [and did it myself]. 

— Jasper 

I have looked for one [care coordinator] a time or two. Once your child is on a waiver, it 
gets a little complicated. You have a case manager over that, but they don’t understand 
Medicaid. The first thing I’ll do is call a Medicaid case manager. Unfortunately, there’s 
two or three that I’ll call and usually they say, “You’ve researched it. You know more 
about this topic than I do.” 

— Houston 

Some parents thought individual case managers they work with provide a certain 
amount of helpful care coordination, but the feel these case managers may not be 
willing or able to provide much information beyond their own specific agency. Others 
said these case managers have too much on their plates to be of much service to them. 
Some parents said case managers don’t call them back soon enough. 

It seems like with the case managers, I’ve noticed there’s been a high turnover of their 
staff. I’ve probably had five case workers in two years. It seems like they’re understaffed. 
They’re overworked. 

— San Antonio 
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Sometimes I think they [case managers] have a lot of work to do and they are in a hurry. 
Sometimes I am explaining to them and they say, “No, only answer what I’m asking you, 
don’t tell me anything else.” When you keep quiet they don’t know what you and your 
kids need. That’s when you start feeling anxious. 

— Dallas (Spanish-dominant) 

I feel like when I do make a call, they take down information – somebody will call me back 
two days later. So many changes in our lives – it’s not necessarily relevant two days 
later. I probably could have figured it out on my own. 

— Houston 

Regardless of how they perceive the role of the care coordinator, many parents 
emphasized the need for highly personalized attention to their situation rather than a 
clinical approach to care giving. 

Obviously it is a job, but these are our children, these are our lives, these are our hearts 
that walk outside our bodies, and someone that would be coordinating that would need to 
be a very special person that wouldn’t treat you like a number. 

— San Antonio 

Key Finding: Some parents expressed concern about trusting their children’s 
healthcare to a care coordinator and said they are the experts on their children’s 
needs. Some parents said they wouldn’t entrust this type of responsibility to anyone but 
themselves. Some expressed doubt that a care coordinator would work on behalf of 
their children’s best interests rather than for their agency of employment. 

I have this gut reaction that if I let someone other than myself take charge of that, 
depending on who they’re being paid by, who they work for, that they’re going to have 
more of an interest in deciding that my son doesn’t need certain services than actually 
trying to find the ones I think he needs. 

— Lubbock 

In addition to trust, some parents feel that a care coordinator couldn’t provide the level 
of care they themselves can because they know their children so well. Others have had 
experiences with case managers whose caseloads were too heavy to truly provide the 
level of care for their children that the parents needed and wanted. 

I’m the expert about my child. Nobody knows her like I do and nobody knows what her 
needs are more than I do, so it’d be difficult for me to sit there and explain something to 
somebody for 20 minutes about what it is that I need to do and how it needs to get done, 
compared to I just do it and it gets done easily. 

— Houston 
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I felt like her [the social worker’s] caseload was too large and we became another 
number. She gave me a piece of paper and said “Call these people.” There was no 
guidance, no handbook. There was nobody explaining anything to you – I have found 
through the years that I am more reliable than trusting someone else to depend on for my 
daughter’s care. 

— San Antonio 

Key Finding: Parents thought that having a care coordinator to help them coordinate 
their child’s medical care would enable them to work outside the home. The 
inordinate amount of time parents must spend on the phone making medical 
appointments or trying to get benefits for their children makes it difficult for many to be 
employed outside the home. This is particularly true of mothers. Many of those who do 
have a job said they constantly worry about losing their jobs because they must take so 
much time off to coordinate their children’s health and medical needs. 

See, I haven’t worked in twelve years to manage his care, and the care coordination piece 
would give the moms an opportunity to not just be moms, but to give them their lives 
back as far as having jobs or going to school or whatever. 

— Temple 

I’m the one who helps her with everything. I can’t work because I’m the only one who can 
fill out the paperwork and handle the calls. Only my husband works in order to support 
the family with the bills, rent, and everything. 

— Dallas (Spanish-dominant) 

I can’t work because I need to go to speech therapy and all these other therapies three 
times a week and they’re not there until 8:00 in the evening. They’re there during normal 
business hours, which is most jobs. 

— Houston 

I lost my job two years ago and I don’t think I could have a job now because of what effort 
I’d have to put on to show I’m a good employee. I’d get fired within the first month for all 
the time I have to take off for the boys. 

— Temple 
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Community Support
 

Key Finding: Most focus group participants said they feel alone and isolated in their 
journey as parents of children with special healthcare needs, regardless of the 
resources, accessibility, or activities available to them in their community. Parents 
were asked, “What’s it like to be a parent of a child with special healthcare needs here?” 
Most responded that they feel quite alone in spite of varying degrees of local resources 
and accessibility for their children. Even in large cities such as Houston, where there are 
so many opportunities to participate in the community, participants still reported a 
sense of isolation. Parents in multiple focus groups said they their sense of community 
comes primarily from their own homes and the special healthcare needs community. 
Most parents feel isolated even within their extended family, receiving little support 
beyond the immediate family and other parents of children with special healthcare 
needs. 

Participant 1: I feel isolated. Very isolated.
 
Participant 2: I feel isolated.
 
Participant 3: I’d say I feel I have a community because we have the Spina Bifida 


Houston, but I went searching for it before I was pregnant. 
— Houston 

This finding was equally true in the smaller and more rural communities, such as Jasper 
and Temple. 

Participant 1: You’re on an island. 
Participant 2: There’s just not anything. Unless a parent starts a program, like a rec 

program – it’s the parents going, “We need something for our kids.” 
Participant 3: The loneliest feeling in the world. 
Participant 4: There’s not community. Technically, I guess there’s community support, 

but the truth is that we’re on our own. I’ve been turned away from Easter 
Seals because my kids are too disabled. 

— Temple 

Although they live in such a small town, none of the five participants in the Jasper focus 
group knew each other. One parent lives in a small trailer with five other people, 
including her severely disabled daughter who is in a wheelchair. She had moved to 
Jasper because her husband’s family lives there; she has only two friends in the entire 
town. At the time of the focus group, she didn’t know any other parents of children 
with special healthcare needs. 

I’d like to see support groups here. Honestly, as far as I know, there are two other special 
needs kids in Jasper and I’ve never met their parents. I’ve felt alone in this, like I’m in a 
battle by myself with my husband. My family is nowhere near here and, like I said, I have 
two very, very good friends. Other than that, I’m alone. 

— Jasper 
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This woman, along with the other parents, eagerly exchanged telephone numbers over 
lunch after the focus group. They seemed to appreciate the opportunity to talk with 
other parents like themselves. In fact, in all the cities parents lingered together after the 
focus groups to exchange resources and telephone numbers, and some even went to 
lunch together. For some parents, the rarity of their children’s diagnosis contributed to 
their sense of isolation because they literally had no one else to talk to who would 
understand. 

My daughter’s syndrome is so rare, she’s number 43 in the world and most of the 
syndrome originated in Puerto Rico. When I try to link up with other parents that have 
similar things, their kids aren’t as functioning as her, so it’s like we’re left in this abyss of 
“Okay, what do we do?” 

— Houston 

Parents said that many family activities that other parents take for granted are often 
difficult for them. This contributes to a sense of isolation from the community at large. 

It’s hard to do vacations and social outings. I think the biggest thing for us is when 
people invite us over for dinner and I have to go down the list of what they will eat, what 
they won’t eat, the textures and do you have dogs? Is this okay? As soon as we walk in 
the house, I’ve got to scan the entire house – I’ll look at the sink, the dish soap, the 
laundry detergent in her pantry. As the primary caregiver, you’re just exhausted. 

— San Antonio 

A third of the parents in the Dallas Spanish-dominant group said they almost never go 
out into the community with their children due to a lack of time and transportation. 
One parent in this group doesn’t have a ramp outside her home for her daughter’s 
wheelchair, so she is seldom able to take her anywhere. These types of factors also 
contribute to a sense of isolation for parents. 

Several parents in the focus groups mentioned they had sought counseling for 
themselves as well as for their children, to help with stress management. A parent in the 
Dallas Spanish-dominant group said she had considered seeing a therapist. In the end, 
she decided it would just be another appointment she would have to make, and who 
has time for that? 
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Key Finding: Parents in every focus group said they build their community with 
other parents who have children with special healthcare needs, because they 
understand each other’s world. Parents living in a “world” that is largely devoted to 
meeting the health and medical needs of their children said they find support and 
camaraderie in talking with other parents in similar situations. They said only parents 
who have been what they have been through can truly understand them and provide 
the kind of emotional support they need. 

I think there is a disconnection in your typical community compared to your disability 
community. We have a better understanding of each other, or compassion or acceptance, 
than outside of the world. In my neighborhood, I really don’t have neighbors that I can go 
out and do neighborhood stuff with because they don’t understand our world. 

— Houston 

At the day care where I take my daughter – it’s like we are a community. I know a lot of 
the mothers. Sometimes their horror is my pain. I have felt that. It is such a support. 

— Dallas (Spanish-dominant) 

I think family therapy is great because we can get to know each other and share our 
stories. Some people feel like they are drowning. To learn how others are overcoming their 
problems helps us with our own. We can learn from each other. 

— Laredo (Spanish-dominant) 

Parents in every group identified other parents as their best resource for finding 
services, doctors, support groups, and activities for their children. 

I have to say that really the most helpful thing for me has been the parent networking. 
That has been the absolute most helpful thing over any agency. It’s been the grass roots. 
That’s how I met Norma, and we go to conferences together and we say, “Hey, did you 
hear about that?” 

— San Antonio 

Key Finding: Social media and the Internet provide opportunities for parents to 
build a support community that is not just local but global, as they connect with 
other parents around the world. Many parents said they use the Internet to find in-
person and online support groups as well as resources for their children. Social media 
emerged as an important source of information for parents. They look for support first 
and foremost from other parents of children with special healthcare needs, and they are 
looking online more and more to connect with other parents. 

As soon as I got home from the hospital after having my girls, I looked up her syndrome 
on the Internet and got into a support group immediately. 

— Houston 
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There’s an online Meetup group for autism and Asperger’s adults. We use it for social 
opportunities. 

— San Antonio 

Facebook was mentioned in every group as a valuable online resource for connecting 
with other parents and joining support groups. In fact, all of the parents in the El Paso 
Spanish-dominant focus group said they use Facebook to connect with other parents 
and to find out what is going on in their community for their children. 

I found other parents on Facebook – moms there knew other parents, or they knew their 
patients that had similar issues, and they would give them my phone number and we 
would talk. 

— El Paso (Spanish-dominant) 

I look on Facebook groups and I looked out to other moms and things like that. Being 
medical here and there, they knew parents or they knew their patients that had issues like 
that, and they would give them my phone number and we would talk. 

— Houston 

Key Finding: Parents said they feel supported within the special healthcare needs 
community but experience more judgment outside those enclaves in the public 
community. They often feel misunderstood by other parents and people because of 
their children’s behavior or appearance. Even in cities where plenty of activities may 
be available for children with special healthcare needs, some parents do not get out of 
the house much because they don’t want to face the harsh judgment, thoughtless 
actions, or cruel words of others towards their children. 

My daughter is sixteen and practically, we don’t do nothing because she don’t like to be 
called stupid or looking wrong. Obviously, she’s none of those things, so we just stay 
home. 

— Houston 

People are very inconsiderate. They see a child in a wheelchair and they’re like, “Oh, well 
I’m just going to cut right in front of them,” like it doesn’t matter. She’s in a wheelchair 
so she’s not a person; she doesn’t matter. It irritates me to death, to the point where I just 
want to hit them. 

— Jasper 

Society still looks at them like they are weird kids. 
— Laredo (Spanish-dominant) 
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Parents in all focus groups reported that they sometimes experience judgmental 
attitudes when they go out to restaurants in their communities. Some of their children 
are six-foot-tall grown adults with the intellectual capacity of a three-year-old, and 
people do not understand the disabled person’s behavior or need to be fed by a parent 
at that age. 

I’ve only had a couple of negative experiences. At a restaurant, they had an elderly couple 
and they were really offended that we were there with her. My husband was getting upset 
– we just want to have a good dinner. They actually were asked to move. 

— Houston 

Parents in several groups talked about people who admonish them to spank their 
children when they are throwing a fit in public. Already under pressure in these 
situations, parents said they wish people would take a moment to try and be more 
understanding. 

I think I’m on the outside looking in a lot of times, because my family doesn’t understand. 
Everybody thinks when my son is having a meltdown that he is throwing a fit because he 
is spoiled. There’s much more to that. Grocery stores – there’ll be cashiers who would see 
us coming and leave their stations just to get away. They make horrible comments. I 
think there’s a lot of judgmental people that make it very difficult to take your child out 
in public. 

— Lubbock 

If she’s in the store throwing a fit, people just look at her like she’s some bratty child. 

They go, “Well, she needs to be spanked.” She is big for her age; she’s 42 pounds to be 

two years old. 

— Jasper 

Parents encounter judgmental attitudes and impatience with their children even among 
educators. One parent in the Dallas Spanish-dominant group said she feels her 
daughter isn’t being treated kindly in the school system. 

The school program is not an appropriate program for my daughter. I had to go to school 
two days all day to teach them how to feed her. It’s not that my daughter doesn’t eat. She 
eats very well – they just don’t have any patience with her. 

— Dallas (Spanish-dominant) 
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Key Finding: Faith communities can be a significant source of support for many 
parents of children with special healthcare needs. By and large, faith communities are 
a source of support for many families, particularly in the smaller communities like 
Jasper and Temple. El Paso parents also mentioned the support they receive from their 
faith communities. In Jasper, four of the five participants mentioned their church first 
when asked about community support in their area. 

Participant 1: We have a great church family. I had a great desire to be able to sit in 
church and not worry about meltdowns or anything, so I would tell the 
pastor. It was an answered prayer to be able to sit in church. 

Participant 2: Anytime there is a problem or issue, I send out a message asking for 
prayer. It spreads; everybody in Jasper knows him and puts him on the 
prayer lists at church. Parking [at the hospital] is expensive – some of the 
churches took up collections and sent money down for me to help me cope 
a little better. 

— Jasper 

A number of churches across the state have ministries especially for children with 
special healthcare needs and their families. 

We just started attending church there. They have the STARS program and they are the 
most amazing people. They started the Buddy Ball program – I have a pretty tightknit 
group of folks there. 

— Temple 

However, some parents feel they do not find support in their faith community. One 
mother in Lubbock went to half a dozen churches before she found one that welcomed 
her and her autistic son. 

We’ve had trouble with churches. That was the first place we turned for help, and 
absolutely nothing. They wouldn’t let our son go in day care because they considered him 
too old, and he couldn’t sit in the services because he can’t sit still and makes too much 
noise. 

— Lubbock 
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Working with Healthcare Providers
 

Key Finding: A majority of the parents in all groups have a positive relationship with 
their children’s healthcare providers and said that trust is the number one factor in 
that relationship. Because so many children with special healthcare needs require 
extensive medical treatment and therapies, healthcare providers are key. Most parents 
in all the focus groups said they have good relationships with their children’s doctors 
and feel confident of their ability to treat their children. Parents worked hard to find the 
right physician and/or specialist for their children, and parents in multiple groups told 
stories of walking out of a doctor’s office if he/she didn’t have enough expertise in their 
child’s particular condition and did not care to learn. They left and didn’t go back. 

I can just tell. If you’ve never heard of it and I have to teach you, then you’re probably 
not the one. If I’m explaining the disorder to you … 

— San Antonio 

The parent’s ability to trust a provider emerged as the single greatest factor in the 
parent-provider relationship. First and foremost, the parent needs to trust the doctor 
and his/her expertise in treating the child. Parents want to work with doctors who are 
knowledgeable about the child’s specific condition, no matter how rare, and who are 
willing to educate themselves about it if they are unfamiliar with the condition. 

Initially my pediatrician said, “I’m going to be honest, I don’t know much about autism.” 
This doctor educated himself so much that now he sees a large number of autistic 
children. The interest he showed in helping me was very important to me. 

— El Paso 

Parents said they trust a provider who builds a strong support staff team around 
himself/herself, consults with other providers and specialists about the child, and is 
willing to think outside the box in terms of treatment options. Parents trust doctors 
more if they feel they truly listen to them and speak directly to their children while 
interacting with them as individuals. 

They just get down on her level to make it personable. Like she said, just down on her 
level. She’s so excited because they get on the floor with her and do different things. 

— Jasper 

Generally, her doctor is great, but she needs to learn to talk to the level of the child with 
special needs. 

— Dallas (English-dominant) 

I am comfortable with a doctor if they come in to see Rebecca and they address Rebecca 
instead of talking over her like she’s an object. I will always go back to a doctor who 
believes in her. Don’t tell me the negatives about my child – believe in my child. If you 
believe in my child, then you’re part of my team. 

— Houston 
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Trust in a doctor’s expertise outweighs a poor bedside manner for most parents. They 
want to know their child is in the best hands and is receiving care from the most 
knowledgeable provider. 

Participant 1:	 We just started seeing a new doctor, but he doesn’t have a great bedside 
manner. When I asked around about him to other professionals, they’re 
like, “Oh yeah, if I had this, I would definitely go to him.” That makes 
me feel a little better. I can deal with he may not be all warm and fuzzy, 
but if he’s good at what he does, then I’m okay with that. 

Participant 2: He doesn’t have to be all warm and fuzzy, but if he’s good at what he 
does, then I’m okay with that. 

— Houston 

Parents clearly prioritize trust in their providers, but they also spoke of a number of 
factors that made them feel comfortable with a provider, including the feeling that they 
genuinely care about them and their child, are willing to be honest with them about 
difficult topics, and sincerely believe in their child. 

Our doctor knew the familiar signs of our child’s diagnosis. My husband is the military 
type, he’s like, “Give me the worst-case scenario.” I hated him for that, but I appreciated 
knowing, and the doctor telling me the truth. 

— Temple 

My daughter told me about her therapist: “She doesn’t believe in me.” I asked her why 
she said that, and she said, “Why does she talk to me like that?” I asked for a different 
therapist, and the other person was completely different. Children feel it. 

— El Paso (Spanish-dominant) 

Parents said actions speak louder than words when it comes to a provider showing he 
or she cares for their child. Providing emergency care at 3 a.m., calling parents back late 
at night – even a simple hug are all interpreted as signs of true concern for the child. 

My son’s neurologist got up at 3 a.m. to save my son’s life. I would say the relationship 
is very positive. Dr. N saved my son’s life – there is no price that can be put on that. 

— Lubbock 

If she [the doctor] doesn’t know the answer, she finds out and calls me back. She will call 
me at 10 pm at night and say, “This is what I have found out.” 

— Temple 

The oncologist hugged me and tells me my son will be okay and will recover. Just hearing 
those words meant everything to me. He also believed in God, like me. Just with that, it 
was the greatest thing because I felt like he gave me moral support. 

— Laredo (Spanish-dominant) 
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In the end, some parents said they think that being able to trust a provider and feeling 
comfortable with him/her go hand in hand. 

I think being comfortable and trusting a doctor go hand in hand; once you are 
comfortable with them, you have a feeling of trust. 

— Houston 

Parents don’t want a doctor they feel treats their child like an object or textbook case 
instead of a unique, precious child. Some have had this experience, but fortunately, 
these instances were not very common. 

I had one doctor tell me, “I cannot work with it.” I’m like, “My daughter is not an ‘it.’” I 
cussed him out, walked out and made a scene in that office. I never went back. We filed a 
report against the medical board. 

— Lubbock 

I once talked to a gastroenterologist about intolerance to gluten and casein, and he told 
his nurse, “It’s another one of those.” 

— El Paso (Spanish-dominant) 

Every child is different. My daughter is not the same as this or that. 
— Dallas (Spanish-dominant) 

Parents said they want their providers to consider the greater context of their lives with 
their children outside the office visit. They feel this would foster empathy and a greater 
understanding of whether they will be able to follow their treatment protocols at home. 

Understand it’s not just the office visit. That small bit of time they’re spending with us, 
there’s a whole dynamic at home for that family as far as nurses, therapists coming in 
and out your home, respite providers, stress on a marriage, taking care of the other 
children. 

— Temple 

The parents in Dallas spoke about a best practice medical education program sponsored 
by TxP2P. Doctors in residence from Children’s Hospital or Texas Scottish Rite Hospital 
for Children participate in roundtable discussions with parents of children with special 
healthcare needs to hear what the parents think would make them better doctors. The 
doctors also visit the parents’ homes to better understand their daily routines and what 
life is like for a family with a special healthcare needs child. 
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Key Finding: Parents want doctors to know and respect that they are the experts on 
their own children. Parents in all groups resoundingly stated that they are the experts 
on their children, even though they may not have the medical expertise doctors have. It 
was critical to them that their providers acknowledge this and in fact trust them to know 
what is best for their children. They want doctors to work collaboratively with them in 
treating their children. 

They listen and appreciate that we are the experts on our child. They acknowledge that 
we’re the expert on our child and they’re the expert in their field. 

— San Antonio 

The provider I have understands that the parent is the one who knows the most about 
that child. 

— Lubbock 

Nobody knows our children better than we do. I don’t care if you have a PhD or how 
many degrees or letters you have behind your name. Listen to me, I know what I am 
saying. I know my child. 

— San Antonio 

Parents said that if they were teaching a class for providers about how to help families 
like theirs feel comfortable and cared for, a significant message they would want to 
relay would be that they are the experts on their own children. Some of their other 
responses are listed below (but not identified by city). 

I would tell them every child is different. The treatment will be different. They learn by 
textbooks, but down along the line of years they should have the opportunity to know that 
every child is not the same. 

They have to listen to the parents because doctors do not always know best. They see the child 
once every couple of months; the parent is there nonstop. 

I think that they should be told from the get-go, “If you’re not comfortable with special needs, 
you don’t need to go into pediatrics.” 

Trust the parent. We are the experts about our child. 

The nurses need to be very personable because they are a direct representation of the doctor. 

What would you do if this was your child? 

Put your heart into your work. Do your work out of love, not just to get a check. 
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Key Finding: Parents frequently complained about medical office staff. They would 
rather have more direct access to their doctors than spend so much time on the phone 
with nurses and administrative staff.  Although most parents are happy with their 
children’s providers, some complained about the service they receive from their nursing 
and administrative staff. They encounter some difficulties when support staff cannot 
answer their questions quickly and accurately, lose paperwork, or schedule 
appointments in an untimely manner. 

We have a great primary care provider. It’s his office that we have a problem with. They 
have one secretary for five doctors they have in this pediatric clinic. She is forever losing 
paperwork, not faxing it on time. 

— Temple 

Many parents said they need more time to schedule and prepare for appointments of all 
kinds with their children with special needs, because it can require so much effort and 
planning. Some said they would like to have greater access to their doctors via the 
telephone rather than have to visit every time they have a question or need minor 
medical support. This was particularly true for parents who live in the more rural areas 
and have to drive further to get to an appointment. 

Participant 1: They [doctors] need to be more willing to talk to us on the phone. They 
will say, “Well, why don’t you bring her on in?” It’s not as simple as 
me dropping everything I’m doing. No, I can’t come in in two days; I’ve 
got to make arrangements. 

Participant 2: I called my PCP because my daughter had this infection on her arm. 
They told me to bring her in, but then it started storming. They said, 
“Send us a picture.” I did and they ordered the antibiotics like that – 
that was all done over the phone. Stuff like that helps us because we 
can’t drop everything at the drop of a hat and just take her three hours 
or an hour away. 

— Jasper 
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Transportation
 

Key Finding: Transportation poses a unique challenge to parents of children with 
special healthcare needs. The myriad factors parents must consider when taking their 
children to a medical appointment complicate the issue of transportation for them. 
Many of their children are in wheelchairs, on ventilators, or in need of a special car seat. 
Others have children with heightened sensory issues or compromised immune systems 
that make ride-sharing options more problematic. 

Luke, because of his trach, couldn’t be in the back seat by himself. He also has really low 
tone through his neck, so there was always fear that he would cut off his airway. 
Somebody would always have to drive while I sat in the backseat with him to suction him 
out and keep everything under control. 

— Temple 

Almost all the parents in the focus groups use their own cars to drive their children to 
healthcare appointments. Very few use public transportation or the Medicaid Medical 
Transportation Program vans. 

The very few parents who do use public transportation such as city buses or vans said 
they sometimes encounter other people’s negative judgments about their children. 
Others said the bus system is too slow or cumbersome, and they are sometimes late for 
their medical appointments. 

Before I got my car, I would ride on the city bus. My son doesn’t like it because there are 
so many people and he starts to feel claustrophobic and freaking out. I have been told, 
“Well, this is where we are going to have to stop – you have to get off here because 
everybody else is feeling uncomfortable.” I’m like, “But I have my kids, I need to ride.” 
Then I’m like, “Okay, it’s like all of you against me and my kids; I’m getting off. Fine, 
whatever.” 

— Lubbock 

I don’t have a car and it’s very hard. For example, we’ve had appointments at 7:30 a.m., 
so we have to leave at 5:45 a.m. so we can take a bus and wait for the next bus and 
sometimes we’re late. I have to call and let them know that I’m going to arrive late. 

— El Paso (Spanish-dominant) 
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Many parents in the focus groups have concerns about their children’s being exposed to 
germs while using public transportation. Parents in most groups talked about their 
children’s compromised immune systems. They also said they need to be able to trust 
the bus or van drivers to drive safely. These concerns make them less likely to choose 
ride-sharing options. 

I keep him in a bubble. I have to watch where we go and who he’s around because he picks 
up viruses so easily. It could land him in the hospital. 

— San Antonio 

Hygiene is very important. Our kids get sick very easily, and that’s a big deal. 
— Temple 

A cold to you is pneumonia for us, so we are constantly on the lookout. Even taking him 
to the park on a nice day, I still have to wipe everything down before we get there. 

— Temple 

Of all the parents who participated in the focus groups, those in Jasper generally have 
to drive the farthest to see their children’s providers. This further complicates the 
already challenging task of getting to appointments. 

I’ve never used [the bus] before, but with my daughter the way she is and having the 
wheelchair and everything, I’m not sure I’d be that comfortable, especially going that far. 
You are talking an all-day trip. It’s not an hour or two hours, it’s an all-day trip. 

— Jasper 

My husband has to take off work to go [to the provider] because he doesn’t want me on 
that long trip and in traffic all by myself. 

— Jasper 

Additional transportation challenges for parents include accessible parking. Parents in 
several cities, particularly Jasper and Dallas, spoke about this issue. 

They didn’t even want to give me a handicapped parking space. They said they have none 
and there are no ramps either. I talked to the City, and they said they would follow up 
with me and they never did. 

— Dallas (Spanish-dominant) 
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Parents also talked about how expensive it can be to park in hospital parking lots and 
provider parking garages. Parents had ideas about how to improve transportation 
options for their children. These included cab services specifically for children with 
special healthcare needs, wheelchair storage options on city buses, and driver’s ed 
programs targeted to adolescents with special healthcare needs. 

Key Finding: Many parents said the Medicaid Medical Transportation Program 
service delivery is too slow and time-consuming. Few parents in the focus groups 
actually use the Medicaid transportation available to them, preferring to drive their 
own cars. Some said they used it for only a short time. For example one parent in 
Houston used Medicaid transportation to safely transport her child in an oversized car 
seat when the child’s legs were in casts. It saved her $250 in special car seat costs. 

Other parents, including several in El Paso, have no other option because they don’t 
own a car. Those who do own cars but sometimes use the service said they do so to 
avoid driving in traffic and expensive parking fees. 

The benefit is, I don’t have to deal with traffic. I’ll be in the backseat and I don’t even 
have to see it and have the anxiety. 

— Houston 

Most parents had heard from other parents how time-consuming the Medicaid Medical 
Transportation Program is. Some of the participants had actually tried it a time or two 
and complained about the lengthy and cumbersome service. Participants described the 
difficulty associated with having to schedule their provider appointments around van 
pickup times and spoke at length about how much time pickups and drop-offs take. 

You have to plan your whole day for a one-hour appointment. They pick you up two 
hours early. You go to your appointment and then they pick you back up two hours after 
your appointment. You’re spending most of the day just waiting for them to pick you up 
and drop you off. 

— Houston 

It’s easy to sign up to get picked up, but with all the other people they have to pick up, 
there are times when they’ll drop us off two hours before the appointment, or we’ll have to 
wait two hours afterward to be picked up. 

— El Paso (Spanish-dominant) 

I’ve been told that it takes forever. They’ll show up and they’ll get you down there, but if 
they leave for any reason and you call them towards the end of an appointment, there’s no 
telling how long you’re going to be waiting for them to come back. 

— Jasper 
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Some parents in Lubbock and Laredo said that the Medicaid program provides 
transportation for the special healthcare needs child only, not siblings. This makes it 
difficult for parents to utilize the system because they then have to find separate 
childcare for their other children. 

They have buses where you can get on, but like I said, they only allow you to take that 
one child. They don’t allow you to take the other [children], and you’re like, “Well, 
who’s going to take care of them? I have to take them with me.” 

— Lubbock 

They don’t want to take two kids – Medicaid doesn’t pay for that. What about the other 
child? How am I going to get her, who is going to pick her up? 

— Laredo (Spanish-dominant) 

Key Finding: Parents find the Medicaid Medical Transportation Program 
reimbursement process time-consuming, but most agree it is worth it. Most (but not 
all) parents in the focus groups had heard of the Medicaid Medical Transportation 
Program, and not everyone was aware that Medicaid reimburses for mileage, toll, food, 
and lodging costs associated with travel. The parents who didn’t know about 
reimbursement thought there should be better publicity about the program. Most of the 
parents who are familiar with the Medicaid reimbursement program utilize it even 
though they do not use the van service. However, almost half of the parents in the 
Dallas Spanish-dominant group had never heard of the reimbursement program, and 
those who had heard of it have not used it. Most of the parents in Laredo who spoke 
about the Medicaid reimbursement program said they were getting reimbursed in an 
untimely manner or not at all. This was the only focus group to report significant 
difficulty in receiving reimbursement. 

Most parents complained about the lengthy paperwork associated with getting mileage, 
toll, food, and lodging reimbursements from Medicaid. 

You have to do it [submit paperwork] six weeks prior to the appointment and they have 
to approve you as driver to drive your own car to the doctor. Then you have to send back 
a letter to them saying that you took them to the doctor, and it has to be date- and time-
stamped, and once you do that you can get reimbursed two to three weeks after the 
appointment. They make it so difficult you don’t even want to do it. 

— San Antonio 

It’s kind of a hassle getting started. They’ll mail you a packet that you have to fill out. 
You have to send it back with your driver’s license, insurance card, and let them get you 
in their system before you can start. Then you have to call [ahead] for each appointment. 

— Dallas (English-dominant) 
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However, some parents had positive experiences with the Medicaid reimbursement 
program, such as this mother in Jasper: 

I don’t have a problem with reimbursement. You’ve got to take your kid to Houston and 
you’ve got to eat and all this kind of stuff, and you need that money right up front. They 
do put it on a card for you. Advance funding. 

— Jasper 

Some parents also had issues with Medicaid’s denying or delaying payment because 
they weren’t able to reach the provider in a timely manner. 

Medicaid will not reimburse me for the trip to Baylor unless the doctor sends a referral. 
You all know what it’s like trying get hold of your doctors at Texas Children’s Hospital. I 
send an e-mail, get a reply from the nurse, “Hey, I’ll contact you,” and I don’t hear a 
word back. 

— Jasper 

Some parents identified the obstacle of having to pay costs up front that may later be 
reimbursed through the Medicaid reimbursement program. For example, wheelchair 
tie-downs for use in a family van can come to $1,000 out of pocket. However, in spite of 
these difficulties, most parents did appreciate the Medicaid reimbursements for gas and 
hotels. 

I’m not happy with them right now. I turned in my paperwork and I got a letter in the 
mail stating that they needed my driver’s license and current insurance – I sent that in. 
They’re now saying that they paid me for this appointment that we didn’t go to. Yet I 
haven’t gotten paid for October and November yet. They’re saying they paid me for 
something I haven’t even gotten paid for. 

— San Antonio 

It’s a lot of paperwork. Like we need more paperwork. It’s ridiculous. It’s almost not 
worth it, but it’s just this side of “Yeah, it’s worth it.” I do it. 

— Houston 
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Medical Emergency and Disaster Preparedness
 

Key Finding: Although they do not have a cohesive disaster plan, most parents have 
taken some measures to prepare for a natural disaster. Many of them have reached 
out to 2-1-1, first responders, and utility companies to let them know they have a 
child with special healthcare needs in the home. Although most parents said they 
don’t have a formal disaster plan in place, they have taken a number of steps to ensure 
their children and homes would be safe in the event of a natural disaster. Many have 
registered their home addresses with their city utility office to ensure their homes 
continue to receive power during a crisis. 

I’ve signed up with the electric and water companies. Depending on who you use, they 
are really strict about their disability [policies]. They asked if my child was on a 
ventilator or I wouldn’t’ get approved. So like any vented child, they’ll automatically 
approve for the electricity-type stuff. 

— Houston 

Many parents had also registered their homes so that first responders will know a child 
with special healthcare needs is inside should they ever have to come to the house. 
Some also said they have heard 2-1-1 operators will call and give them advance notice 
of evacuations. 

We were actually in-patient in the hospital, and 2-1-1 works, because they [first 
responders] came to my home, making sure she was not there, that we needed to get out 
of there. It works. 

— Houston 

Before we left the hospital, they had us fill out paperwork that was sent to the fire 
department, police department, and his doctor. We’re still in the system, so if we ever call 
9-1-1, they’re really there quick. 

— Dallas (English-dominant) 

A few parents had also taken their children to their local police department or fire 
station to meet first responders in person. This enabled police and firemen to connect a 
name with a face should they ever be called upon to respond to a call at that residence. 

My husband is a fireman and there are people that will just stop in the fire station and 
say, “Here’s my child. She is hearing impaired. Could you give us some pointers?” They 
love that kind of stuff. They love to help educate. They love to help teach. 

— Dallas (English-dominant) 
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While parents felt confident in their ability to handle a medical emergency with their 
children, some said training would help them feel more prepared for a natural disaster. 

We need something like a hands-on experience to show us that if this happens, this is how 
you need to respond. You don’t need to freak out. Go over and over it like they do tornado 
drills or fire drills. Then I’m like, “Okay, if this happens tomorrow, I’m prepared. I know 
what to do.” 

— Lubbock 

Although they may not have a specific response plan for a tornado, flood, or hurricane, 
some parents in the focus groups had taken some measures to prepare for a natural 
disaster. These efforts include having packed bags that contain extra clothing, shoes, 
prescriptions, bottled water, and extra gas for the car. 

I always have at least two weeks of medication. I always have suitcases ready. You always 
have your vehicle full. I have two five-gallon containers that I can put on top of my 
vehicle. When you leave, you never know what kind of traffic you’re going to be in and 
how long the gas lines are. I’ve ten extra gallons of gas. 

— Jasper 

I have toothbrushes, paper documents in a waterproof bag, like if it’s a major disaster. 
Sometimes I practice with my kids: a fire drill, tornado drill, anything like that. If 
anything ever were to occur, let’s take that and whatever we have in our hands and go. 

— Lubbock 

Some parents across the groups had even learned how to stockpile medications for their 
children, in spite of insurance limitations on prescription refills. 

Another thing you are always told for disaster: Make sure you have this additional 
supply of medication. Anybody knows that insurance only gives you a 30-day supply. 
But there’s a trick to that, and the pharmacist knows what the trick is. They’re allowed a 
little bit of leeway, so over time you can build up that supply. 

— Jasper 

Some parents said they had discussed disaster planning for an in-home fire, while 
others had generators at their homes for use as a backup source of electricity. 

I said, “What if there is a fire and you can’t get out of your room?” He said, “Mom, 
there’s a dresser drawer.” I said, “Then you got to move that dresser drawer.” “The 
window is locked.” “Then you’ve got to unlock that window and you’ve got to open.” 
“What if I can’t open it?” “Then you’ve got to break it.” That’s as far as I got. 

— San Antonio 
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Everyone should have a generator in their house with the 50/50 gas/oil mix, because 
that’s the one I use and it powers my entire house, more or less. Plug in a phone, plug in 
a TV and it won’t have any problems. 

— Lubbock 

Other parents utilized strategies unique to their situations. For example, a mother who 
lives alone with her disabled daughter has an iPhone app, Home Solo, which alerts her 
neighbor to come check on her family if she hasn’t pushed a button by a certain time 
each day. Some parents said they have signed up for emergency and disaster text alerts 
on their smartphones; others said they also watch the news and weather stations 
carefully. 

I watch the news. I’m just a news geek from my heart. If something gets close to the Gulf 
of Mexico, I’m always ready. 

— Jasper 

The parents who do have disaster plans in place said they receive planning support 
from a variety of resources in their community, including churches, online support 
groups, and the Boy Scouts. 

Participant 1:	 Our church was teaching us about how to get prepared, and they told us 
to get a backpack for each and every one of the family members and to 
put one pair of pants and shirt and get extra shoes. 

Participant 2:	 Disability groups online. I subscribe to a lot of online feeds, and they 
will often talk about that; the need to plan for your child with special 
needs during a natural disaster. 

Participant 3:	 My oldest son is a Boy Scout. They have an emergency preparedness 
merit badge. I feel very prepared because that’s kind of his interest. He 
has water and food stored. 

— San Antonio 

Parents in the Dallas English-dominant group described concerted efforts by local 
hospitals, nursing agencies, first responders, and municipalities to help citizens prepare 
for a disaster. The Denton County Emergency Response Group near Dallas offers 
weekend disaster preparedness training session to parents of children with special 
healthcare needs. One parent in the group had spoken at this session and suggested the 
State offer this type of training statewide. 

They had a training session on a weekend. One of their segments was inviting a couple of 
parents to talk about what to expect in a shelter situation with their child with special 
needs. And also how they [volunteers] work with a person in an emergency situation 
like that, which is really great, I thought. 

— Dallas (English-dominant) 
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Other parents in the group agreed that they would like this type of training, and one 
parent said she thought Medicaid was the best and most likely source of this type of 
education. One Dallas parent also mentioned a video titled “Be Safe,” which was 
produced to educate police and parents on effectively managing an autistic child or 
adult in a threatening situation with the police. Parents in the same group thought 
facilitated opportunities for first responders to meet local children with special 
healthcare needs would be a good idea. 

Key Finding: Many parents said that although they have not necessarily had 
conversations with their providers about medical emergency planning, they feel 
prepared to successfully handle an emergency with their children. Parents said they 
trust in their ability to galvanize a response to any medical crisis involving their 
children. Most parents said they feel more confident in their ability to handle a medical 
emergency with their children than a natural disaster. 

I feel prepared now. When I first had my son, I was just like a deer in headlights. I had no 
idea what to do. But I do now. 

— Lubbock 

You plan ahead. We’re taking Luke to see the dinosaur train in Dallas. I have to know 
what doctors are up there, if he does that or this or this – we can stop real quick and say 
“Okay, we’re popping in here.” You have to plan ahead. 

— Temple 

Some parents mentioned 24/7 nurse hotlines they know they can call for additional 
support during an emergency. Others have their doctor’s telephone number on speed 
dial on their cell phones. Parents in every group mentioned a bracelet that has a USB 
attached to it that contains medical information about the wearer. Many have heard of 
parents getting them for their children to help in the event of a medical emergency. 

We have the [USB] bracelet. We set that up because the doctor said with a rare condition, 
you want to make sure the ER understands exactly what needs to be done because when 
your seizures are not caused by neurotransmitters, they’re caused by glucose, you have a 
different protocol. I got it from the Epilepsy Foundation. 

— San Antonio 

I bought her a medical alert bracelet that’s a USB drive, and I put all of her stuff on there. 
In an emergency, I just grab it and go. 

— Houston 
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Some parents said they a have one-page document written with and by their doctor, 
which they can take to the emergency room. The document details the child’s condition, 
medications, and other relevant information. 

Parents with children who experience seizures seemed more likely than those without 
to report that they’ve spoken with their providers about planning for a medical 
emergency. 

We’ve had a lot of conversations about emergency response for seizures. We went to 
Cleveland Clinic, and they gave him very specific seizure response meds. When we moved 
here, the doctor was very reluctant to prescribe those again, so educating providers [is 
important]. 

— San Antonio 

We had a doctor in Nebraska who sat down and wrote a one-page letter about Jacob. It 
had all his diagnoses, what seizure meds he needed in case he went into status, et cetera. 

— Temple 

Most parents said they know when to take their children to the ER as opposed to their 
doctor; some parents of children with more complex medical situations said their 
doctors have advised them always to go to the ER if their children become sick. 

With our provider, because it’s Scott & White Medical Center, and we have such a hard 
time getting appointments, he basically told us, “If he’s running a fever and you can’t get 
in to see me, just go to the emergency room.” 

— Temple 

Several parents in Houston said they would be more comfortable going to the ER if 
there was a separate waiting room for children with special healthcare needs. They said 
their children are more susceptible to catching colds and illnesses than are typically 
developing children. More than one parent said something to the effect of “A cold for 
you is the ICU for me.” Other parents echoed this sentiment during other discussion 
segments of the focus groups, particularly around public transportation. 

Participant 1:	 We go to Texas Children’s Hospital and I’m going to take him there [to 
the emergency room]. We avoid the ER at all costs because it’s where 
all the sick kids are. 

Participant 2: Yes, most of the time when we go to the ER, they automatically just take 
us back and let us sit in the back because of that. 

— Houston 
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Another parent in Houston shared a technique she uses with her daughter to avoid the 
ER waiting room. 

The trick at Texas Children’s – if you want to be seen quickly – is, Rebecca is deaf/blind 
so “Oh, she may be having a seizure.” Let me tell you, you get immediate assistance if 
your child might be having a seizure. 

— Houston 

Key Finding: Spanish-dominant parents are particularly unprepared for a natural 
disaster or medical emergency. None of the parents in the Dallas Spanish-dominant 
group said their doctors have discussed emergency or disaster planning with them 
beyond telling them to call 9-1-1, an ambulance, or take their child to the emergency 
room. In contrast to parents in the other groups, not a single parent in this group said, 
when asked, that they feel prepared for a medical emergency with their children. When 
asked what would make them feel more prepared, most participants mentioned 
knowledge and more information about what to do. 

In Mexico – I’m from Mexico – when there is a national disaster coming, they tell us on 
the news about this shelter that is available. They tell us where to go. But here, I have 
never heard anything about where to go. 

— Laredo (Spanish-dominant) 

None of the parents in the Spanish groups had registered their homes with the city 
utilities department or with first responders such as the local fire department. No one 
said they had heard about registering their children with 2-1-1; in fact, one woman 
seemed to have a misconception about 2-1-1: 

The thing about it [2-1-1] is that it only works from a landline, so if you have a cell 
phone, it doesn’t work. I only have a cell phone. 

— Dallas (Spanish-dominant) 

Even though almost half the parents in El Paso have attended a class on natural 
disaster, one parent said she felt they were informed but not prepared. Several other 
parents nodded in agreement. None of the parents in this group have a bag packed for 
their children in case of a disaster. 
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Similarly, most parents in Laredo were not prepared for a medical emergency beyond 
calling 9-1-1 or taking their children to the emergency room. Spanish-dominant parents 
in Laredo, like those in Dallas, also reported that they have done virtually no planning 
for a disaster and are unfamiliar with the option of registering their homes with 2-1-1. 
Several said they know they should be prepared, yet they forget to do things such as 
plan ahead for a disaster. 

We should be prepared – sometimes we live day to day and we forget. It is important, but 
we forget. 

— Laredo (Spanish-dominant) 

Key Finding: A variety of factors influence whether parents evacuate or shelter in 
place during a disaster, including their child’s age, disability level, and prior disaster 
experience. Hurricanes Katrina and Rita were the most top-of-mind natural disasters 
for these parents, particularly those who had been in the evacuation zone, such as the 
Houston and Jasper residents. The lengthy traffic lines heading out of town influenced 
some parents to consider a shelter-in-place response next time there is a disaster, given 
the dangers associated with running out of generator power for children on respirators. 
The difficulty of transporting children in wheelchairs and other durable medical 
equipment also makes evacuation a less desirable choice than sheltering in place. 

Most parents in Group 1 in Houston said they would shelter in place in the case of 
another hurricane or natural disaster. Parents described various preparedness measures 
that they have in place, such as stocking several weeks’ worth of food and water and 
having a generator for electricity. In contrast, most parents in Group 2 in Houston said 
they would evacuate in the event of a disaster. 

The children of the Group 1 participants were older than those of the participants in 
Group 2: Six of the nine participants in Group 1 had teens with special healthcare needs. 
They had actually lived through a hurricane evacuation with their children, in stop-
and-go traffic in hot cars, whereas the parents in Group 2 had younger children and 
hadn’t had the same experience. 

Participant 1: We would just stay in place. We tried to leave the last time there was a 
big hurricane and got stuck. I cannot be stuck on the side of the road 
with a kid in a wheelchair or run out of gas or something. It cannot 
happen. We’ve decided if there is ever anything like that again, we’d just 
stay in place. 

Participant 2: We have, with both hurricanes, evacuated. Yes, I did get stuck on the 
side of the road with a child having a seizure, hot, and I was told there’s 
nothing we can do. We don’t even have ice. She just might die. I put her 
in a car with some strangers who had air conditioning. 

— Houston (Group 1) 
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By contrast, the dialogue Group 2 played out as exemplified below. 

Our thing is, as soon as we get enough of a warning that something is going to happen, 
we’re out of here. We don’t wait to the last minute. As soon as you get enough warnings, 
we’re headed north. 

We just don’t wait. No putting it off to the last minute. 
- Houston (Group 2) 

Transition
 

Key Finding: Transition means a variety of things to most parents: it implies not only 
the transition from childhood to adulthood, but educational, medical, and 
developmental transitions as well. Parents in all focus groups except the Dallas 
Spanish-dominant group were familiar with and understood the term transition. Parents 
had a wide range of ideas about when transition planning should start, when 
transitions actually happen, and how many types of transition their children have 
ahead of them. 

Transition is changing to something else other than what you’ve been doing, is what I’ve 
been told. 

— Lubbock 

Transition is moving from different agencies that can provide services up until a certain 
age and then another agency could take over based on that person’s age. 

— San Antonio 

There’s so many elements of transition. There’s transition in education, transition in 
healthcare providers, and transition in how they physically grow. There’s transition in 
me and how I am as a parent. 

— Houston 

I can say for my six-year-old that I don’t think we’ve used the word “transition,” but 
we’ve started talking about putting down on the paper the things that are working so that 
each year we can build on it. I think that’s a successful long-term plan: to truly start as 
young as possible, get all those successes that are working and just let it roll from year to 
year, and then talk about what that transition looks like for the next year. 

— San Antonio 
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Parents in the Dallas Spanish-dominant focus group were the only participants who 
thought transition planning meant preparing emotionally for the inevitable death of 
their child. 

Transition planning means preparing for the change that is about to happen: what they 
are living through and will continue to live through. I mean, there is no way out and that 
moment has to come. 

— Dallas (Spanish-dominant) 

The parents in that group described the changes in life leading up to that moment, and 
even described other types of transitions along the way, such as a daughter’s first 
period. 

I’m already preparing on my own for the transition when my daughter gets her period. I 
want to prepare myself to know how to help her. For example, how she needs to behave 
with other children. I have a cousin with a daughter with Down’s syndrome. The day she 
got her period, she grabbed the bag of pads and gave one to each student in her class 
because she thought it had happened to everyone. 

— Dallas (Spanish-dominant) 

When the moderator focused the conversation on transition planning for adulthood, the 
Dallas Spanish-dominant parents learned what transition planning actually is. They 
thought they could benefit from it very much. In fact, when the focus group 
conversation turned to ARD meetings, several women said they now recalled hearing 
the word “transition” during the meeting but hadn’t known what it meant. They felt 
confused at the time but did not ask questions about it. 

Parents in many of the groups talked about the ways they are trying to help prepare 
their children for the transition to adulthood right now. 

To help him live on his own [eventually], I do take him grocery shopping. I will walk out 
of the produce department and say, “I forgot the bananas. Go back and get the bananas.” 
This is something that I do for him to prepare him to buy groceries. 

— Jasper 

Most parents in all focus groups other than the Spanish-dominant Dallas group said 
they had heard the term transition from Early Childhood Intervention Services early in 
their children’s lives, or at school meetings when their children reached middle school 
age. Although many parents agreed that planning for a child’s transition into adulthood 
needs to start as early as possible, there was broad consensus that the timetable for 
transition planning is actually conditioned on each individual child’s unique 
development, abilities, medical condition, and circumstances. 
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For those parents who had not yet started transition planning for their children, the 
reasons frequently included factors such as age (thinking the child is not old enough) or 
their child’s participation in a work program at school. Some have pediatricians who 
have agreed to see them even after they become adults; parents of these children 
perceive no need for medical transition. Some parents said they simply don’t have time 
to plan for transition. 

It’s hard to even think that far in advance. We’re just thinking about tomorrow. 
— Dallas (English-dominant) 

When asked how they might benefit from transition planning services, parents 
overwhelmingly said it would be helpful. 

I’d probably be able to plan for all the stuff that is just at the back of my mind because I’m 
too busy worrying about the here and now and what needs to be done now. 

— Jasper 

Several parents in Houston mentioned that they had participated in Person Centered 
Planning, which is an ongoing problem-solving process used to help people with 
disabilities plan for their future. This process involves sitting down with the entire 
group of people who make up a child’s community and developing a personal plan for 
what the child is going to do and how he or she will be supported in this plan. 

Medical Transitions 

Medical provider transitions are another source of concern for some parents. They 
aren’t sure what to do in terms of medical care once their children transition out of 
pediatrics, and many of them have good relationships with their pediatricians. 

Participant 1: Pediatric doctors have their cutoff at eighteen, and they’re like, “Adios!” 
Some will see them up to 20, 22. 

Participant 2: Some of them will just say, “Hey good luck. Hopefully, you find a good 
doctor after this.” 

Participant 3: That’s terrifying. 
— Houston 

Legal Guardianship 

Many parents mentioned the topic of legal guardianship for their children and said both 
healthcare providers and the schools have prompted them to consider this option. 

69
 



 

 

 

  
   

   
 

 

 
  

 
  

    
 

  
 

 
 

 
  

 
 

 
 

  
  

 
 
 
 
 
 
 
 
 
 
 
 

Significant life events such as medical emergencies and divorce also cause parents to 
start thinking about guardianship. Finally, the realization that they themselves may not 
always be around to care for their children clearly motivates parents to begin to explore 
legal options. 

My son was on hospice. That’s when it really hit me, because I had to sign a DNR. They 
told me, “Well you can leave him on life support and we’ll keep him alive as long as you 
want.” I thought to myself, what about his quality of life? What about when I’m not here 
anymore? That started that for me. 

— Lubbock 

However, even though parents think legal guardianship is an important issue, many 
avoid doing anything about it — or even thinking about it — because they believe the 
legal fees will be prohibitive. 

Participant 1: Money is a barrier. The guardianship is very expensive. It was $2,500 for 
our attorney. 

Participant 2: A special needs trust is another thing I need to do, but we haven’t done it 
because I barely have enough money to make it through all of her medical 
expenses. 

— Houston 

Lack of legal action, however, weighs heavily on the parents as well, for they worry 
about their children becoming wards of the state in their absence. The situation entails a 
real struggle for some parents. 

Our daughter has to have someone take care of her. She can’t take care of herself at all, so 
that’s just something I’ve been struggling with over the years and trying to find 
someone. Nobody in my family wants to do it, you know? That’s way too much for 
anybody to take on. I have no idea what I’m going to do. 

— Houston 
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Key Finding: Transition planning for adulthood and long-term care for their children 
triggers anxiety and concern in many parents. The discussion of planning for their 
children’s transition to adulthood, and particularly for their children’s care should they 
die, elicited some of the strongest emotional responses in the focus groups. Parents can 
feel overwhelmed and sad at the thought of what might happen to their children after 
they leave their home as adults, or if the parent dies. 

Participant 1:	 When they talk about transitioning my daughter to group homes, I tell 
them to stop. She is extremely vulnerable - I’d say she’s like a bunny. 
She has no defense, no language. I’m not going to drop dead until I have 
someone to take care of her, but then I fear what is going to happen to 
her, because I’m no spring chicken either. 

Participant 2:	 You have to make an effort to let them go. I allow my son to go to the 
school for the blind in Austin. He is out there. He is in a dorm with 
other visually impaired kids. He’s in Austin for three and a half weeks 
and that’s hard for me, but I have to do it. He said, “We went to Sixth 
Street.” I’m like, Oh, God.” 

— San Antonio 

Many parents said they feel anxious when they think about what will happen to their 
children if one or both parents die. This concern is exacerbated when they feel they 
don’t know where to turn for assistance in planning or can’t pay for the related legal 
expenses. 

Participant 1:	 It’s not like having a typical child where you can leave a will. Well, who 
has the know-how to take care of your child? My parents would love to, 
but they’re also older than me with their own health concerns. 

Participant 2: I struggle with it all the time. I have no idea what I’m going to do. 
Participant 3: I have no one. My teenager was like, “I’ll take my sister,” and I’m like, 

“No, you’ve been dealing with this since you were a little kid and once 
you become an adult I want you to have a normal life.” We don’t want 
to burden little Darryl with all that she has going on. 

— Houston 

What’s going to happen to our children when they turn eighteen? It makes me anxious 
not knowing if they will have the resources for a job, living independently, or have the 
doctors they need. 

— El Paso (Spanish-dominant) 
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Some parents expressed concern that their family members may not be willing to take 
on the responsibility of caring for their child with special healthcare needs should they 
die. 

She can’t take care of herself at all, so that’s just something that I’ve been struggling with 
over the years and trying to find someone – like, nobody in my family wants to do it, you 
know? 

— Houston 

Key Finding: Parents aren’t sure where to turn for adulthood transition planning. 
Many parents said they need assistance in learning how to plan for their children’s 
transition to adulthood but aren’t sure whom to talk to. They need someone who can 
show them the larger picture of possibilities for their children. 

I think it [transition planning] would make things go so much smoother. I always feel 
better if I have a plan and I know what’s going to happen. But the school turns to me and 
says, “What do you want to happen?” like I’m supposed to know. This is your job. I need 
a professional who’s good at this to come in and assess her and say, “Okay, we can make 
this happen, or this would work, or that would work.” 

— Houston 

Middle schools are mandated to provide transition planning at ARD meetings. This is 
often the first support or direction many parents have in transition planning for 
adulthood. In spite of this, many parents feel they are on their own for adulthood 
transition planning. 

Participant 1: You have to seek it out yourself.   
Participant 2: When you hit junior high, they start having those conversations in the 

ARD meetings. What are your plans? Are they college bound? Are they 
going to get a job? 

Moderator: Have these conversations been helpful?
 
Participant Consensus: No.
 

— Lubbock 

I have my caseworker through CSHCN, but she doesn’t always know [how to help with 
transition planning]. She’ll try and research, but like I said, the answer comes back 
“no.” I do my own research. Nine out of ten times I hit a brick wall. 

— Jasper 

Other parents said the fact that the schools initiate transition planning is one of the 
reasons they haven’t looked elsewhere for planning assistance. Many parents work with 
both the school system and a governmental agency (such as the Department of Assistive 
and Rehabilitative Services [DARS] or the Health and Human Services Commission) to 
develop plans for their children’s transition into adulthood. 
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Some of these parents think waiting until their children’s junior or senior year in high 
school is too late to start planning for employment and housing options. 

Dayna is fourteen and we just had an ARD meeting. I said, “Is it time to talk about it?” 
They said, “Next year.” DARS asks, “How is she going to be employable?” I was like, 
“Well, let’s face this now. Let’s think about this.” 

— Houston 

Other parents said they feel a need to initiate planning for post-secondary education or 
career transitions for their children because the school systems or governmental 
agencies aren’t helping enough. 

It’s very difficult to get a job. We ended up having to do it. We did the leg work. We don’t 
live on the bus route; transportation is a huge obstacle for us. 

— San Antonio 

It’s scary because he is so borderline in some cases that people don’t understand he might 
go to college – there is a gap. Just because he is autistic does not mean he cannot go to 
college. 

— San Antonio 

Parents expressed concern about the lack of adult services for their children after they 
transition to adulthood, and also about whether their children will have enough social 
interaction once they are no longer in school. Many parents expressed concern about the 
long wait list for Medicaid adult services waivers. 

Say she gets to 22 or 23 and graduates high school, then what? We’re terrified of that day 
because she is such a social creature that she needs that interaction, or she’s just going to 
wither and there is nothing. There’s actually nothing here [for adults]. 

— Lubbock 

I signed up for every waiver I could at the Burke Center. They said it’s a thirteen-year 
waiting list. 

— Jasper 

Several parents mentioned the Baylor College of Medicine Transition Clinic as a 
valuable resource for their families for transition planning and care. 

What they do is, this clinic has three specialty doctors that see our kids starting at the age 
of fourteen. They will see them for the rest of their lives. I was really impressed with them 
the first time I went. 

— Houston 
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Obesity and Exercise
 

Key Finding: Parents said their doctors are more likely to discuss obesity, diet, and 
exercise with them if their child has a specific issue in one of these areas. Although 
some parents said their doctors talk with them about their children’s diet and fitness in 
general terms, most said these conversations take place because of the child’s condition 
and diagnosis. Most parents said they are careful to monitor their children’s weight 
because extra pounds negatively impact their functional mobility as well as their health. 

He has a thyroid disease that’s supposed to make him fat, but he’s not. We work on trying 
to figure that out because the tumor sat on his pituitary gland. 

— Jasper 

I asked about nutrition because my daughter failed to thrive. Now she’s the opposite and 
pre-diabetic, so it was a concern. I put her on a strict diet. They guided me, as far as what 
to eat and things like that. 

— San Antonio 

Some parents said they think their physician evaluates their child’s weight against a 
chart or textbook rather than by how the child actually feels and looks. Many parents 
feel they are the best judge of their children’s weight and condition. 

To me, she’s too thin. But my doctor says she is at an okay weight. She just wants candy 
and snacks and stuff like that, so lately I’ve been cutting down on candy and the snacks. 
If I just let her go, she’ll eat candy and stuff all day. 

— Dallas (English-dominant) 

Weight gain for a child with special healthcare needs can impair his or her mobility, and 
some parents expressed concern about their children’s ability to stand or walk with 
their extra weight. Impaired mobility can also limit a child’s ability to engage in calorie-
burning exercise. This made it more difficult for parents to manage their weight. To that 
end, some parents talked about the lack of insurance reimbursement for adaptive 
exercise equipment such as bicycles and trampolines. 

We have to monitor [food intake] just because the heavier he gets, the more he won’t be 
able to transition and walk, so we talk about the impact of him being able to maintain 
being on his feet. 

— Temple 

I’m finding that in order for Rebecca to participate in these [physical exercise 
activities], it requires equipment that isn’t covered by my insurance. 

— Houston 

74
 



 

 

 

 
 

 
  

 
  

 
 

 
 

 
 

  
 

 
  

 
 

   
 

 
 

 

 
  

 
 

  
 

  
 
 
 
 
 
 

Parents often have to lift their children in and out of wheelchairs, beds, etc. They said 
this can become more difficult as the child gets older, and also if the child is overweight. 

We have to lift Grace, so she cannot gain weight. It’s hard on me and hard on the nurse. I 
have to have somebody with me, if we go to doctor appointments, to lift her in and out of 
the van. That’s a major, major focus. 

— Houston 

Key Finding: When obesity does become an issue, many parents said doctors talk to 
them about weight loss but don’t give them the tools that would really help them 
help their children lose weight. Parents in the groups said many children with special 
healthcare needs are picky eaters. They spoke of the limited range of foods that their 
children will actually eat. Some want only Eggos, noodles, or peanut butter sandwiches. 

We’re having peanut butter and jelly. You have to pick your battles. What’s important to 
me is that my child is eating. 

— Jasper 

The fact that many children are obese or that they don’t eat what they should is that 
children with autism don’t want to eat anything. They want to eat the same thing every 
day. We get stressed because we want good nutrition for them. 

— El Paso (Spanish-dominant) 

Some parents acquiesce to their young children’s desire for a limited and sometimes 
carbohydrate-filled diet, in an attempt to get them to eat anything at all. This pattern, if 
established early in the child’s life, can be very difficult to change as they grow up. This 
can be especially true for children who are intellectually disabled and do not 
understand why they cannot eat the foods they have always eaten. 

A lot of kids have problems with textures and eating. When they’re little, anything they 
eat, they’re happy about, which can then be a problem when they’re older. 

— Houston 

When my daughter went in for her fourteen-year-old check and the doctor wants her on a 
diet, but she’ll only eat certain things, so how do I take that away from her? We’ve 
already cut back and limited what she eats, so she can’t eat much. 

— Lubbock 
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Many parents said some doctors don’t understand how difficult it is to get their 
children to eat, or not eat, certain foods. They said they want more specific directions 
from their providers on how to help their children lose weight, rather than just be told 
that their child needs to lose weight. For example, rather than just telling a parent to 
quit giving her child a cookie, why not suggest she break it up into smaller portions or 
give her a healthier, low-calorie recipe? 

They tell you, “Your child’s metabolism might not be as high as another child.” So I’m 
going to have to think about that. They don’t say, “Here. Let me show you this.” They 
just say, “Okay, this is what you need to do.” 

— Dallas (English-dominant) 

Key Finding: Parents want more adaptive physical exercise programs in their 
communities so their children can get more exercise. Parents in most of the groups 
said their community does not have enough in-school or after-school exercise and 
sports programs for children with special healthcare needs. Parents think their children 
would benefit not only from the physical exercise, but also from social opportunity to 
play with other children. 

The schools have after-school activity clubs – a walk club, a run club. They don’t offer 
that to our children. There’s not an adaptive club for our kids after school because that 
would require so much … 

— Houston 

I would love it if there were gyms for special needs kids. I just registered my daughter in 
a gym, and they kicked her out. She didn’t last fifteen days because she is hyperactive. 
They said, “No, ma’am. Find a special place for her.” There aren’t that many, and if there 
are, they are super-expensive. 

— Dallas (Spanish-dominant) 

Even having sports activities like a really short season of T-ball where kids of all different 
needs could play. Mix everybody in, and it’s good for both [typical children and 
children with special healthcare needs]. 

— Houston 

Parents in most of the focus groups also said they would like to see more sensory gyms 
available for children with special healthcare needs, as well as wheelchair-accessible 
pools. Some wanted their children to receive skills training for basic P.E. exercises so 
they could better integrate into typical P.E. programs. 

I’d love to have the money to open up a sensory gym for kids with special needs that 
would be able to fill all their senses at every level, whether they are able to walk and talk. 
Just take a regular clinic, and expand it into a big gym and all for all our kids to come 
together and safely play while still getting their sensory needs met. 

— San Antonio 
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At least teach them the skills for us to take them to a spin class. If they know how to do 
something, it’s easier to go into a typical program than when you’re having to teach it 
and there’s behaviors, and they’re not wanting to do it. 

— Houston 

Parents in some groups said they know of local facilities and gyms that offer fitness 
options for their children, but most of these are cost prohibitive. Some parents 
suggested that the YMCA offer free memberships to children with special healthcare 
needs. Parents in San Antonio mentioned the low cost of participating in the Boerne 
Special Olympics, but most of the other communities where the focus groups were held 
don’t have Special Olympics. 

I think there are a number of programs that do offer exercise, but they are so stinking 
expensive, especially when it comes to the special needs. What we pay out of pocket 
already for when they need medical or extra therapies – it just doesn’t even make sense to 
pay $800 for six weeks. 

— San Antonio 

She can’t come to the gym with me, and that’s one of the struggles I have, because her 
physical therapist has been working with her and says, “I’m just being her personal 
trainer. We need to transition her into the community, like to a gym.” Well, there’s not a 
gym that would take her unless I do a personal trainer, which is $40 an hour. 

— Lubbock 

Key Finding: Parents in all regions said their communities need more accessible 
parks and adaptive playgrounds. Parents said they go to various places so their 
children can exercise to the best of their ability, whether it involves bowling, visiting a 
park, or playing at the local playground. Most parents take their children to parks, and 
participants in almost every group said their city needs more parks, particularly 
accessible parks with adaptive playgrounds. 

Sandy Creek Park is not wheelchair accessible. It has handicap swings, but they’ve all 
been torn up. 

— Jasper 

My aunt, whose son is thirteen and can’t speak, would say there are parks where you can 
take your kids. But they’re outside of the city, there aren’t any here. Kids who are in a 
wheelchair can’t get on any playground equipment. 

— Laredo (Spanish-dominant) 

77
 



 

 

 

 
  

 

 
  

 
 

 
  

 

 

  
 

 

 

 
 

   
 

  
 

   

 

   
  

 
 

 
 

 
  

 

In addition to being accessible, many parents said parks need to be safe and have fences 
around them to keep children from wandering off or running away. 

We need more safe places. My son doesn’t have great balance. We need padded 
playgrounds. 

— Lubbock 

We have a good park that was put up by the Lion’s Club, which is nice and it has a nice, 
high fence all around it. There’s one way in and one way out. Fences are a good thing. 

— Jasper 

Temple parents in particular said there are limited accessible park options in their 
community. Some of the parents go to outlying areas such as Belton, Round Rock, and 
Waco for more parks. Parents in this community also said they have few indoor play 
and exercise options for their children; some said they walk the mall or walk around the 
library with their children. In contrast, most parents in the El Paso Spanish-dominant 
group said they have accessible parks in their community. 

Respite Care
 

Key Finding: Many parents have heard of respite care but aren’t always sure where to 
find it. Parents in the groups unanimously agreed that respite care is very valuable and 
important to them and their families. The primary barrier is that many parents do not 
know how or where to access respite care. In fact, some parents had never heard of 
respite care; awareness of respite care was particularly low in Dallas in both the 
English- and Spanish-dominant focus groups. Most parents in the larger urban areas 
had heard of respite care, and about three quarters of the Houston parents have actually 
used it. San Antonio parents had all heard of respite care, but almost half of the 
participants in that group rely on family members for respite care rather than agencies. 
Most of the parents in Laredo also do not receive respite care services, because they 
don’t know where to look for services, don’t qualify for services, or have a family 
member helping them with caregiving. 

Parents said respite care offers them the opportunity to spend time with their other 
children, go grocery shopping, have dates with their spouses, or simply rest. 

It gives us our sanity. If we don’t have respite, we don’t have our sanity. Taking care of 
your kids 24/7, without sleep 24/7 a lot of times, and you don’t have any kind of break, 
you go a little crazy. 

— Houston 
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I get eight hours of respite a week. He comes and helps, especially in the evenings after 
school, so I can attend to my other little one and not having to be going back and forth. I 
pay attention to the little one to really make sure he’s taken care of, helping him with his 
bed, shower, and eat. 

— Dallas (English-dominant) 

Some parents are in particularly difficult situations in that the need for respite can be 
profound, as exemplified by the San Antonio woman quoted below. 

I use my husband [for respite]. My son that is psychotic and schizophrenic, he wants to 
kill me, he’s literally said it. I don’t sleep at night. I take care of my dad, who has ASL. 
I’ve gone seven days without sleep because I don’t sleep. Once a year my husband sends 
me to a hotel, he gets me pampered, so that’s my respite. 

— San Antonio 

Key Finding: Parents in every group expressed a strong need to be able to trust the 
respite care provider who cares for their children in their absence. Many feel there is 
a lack of qualified respite care providers they can trust. The need for a trustworthy, 
qualified respite care provider was one of the most unanimous findings across all topics 
discussed in the focus groups. Parents feel very protective of their children with special 
healthcare needs, many of whom are quite vulnerable due to their disabilities. Parents 
don’t want just anybody watching their children, and they will go to great lengths to 
secure a qualified provider. 

We haven’t used respite care for a long time because they closed the house down where 
she used to go. But to try to find somebody to come watch her that they would approve 
and I will approve is hard to find. I don’t trust anybody. 

— Lubbock 

Many parents said the ideal respite care provider would be another parent of a child 
with special healthcare needs or someone highly trained in caring for children with 
special healthcare needs. 

Participant 1:	 You need to understand my child. She is non-verbal, so some of her 
communication is not as you or I and so she talks very differently. Not 
anyone off the street can just understand her. Someone who’s not going 
to be able to know what she wants and that’s going to cause her more 
stress and more anxiety not be able to get across what she wants. Why 
would I do that to my child? 

Participant 2: I would feel more comfortable if it was someone like another mom who 
had some experience with a special needs child. She wouldn’t feel like a 
stranger to me upon meeting her because she’s lived it and she knows 
what it’s like to live it every day. 

— San Antonio 
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Some parents said they would like the opportunity to observe, not simply interview, the 
respite care provider they are considering for their child. They want to see how their 
child interacts with the caregiver. Several parents raised this issue, but few indicated 
that they have actually done it, for any number of reasons. Other parents explained that 
they are reluctant to let others care for their children because they would feel guilty 
leaving them with someone else. 

Most of the parents in El Paso have family members, mostly sisters and grandmothers, 
provide respite care for their children. They said they do not trust strangers to look after 
their children. In fact, six of the nine parents in that group said they would not let a 
non-family member care for their children. 

Participant 1: Aside from the fact that I have my sisters, I’d be afraid to leave my 
children with a stranger. 

Participant 2: Yes. With all the news we see about how people hit their children … 
Participant 3: So many things we see … 

— El Paso (Spanish-dominant) 

By contrast, only two of the nine parents in the Dallas Spanish-dominant focus group 
said they have help from family members. The majority said they don’t get respite care 
or any help at all in caring for their children. 

They can see me falling down with my daughter – see me not being able to carry her 
because she’s already nineteen years old. My brothers-in-law – not even my brothers get 
up from their seats to help me out. Not even for a night, because we don’t sleep because of 
her. Sometimes she convulses up to ten times a night. They don’t come to help out even 
one night. 

— Dallas (Spanish-dominant) 

Key Finding: Parents said some restrictions on respite care providers are a barrier to 
care. Parents in the focus groups identified a number of regulatory and policy 
restrictions on respite care offered by the Medically Dependent Children Program 
(MDCP) or respite agencies. Each of the actual or perceived restrictions mentioned by 
the parents is discussed in turn below. 

Time Limits 

Some parents mentioned that the time limit certain providers place on respite care is a 
barrier to care. 

Some people limit you to three hours, or two, or one hour. If it was longer, then you 
would be able to get more of that time that you need for yourself. 

— Lubbock 
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Perception: Respite Workers Are Not Allowed to Give Medications 

Some parents in Temple and Houston are under the impression that respite care 
providers cannot administer medications. This is a barrier for them because their 
children need medication. This perception was not noted in other focus groups. 

Our problem with respite providers is because our son has seizures, and because he has to 
take medications with every meal – respite providers can’t do medications, which means I 
can get respite but I have to stay in the home and do stuff at the house, which is fine. 

— Temple 

My biggest barrier is, my daughter has type 1 diabetes. She can’t tell you when her blood 
sugar is low. She has to have injections, and respite workers aren’t allowed to give 
medications. 

— Houston 

Some parents said the level of their children’s disability and medical care needs makes 
it more difficult to find qualified respite care providers. 

We come across lots of respite programs in the community, but my daughter is trached 
and vented and needs so much mechanical support. I can’t bring her to those volunteers 
to watch her because they’re not clinically trained to take care of her. So we don’t qualify 
for those respite programs. 

— Houston 

Restrictions on Family Members, Household Members, and People Under Age 18 

Parents in several groups said some respite programs will not pay for respite care 
provided by family members or people under the age of 18. They also said MDCP will 
not pay for respite workers who live in the same household with the child. Many 
parents said these are barriers to care because they limit their pool of trusted respite 
care providers. 

I did use respite services, but there was a change: Before, a member of your family could 
take care of them, like an aunt, mother, or grandmother. They told me they removed that 
service and someone else has to come now. I didn’t feel as comfortable having someone 
else come over. I felt more comfortable knowing my children were under the care of my 
sister. 

— El Paso (Spanish-dominant) 

It can’t be anyone who lives there. 
— Houston 
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My son is on a Medicaid waiver program called Texas Home Living. One of their 
stipulations is that it can’t be a sibling who lives in the home. While I have almost three 
kids now that are eighteen or over, that would be willing to take my son to go do 
something, I can’t use them. I can pay my son, or my daughter can go get a job and get 
paid – but I would prefer to pay her to go take him to the zoo or go do something because 
she knows him. That is a huge barrier, and I don’t know why they do it. I feel like I have a 
resource that I can’t use. 

— San Antonio 

They won’t let you use anyone under eighteen. I have lots of people that would do it who 
are under eighteen and capable of doing it, but they have to be eighteen. 

— Houston 

However, two parents in the San Antonio group successfully use each other’s teenaged 
daughters to provide respite care for their other siblings. They receive reimbursement 
from CLASS, a Medicaid waiver program sponsored by DADS and administered 
through The Arc of San Antonio. Other parents have relatives paid for respite care 
through the Burke Center. 

No Respite Care for Siblings 

Some respite benefits and waiver programs do not provide care for the siblings of a 
child with special healthcare needs; this acts as a barrier for many parents who have 
more than one child. To truly get away, they need child care for all their children at the 
same time, as evidenced by the fact that few parents take respite care to spend more 
time with their typically developing children. 

We had signed, and when they [respite worker] was en route, they informed me over the 
phone they do not care for the sibling. She said “I’m not there to watch the sibling.” I 
said, “Well, never mind then.” We just rely on family and friends for her. 

— San Antonio 

Technically they are only supposed to watch that child – and so he has a twin brother, so 
really, what kind of break would I get? 

— Temple 

Key Finding: Parents think the Medicaid respite reimbursement wage is too low to 
attract qualified respite care providers. The Medicaid reimbursement for respite care is 
approximately $9 or $10 per hour. Many parents feel they cannot find qualified 
caregivers at this rate. 

I’ve heard the change in personnel is a barrier. Because it doesn’t pay what it’s supposed 
to pay, a lot of them [respite care providers] quit and go look somewhere else. You have 
that revolving door of people. They’re barely making minimum wage. 

— Houston 
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Bridget can’t go to the restroom by herself. For ten dollars an hour, nobody wants to do it 
because she’s not a baby. 

— Houston 

Some parents are willing to pay more for a highly qualified respite care provider, 

bypassing the reimbursement system entirely. 

I made a point of hiring someone that was highly qualified, overqualified to be a baby 
sitter, and paying her a huge amount of money. That made me feel like I had someone 
who had experience, who had training. 

— Lubbock 

Conclusion
 

Topics in the focus groups generated rich discussions among parents and yielded 
valuable insights into their lives. They appreciated being asked about their experiences 
as parents of children with special healthcare needs. Hearing the stories of these parents 
enables one to imagine walking in their shoes for a day as they navigate the healthcare 
resources necessary to care for their children. Their stories of isolation and the 
difficulties they face offer a poignant depiction of the lives of Texas children with 
special healthcare needs and their families. 

Woven throughout the focus group transcripts were nuances of the complex social and 
institutional barriers that can determine what accessibility really means. For these 
parents, access to respite care is not really access if you cannot trust the respite care 
worker who shows up at your front door. Access to support groups isn’t really access if 
you have to drive from Jasper to Beaumont just to talk to another parent with a child 
with autism. Parents in all of the cities lingered after the focus groups were over to 
exchange resources and telephone numbers, and some even went to lunch together. 
They share a common bond, so poignantly expressed by a mother in San Antonio: This 
[child] is your heart that walks outside your body. 
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During the focus groups, parents were asked to list which resources in their community 
they use most frequently in caring for their children. The resources they mentioned are 
listed by city below. Where available, resources parents said they find most helpful, as 
well as those they wish they had in their community, are listed separately. 

Lubbock 

Resources Used Most Frequently 

 Speech therapy 
 Occupational therapy 
 Physical therapy 
 Food therapy 
 Sensory therapy 
 Music therapy 
 Equine therapy 
 Burkhart Center at Texas Tech University 
 Psychiatry and counseling 
 After-school care 
 Orientation and mobility therapy 
 High Pointe Village 
 Family Night Out 
 Tutors 
 Any Baby Can videos 

Least Helpful Resources 

 Schools 
 Regular day care centers that do not cater to children with special healthcare 

needs 

Desired Additional Resources 

 Special needs day care 
 Teacher education about special needs 
 Student education to decrease bullying 
 Greater knowledge of sign language in the general population 
 Therapy to help children adjust to change 
 After-school care, including during the summer months 
 Social activities and sport programs with typically developing children 
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San Antonio 

Resources Used Most Frequently 

 Alamo Area Council of Governments (AACOG)  
 Northeast Transitional Services 
 Department of Assistive and Rehabilitative Services (DARS) 
 Nursing services 
 Transportation services 
 Sports programs for children with special needs 
 Applied behavioral therapy 
 Occupational therapy 
 Sensory integration therapy 
 Adaptive physical therapy 
 Equine therapy 
 Aquatic therapy 
 Biomedical therapy 
 Homebound services through school district  
 Special Olympics 
 Homeopathic remedies such as oils 
 Eva’s Heroes 
 Morgan’s Wonderland 
 Texas Home Living (Medicaid waivers program) funding for respite care 
 Dayhab 
 TEAMability 
 Dietary intervention 
 Camp Grace respite care 
 Durable medical equipment (DME) companies 
 Medical providers 
 Attendant care 

Most Helpful Resources 

 Special Olympics 

 DARS
 
 AACOG (Bexar County Mental Retardation Authority) 

 DARS
 
 Speech and respiratory therapy 

 Waiver programs 

 Medicaid buy-in 

 Variety, the Children’s Charity of Texas 

 Parent networking  
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Least Helpful Resources 

 Complex and/or slow-moving health insurance practices 
 School-provided therapies that are too short in duration 
 Slow processing of paperwork at Children with Special Healthcare Needs 

Services (CSHCN) 
 Slow processing of paperwork at DARS 
 Medicaid staff who have limited training and limited knowledge about children 

with special healthcare needs 
 Lack of qualified educators at the schools, including teachers, aides, therapists 
 Lack of communication between home care and educational institutions 

Desired Additional Resources 

 Connections to colleges 
 Vocational assistance 
 Transportation (wheelchair accessible) 
 Long-term planning  
 Legislation on new kinds of medications 
 Better communication to parents about federal and state laws that impact their 

children 

Temple 

Resources Used Most Frequently 

 Texas Parent to Parent 

 Heart of Central Texas Independent Living (HOCTIL) 

 Bluebonnet Mental Health Mental Retardation (MHMR) 

 Early Childhood Intervention Services (ECI) 

 Children with Special Needs Network 

 Autism Society 

 Angels of Care 

 Texas Division of Blind Services 

 Physical therapy 

 Speech therapy 

 Applied behavioral therapy 

 Occupational therapy 

 Churches 

 Other parents 

 School district 

 Extended Care Health Option (ECHO) program 
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 Exceptional Family Member Program (EMFP) (military) 

 Vision therapy 

 Doctors 

 Medicaid 

 Special Olympics 

 Pharmacies 

 Medically Dependent Children Program (MDCP) 

 Emergency rooms and social services providers 

 Every Child, Inc. 


Most Helpful Resources 

 Children with Special Needs Network  

 ECI 

 MDCP 

 MHMR 

 Churches 

 Physicians, including primary care and specialists  

 Medicaid 

 CHIP 

 Other parents 


Least Helpful Resources 

 Schools 

Desired Additional Resources 

 Recreational resources 
 Summer programs 
 Day care 
 Care coordinators 
 Day program for tweens and teens 
 Better respite options 
 Continuity of care in hospital system 
 In-home services 
 Faster access to services and DME approval from insurance companies 
 Resource network for parents 

SUMA Social Marketing 

Appendix A: Parents' Resource Needs Assessment

4



 

 

 

 
 

 
 
 
 
  
 
 
 
 
 
  
 
 
 
 
 
 
 
 
 
 

 

 
 

 

 
 

 

 
 
 
  
 
 

 

Jasper 

Resources Used Most Frequently 

 Social workers 

 Social media (online support groups) 

 Admission, Review, and Dismissal (ARD) meetings 

 Internet/Google
 
 Foster parent meetings 

 Friends, “everyone” 

 Spindletop MHMR 

 Medicaid 

 Arc Autism Support Group of Beaumont 

 Autism support group in Lamar
 
 Specialists 

 ECI 

 Physical therapy 

 Occupational therapy 

 Case managers 

 Personal care services 

 Stephen F. Austin State University (speech therapy services) 

 DME 

 Assistive technology 

 Speech therapy 


Most Helpful Resources 

 All types of therapies 

Least Helpful Resources 

 Medicaid prescription-based therapy referral process (too slow) 

Desired Additional Resources 

 Centralized database listing pediatric special needs conditions and treatments 
 Connection to other parents of children with special needs 
 Centralized medical records database 
 More therapy providers (all types) 
 More specialists 
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Houston 

Resources Used Most Frequently 

 MDCP waivers 
 Texas Children’s Hospital Special Needs Primary Care Clinic 
 Community sports programs 
 Parent support groups 
 Association for Retarded Citizens (The Arc) 
 Speech therapy 
 Occupational therapy 
 Physical therapy 
 Conferences 
 DARS 
 Respite care 
 Behavioral health 
 Easter Seals Respite Camps 
 Camps 
 Special education at schools 
 Transition clinic 
 Challenger programs (community sports programs for children with special 

needs) 
 Hospitals 
 Great variety of specialists 
 DME companies 
 Medical transportation and reimbursement 
 Ronald McDonald House 
 Health insurance 
 ECI 
 CHIPS 
 Supplemental Security Income (SSI) 
 Transition planning support 
 Health Insurance Premium Program (HIPP) 
 Waivers 
 Medicaid buy-in program (insurance) 
 Respite care 
 Camps: Be An Angel, Joni and Friends, Camp Blessing 
 Easter Seals 
 Expos, Abilities Expos 
 Deaf Co-op (HISD) 
 University of Houston Nova Clinic (specialized optometry) 
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 The Center for Hearing & Speech 

 Shriners Hospital for Children 

 Meyer Center for Developmental Pediatrics 

 Department of Aging and Disability Services (DADS) 

 2-1-1 


Least Helpful Resources 

 Mental Health Mental Retardation Authority (MHMRA) of Harris County 
 Medicaid staff who have limited training and limited knowledge about children 

with special healthcare needs 
 Schools 
 Therapy services at schools 
 Texas Children’s Hospital Spina Bifida Clinic 
 Texas Children’s Hospital Neurology Department 
 Guidelines for respite care 
 DARS 
 Health Intervention Program (HIP) 

Desired Additional Resources 

 Applied behavioral analysis (ABA) for all ages (not just preschool) and across all 
diagnoses (not just autism) 

 Special needs day care and day care for teens and adults 
 Greater school compliance vis-à-vis children with special needs 
 Greater access to schools that may not have special needs programs but are 

closer to home 
 Social opportunities (e.g., dances) for children and adults with special needs  
 Care coordinator 
 Outreach programs 
 Adaptive play centers 
 Greater acceptance and awareness of children with special needs – sensitivity 

training and education about diagnoses for the larger public/non-special-needs 
community 

El Paso 

Resources Used Most Frequently 

 Scouts 

 Miracle League (baseball) 

 Parks 

 Church groups, organized dances 
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 Special Olympics 

 Adaptive swimming lessons 

 Equine therapy  

 Children’s Disabilities Information Coalition (CDIC) 

 Paso Del Norte Children’s Development Center 

 Buses 

 Medication 

 Therapies (all modalities) 

 Personal in-home care 

 Hearing aids 

 Sleeping devices 

 Counseling 

 Assistive technology 

 Support groups 

 Classes/courses 

 Transportation 


Most Helpful Resources 

 Therapies of all modalities 

 Medication 

 Support groups 

 Courses/classes 

 Respite 

 Transportation 


Least Helpful Resources 

 School-provided therapies that are too short in duration 

 Some unhelpful neurologists and a lack of neurologists 

 Medicaid income guidelines (too restrictive) 


Desired Additional Resources 

 More funding for schools, teacher training, and support services 
 Money for medication 
 More specialists, especially neurologists 
 Better communication between schools and doctors 
 More therapy sessions covered by insurance 
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Dallas (English Group) 

Resources Used Most Frequently 

 Talking Book Club 

 Apps, especially educational apps (alphabet, numbers) 

 Behavior chart 

 Daily schedule 

 Good routines 

 Assistive technology 

 Games
 
 Medical machines for medically complex children 

 Music 

 Physical movement in general 


Desired Additional Resources 

 A place to find more information (online, community-wide) 
 Physical exercise programs for children with special needs besides Special 

Olympics 
 Target and ToysRUs stores where parents can sample the special needs 

equipment 

Dallas (Spanish Group) 

Resources Used Most Frequently 

 Transportation 

 Therapies 

 Medical supplies 

 Schools 

 Day care 

 Respite care
 
 Specialists 

 Financial assistance 


Most Helpful Resources 

 Therapies (all modalities) 

 Financial assistance for doctors and ambulances 

 Ambulances 

 Wheelchair maintenance 

 Transportation 
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Desired Additional Resources 

 Equine therapy 

 Music therapy 

 Physical exercise programs for children with special needs 

 Aquatic therapy 

 Technical communication devices  

 Day care 

 Participation in stem cell research 


Laredo 

Resources Used Most Frequently 

 Child Adolescent and Parent Services (CAPS) 

 Transportation 

 Wheelchairs 

 Counseling for parents 

 Doctors 

 Specialists 

 Medications 

 Special diets 

 Health insurance 

 Schools 


Most Helpful Resources 

 Health insurance 

 Wheelchairs 

 Medication 

 Therapies of all modalities 


Desired Additional Resources 

 More funding for schools 
 Longer therapy appointments (physical, occupational)  
 Financial assistance with college, scholarships 
 Financial assistance for transition-related costs (e.g., adult insurance premiums) 
 More family therapy options 
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DSHS Title V CSHCN Research
 

Focus Group Guide
 

I. Introductions and Icebreaker 
Moderator begins by introducing the concept, process, and purpose of the focus group. She will 
also lay ground rules for the discussion, explain the purpose of the tape recording equipment, 
and assure participants that their remarks are confidential in the sense their names will never be 
used. Please remember we are here today to learn from you, we want your honest answers, and 
no one is being judged – all answers and questions are important.  

Introduce purpose of group: The purpose of this group is to discuss information related to 
being a parent of a child with special health care needs. 

	 There are no right or wrong answers. 
	 Please only talk one at a time so we can hear everyone. 
	 Do not worry about offending us. We really want to learn from you so please be honest 

with your thoughts and comments. 
	 We have a lot to talk about, so sometimes I may move the conversation along. 
	 It is important for everyone to participate, and don’t worry if you disagree with what 

someone else says. 

Introductions: Let’s start by getting to know each other a little better. One thing you have in 
common is that you are all parents of at least one child who has a special health care need. Let’s 
go around the table and each of you introduce yourselves, tell us a little bit about your family, 
how you spend your time, how old your children are, and something about them.  

II. Resources and Access to Care 
 I’d like to continue our discussion by asking about the resources and services 

that you use for your children with special health care needs and for your family 
so you can better care for your child. Thinking back over the past few years, how 
have you found resources for your child with special health care needs?  

 Think about a typical day from waking up until going to bed and tell me the 
services and resources that you use and access for your child with special health 
care needs. I’m going to make a list of them on this flip chart.  

 Which resource and services are the most helpful to you? Probe: Strengths or 
challenges. 

 Which resources and services have been the least helpful to you? Probe: What 
made them unhelpful? 

SUMA Social Marketing 

Appendix B: Focus Group Guide

1



 

  
 

 

  

 
 

 

 
 

 

  
 

  

 

 

 

 

 

 

 

 

 If you could add any resource or program to this list, what would you want to 
add? Probe: If financial assistance is a response, acknowledge it and then move 
the conversation to specific services, programs, etc.  

 What are the barriers or challenges to receiving the help you need for you and 
your child(ren) with special health care needs? Probe: Communication between 
the school and your provider, doctors, insurance, transportation to medical 
appointments, therapists (such as PT and OT), your ability to work outside of the 
home, others? 

 Some of you have more than one child  with special health care needs. How 
would you describe the unique barriers or challenges families like yours face?  

 Some of you have children who are typically developing and you have children 
who have special health care needs. How would you describe the unique barriers 
or challenges families like yours face? 

 We just finished talking about barriers and challenges to services in your 

community. What are some solutions to these barriers?  


III. Care Coordination 
 What does the term “care coordination” mean to you?  

Moderator explains: When we talk about it here tonight, think of the concept of 
someone working with your family to make sure that your child’s health needs are being 
met and that the right person is delivering the right care at the right time. For example, 
someone to schedule appointments, share test results between providers, make referrals 

 Have you ever sought assistance to help you coordinate the care that your child 
receives? 

o	 If so, what kinds of care coordination assistance have you used? 

o	 If you have not sought assistance, why? 

 How would you imagine your child would benefit from care coordination? 

o	 If you don’t feel like your child would benefit from care coordination, 
why? 

 What are some of the barriers that you faced when asking for or receiving that 
assistance? 

 How do you think some of those barriers could be overcome? 
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IV. Working with Providers 
Now, let’s spend some time speaking specifically about health care providers.  

 How would you describe your relationships and experiences with your child’s 
health care providers, either currently or in the past?  

 What makes you feel comfortable with a provider? Probe: Bedside manner, how 
they interact with your child, their knowledge and experience in caring for 
children with special health care needs? 

 What makes you trust a provider? 

 What makes you feel uncomfortable with a provider? 

 If you were teaching a class for health care providers, what would you tell them 
to do to help families and children with special health care needs feel 
comfortable and cared for? 

V. Community Support 
 What is your community like here (moderator name location)?  

o	 Probe: Does your family feel like they are a part of your community? 

 How would you describe just generally navigating daily life here in (moderator 
name location) 

o	 Probe: Accessibility. 

 What community resources do you use to help your child or your family interact 
with the rest of the community? Probe: Are there community activities or 
resources that you participate in or use?  

 How do you create community for your family and your child with special 
health care needs? 

 How do you feel supported by your community in taking care of your child’s 
needs? 

 What could be done to help you feel more supported in your community? 

VI. Transportation 
 What is it like getting your child to appointments?  

 How do you take your child to appointments – with doctors, specialists, etc.?  

 Which of these that we just listed would you consider reliable transportation 
services? Probe: What about the Medical Transportation Program? 
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 What are the biggest transportation difficulties that you face getting your child to 
appointments? Probe: Buses, access to a vehicle, language barriers, timing, 
reliability, vehicle accommodations, etc. 

 What could be done to improve transportation? Probe: Vouchers, vehicle 
modifications. 

VII. Medical Emergency and Disaster Preparedness 
 What kinds of conversations are you having with your child’s providers about 

medical emergencies? Specifically if your child has a medical emergency. Probe: 
Have you discussed when to go to the ER vs. the office? Have you discussed or 
developed a plan? 

 What kinds of plans have you made if a medical emergency were to occur 
tomorrow? Probe: What makes you feel prepared? Unprepared? 

 What kind of help do you need to make you feel more prepared for a medical 
emergency? 

 How many of you have thought about what you would do, specifically for your 
child with special health care needs, in a natural disaster?  

 What kinds of plans have you made if a natural disaster were to occur 
tomorrow? 

 How prepared would you feel if a natural disaster occurred tomorrow? Probe: 
What makes you feel prepared? Unprepared?  

 What kind of help do you need to make you feel more prepared for a natural 
disaster? 

 Where do you get information about emergency and/or disaster preparedness? 

VIII. Transition 
 How many of you have heard of the term “transition”? Moderator notes how many 

people for the recording. 

 How old was your child when you were introduced to this term? 

 What does this term mean to you? 

 What does transition planning mean to you? 

 At what age or developmental stage do you think transition planning should 
begin? 

 Have you sought assistance for transition planning? 
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o	 If so, what kinds of assistance have you used to help you and your child 
with transition planning? 

o	 If you have not sought assistance, why? 

 What are some of the barriers that you faced asking for or receiving that 
assistance? 

 How could some of those barriers be overcome? 

 How would you imagine your child would benefit from transition planning? 

o	 If you don’t feel like your child would benefit from transition planning, 
why? 

IX. Obesity 
 There has been a lot of talk about obesity in the news lately. How do you think 

these concerns impact families with children who have special health care needs?  

 What kinds of conversation do you have with providers about obesity and 
physical activity?  

 Where do you and your family go together to play or be physically active?  
Probe: what are some of the barrier to finding and using a place together?  

 Thinking about you and your family and friends, what do you think could be 
done to help families who have a child with special needs who also has obesity 
as a health issue? 

X. Respite 
 How many of you have heard of the term “respite”? Moderator notes how many 

people for the recording. 

 What does it mean to you? 

 How important is respite care to parents who have children with special health 
care needs? Probe: What makes you think that? 

o	 Do you feel like you would benefit from respite? 

o	 If you do not need respite, why not? 

 What are some of the barriers to receiving respite care? 

 How could those barriers be overcome? 

 What kind of respite care do you use? Probe: Who provides it? What do you use 
it for? To spend time with other children or partner? 
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XI. Closing 

I would like to go around the table before we wrap up for the evening and ask you to share the 
most important information you’ve heard tonight. Maybe it is something you’ve learned, or it 
might be something you knew but now want to share with your family and friends. 

Thank you all so much. You have been a great group and we’ve learned a lot from you.  
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	Executive Summary 
	 
	Introduction 
	 
	The Maternal and Child Health (MCH) Block Grant Program is authorized under Title V of the Social Security Act of 1935. It is the only federal program that focuses solely on improving the health of all mothers, children, and their families, whether insured or not, through a broad array of public health and community-based programs. 
	 
	In order to be entitled to these funds, every five years states must submit an application that contains the results of a statewide needs assessment. The application must include plans to meet the long-term priorities of the state, with specific activities related to the national performance measures and unique state performance measures developed from the Title V five-year needs assessment. 
	 
	As part of the needs assessment, SUMA Social Marketing Inc. (SUMA) conducted statewide qualitative research with parents of children with special healthcare needs to gather data about resources, access to care, and health needs in their communities. Eleven focus groups were held across the state with parents of children with special healthcare needs; eight groups were conducted in English and three in Spanish. 
	 
	The formative research findings offer purely qualitative data and should be considered indicative of directions or trends rather than statistically definitive. Quantitative research seeks to understand “how many” and yields statistical information, whereas qualitative research, such as that reported here, seeks to understand “what, why, and how.” 
	 
	Focus Group Methodology 
	A total of eleven focus groups were held in the cities of Lubbock, San Antonio, Temple, Jasper, Houston, El Paso, Dallas, and Laredo. (See Table 1 for a breakdown of focus groups by language, city, and number of participants.) Participants were parents who have a child with special healthcare needs who require more support than a typically developing child, and/or who has a physical disability that has lasted or will last for more than 12 months. 
	 
	The recruitment methodology for these focus groups entailed a multi-referral system consisting of the Children with Special Health Care Needs (CSHCN) Services Program, community-based organizations, social workers and case managers, and a professional recruiting firm.   
	Lines of Inquiry 
	 
	The following lines of inquiry were explored in the Title V focus groups. 
	 
	 Identification of local resources for children with special healthcare needs 
	 Identification of local resources for children with special healthcare needs 
	 Identification of local resources for children with special healthcare needs 

	 Identification of barriers to accessing medical and behavioral healthcare 
	 Identification of barriers to accessing medical and behavioral healthcare 

	 Exploration of unique challenges faced by families of children with special healthcare needs  
	 Exploration of unique challenges faced by families of children with special healthcare needs  

	 Exploration of the term care coordinator and the concept to which it refers 
	 Exploration of the term care coordinator and the concept to which it refers 

	 Experiences with healthcare providers, particularly physicians 
	 Experiences with healthcare providers, particularly physicians 

	 Exploration of local community support for parents and their children 
	 Exploration of local community support for parents and their children 

	 Identification of transportation resources, difficulties, and issues 
	 Identification of transportation resources, difficulties, and issues 

	 Parent planning for medical emergencies and natural disasters 
	 Parent planning for medical emergencies and natural disasters 

	 Exploration of transition planning, the impact of obesity, and respite care resources 
	 Exploration of transition planning, the impact of obesity, and respite care resources 


	 
	Key Findings: Resources and Access to Care 
	 
	Key Finding: Parents said that even though community resources may be available for their children, they frequently cannot access them. They cited a variety of reasons for this, including not knowing about the resources, difficulty in finding trustworthy caregivers, lack of extended family support, bias toward their children in public, and unaffordability. This finding led to a more nuanced definition of what access to care really means for parents of children with special needs. Just because a resource is 
	 More day care.  
	 After-school and sports programs for children with special healthcare needs.  
	 Therapies in all modalities.  expanded medical office hours to improve access to appointments. 
	 More sensitivity training about special healthcare needs for the community at large.  
	 A care coordinator for their children (while the idea of care coordination wasn’t well known to parents, once it was explained to them they readily identified it as a paramount need in their lives).  
	 Better education about/more assistance with transition planning;  
	 Access to qualified, trustworthy respite care providers.  
	 More accessible parks and adaptive playgrounds.  
	  
	Key Finding: Parents living in larger urban areas reported having more resources and opportunities for their children than parents living in smaller communities. However, accessibility is still an issue. Although there were some regional differences with regard to available resources and community activities for children with special needs, a general lack of access was a significant finding in all focus groups. In very rare situations, parents chose to move their families to a different city with more resou
	 
	Houston  
	A majority of the parents in Houston feel there are many activities, events, and resources for their children in the community. By and large, Houstonians feel quite comfortable taking their children out into the community. Like the San Antonio parents, however, the Houston parents said they have to take an active role in advocating for all these programs and events for their children.  
	 
	Dallas  
	Like the Houston parents, most of the parents in English-dominant Dallas focus group think their community has plenty of events and opportunities for their children, but that they need to be better publicized so parents will know about them. Conversely, quite a few parents in the Dallas Spanish-dominant group said they do not feel there are many activities for their children with special healthcare needs in their community.  
	Participants in the Dallas Spanish-dominant group, not all of whom were bilingual, were the only participants to mention language as a barrier to care or resources. 
	 
	San Antonio  
	San Antonio parents said they feel the local special healthcare needs community is quite active and the nearby city of Boerne has a Special Olympics that is very popular and active. Parents in this community said there are actually a lot of resources for children with special healthcare needs, but also that parents need to seek out the information – it just isn’t readily publicized. San Antonio boasts one of the resources most often mentioned in any group: Morgan’s Wonderland, an ultra-accessible theme park
	 
	Jasper  
	Judging by the comments of parents in the focus groups, of all the regions included in the research, Jasper seems to have the fewest resources for children with special healthcare needs and their parents. Parents in this group said they work tirelessly to find the limited resources available in their town, be they medical providers, therapists, or after-school programs. Parents in this group want and need the support of other parents like themselves but said they have difficulty finding them. Some drive to 
	Laredo   
	Parents in Laredo also said their community lacks sufficient resources for children with special healthcare needs, including doctors. Several mothers said they frequently have to travel to other cities, particularly San Antonio, for care. Laredo parents also described a limited number of support groups for parents; some would like to see more support groups specifically for parents with children with cerebral palsy. 
	 
	El Paso   
	Parents in El Paso said they needed more specialists, particularly neurologists. Some parents in this group also experienced what can be described as the situation of the working poor: They earn too much money to qualify for many needed services, but not enough to cover the costs themselves. There was a consensus among the El Paso parents that the greatest need of schools and teachers is additional funding for training and support services.  
	 
	Lubbock   
	Parents in Lubbock listed a number of special healthcare needs programs in their community that provide activities and weekend events, including the Burkhart Center at Texas Tech University, High Pointe Village, and Mosaic. However, they also described a lack of adequate community resources for their children, including insufficient day care, after-school care, and camps. Six of the nine participants in Lubbock said they have difficulty finding childcare for their children during the day. The closest day ca
	 
	Temple   
	Temple parents were in general agreement that they feel quite isolated in their community and that there isn’t much in the way of resources for them or their children. They echoed the sentiment of Lubbock parents when it came to the unmet need for day care and daytime activities for their children. Parents said their community needs more recreation centers, camps and sports programs that cater to their children. The two resources that Temple parents mentioned most often and described as most helpful were th
	 
	 
	 
	 
	 
	Key Finding: Parents said there isn’t enough communication and publicity about resources and issues in their city pertinent to children with special healthcare needs. Parents in every focus group said they aren’t being informed or educated enough about the resources, events, research, and legal transition issues that impact their children’s wellbeing. Many also said they think there should be more print and online directories with comprehensive resource listings for children with special healthcare needs. 
	 
	Key Finding: Networking with other parents of children with special healthcare needs is the most valuable way parents learn about resources in their community. Parents in all regions reported that they learn about local resources for their children from a variety of sources, including providers, schools and friends. Nevertheless, they most frequently learn from other parents of children with special healthcare needs.  
	 
	Key Finding: Therapies for their children emerged as one of the resources most valued by parents. Desired modalities include speech, occupational, physical, music, applied behavioral, and food therapy, to name a few. Equine therapy was also mentioned in several of the groups. Parents in all groups extolled the benefits of therapies for their children because they can see how much they improve all facets of their children’s functionality – physical, emotional, and relational. They described advancements in t
	  
	Key Finding: Parents said their communities lack after-school, day care, and sports programs for children with special healthcare needs. Parents in the focus groups often face a lack of school programs and facilities that can accommodate children with special healthcare needs. Consequently, many of them can feel bereft of options for after-school or day care activities for their children, as well as of opportunities for their children to get enough physical exercise. Day programs would also serve a socializ
	 
	Key Finding: Medical and therapy appointments are frequently offered only during the standard 9 a.m.-5 p.m. workday. Parents said it is difficult to get to these appointments due to work obligations, the need to take their children out of school, and transportation challenges. Parents talked about the difficulty of taking their children out of school or day care to get to a medical or therapeutic appointment. Most said physicians cannot or will not talk to them over the phone about medical issues, and their
	 
	Discussion of the difficulty of getting to healthcare appointments during the day brought up another common barrier for parents: They need someone to stay at home with their other children when they are out, whether the child left at home is typically developing or has special healthcare needs. 
	 
	Key Finding: Parents said they would like to see more education about children with special healthcare needs for the community at large. They think mixing children with special healthcare needs and typically developing children would help foster this type of education. Parents said they would like to see more community-wide events, venues, or parks that were inclusive of both children with special healthcare needs and children who are typically developing. They believe this would improve understanding and a
	 
	Key Finding: Both parents who have an only child with special healthcare needs and parents who also have typically developing children reported significant challenges. Parents whose only child has special healthcare needs are concerned not only about the social isolation their children experience due to a lack of peers and playmates, but also about the isolation they themselves experience as parents and as a family. Parents with both a typically developing child or children and a child or children with spec
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	Key Findings: Care Coordination 
	 
	Key Finding: Most parents have not heard of a care coordinator. Upon learning the definition of “care coordinator,” most parents said they are the care coordinator for their child. Parents quickly saw the benefits of having a care coordinator and embraced the idea of another advocate, besides themselves, for their children when it comes to communicating with healthcare providers and agencies. Parents in all groups talked about how much time they spend on the phone each week talking to insurance carriers and
	 
	Key Finding: Most parents have sought out this type of care coordination for their children among social workers, case managers and nurses, without much success. Many parents said they have looked for the type of services a care coordinator would provide through a variety of providers, including social workers, case managers, and nurses; some even approached health insurance companies about this type of service. Many had been disappointed with the services they received and, with one exception, nobody descr
	 
	Key Finding: Some parents expressed concern about trusting their children’s healthcare to a care coordinator and said they are the experts on their children’s needs. Some parents said they wouldn’t entrust this type of responsibility to anyone but themselves. Some expressed doubt that a care coordinator would work on behalf of their children’s best interests rather than for their agency of employment. In addition to trust, some parents felt a care coordinator couldn’t provide the level of care they themselv
	 
	Key Finding: Parents thought that having a care coordinator to help them coordinate their child’s medical care would enable them to work outside the home. The inordinate amount of time parents must spend on the phone making medical appointments or trying to get benefits for their children makes it difficult for many to be employed outside the home. This is particularly true of mothers. Many of those who do have a job said they constantly worry about losing their jobs because they must take so much time off 
	 
	Key Findings: Community Support 
	 
	Most focus group participants said they feel alone and isolated in their journey as parents of children with special healthcare needs, regardless of the resources, accessibility, or activities available to them in their community. Even in large cities such as Houston, where there are so many opportunities to participate in the community, participants still reported a sense of isolation. Parents said that many family activities other parents take for granted are often difficult for parents of children with s
	 
	Key Finding: Parents in every group said they build their community with other parents who have children with special healthcare needs, because they understand each other’s world. Parents living in a “world” that is largely devoted to meeting the health and medical needs of their children said they find support and camaraderie in talking with other parents in similar situations. They said only parents who have been what they have been through can truly understand them and provide the kind of emotional suppo
	 
	Key Finding: Social media and the Internet provide opportunities for parents to build a support community that is not just local but global, as they connect with other parents around the world. Many parents said they use the Internet to find in-person and online support groups as well as resources for their children. Social media emerged as an important source of information for parents. They look for support first and foremost from other parents of children with special healthcare needs, and they are looki
	 
	Key Finding: Parents said they feel supported within the special healthcare needs community but experience more judgment outside those enclaves in the public community. They often feel misunderstood by other parents and people because of their children’s behavior or appearance. Even in cities where plenty of activities may be available for children with special healthcare needs, some parents do not get out of the house much because they don’t want to face the harsh judgment, thoughtless actions, or cruel wo
	 
	 
	 
	Key Finding: Faith communities can be a significant source of support for many parents of children with special healthcare needs. By and large, faith communities are a source of support for many families, particularly in the smaller communities such as Jasper and Temple. El Paso parents also mentioned the support they derive from their faith communities. In Jasper, four of the five participants mentioned their church first when asked about community support in their area. However, some parents feel they do 
	 
	Key Findings: Working with Healthcare Providers 
	 
	Key Finding: A majority of the parents in all groups have a positive relationship with their children’s healthcare providers and said that trust is the number one factor in that relationship. A parent’s ability to trust a provider emerged as the single greatest factor in their relationship with them. First and foremost, they need to trust the doctor and his/her expertise in treating their child. Parents work hard to find the right physician and/or specialist for their children, and parents in multiple group
	 
	Key Finding: Parents want doctors to know and respect that they are the experts on their own children. Parents in all groups resoundingly stated they were the experts on their children, even though they may not have the medical expertise doctors have. It was critical to them that their providers acknowledge this and in fact trust them to know what is best for their children. They want doctors to work collaboratively with them to treat their children. 
	 
	Key Finding: Parents frequently complained about medical office staff. They would rather have more direct access to their doctors than spend so much time on the phone with nurses and administrative staff. Although most parents are happy with their children’s providers, some complained about the service they receive from their nursing and administrative staff. They encounter some difficulties when support staff cannot answer their questions quickly and accurately, lose paperwork, or schedule appointments in 
	 
	Key Findings: Transportation 
	 
	Key Finding: Transportation poses a unique challenge to parents of children with special healthcare needs. The myriad factors parents must consider when taking their children to a medical appointment complicate the issue of transportation for them. Many of their children are in wheelchairs, on ventilators, or in need of a special car seat. Others have children with heightened sensory issues or compromised immune systems that make ride sharing options more problematic. A few parents in the groups do not own 
	 
	Key Finding: Many parents said the Medicaid Medical Transportation Program service delivery is too slow and time-consuming. Almost all the parents in the focus groups use their own cars to drive their children to healthcare appointments; very few use the Medicaid Medical Transportation Program vans. Those who do talked about the difficulty with having to schedule their provider appointments around van pickup times and spoke at length about how much time pickups and drop-offs take. Some parents in Lubbock an
	 
	Key Finding: Parents find the Medicaid Medical Transportation Program reimbursement process time-consuming, but most agree it is worth it. Most parents complained about the lengthy paperwork associated with getting mileage, tolls, and food and lodging reimbursement from Medicaid. Some parents also had issues with Medicaid denying or delaying payment because they weren’t able to reach the provider in a timely manner. However, in spite of these difficulties, most parents did appreciate the reimbursement that 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	Key Findings: Medical Emergency and Disaster Preparedness 
	 
	Key Finding: Most parents, while not having a cohesive disaster plan, have taken some measures to prepare for a natural disaster. Many of them have reached out to 2-1-1, first responders and utility companies to let them know they have a child with special healthcare needs in the home. Although most parents said they don’t have a formal disaster plan in place, they have taken a number of steps to ensure their children and homes would be safe in the event of a natural disaster. Many have registered their hom
	 
	Key Finding: Many parents said that although they have not necessarily had conversations with their providers about medical emergency planning, they feel prepared to successfully handle an emergency with their children. Parents said they trust in their ability to galvanize a response to any medical crisis involving their children. Most parents said they feel more confident in their ability to handle a medical emergency with their children than a natural disaster. Some parents said they have a one-page docum
	 
	Key Finding: Spanish-dominant parents are particularly unprepared for a natural disaster or medical emergency. Most of the parents in the Spanish-dominant focus groups said they have not had a conversation with their providers about what to do in the case of a medical emergency with their children beyond telling them to call 9-1-1 or take their child to the emergency room. Parents in Laredo, like those in the Dallas Spanish-dominant group, reported that they have done virtually no planning for a disaster. N
	 
	 
	 
	 
	 
	 
	Key Finding: A variety of factors influence whether parents evacuate or shelter in place during a disaster, including their child’s age, disability level, and prior disaster experience. The Houston focus groups afforded researchers a unique opportunity to analyze two completely different approaches to disaster response. Most parents in Group 1 said they would shelter in place in the case of another hurricane or natural disaster. In contrast, most parents in Group 2 said they would evacuate in the event of a
	 
	Key Findings: Transition 
	 
	Key Finding: Transition means a variety of things to most parents: it implies not only the transition from childhood to adulthood, but educational, medical, and developmental transitions as well. Parents in all focus groups except the Dallas Spanish-dominant group were familiar with and understood the term transition. The Dallas Spanish-dominant parents thought transition planning meant preparing emotionally for the inevitable death of the child. Although many parents agreed that planning for a child’s tran
	 
	Key Finding: Transition planning for adulthood and long term care for their children triggers anxiety and concern in many parents. The discussion of planning for their children’s transition to adulthood, and particularly for their children’s care should they die, elicited some of the strongest emotional responses in the focus groups. Parents can feel overwhelmed and sad at the thought of what might happen to their children after they leave their home as adults, or if the parent dies. 
	  
	Key Finding: Parents aren’t sure where to turn for adulthood transition planning assistance. Middle schools are mandated to provide transition planning at ARD meetings. This is often the first support or direction many parents have in transition planning for adulthood.  
	 
	In spite of this, many parents feel they are on their own for adulthood transition planning. Many parents mentioned the topic of legal guardianship for their children and said both healthcare providers and the schools have prompted them to consider this option. However, many parents think getting legal guardianship of their children is expensive due to legal fees, and the perceived cost was, in fact, a barrier to this type of transition planning.   
	 
	Key Findings: Obesity and Exercise 
	 
	Key Finding: Parents said their doctors are more likely to discuss obesity, diet, and exercise with them if their child has a specific issue in one of these areas. Although some parents said their doctors talk with them about their children’s diet and fitness in general terms, most said these conversations take place because of the child’s condition and diagnosis. Most parents said they are careful to monitor their children’s weight because extra pounds negatively impact their functional mobility as well as
	 
	Key Finding: When obesity does become an issue, many parents said doctors talk to them about weight loss but don’t give them the tools that would really help them help their children lose weight. Many parents said some doctors don’t understand how difficult it is to get their children to eat, or not eat, certain foods. They said they want more specific directions from their providers on how to help their children lose weight, rather than just be told that their child needs to lose weight. For example, rathe
	 
	Key Finding: Parents want more adaptive physical exercise programs in their communities so their children can get more exercise. Parents in most of the groups said their community does not have enough in-school or after-school exercise and sports programs for children with special healthcare needs. Parents think their children would benefit not only from the physical exercise, but also from social opportunities to play with other children. Parents in most of the focus groups also said they would like to see
	 
	Key Finding: Parents in all regions said their communities need more accessible parks and adaptive playgrounds. Parents said they go to various places so their children can exercise to the best of their ability, whether it involves bowling, visiting a park, or playing at the local playground. Most parents take their children to parks, and participants in almost every group said their city needs more parks, particularly accessible parks with adaptive playgrounds.  
	 
	Key Findings: Respite Care 
	 
	Key Finding: Many parents have heard of respite care but aren’t always sure where to find it. Parents in the groups unanimously agreed that respite care is very valuable and important to them and their families. However, many of them said they weren’t sure where or how to find a qualified respite worker for their children. In fact, some parents had never heard of respite care; awareness of respite care was particularly low in Dallas in both the English- and Spanish-dominant focus groups. Most parents in the
	 
	Key Finding: Parents in every group expressed a strong need to be able to trust the respite care provider who cares for their children in their absence. Many feel there is a lack of qualified respite care providers they can trust. The need for a trustworthy, qualified respite care provider was one of the most unanimous findings across all topics discussed in the focus groups. Parents feel very protective of their children with special healthcare needs, many of whom are quite vulnerable due to their disabili
	 
	Key Finding: Parents said some restrictions on respite care providers are a barrier to care. These barriers included time limits on respite care by certain providers; their perception that respite workers cannot legally administer medications to their children; respite agency and MDCP policy restrictions on family members, household members, and people under the age of 18 providing respite care; and policies prohibiting payment for respite care for siblings. 
	 
	Key Finding: Parents think the Medicaid respite reimbursement wage is too low to attract qualified respite care providers. The Medicaid reimbursement for respite care is approximately $9 or $10 per hour. Many parents feel they cannot find qualified caregivers at this rate. Some parents are willing to pay more for a highly qualified respite care provider, bypassing the reimbursement system entirely. 
	  
	Parent Focus Group Findings 
	 
	Introduction 
	 
	The Maternal and Child Health (MCH) Block Grant Program is authorized under Title V of the Social Security Act of 1935. It is the only federal program that focuses solely on improving the health of all mothers, children, and their families, whether insured or not, through a broad array of public health and community-based programs. 
	 
	In order to be entitled to these funds, every five years states must submit an application that contains the results of a statewide needs assessment. The application must include plans to meet the long-term priorities of the state, with specific activities related to the national performance measures and unique state performance measures developed from the Title V five-year needs assessment. 
	 
	As part of the needs assessment, SUMA Social Marketing Inc. (SUMA) conducted statewide qualitative research with parents of children with special healthcare needs to gather data about resources, access to care, and health needs in their communities. Eleven focus groups were held across the state with parents of children with special healthcare needs; eight groups were conducted in English and three in Spanish. 
	  
	Lines of Inquiry 
	 
	The following lines of inquiry were explored in the Title V focus groups. 
	 
	 Identification of local resources for children with special healthcare needs 
	 Identification of local resources for children with special healthcare needs 
	 Identification of local resources for children with special healthcare needs 

	 Identification of barriers to accessing medical and behavioral health care 
	 Identification of barriers to accessing medical and behavioral health care 

	 Exploration of unique challenges faced by families of children with special healthcare needs  
	 Exploration of unique challenges faced by families of children with special healthcare needs  

	 Exploration of the term care coordinator and the concept to which it refers 
	 Exploration of the term care coordinator and the concept to which it refers 

	 Experiences with healthcare providers, particularly physicians 
	 Experiences with healthcare providers, particularly physicians 

	 Exploration of local community support for parents and their children 
	 Exploration of local community support for parents and their children 

	 Identification of transportation resources, difficulties, and issues 
	 Identification of transportation resources, difficulties, and issues 

	 Parent planning for medical emergencies and natural disasters 
	 Parent planning for medical emergencies and natural disasters 

	 Exploration of transition planning, the impact of obesity, and respite care resources 
	 Exploration of transition planning, the impact of obesity, and respite care resources 


	 
	 
	 
	 
	 
	Methodology 
	 
	The focus group sessions were held at hotels, libraries, and research facilities in January 2015. All focus groups were led by trained moderators well versed in Title V and children with special healthcare needs. The sessions were audio-taped, and the recordings were transcribed verbatim and then analyzed for common themes and response patterns. 
	 
	A total of eleven focus groups were held in the cities of Lubbock, San Antonio, Temple, Jasper, Houston, El Paso, Dallas, and Laredo. (See Table 1 for a breakdown of focus groups by language, city, and number of participants.) Participants were parents who have a child with special healthcare needs who requires more support than a typically developing child, and/or who has a physical disability that has lasted or will last for more than 12 months. 
	 
	The recruitment methodology for these focus groups entailed a multi-referral system consisting of the Children with Special Health Care Needs (CSHCN) Services Program, community-based organizations, social workers and case managers, and a professional recruiting firm.  
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	Table 1 
	Participants in Title V CSHCN Focus Groups 
	(N = 102) 

	Span

	Location 
	Location 
	Location 

	English-Dominant 
	English-Dominant 

	Spanish-Dominant 
	Spanish-Dominant 

	Total 
	Total 

	Span

	Lubbock 
	Lubbock 
	Lubbock 

	9 
	9 

	0 
	0 

	9 
	9 

	Span

	San Antonio 
	San Antonio 
	San Antonio 

	20 
	20 

	Span

	Group 1 
	Group 1 
	Group 1 

	11 
	11 

	0 
	0 

	Span

	Group 2 
	Group 2 
	Group 2 

	9 
	9 

	0 
	0 

	Span

	Temple 
	Temple 
	Temple 

	10 
	10 

	0 
	0 

	10 
	10 

	Span

	Jasper 
	Jasper 
	Jasper 

	5 
	5 

	0 
	0 

	5 
	5 

	Span

	Houston 
	Houston 
	Houston 

	18 
	18 

	Span

	Group 1 
	Group 1 
	Group 1 

	9 
	9 

	0 
	0 

	Span

	Group 2 
	Group 2 
	Group 2 

	9 
	9 

	0 
	0 

	Span

	El Paso 
	El Paso 
	El Paso 

	0 
	0 

	9 
	9 

	9 
	9 

	Span

	Dallas 
	Dallas 
	Dallas 

	18 
	18 

	Span

	Group 1 
	Group 1 
	Group 1 

	9 
	9 

	 
	 

	Span

	Group 2 
	Group 2 
	Group 2 

	 
	 

	9 
	9 

	Span

	Laredo 
	Laredo 
	Laredo 

	0 
	0 

	13 
	13 

	13 
	13 

	Span

	Total 
	Total 
	Total 

	71 
	71 

	31 
	31 

	102 
	102 

	Span


	 
	Italicized, indented text in this report is used for participants’ quotes, which are included to illustrate the findings and enhance their credibility. Names have been changed to protect the confidentiality of the participants. 
	 
	Definitions of Qualitative Data Statements 
	It is important to note that the findings presented in this report are qualitative in nature rather than quantitative. Qualitative research—conducted through observation, in-depth interviews, and focus groups—seeks to understand the story behind the numbers. Open-ended questions probe issues more deeply in an attempt to understand “how” and “why,” as opposed to quantitative research, which seeks statistically definitive answers of “how many.” Because this is a qualitative study, it was not designed to be st
	 
	Few: under 25%  
	Some: 25% - 50%  
	Half: 50%  
	Many: over 50%  
	Most: 80% or 90% 
	All: 100%  
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	Key Findings 
	 
	Resources and Access to Care 
	 
	Key Finding: Parents said that even though community resources may be available for their children, they frequently cannot access them. They cited a variety of reasons for this, including not knowing about the resources, difficulty in finding trustworthy caregivers, lack of extended family support, bias toward their children in public, and unaffordability. This finding led to a more nuanced definition of what access to care really means for parents of children with special needs. Just because a resource is 
	 
	I’d like to know everything that there is to get all of the services that are available. It seems like sometimes the social service organizations within themselves have bad communication, and then the information doesn’t get to me until a year later. 
	— San Antonio   
	Trust emerged as a significant issue for parents, especially with regard to its impact on their access to respite care providers. Parents may know that respite care is available in their community, but finding a respite worker they can trust with their child’s care is another issue altogether and, in fact, a barrier to access.  
	You hand your child over [to the respite care provider], and if you don’t know them, they’re strangers. Again, this is your heart that walks outside your body. 
	— San Antonio  
	Many parents in all the focus groups said they felt isolated on their journey with their children. For a variety of reasons, they often don’t have established networks of support they can call on. Some parents reported feeling judged by their extended families about how they parent their children with disabilities, limiting the respite care or childcare options they might otherwise have had access to. This, in turn, can make it much harder to attend medical appointments during the day, because they have no 
	Participant 1:  My other family don’t want to come to my house because they think my son is spoiled. It just keeps my other family away, and I’m just by myself on the support system. I don’t have anyone to back me up and say, “It’ll be okay, just stick through it.” 
	Participant 2:  My family doesn’t really have a lot of involvement. They don’t understand the situation. When he has meltdowns, they don’t understand. They think he is throwing a fit. His dad’s side. 
	— Lubbock 
	Parents in most of the groups reported instances of bias or judgment toward their children when they were out in public. People often stare, make rude comments, or admonish them to spank their children due to misbehavior. For this reason, while restaurants and bowling alleys may technically be accessible in their community, some parents do not feel comfortable accessing them with their children with special needs.  
	He acts like a five-year-old and you can’t imagine how many times I’ve had restaurant and store owners say, “You know, if you would take care of him properly, this wouldn’t be a problem. You don’t spank him enough, why don’t you teach him better?” They don’t ever say, “Oh, is there a problem?” 
	— Temple   
	Parents reported financial barriers to accessing available resources, such as costly gym memberships for children with special healthcare needs and the costs associated with procuring legal guardianship over their children. Parents may know a lawyer they could consult about legal guardianship for their children, but many perceive the costs as prohibitive – so much so that they simply don’t pursue it.   
	None of us wants to think about what is going to happen if something happens to you and your husband, but you know? It could. That is another thing I need to do, but we haven’t done because I barely have enough money to make it through all her medical, much less creating something to carry on. 
	— Houston  
	 
	  
	Resource Needs Assessment 
	 Parents said that much of their life is organized around meeting the needs of their children, which can be all encompassing given the severity of their disabilities. They spend a tremendous amount of time researching healthcare services for their children, talking on the phone with providers, taking their children to appointments, and filling out paperwork.  
	Parents talked about the extensive variety of resources their children need on a daily basis and the many agencies, departments, and organizations that help them. They identified the following priority needs in their communities: more day care; after-school and sports programs for children with special healthcare needs; therapies in all modalities; expanded medical office hours to improve access to appointments; more education about special healthcare needs for the community at large; a care coordinator for
	1 While the idea of care coordination wasn’t well known to parents, once it was explained to them they readily identified it as a paramount need in their lives. 
	1 While the idea of care coordination wasn’t well known to parents, once it was explained to them they readily identified it as a paramount need in their lives. 
	 
	 

	 Parents said their most valued resources include the Medicaid waiver and insurance buy-in programs, parent networks, after-school and sports programs, therapies in all modalities, respite care, doctors and specialists, and health insurance. These services empower them to improve their children’s quality of life, and consequently their own.  
	 
	You get everything with the waiver programs. Nursing fall under that umbrella. Therapies fall under that umbrella. Because you qualify for the waiver, you are qualified for all the medical equipment and supplies.  
	— San Antonio 
	 
	Therapies emerged as one of the most helpful resources for parents because they said they see so much advancement in their children’s abilities as a result of therapy. Applied behavioral therapy (ABA) was mentioned in almost every group as a tremendous asset to their children’s functioning in daily life.  
	Participant 1: I think they need to have ABA if they are over three or preschool. 
	Participant 2: ABA should not be just for autism, but for all disabilities. You could have a child with any disability have behavioral issues that ABA would help – you would benefit from it.  
	— Houston  
	Parents in many of the groups described their local schools as least helpful to them, citing lack of support and programming for children with special healthcare needs and, in some instances, a special education teacher shortage. They also noted the dearth of after-school programs that could accommodate their children with special healthcare needs. 
	Typically what I see in the schools is that they’re underpaid just like any teacher, but special needs, like the life skills, they don’t have the staff or the training that they need. Not for lack of trying, but they don’t have the support from the administration or the State. 
	— Temple  
	Parents also complained about the enormous amount of paperwork required to receive Medicaid waiver benefits and other programs and to complete renewals for different programs. Some wondered why there couldn’t be a centralized database system that would simplify the process. 
	 
	Participant 1: It’s very overwhelming to have a special needs child. I’ve thought for years, there’s got to be a simpler way. Why can’t there be some centralized thing – why are there ten different programs, ten different applications? 
	Participant 2: It’s a lifelong diagnosis, and I’m filling out the same paperwork, the same form, over and over. I don’t have the time. 
	— San Antonio 
	 
	Parents in each city were asked to list the resources they access most frequently, sometimes even on a daily basis, for their children. They were asked to identify those resources that were most helpful as well as those they felt they needed more of in their community. A compilation of these resources can be found in Appendix A.  
	 
	 
	 
	Table 2 below lists the resource needs identified by parents in all eight cities.  
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	Table 2: Parents’ Resource Needs Assessment2 

	Span

	Lubbock 
	Lubbock 
	Lubbock 

	San Antonio 
	San Antonio 

	Temple 
	Temple 

	Jasper 
	Jasper 

	Houston 
	Houston 

	El Paso 
	El Paso 

	Dallas 
	Dallas 

	Laredo 
	Laredo 

	Span

	Day care 
	Day care 
	Day care 
	 
	Teacher education about special needs 
	 
	Student education to decrease bullying 
	 
	Greater knowledge of sign language in general population 
	 
	Adjustment therapy 
	 
	After-school care, summer programs 
	 
	Social activities and sport programs with typically developing children 

	Connection to colleges 
	Connection to colleges 
	 
	Vocational help 
	 
	Transportation (wheelchair accessible) 
	 
	Long-term planning  
	 
	Legislation for new kinds of medications 
	 
	More communication to parents about federal and state laws impacting their children 

	Day care  
	Day care  
	 
	Recreational resources 
	 
	Summer programs 
	 
	Care coordinator 
	 
	Day program for tweens and teens 
	 
	Better respite options 
	 
	Continuity of care in hospital system  
	 
	In-home services 
	 
	Faster access to services & DME  
	 
	Resource network for parents 

	Therapy providers (all types) 
	Therapy providers (all types) 
	 
	Connection to other parents of children with special needs 
	 
	More specialists 
	 
	Centralized database that lists pediatric special needs conditions and treatment 
	 
	Centralized medical records database 
	 
	 
	 

	Day care for teens/adults 
	Day care for teens/adults 
	 
	Adaptive play centers 
	 
	ABA for all ages and diagnoses 
	 
	School compliance  
	 
	Access to schools closer to home 
	 
	Social opportunities  
	 
	Care coordinator 
	 
	Outreach programs 
	 
	Sensitivity training for the public 

	More funding for schools; teacher training and more support services 
	More funding for schools; teacher training and more support services 
	 
	Money for medication 
	 
	More specialists, especially neurologists 
	 
	More communication between schools and doctors 
	 
	More therapy sessions covered by insurance 

	Spanish Group  
	Spanish Group  
	Day care 
	 
	Equine therapy 
	 
	Music therapy 
	 
	Aquatic therapy 
	 
	Physical exercise programs  
	 
	Technical devices to communicate 
	 
	Advanced treatment options (e.g., stem cell research) 
	 
	English Group 
	Resource directory 
	 
	PE programs 

	More family therapy options 
	More family therapy options 
	 
	More funding for schools 
	 
	Longer therapy appointments (physical, occupational)  
	 
	Financial assistance with college, scholarships 
	 
	Financial assistance with transition-related costs (e.g., adult insurance premiums) 
	 

	Span


	2 Parent-generated list of resource needs assessment recorded by focus group moderators on flip charts during the discussions 
	2 Parent-generated list of resource needs assessment recorded by focus group moderators on flip charts during the discussions 

	Key Finding: Parents living in larger urban areas reported having more resources and opportunities for their children than parents living in smaller communities. However, accessibility is still an issue. Although there were some regional differences with regard to available resources and community activities for children with special needs, a general lack of access was a significant finding in all focus groups. This theme resonated throughout the groups in discussions on many different topics. The relative 
	 
	Houston  
	A majority of the parents in Houston feel there are many activities, events, and resources for their children in the community. By and large, Houstonians feel quite comfortable taking their children out into the community. 
	 
	There’s so much to do in the disability community in the Houston area. We’re busy every weekend. We are always busy. We have to turn things down because there’s so much to do with our kids. 
	— Houston 
	 
	That’s the great thing about Houston. It’s big enough to where most everybody is compliant and a lot of people are very friendly when they see a child or parent struggling with a child with a disability. They’re like, “Let me open the door for you. Is there anything I can help you out with?” 
	— Houston 
	 
	Like the San Antonio parents, however, the Houston parents said they have to take an active role in advocating for all these programs and events for their children. Parents in both urban and rural areas spoke of the need to advocate for special healthcare needs programs and events in their community.   
	 
	I don’t think any of that [activities, programs] would have been possible if it wasn’t for the fact that we advocate. You don’t ask, you don’t get. If you actually put yourself out there and you ask for this or ask for that, there’s a lot of changes that could happen. 
	— Houston 
	 
	 
	 
	 
	 
	 
	 
	Dallas  
	The English-dominant focus group held in Dallas included parents from surrounding communities, such as McKinney and Irving. Like the Houston parents, most think their community has plenty of events and opportunities for their children, but that they need to be better publicized so parents will know about them. Some parents said they had to go to neighboring Plano, Frisco, or Lewisville to find activities for their children. Participants said Texas Parent to Parent (TxP2P) was active in the Dallas-Ft. Worth 
	 
	Conversely, quite a few parents in the Dallas Spanish-dominant group said they do not feel there are many activities for their children with special healthcare needs in their community. However, one Spanish-dominant parent said there actually are many such activities, but few people know about them. She then shared a number of low-cost or free activities with the group, who welcomed the information. 
	 
	Participants in the Dallas Spanish-dominant group, not all of whom were bilingual, were the only participants to mention language as a barrier to care or resources. One Dallas Spanish-dominant parent said she experienced racism at the Medicaid office. 
	 
	We don’t know how to speak English. I understand it, but I don’t know how to answer back. 
	— Dallas (Spanish-dominant) 
	 
	I qualified for Medicaid, so I filled out the applications and everything. When I went to the office, they just looked at me and saw I was Hispanic. They told me, “You don’t qualify. Go to your country.” I felt so bad. I got depressed and would cry and all that. My sister told me, “Keep moving forward, don’t give up.” Yes, because my daughter has convulsions …. 
	— Dallas (Spanish-dominant) 
	 
	San Antonio  
	San Antonio parents said they feel the local special healthcare needs community is quite active and the nearby city of Boerne has a Special Olympics that is very popular and active. Parents in this community said there are actually a lot of resources for children with special healthcare needs, but also that parents need to seek out the information – it just isn’t readily publicized. Parents listed resources such as church ministries and programs, support groups such as Kinetic Kids, Morgan’s Wonderland them
	 
	I think Boerne is really great for a small community, and I recognize a lot of the kids from our Special Olympics group. If I go to H-E-B, I see a lot of them employed there. In our community, there are a lot of employers that are working with schools to try and work to help with employee management and transitioning. 
	— San Antonio 
	 
	What I’ve seen with this community and with the philanthropists within this area, there seems to be more a surge and more of an awareness. It’s being brought to the forefront now – you have the Morgan’s Wonderland.  
	— San Antonio  
	Even though San Antonio has many resources for families of children with special healthcare needs, some parents said they are still on waiting lists or don’t feel that all the resources are consolidated in one place and easy for parents to find. 
	 
	We need more programs out there because there are waiting lists. If there’s only one program out there, of course there’s going to be a waiting list. Why can’t we have two, how come we can’t have three? 
	— San Antonio 
	 
	The Kansas county I used to live in had a booklet. It wasn’t all-inclusive, but it did list support groups. They automatically mailed me a new one every year. I haven’t seen anything like that here. 
	— San Antonio 
	 
	Jasper  
	Researchers observed that Jasper seemed to have the fewest resources for parents and children of all the regions. This east Texas town is the smallest of the research areas, and a two-hour drive from the nearest large urban center, which is Houston. It was also the location of the smallest focus group, with five parents in attendance. Parents in this group said they work tirelessly to find the limited resources available in their town, be they medical providers, therapists, or after-school programs. Parents
	 
	Parents said that in addition to turning to case managers and agency personnel, they try to find resources on their own. Many described a sense of futility despite their efforts. 
	 
	We never get answers. “We can help you.” Okay – how can you help me? “Tell us what you want.” Don’t ask me that. I don’t know what I want. What do you offer? They don’t know what they offer and they can’t tell you in ten words or less. 
	— Jasper 
	Parents said they need the few support groups that are actually in their area to provide more childcare services, so they can get the support they need. 
	 
	There was a support group I would have liked to go to at my church, but they posted right on their page, “Sorry, we don’t provide childcare.” I don’t want to leave my child with a regular babysitter and I don’t know who in our area is experienced enough that I would trust leaving my child with them. 
	— Jasper 
	 
	Laredo  
	Parents in Laredo also said their community lacks sufficient resources for children with special healthcare needs, including doctors. Several mothers said they frequently have to travel to other cities, particularly San Antonio, for care. Laredo parents also described a limited number of support groups for parents; some would like to see more support groups specifically for parents with children with cerebral palsy. 
	 
	There are no programs, there aren’t enough doctors. I’m from El Paso, where there’s a lot of help. There’s a tremendous difference here in Laredo. 
	— Laredo (Spanish-dominant) 
	 
	Parents in the Laredo Spanish-dominant group also spoke to inadequate programming within the school curriculum for their children with special healthcare needs.  
	 
	My son is a slow learner and they are not helping me. He flunked first grade, but they sent him to second grade because of the State. A teacher recently noticed him, and I am now very grateful to her. 
	— Laredo (Spanish-dominant) 
	 
	El Paso  
	Parents in El Paso said they needed more specialists, particularly neurologists. Some parents in this group also experienced what can be described as the situation of the working poor: They earn too much money to qualify for many needed services, but not enough to cover the costs themselves.  
	 
	Many times they see your income and tell you that you don’t qualify. I paid the first four years of my daughter’s therapy; I think I would have been able to buy another house with that money. Barely two years ago, I finished paying the credit cards, because she had five therapies per week. 
	— El Paso (Spanish-dominant) 
	 
	 
	There was a consensus among the El Paso parents that the greatest need of schools and teachers is additional funding for training and support services. Parents in this group described a strong local parent network, and many of the women in the group already knew one another through their involvement with a variety of local programs. 
	 
	You notice we all know each other. It’s been through CDIC [Children’s Disabilities Information Coalition]. 
	— El Paso (Spanish-dominant) 
	 
	Parents in El Paso perceive a lack of communication between the schools and their children’s providers, which results in unnecessary confusion and difficulty.  
	 
	If you have a diagnosis, the school won’t necessarily accept it. For example, I took my autism diagnosis to the school and they say he is mentally retarded. I told them that wasn’t true because the doctor said he is deaf-mute. The education law says the school doesn’t have to take the doctor’s diagnosis into account. 
	— El Paso (Spanish-dominant) 
	 
	Lubbock  
	Parents in Lubbock listed a number of special healthcare needs programs in their community that provide activities and weekend events, including the Burkhart Center at Texas Tech University, High Pointe Village and Mosaic. However, they also described a lack of adequate community resources for their children, including insufficient day care, after-school care, and camps. Six of the nine participants in Lubbock said they have difficulty finding childcare for their children during the day. The closest day car
	 
	Participant 1:  I need just regular, pay-for-it day care. They won’t take my son at all because of the liability risk, so I’ve had to literally just juggle my childcare and working and going to school. 
	Participant 2:  When my daughter was younger, I would have given anything for special needs day care. 
	Participant 3:  They have one in Amarillo that only accepts special needs kiddos, and they bring the therapists in. 
	— Lubbock 
	 
	 
	 
	 
	 
	 
	 
	Parents indicated that they do not think the Lubbock schools provide enough programming resources and support for their children. They also said there are not enough special education teachers. Parents in this group agreed they would like to see mandatory teacher education about children with special healthcare needs. 
	 
	The schools are set up like a maze. By that, I mean their interest is not to help, although they say they will. They are reluctant to open up about the things they are willing to do. It drains from LISD. I think too that every time there is a budget shortfall, the first thing they cut in Texas is education. 
	— Lubbock 
	 
	Some parents said they lack a centralized source for finding healthcare providers, and that not all providers are particularly welcoming of their children. 
	 
	Dentists. Believe it or not, we took our son to a dentist, and he didn’t believe in autism. He didn’t tell me. He told my wife that it was a parenting issue. 
	— Lubbock  
	Temple  
	Temple parents were in general agreement that they feel quite isolated in their community and that there isn’t much in the way of resources for them or their children.   
	 
	There’s not anything. Unless a parent starts a program, like a rec program. We have a lot of really awesome parents that start soccer leagues and baseball, but it’s the parents saying, “We need to do something for our kids.” 
	— Temple  
	 
	The two resources that Temple parents mentioned most often and described as most helpful were the Children with Special Needs Network (CSNN) and the Heart of Texas Central Independent Living (HOCTIL) in nearby Belton. Temple parents also said they appreciate the wide range of medical services available at the Scott & White Healthcare center. 
	 
	I will say the Special Needs Network does try to find activities, but enough … as we go to a CSNN outing as parents we can relax. We’re around other parents just like us, our kids can go to a movie theater together and make as much noise as they want and we’re not worried about it. 
	— Temple   
	Parents in Temple echoed the sentiment of Lubbock parents when it came to the unmet need for day care and daytime activities for their children. They said their community needs more recreation centers, camps, and sports programs that cater to their children. 
	 
	Parents in Temple also said they lack a centralized and “transparent” resource for finding all of the available activities and programs for their children. One parent likened her search for resources for her children to trying to get into a “secret society.” 
	 
	Participant 1:  You can call ten different times and get nine different answers and then finally get the right answer. 
	Participant 2:  When you’re going to do it, there’s a lack of responsiveness and it’s confusing. 
	Participant 3:  It’s a brick wall, and you’re chipping at concrete. 
	Participant 4:  It’s a secret society you can’t get into. 
	— Temple 
	 
	A few parents across the groups had moved or were planning to move to another city that could provide better resources and access to care for their children’s diagnosis. One woman in the Houston group had moved there from Dallas after she found support groups there via online social media sites. Another Houston woman was about to move to Katy, Texas. A parent in Temple was planning a move to Arizona because it ranks number one in a United Cerebral Palsy poll on family support services, whereas Texas ranks n
	 
	Key Finding: Parents said there isn’t enough communication and publicity about resources and issues in their city pertinent to children with special healthcare needs. Parents in every focus group said they aren’t being informed or educated enough about the resources, events, research, and legal transition issues that impact their children’s wellbeing. Many also said they think there should be more print and online directories with comprehensive resource listings for children with special healthcare needs.  
	 
	We need the resources to be within everyone’s reach and view, so everyone finds out about them. We need more publicity and information. 
	— El Paso (Spanish-dominant) 
	 
	What I can add to that is, we desperately need a clearinghouse of information where anybody can access that information – because you can call somebody that’s supposed to be helping you coordinate, but they don’t know. They don’t know what is available. They will say to you, “Oh, I’ve never heard of that.” 
	— Temple 
	 
	I’d like to know everything that there is to get services for my child at his age; then it turns out the social worker is like, “Oh, why aren’t you getting X services? You should be getting this and such and such.” I’m like, “I can? Then how come I wasn’t getting it two years ago?” It seems like sometimes with the social services, that organizations within themselves have bad communication. 
	— Houston 
	 
	We need some type of service that could be the liaison between legislation that’s happened on both federal and state levels and to connect that to the parents, because we’re so busy doing the things that we do on a daily basis. I have never heard of this Able Act. 
	— San Antonio 
	 
	It was only this past spring that I discovered, after several trips down to Houston, that our daughter’s insurance would have reimbursed us for mileage, but nobody volunteered that information. 
	— Jasper 
	 
	Key Finding: Networking with other parents of children with special healthcare needs emerged as the most valuable way parents learn about resources in their community. Parents in all regions reported that they learn about local resources for their children from a variety of sources, including providers, schools, and friends. Nevertheless, they most frequently learn from other parents of children with special healthcare needs. 
	 
	I usually learn about resources when you’re sitting in the waiting room with other parents in therapy or any facility that you’re at where there’s other parents of special needs. 
	— Houston 
	 
	You leave the doctor’s office with a diagnosis, completely lost, and here you find someone who makes you feel better. It’s not a doctor. It’s a mother just like you, who you can sit down with and cry, talk to, and blow off steam. 
	— El Paso (Spanish-dominant) 
	 
	Parents said it is often difficult to find resources that might be able to accommodate their children, and there is no “centralized” source such as a website, listserv, or online directory that can help them in their specific locale.  
	 
	There’s nowhere to find them (resources). We can’t just specifically look on a website and say “Okay I need this for Lubbock.” They are spread nationwide. If wanted to go to a bar shop to get my son’s haircut, it’s not in Lubbock, it’s out of town.  
	— Lubbock 
	 
	A general database would be great – that has the common illnesses we see in children plus another one for rare cases where you could go and find information, institutions, parents that have kids that’s been there longer than you have that can help you through your journey and what to expect. 
	— Jasper 
	 
	 
	Parents also described the value of a centralized medical database containing their children’s medical records so they don’t have to fill out paperwork or present records anew every time they see a different provider. They also see the value of their children’s different doctors’ being able to access this information to save time and improve efficiency. 
	 
	I would like to access Sally’s medical records anywhere, basically. Say she does have to go to the emergency room. I don’t want to have to go through this two hours telling them what’s wrong with her, what’s going to happen, what could happen. I need to have quick access to those records. 
	— Jasper 
	 
	Everybody has their Medicaid number, or some individual number. There should be some uniform system that no matter who you are dealing with, they could plug in that number and have all your information. 
	— Dallas (English-dominant) 
	 
	Key Finding: Therapies for their children emerged as one of the resources most valued by parents. Desired modalities include speech, occupational, physical, music, applied behavioral, and food therapy, to name a few. Equine therapy was also mentioned in several of the groups. Parents in all groups extolled the benefits of therapies for their children because they can see how much they improve all facets of their children’s functionality – physical, emotional, and relational. They described advancements in t
	 
	I don’t remember how [the therapist] phrased it, but in terms of sensory issues, he doesn’t do that anymore. If you touched him, he would wipe off your touch. He doesn’t do that anymore; I don’t really understand why it works, but it did. 
	— Lubbock 
	 
	I have heard horseback riding therapy stimulates something in the brain that helps the kids a lot. My mom took my sister there, but it was expensive, too. It was in Mexico. 
	— Laredo (Spanish-dominant) 
	 
	Some parents said therapies provide the secondary benefit of offering a social outlet for both their children and themselves. Therapy appointments can help break the social isolation many parents feel as they care for their children 24/7.  
	 
	 
	 
	More parents in the Laredo Spanish-dominant focus group than in any other mentioned psychological therapy for both children and adults as a high-priority therapy. One parent who is in group therapy with other parents of children with special healthcare needs described it as important to both her mental health and her ability to learn about opportunities for her child in the community. 
	 
	I relate to the people I go to therapy with. Each tells each other, “Where did you take your kids today? There are classes over there, let’s enroll him, how does this work for your child?” 
	— Laredo (Spanish-dominant) 
	 
	Jasper parents described a significant lack of therapists in their area. Some of them reported having to drive an hour or more to therapy appointments.  
	 
	When I say we need therapies here, I mean there is only one speech therapist in Jasper. We’ve been waiting for over a year now for Medicaid to approve this – I can’t get her into the therapy she needs. 
	— Jasper 
	 
	Some parents have experienced gaps in therapy coverage because they were waiting for Medicaid to approve a prescription renewal from a provider or had been put on a waiting list. Such delays can take a toll on children’s functionality. They said they need better, faster access to both the provider and the Medicaid representative to solve the issue.  
	 
	I have been put on a waiting list for three years at Therapy 2000. If my daughter would have gotten therapy then, she would be able to eat on her own. Now she can’t because she has a lot of movement she can’t control. I give it to her, but it’s not enough. She’s been ten years without any therapy. 
	— Dallas (Spanish-dominant) 
	 
	Key Finding: Parents said their communities lack after-school, day care, and sports programs for children with special healthcare needs. Parents in the focus groups often face a lack of school programs and facilities that can accommodate children with special healthcare needs. Consequently, many of them can feel bereft of options for after-school or day care activities for their children, as well as of opportunities for their children to get enough physical exercise. Day programs would also serve a socializ
	 
	 
	 
	 
	Parents said a variety of factors make it difficult to find day care for their children. Some day care centers don’t offer services for children with special healthcare needs due to concerns about liability or lack of qualified staff. Participants said many schools also are not able to accommodate their children in after-school programs for the same reasons. 
	 
	I think there’s a need for after-school programs because many typically developing after-school programs do not take our children. 
	— Temple  
	 
	A lot of people can’t handle them [children with special healthcare needs]. They’re only used to certain people. I started taking my son to day care, he would get used to it, but it’s just if they could handle him. Every autistic child is different – none are the same. Some of them are not trained to take care of special needs children. 
	— Lubbock 
	 
	Some parents want these day care centers to offer therapy modalities for their children as well. Others complained about the expense of day care and camps that do accommodate children with special healthcare needs. The cost can be prohibitive. 
	 
	Summer camp is like $2,500 per week. It’s ridiculous for a special needs child, even one that’s not medically fragile. 
	— Temple  
	 
	Parents said they particularly need day care and activities for their children during the summer months, when they were not in school. 
	 
	I live in fear of the summer because the schools do so much during the school year, but when summer comes there’s nothing. I don’t know what to do with my kids for the whole day. They want to go out and play, but we live in some apartments and they’ll jump off the second-storey balcony with some other little kids and then my kids get in trouble because they’re older. 
	— Temple  
	 
	We need more programs for kids with disabilities in the summer so they can get out of the house. They need more games. 
	— Laredo (Spanish-dominant) 
	 
	 
	 
	 
	 
	 
	Key Finding: Medical and therapy appointments are frequently offered only during the standard 9 a.m.-5 p.m. workday. Parents said it is difficult to get to these appointments due to work obligations, the need to take their children out of school, and transportation challenges. Parents talked about the difficulty of taking their children out of school or day care to get to a medical or therapeutic appointment. Most said physicians cannot or will not talk to them over the phone about medical issues, and their
	 
	Every time I call them, they’re like, “Well, you’re going to have to bring her out here.” You guys realize that you’re asking me to take her out of school because of course, there’s nothing open when they’re out of school. It was to the point that when they told me that, I was just like, “Forget it, I’m not going to even bother.” 
	— Jasper 
	 
	Some doctors only give you appointments at times during the school day and if you miss the appointment, they complain. We tell the school faculty, “Who am I to tell the doctor I have to come in after he’s out of school?” 
	— El Paso (Spanish-dominant) 
	 
	Even parents who don’t work during the day sometimes have difficulty because they have to take their children out of school to make these appointments. 
	 
	I’m a stay-at-home mom, so in theory my schedule is wide open and I can go to therapy anytime. But they work from nine to five and the kids are in school. When are they supposed to go? You have to choose between the services the school is providing and the ones you obtain for yourself. 
	— Lubbock  
	 
	This situation was exacerbated in Jasper, where parents frequently had to drive an hour or more to medical appointments in nearby cities. Parents who use the Medicaid Medical Transportation Program face another set of challenges with daytime healthcare appointments: They frequently have to catch the van hours prior to their appointments because of other passenger pickups along the way. This further cuts into their day, jeopardizing other plans and activities. 
	 
	 
	 
	 
	 
	 
	 
	Discussion of the difficulty of getting to healthcare appointments during the day brought up another common barrier for parents: They need someone to stay at home with their other children when they are out, whether the child left at home is typically developing or has special healthcare needs. Many parents described the difficulty of finding childcare with unwilling extended family members or a respite worker they feel they can trust. 
	 
	I have two other kids. These kids also don’t go out. I tell them, “We can’t go because of your brother.” If I had someone that would stay with my son, then I could go out with the other ones. 
	— Dallas (Spanish-dominant) 
	 
	In-home services would be fabulous. Just fabulous. 
	— Temple  
	 
	Key Finding: Parents said they would like to see more education about children with special healthcare needs for the community at large. They think mixing children with special healthcare needs and typically developing children would help foster this type of education. Parents said they would like to see more community-wide events, venues, or parks that were inclusive of both children with special healthcare needs and typically developing children. They believe this would improve understanding and acceptanc
	 
	Why don’t you make it fun for the whole place, for everybody, free to the public to learn? Like, “This is what this is or this is how it is to have [a special needs child]. 
	— Lubbock 
	 
	Luckily, we have a park that’s a few minutes down the road that’s completely 100% accessible for everybody. It’s great because then it mixes in typical children with children with disabilities, so exposing our children both ways. 
	— Houston 
	 
	Parents who have had this kind of experience with their children saw the many benefits for both their own children and the people who gained insight into their lives.  
	 
	Since I learned about the Burkhart Center, he has other interactions with children that are not autistic because they allow you to take your other children that are not autistic. I’ve seen him open up so much more than just trying to stay in his own world. 
	— Lubbock 
	 
	 
	Parents consider education about special healthcare needs in the schools important, including for teachers. Parents worry that their children may be bullied at school. 
	 
	My daughter used to go to a school, and they used to have an assembly once a year. They would talk about each child [with special healthcare needs] and say, “This is what they’ll do, and expect for them to do this.” It would decrease bullying so kids expected, “Okay, Bethany is jumping up and down – she does that because that’s part of her processing.”  
	— Lubbock 
	 
	Sports programs offer a particularly great variety of activities, and hence opportunities for children of all abilities to play together. Parents in the focus groups consistently reported that the need for sports programs exceeds the current availability in their area. 
	 
	We’ve been taking our kids to go bowling and they have a little rack for my son. He has all these issues carrying – he doesn’t grab anything, really. It’s like him trying to be out there with all the other kids – we have him in soccer, too. I try to put him in sports so he can get used to the other kids around him. 
	— Houston 
	 
	Key Finding:  Both parents who have an only child with special healthcare needs and parents who also have typically developing children reported significant challenges. Parents whose only child has special healthcare needs are concerned not only about the social isolation their children experience due to a lack of peers and playmates, but also about the isolation they themselves experience as parents and as a family. Many reported a lack of engagement and connection with other families who have typically de
	 
	It’s sometimes the lost dreams. I was going to start my last year of law school when I had Marty. I never went back. I should be a judge right now. That’s what I wanted to be. My life changed and it’s okay. I love her.  
	— Houston 
	 
	For us, I created our new normal. It’s good and bad at the same time because he’s my entire world, so God forbid something ever happens to my kid. I see how special needs kids get treated differently by others, and my son is not going to have that person to grow up with, who’s always going to be there for him. 
	— Temple  
	 
	 
	 
	I wish I could have had a typically developing child before her because I really got scared to have another child. My child will never get married. I’m never going to be a grandmother. There are some things I’m missing out on. Other people who do have other children, will have those experiences where I won’t. 
	— Houston 
	 
	Parents with both a typically developing child (or children) and a child (or children) with special healthcare needs reported a different but equally challenging set of parenting issues. They said the typically developing children frequently feel left out or ignored, since so much of the parent’s time and attention goes to the child with the special healthcare needs. Parents described the emotional stress that having a sibling with special healthcare needs places on their other children.  
	 
	The typical child feels isolated because our focus is on the one with special needs. We have to make extra time so they don’t feel abandoned. 
	— El Paso (Spanish-dominant) 
	 
	It’s just a lot of stress, I think, especially for the child without a disability, because they end up having to help take care of the sibling. I try to do it myself, but his sister ends up having to help. It’s not fair to her. She resents it. She doesn’t understand why he’s different and why he gets so much. 
	— Lubbock 
	 
	Some parents also talked about the character-building aspects of having a sibling with special healthcare needs, and how they’ve seen their typically developing children mature as a result. 
	 
	I see great positive things, like Ross is very protective of Hunter, his twin. It’s made my other [typical] children more aware of who they are because of him, in a strange kind of way. We were normal until he came along, and so it shook us out of our normal shell. 
	— Temple  
	 
	Parents also talked about the financial cost associated with caring for their children with special healthcare needs and how it can adversely affect the opportunities for their typically developing children, such as higher education and family vacations. 
	 
	My boys are in their twenties now, but it was hard when she [daughter] was diagnosed because it was like, “You’re on your own boys,” so they missed out on a lot. Then also the financial track: I lost my home to foreclosure in 2007, because back then I was paying for ADA out of pocket. Like she said, I can’t do the things that regular families can, because the child has special needs. 
	— San Antonio 
	 
	My nineteen-year-old had the grades, the scholarships to go to Baylor. I had to tell her, “You know what? I spent your entire college fund on your sister’s medical bills.” 
	— Houston 
	 
	Parents said outings that may be routine for other families, such as going to a restaurant or a movie, are more difficult for theirs. They worry about their typically developing children’s happiness. 
	 
	You only have a certain amount of time, so the family has to decide: What are we going to do? Can we go on vacation unless we have help for Carolynn and Adam because it’s not safe, or do we leave them behind? We’ve never been to a movie together. We’ve never been to a restaurant together. My fifteen-year-old son said to me, “You know, Mom, I don’t know half the music that all my friends know.” We didn’t play music for nine years because of all the sensory issues, and that impacts him in his social developme
	— San Antonio 
	 
	Care Coordination 
	 
	Key Finding: Most parents have not heard of a care coordinator. Upon learning the definition of “care coordinator,” most parents said they are the care coordinator for their child. When the topic of a care coordinator was introduced, only four of the 102 participants knew it was a job and accurately described the services they provide.   
	 
	Focus group participants were given the following definition of a care coordinator.  
	 
	A concept of someone working with your family to make sure that your child’s health needs are being met and that the right person is delivering the right care at the right time. For example, someone to schedule appointments, share test results between providers, and make referrals. 
	 
	Typical parent responses include the following. 
	 
	I didn’t even know it [care coordinator role] existed.  
	— San Antonio 
	 
	I thought it was just a social worker. 
	— Temple 
	 
	Find a care coordinator? That would be like finding another mother. 
	— El Paso (Spanish-dominant) 
	 
	Most parents had not sought out a care coordinator per se because they did not know such a role existed. When they learned it actually does exist, a majority of the parents quickly identified themselves as the care coordinator for their child. 
	 
	Well, I coordinate the care with my husband; coordination with doctors; coordination with family and teaching my family. I have focused on what I do with Andrea, my daughter, so that they can help me when I get sick or when something happens. 
	— Laredo (Spanish-dominant) 
	 
	I think of myself as a care coordinator. I’m like, “No.” I listen to what everybody says, and then I take the information I think is most relevant, and I find the people that I think are the best and then I go from there. 
	— Houston 
	 
	Parents quickly saw the benefits of having a care coordinator: they could work outside the home, spend more time with their children, and generally improve the quality of their lives, both as individuals and as a family. Parents embraced the idea of another advocate for their children, beside themselves, when it comes to communicating with healthcare providers and agencies.  
	 
	We need a central person that will inform the parent – these are your medical needs NOW. Because when a child is diagnosed or in the school system, at three years old we’re not telling the parents that the waiver lists are ten to twelve years long for the HCS [Home and Community-Based Services] and for CLASS [Community Living Assisted and Support Services] and some of the government agencies. 
	— San Antonio 
	 
	We have a social worker who would tell us we needed this or that. She would talk to the provider and tell us, “You should do this, this and that. This is what you need to do.” 
	— Dallas (Spanish-dominant) 
	 
	Parents in all groups talked about how much time they spent on the phone each week talking to insurance carriers and providers. They talked about how a care coordinator would enable them to spend more time with their children and their family, as well as allow them to work outside the home. 
	 
	My daughter sees about fourteen different specialists and she’s got a lot going on. I usually take two to three days of my week, and I know I need to get at my desk and just sit there and call and follow up and call. I have my call days. Two to three days per week, every week. 
	— Houston 
	 
	A care coordinator would be able to tell parents whom to call and which services are available for their children, which would be helpful because many do not know what services are available for their children.  
	 
	Medicaid is all over the place – they’re giving wrong numbers; you can never get the right doctor. I wish I could have one person to send me in the right direction for the right answers. 
	— Dallas (English-dominant) 
	 
	I guess there needs to be easier access. I can call Medicaid and say, “Well, she needs this.” “Well, you’ve got to call you doctor at Texas Children’s.” I guess we need somebody who can call and get in directly with the doctor instead of having to go through the nurse, and then somebody that can call Medicaid directly and get straight to what they need. 
	— Jasper 
	 
	Many parents think a care coordinator could help educate them in many areas, including medical information. Some feel this this type of education can make a significant impact because early intervention is so crucial. 
	 
	I think care coordination would help us in the sense of teaching us things we don’t know. For example, looking back when my child was two and three years old, if someone had said to me, “You should have her hearing tested because she doesn’t seem like she’s listening,” then maybe we would’ve had her hearing aids ten years ago instead of just two years ago. 
	— Houston  
	 
	Parents said it would be helpful if their providers, schools, and other resources told them about care coordinators. One parent in Houston had asked her child’s doctor if they offer care coordination. She said specialists are more likely to offer it because they see patients with multiple diagnoses and have to coordinate their care, whereas her family practitioner does not.  
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	Key Finding: Most parents have sought out this type of care coordination for their children among social workers, case managers and nurses, without much success. Many parents said they have looked for the type of services a care coordinator would provide through a variety of providers, including social workers, case managers, and nurses; some even approached health insurance companies about this type of service.  Many had been disappointed with the services they received and, with one exception, nobody desc
	 
	I have tried to get somebody to help me coordinate anything and have really had no luck trying to get help with coordinating services. As a matter of fact, what I’ve been told is, “We can give you anything you want if you’ll quit your job.” 
	— Temple  
	 
	I think the most help we’ve had was from a case worker. It’s hard when you have more than one child with disabilities; remembering all the doctor and school appointments, medicines, and monitoring how they feel – it’s very hard. 
	— El Paso (Spanish-dominant) 
	 
	Yes, we’ve had several service coordinators, and they would ask me what all I had done [for my child] and I would tell them. I thought they were going to help me. They’d write everything down and tell me they’ll get back with me. Finally, they were wasting my time; I just got on the phone [and did it myself]. 
	— Jasper 
	 
	I have looked for one [care coordinator] a time or two. Once your child is on a waiver, it gets a little complicated. You have a case manager over that, but they don’t understand Medicaid. The first thing I’ll do is call a Medicaid case manager. Unfortunately, there’s two or three that I’ll call and usually they say, “You’ve researched it. You know more about this topic than I do.”  
	— Houston 
	 
	Some parents thought individual case managers they work with provide a certain amount of helpful care coordination, but the feel these case managers may not be willing or able to provide much information beyond their own specific agency. Others said these case managers have too much on their plates to be of much service to them. Some parents said case managers don’t call them back soon enough. 
	 
	It seems like with the case managers, I’ve noticed there’s been a high turnover of their staff. I’ve probably had five case workers in two years. It seems like they’re understaffed. They’re overworked. 
	— San Antonio 
	 
	Sometimes I think they [case managers] have a lot of work to do and they are in a hurry. Sometimes I am explaining to them and they say, “No, only answer what I’m asking you, don’t tell me anything else.” When you keep quiet they don’t know what you and your kids need. That’s when you start feeling anxious. 
	— Dallas (Spanish-dominant) 
	 
	I feel like when I do make a call, they take down information – somebody will call me back two days later. So many changes in our lives – it’s not necessarily relevant two days later. I probably could have figured it out on my own. 
	— Houston 
	 
	Regardless of how they perceive the role of the care coordinator, many parents emphasized the need for highly personalized attention to their situation rather than a clinical approach to care giving. 
	 
	Obviously it is a job, but these are our children, these are our lives, these are our hearts that walk outside our bodies, and someone that would be coordinating that would need to be a very special person that wouldn’t treat you like a number. 
	— San Antonio 
	 
	Key Finding: Some parents expressed concern about trusting their children’s healthcare to a care coordinator and said they are the experts on their children’s needs. Some parents said they wouldn’t entrust this type of responsibility to anyone but themselves. Some expressed doubt that a care coordinator would work on behalf of their children’s best interests rather than for their agency of employment. 
	 
	I have this gut reaction that if I let someone other than myself take charge of that, depending on who they’re being paid by, who they work for, that they’re going to have more of an interest in deciding that my son doesn’t need certain services than actually trying to find the ones I think he needs. 
	— Lubbock  
	 
	In addition to trust, some parents feel that a care coordinator couldn’t provide the level of care they themselves can because they know their children so well. Others have had experiences with case managers whose caseloads were too heavy to truly provide the level of care for their children that the parents needed and wanted. 
	 
	I’m the expert about my child. Nobody knows her like I do and nobody knows what her needs are more than I do, so it’d be difficult for me to sit there and explain something to somebody for 20 minutes about what it is that I need to do and how it needs to get done, compared to I just do it and it gets done easily. 
	— Houston  
	 
	I felt like her [the social worker’s] caseload was too large and we became another number. She gave me a piece of paper and said “Call these people.” There was no guidance, no handbook. There was nobody explaining anything to you – I have found through the years that I am more reliable than trusting someone else to depend on for my daughter’s care. 
	— San Antonio 
	 
	Key Finding: Parents thought that having a care coordinator to help them coordinate their child’s medical care would enable them to work outside the home. The inordinate amount of time parents must spend on the phone making medical appointments or trying to get benefits for their children makes it difficult for many to be employed outside the home. This is particularly true of mothers. Many of those who do have a job said they constantly worry about losing their jobs because they must take so much time off 
	 
	See, I haven’t worked in twelve years to manage his care, and the care coordination piece would give the moms an opportunity to not just be moms, but to give them their lives back as far as having jobs or going to school or whatever. 
	— Temple  
	 
	I’m the one who helps her with everything. I can’t work because I’m the only one who can fill out the paperwork and handle the calls. Only my husband works in order to support the family with the bills, rent, and everything. 
	— Dallas (Spanish-dominant) 
	 
	I can’t work because I need to go to speech therapy and all these other therapies three times a week and they’re not there until 8:00 in the evening. They’re there during normal business hours, which is most jobs. 
	— Houston 
	 
	I lost my job two years ago and I don’t think I could have a job now because of what effort I’d have to put on to show I’m a good employee. I’d get fired within the first month for all the time I have to take off for the boys. 
	— Temple  
	 
	 
	 
	 
	 
	 
	 
	 
	 
	Community Support 
	 
	Key Finding: Most focus group participants said they feel alone and isolated in their journey as parents of children with special healthcare needs, regardless of the resources, accessibility, or activities available to them in their community. Parents were asked, “What’s it like to be a parent of a child with special healthcare needs here?” Most responded that they feel quite alone in spite of varying degrees of local resources and accessibility for their children. Even in large cities such as Houston, wher
	Participant 1:  I feel isolated. Very isolated. 
	Participant 2:  I feel isolated. 
	Participant 3:  I’d say I feel I have a community because we have the Spina Bifida Houston, but I went searching for it before I was pregnant. 
	— Houston 
	 
	This finding was equally true in the smaller and more rural communities, such as Jasper and Temple.  
	 
	Participant 1: You’re on an island. 
	Participant 2: There’s just not anything. Unless a parent starts a program, like a rec program – it’s the parents going, “We need something for our kids.” 
	Participant 3: The loneliest feeling in the world. 
	Participant 4: There’s not community. Technically, I guess there’s community support, but the truth is that we’re on our own. I’ve been turned away from Easter Seals because my kids are too disabled.  
	— Temple 
	 
	Although they live in such a small town, none of the five participants in the Jasper focus group knew each other. One parent lives in a small trailer with five other people, including her severely disabled daughter who is in a wheelchair. She had moved to Jasper because her husband’s family lives there; she has only two friends in the entire town. At the time of the focus group, she didn’t know any other parents of children with special healthcare needs.  
	 
	I’d like to see support groups here. Honestly, as far as I know, there are two other special needs kids in Jasper and I’ve never met their parents. I’ve felt alone in this, like I’m in a battle by myself with my husband. My family is nowhere near here and, like I said, I have two very, very good friends. Other than that, I’m alone. 
	— Jasper 
	This woman, along with the other parents, eagerly exchanged telephone numbers over lunch after the focus group. They seemed to appreciate the opportunity to talk with other parents like themselves. In fact, in all the cities parents lingered together after the focus groups to exchange resources and telephone numbers, and some even went to lunch together. For some parents, the rarity of their children’s diagnosis contributed to their sense of isolation because they literally had no one else to talk to who wo
	 
	My daughter’s syndrome is so rare, she’s number 43 in the world and most of the syndrome originated in Puerto Rico. When I try to link up with other parents that have similar things, their kids aren’t as functioning as her, so it’s like we’re left in this abyss of “Okay, what do we do?” 
	— Houston 
	 
	Parents said that many family activities that other parents take for granted are often difficult for them. This contributes to a sense of isolation from the community at large. 
	 
	It’s hard to do vacations and social outings. I think the biggest thing for us is when people invite us over for dinner and I have to go down the list of what they will eat, what they won’t eat, the textures and do you have dogs? Is this okay? As soon as we walk in the house, I’ve got to scan the entire house – I’ll look at the sink, the dish soap, the laundry detergent in her pantry. As the primary caregiver, you’re just exhausted. 
	— San Antonio  
	A third of the parents in the Dallas Spanish-dominant group said they almost never go out into the community with their children due to a lack of time and transportation. One parent in this group doesn’t have a ramp outside her home for her daughter’s wheelchair, so she is seldom able to take her anywhere. These types of factors also contribute to a sense of isolation for parents. 
	Several parents in the focus groups mentioned they had sought counseling for themselves as well as for their children, to help with stress management. A parent in the Dallas Spanish-dominant group said she had considered seeing a therapist. In the end, she decided it would just be another appointment she would have to make, and who has time for that? 
	 
	 
	 
	 
	 
	 
	 
	Key Finding: Parents in every focus group said they build their community with other parents who have children with special healthcare needs, because they understand each other’s world. Parents living in a “world” that is largely devoted to meeting the health and medical needs of their children said they find support and camaraderie in talking with other parents in similar situations. They said only parents who have been what they have been through can truly understand them and provide the kind of emotional
	 
	I think there is a disconnection in your typical community compared to your disability community. We have a better understanding of each other, or compassion or acceptance, than outside of the world. In my neighborhood, I really don’t have neighbors that I can go out and do neighborhood stuff with because they don’t understand our world. 
	— Houston 
	 
	At the day care where I take my daughter – it’s like we are a community. I know a lot of the mothers. Sometimes their horror is my pain. I have felt that. It is such a support.  
	— Dallas (Spanish-dominant) 
	 
	I think family therapy is great because we can get to know each other and share our stories. Some people feel like they are drowning. To learn how others are overcoming their problems helps us with our own. We can learn from each other. 
	— Laredo (Spanish-dominant) 
	 
	Parents in every group identified other parents as their best resource for finding services, doctors, support groups, and activities for their children. 
	 
	I have to say that really the most helpful thing for me has been the parent networking. That has been the absolute most helpful thing over any agency. It’s been the grass roots. That’s how I met Norma, and we go to conferences together and we say, “Hey, did you hear about that?” 
	— San Antonio  
	Key Finding: Social media and the Internet provide opportunities for parents to build a support community that is not just local but global, as they connect with other parents around the world. Many parents said they use the Internet to find in-person and online support groups as well as resources for their children. Social media emerged as an important source of information for parents. They look for support first and foremost from other parents of children with special healthcare needs, and they are looki
	As soon as I got home from the hospital after having my girls, I looked up her syndrome on the Internet and got into a support group immediately.  
	— Houston 
	 
	There’s an online Meetup group for autism and Asperger’s adults. We use it for social opportunities.  
	— San Antonio 
	 
	Facebook was mentioned in every group as a valuable online resource for connecting with other parents and joining support groups. In fact, all of the parents in the El Paso Spanish-dominant focus group said they use Facebook to connect with other parents and to find out what is going on in their community for their children. 
	 
	I found other parents on Facebook – moms there knew other parents, or they knew their patients that had similar issues, and they would give them my phone number and we would talk. 
	— El Paso (Spanish-dominant) 
	 
	I look on Facebook groups and I looked out to other moms and things like that. Being medical here and there, they knew parents or they knew their patients that had issues like that, and they would give them my phone number and we would talk. 
	— Houston 
	  
	Key Finding: Parents said they feel supported within the special healthcare needs community but experience more judgment outside those enclaves in the public community. They often feel misunderstood by other parents and people because of their children’s behavior or appearance. Even in cities where plenty of activities may be available for children with special healthcare needs, some parents do not get out of the house much because they don’t want to face the harsh judgment, thoughtless actions, or cruel wo
	My daughter is sixteen and practically, we don’t do nothing because she don’t like to be called stupid or looking wrong. Obviously, she’s none of those things, so we just stay home.  
	— Houston 
	 
	People are very inconsiderate. They see a child in a wheelchair and they’re like, “Oh, well I’m just going to cut right in front of them,” like it doesn’t matter. She’s in a wheelchair so she’s not a person; she doesn’t matter. It irritates me to death, to the point where I just want to hit them. 
	— Jasper 
	 
	Society still looks at them like they are weird kids. 
	— Laredo (Spanish-dominant) 
	 
	 
	 
	Parents in all focus groups reported that they sometimes experience judgmental attitudes when they go out to restaurants in their communities. Some of their children are six-foot-tall grown adults with the intellectual capacity of a three-year-old, and people do not understand the disabled person’s behavior or need to be fed by a parent at that age. 
	 
	I’ve only had a couple of negative experiences. At a restaurant, they had an elderly couple and they were really offended that we were there with her. My husband was getting upset – we just want to have a good dinner. They actually were asked to move. 
	— Houston 
	 
	Parents in several groups talked about people who admonish them to spank their children when they are throwing a fit in public. Already under pressure in these situations, parents said they wish people would take a moment to try and be more understanding. 
	 
	I think I’m on the outside looking in a lot of times, because my family doesn’t understand. Everybody thinks when my son is having a meltdown that he is throwing a fit because he is spoiled. There’s much more to that. Grocery stores – there’ll be cashiers who would see us coming and leave their stations just to get away. They make horrible comments. I think there’s a lot of judgmental people that make it very difficult to take your child out in public. 
	— Lubbock 
	 
	If she’s in the store throwing a fit, people just look at her like she’s some bratty child. They go, “Well, she needs to be spanked.” She is big for her age; she’s 42 pounds to be two years old. 
	— Jasper 
	  
	Parents encounter judgmental attitudes and impatience with their children even among educators. One parent in the Dallas Spanish-dominant group said she feels her daughter isn’t being treated kindly in the school system. 
	The school program is not an appropriate program for my daughter. I had to go to school two days all day to teach them how to feed her. It’s not that my daughter doesn’t eat. She eats very well – they just don’t have any patience with her. 
	— Dallas (Spanish-dominant) 
	 
	 
	 
	 
	 
	 
	Key Finding: Faith communities can be a significant source of support for many parents of children with special healthcare needs. By and large, faith communities are a source of support for many families, particularly in the smaller communities like Jasper and Temple. El Paso parents also mentioned the support they receive from their faith communities. In Jasper, four of the five participants mentioned their church first when asked about community support in their area.  
	 
	Participant 1: We have a great church family. I had a great desire to be able to sit in church and not worry about meltdowns or anything, so I would tell the pastor. It was an answered prayer to be able to sit in church. 
	Participant 2: Anytime there is a problem or issue, I send out a message asking for prayer. It spreads; everybody in Jasper knows him and puts him on the prayer lists at church. Parking [at the hospital] is expensive – some of the churches took up collections and sent money down for me to help me cope a little better. 
	— Jasper 
	 
	A number of churches across the state have ministries especially for children with special healthcare needs and their families. 
	 
	We just started attending church there. They have the STARS program and they are the most amazing people. They started the Buddy Ball program – I have a pretty tightknit group of folks there. 
	— Temple  
	 
	However, some parents feel they do not find support in their faith community. One mother in Lubbock went to half a dozen churches before she found one that welcomed her and her autistic son. 
	 
	We’ve had trouble with churches. That was the first place we turned for help, and absolutely nothing. They wouldn’t let our son go in day care because they considered him too old, and he couldn’t sit in the services because he can’t sit still and makes too much noise. 
	— Lubbock 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	Working with Healthcare Providers 
	 
	Key Finding: A majority of the parents in all groups have a positive relationship with their children’s healthcare providers and said that trust is the number one factor in that relationship. Because so many children with special healthcare needs require extensive medical treatment and therapies, healthcare providers are key. Most parents in all the focus groups said they have good relationships with their children’s doctors and feel confident of their ability to treat their children. Parents worked hard to
	 
	I can just tell. If you’ve never heard of it and I have to teach you, then you’re probably not the one. If I’m explaining the disorder to you … 
	— San Antonio 
	 
	The parent’s ability to trust a provider emerged as the single greatest factor in the parent-provider relationship. First and foremost, the parent needs to trust the doctor and his/her expertise in treating the child. Parents want to work with doctors who are knowledgeable about the child’s specific condition, no matter how rare, and who are willing to educate themselves about it if they are unfamiliar with the condition. 
	 
	Initially my pediatrician said, “I’m going to be honest, I don’t know much about autism.” This doctor educated himself so much that now he sees a large number of autistic children. The interest he showed in helping me was very important to me. 
	— El Paso  
	 
	Parents said they trust a provider who builds a strong support staff team around himself/herself, consults with other providers and specialists about the child, and is willing to think outside the box in terms of treatment options. Parents trust doctors more if they feel they truly listen to them and speak directly to their children while interacting with them as individuals.  
	 
	They just get down on her level to make it personable. Like she said, just down on her level. She’s so excited because they get on the floor with her and do different things. 
	— Jasper 
	 
	Generally, her doctor is great, but she needs to learn to talk to the level of the child with special needs. 
	— Dallas (English-dominant) 
	 
	I am comfortable with a doctor if they come in to see Rebecca and they address Rebecca instead of talking over her like she’s an object. I will always go back to a doctor who believes in her. Don’t tell me the negatives about my child – believe in my child. If you believe in my child, then you’re part of my team. 
	— Houston 
	Trust in a doctor’s expertise outweighs a poor bedside manner for most parents. They want to know their child is in the best hands and is receiving care from the most knowledgeable provider.  
	 
	Participant 1:  We just started seeing a new doctor, but he doesn’t have a great bedside manner. When I asked around about him to other professionals, they’re like, “Oh yeah, if I had this, I would definitely go to him.” That makes me feel a little better. I can deal with he may not be all warm and fuzzy, but if he’s good at what he does, then I’m okay with that. 
	Participant 2:  He doesn’t have to be all warm and fuzzy, but if he’s good at what he does, then I’m okay with that. 
	— Houston 
	 
	Parents clearly prioritize trust in their providers, but they also spoke of a number of factors that made them feel comfortable with a provider, including the feeling that they genuinely care about them and their child, are willing to be honest with them about difficult topics, and sincerely believe in their child. 
	 
	Our doctor knew the familiar signs of our child’s diagnosis. My husband is the military type, he’s like, “Give me the worst-case scenario.” I hated him for that, but I appreciated knowing, and the doctor telling me the truth. 
	— Temple  
	 
	My daughter told me about her therapist: “She doesn’t believe in me.” I asked her why she said that, and she said, “Why does she talk to me like that?” I asked for a different therapist, and the other person was completely different. Children feel it. 
	— El Paso (Spanish-dominant)  
	 
	Parents said actions speak louder than words when it comes to a provider showing he or she cares for their child. Providing emergency care at 3 a.m., calling parents back late at night – even a simple hug are all interpreted as signs of true concern for the child. 
	 
	My son’s neurologist got up at 3 a.m. to save my son’s life. I would say the relationship is very positive. Dr. N saved my son’s life – there is no price that can be put on that. 
	— Lubbock 
	 
	If she [the doctor] doesn’t know the answer, she finds out and calls me back. She will call me at 10 pm at night and say, “This is what I have found out.” 
	— Temple  
	 
	The oncologist hugged me and tells me my son will be okay and will recover. Just hearing those words meant everything to me. He also believed in God, like me. Just with that, it was the greatest thing because I felt like he gave me moral support. 
	— Laredo (Spanish-dominant) 
	In the end, some parents said they think that being able to trust a provider and feeling comfortable with him/her go hand in hand. 
	 
	I think being comfortable and trusting a doctor go hand in hand; once you are comfortable with them, you have a feeling of trust. 
	— Houston 
	 
	Parents don’t want a doctor they feel treats their child like an object or textbook case instead of a unique, precious child. Some have had this experience, but fortunately, these instances were not very common. 
	 
	I had one doctor tell me, “I cannot work with it.” I’m like, “My daughter is not an ‘it.’” I cussed him out, walked out and made a scene in that office. I never went back. We filed a report against the medical board. 
	— Lubbock 
	 
	I once talked to a gastroenterologist about intolerance to gluten and casein, and he told his nurse, “It’s another one of those.” 
	— El Paso (Spanish-dominant) 
	 
	Every child is different. My daughter is not the same as this or that.  
	— Dallas (Spanish-dominant) 
	 
	Parents said they want their providers to consider the greater context of their lives with their children outside the office visit. They feel this would foster empathy and a greater understanding of whether they will be able to follow their treatment protocols at home. 
	 
	Understand it’s not just the office visit. That small bit of time they’re spending with us, there’s a whole dynamic at home for that family as far as nurses, therapists coming in and out your home, respite providers, stress on a marriage, taking care of the other children.  
	— Temple  
	 
	The parents in Dallas spoke about a best practice medical education program sponsored by TxP2P. Doctors in residence from Children’s Hospital or Texas Scottish Rite Hospital for Children participate in roundtable discussions with parents of children with special healthcare needs to hear what the parents think would make them better doctors. The doctors also visit the parents’ homes to better understand their daily routines and what life is like for a family with a special healthcare needs child. 
	 
	 
	 
	Key Finding: Parents want doctors to know and respect that they are the experts on their own children. Parents in all groups resoundingly stated that they are the experts on their children, even though they may not have the medical expertise doctors have. It was critical to them that their providers acknowledge this and in fact trust them to know what is best for their children. They want doctors to work collaboratively with them in treating their children. 
	 
	They listen and appreciate that we are the experts on our child. They acknowledge that we’re the expert on our child and they’re the expert in their field.  
	— San Antonio 
	 
	The provider I have understands that the parent is the one who knows the most about that child.  
	— Lubbock 
	 
	Nobody knows our children better than we do. I don’t care if you have a PhD or how many degrees or letters you have behind your name. Listen to me, I know what I am saying. I know my child. 
	— San Antonio 
	 
	Parents said that if they were teaching a class for providers about how to help families like theirs feel comfortable and cared for, a significant message they would want to relay would be that they are the experts on their own children. Some of their other responses are listed below (but not identified by city). 
	 
	I would tell them every child is different. The treatment will be different. They learn by textbooks, but down along the line of years they should have the opportunity to know that every child is not the same. 
	They have to listen to the parents because doctors do not always know best. They see the child once every couple of months; the parent is there nonstop. 
	I think that they should be told from the get-go, “If you’re not comfortable with special needs, you don’t need to go into pediatrics.” 
	Trust the parent. We are the experts about our child. 
	The nurses need to be very personable because they are a direct representation of the doctor.  
	What would you do if this was your child? 
	Put your heart into your work. Do your work out of love, not just to get a check. 
	 
	 
	Key Finding: Parents frequently complained about medical office staff. They would rather have more direct access to their doctors than spend so much time on the phone with nurses and administrative staff.  Although most parents are happy with their children’s providers, some complained about the service they receive from their nursing and administrative staff. They encounter some difficulties when support staff cannot answer their questions quickly and accurately, lose paperwork, or schedule appointments in
	 
	We have a great primary care provider. It’s his office that we have a problem with. They have one secretary for five doctors they have in this pediatric clinic. She is forever losing paperwork, not faxing it on time. 
	— Temple  
	 
	Many parents said they need more time to schedule and prepare for appointments of all kinds with their children with special needs, because it can require so much effort and planning. Some said they would like to have greater access to their doctors via the telephone rather than have to visit every time they have a question or need minor medical support. This was particularly true for parents who live in the more rural areas and have to drive further to get to an appointment. 
	 
	Participant 1:  They [doctors] need to be more willing to talk to us on the phone. They will say, “Well, why don’t you bring her on in?” It’s not as simple as me dropping everything I’m doing. No, I can’t come in in two days; I’ve got to make arrangements.  
	Participant 2: I called my PCP because my daughter had this infection on her arm. They told me to bring her in, but then it started storming. They said, “Send us a picture.” I did and they ordered the antibiotics like that – that was all done over the phone. Stuff like that helps us because we can’t drop everything at the drop of a hat and just take her three hours or an hour away. 
	— Jasper 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	Transportation 
	 
	Key Finding: Transportation poses a unique challenge to parents of children with special healthcare needs. The myriad factors parents must consider when taking their children to a medical appointment complicate the issue of transportation for them. Many of their children are in wheelchairs, on ventilators, or in need of a special car seat. Others have children with heightened sensory issues or compromised immune systems that make ride-sharing options more problematic.  
	 
	Luke, because of his trach, couldn’t be in the back seat by himself. He also has really low tone through his neck, so there was always fear that he would cut off his airway. Somebody would always have to drive while I sat in the backseat with him to suction him out and keep everything under control. 
	— Temple  
	 
	Almost all the parents in the focus groups use their own cars to drive their children to healthcare appointments. Very few use public transportation or the Medicaid Medical Transportation Program vans.  
	The very few parents who do use public transportation such as city buses or vans said they sometimes encounter other people’s negative judgments about their children. Others said the bus system is too slow or cumbersome, and they are sometimes late for their medical appointments. 
	Before I got my car, I would ride on the city bus. My son doesn’t like it because there are so many people and he starts to feel claustrophobic and freaking out. I have been told, “Well, this is where we are going to have to stop – you have to get off here because everybody else is feeling uncomfortable.” I’m like, “But I have my kids, I need to ride.” Then I’m like, “Okay, it’s like all of you against me and my kids; I’m getting off. Fine, whatever.” 
	— Lubbock 
	 
	I don’t have a car and it’s very hard. For example, we’ve had appointments at 7:30 a.m., so we have to leave at 5:45 a.m. so we can take a bus and wait for the next bus and sometimes we’re late. I have to call and let them know that I’m going to arrive late. 
	— El Paso (Spanish-dominant) 
	 
	 
	 
	 
	 
	Many parents in the focus groups have concerns about their children’s being exposed to germs while using public transportation. Parents in most groups talked about their children’s compromised immune systems. They also said they need to be able to trust the bus or van drivers to drive safely. These concerns make them less likely to choose ride-sharing options.  
	 
	I keep him in a bubble. I have to watch where we go and who he’s around because he picks up viruses so easily. It could land him in the hospital. 
	— San Antonio 
	 
	Hygiene is very important. Our kids get sick very easily, and that’s a big deal. 
	— Temple  
	 A cold to you is pneumonia for us, so we are constantly on the lookout. Even taking him to the park on a nice day, I still have to wipe everything down before we get there. 
	— Temple   
	Of all the parents who participated in the focus groups, those in Jasper generally have to drive the farthest to see their children’s providers. This further complicates the already challenging task of getting to appointments. 
	I’ve never used [the bus] before, but with my daughter the way she is and having the wheelchair and everything, I’m not sure I’d be that comfortable, especially going that far. You are talking an all-day trip. It’s not an hour or two hours, it’s an all-day trip. 
	— Jasper 
	 
	My husband has to take off work to go [to the provider] because he doesn’t want me on that long trip and in traffic all by myself. 
	— Jasper 
	 
	Additional transportation challenges for parents include accessible parking. Parents in several cities, particularly Jasper and Dallas, spoke about this issue.  
	They didn’t even want to give me a handicapped parking space. They said they have none and there are no ramps either. I talked to the City, and they said they would follow up with me and they never did. 
	— Dallas (Spanish-dominant) 
	 
	 
	 
	 
	 
	Parents also talked about how expensive it can be to park in hospital parking lots and provider parking garages. Parents had ideas about how to improve transportation options for their children. These included cab services specifically for children with special healthcare needs, wheelchair storage options on city buses, and driver’s ed programs targeted to adolescents with special healthcare needs.  Key Finding: Many parents said the Medicaid Medical Transportation Program service delivery is too slow and t
	The benefit is, I don’t have to deal with traffic. I’ll be in the backseat and I don’t even have to see it and have the anxiety.  
	— Houston 
	 
	Most parents had heard from other parents how time-consuming the Medicaid Medical Transportation Program is. Some of the participants had actually tried it a time or two and complained about the lengthy and cumbersome service. Participants described the difficulty associated with having to schedule their provider appointments around van pickup times and spoke at length about how much time pickups and drop-offs take.  
	 
	You have to plan your whole day for a one-hour appointment. They pick you up two hours early. You go to your appointment and then they pick you back up two hours after your appointment. You’re spending most of the day just waiting for them to pick you up and drop you off.  
	— Houston 
	 
	It’s easy to sign up to get picked up, but with all the other people they have to pick up, there are times when they’ll drop us off two hours before the appointment, or we’ll have to wait two hours afterward to be picked up. 
	— El Paso (Spanish-dominant) 
	 
	I’ve been told that it takes forever. They’ll show up and they’ll get you down there, but if they leave for any reason and you call them towards the end of an appointment, there’s no telling how long you’re going to be waiting for them to come back. 
	— Jasper 
	 
	Some parents in Lubbock and Laredo said that the Medicaid program provides transportation for the special healthcare needs child only, not siblings. This makes it difficult for parents to utilize the system because they then have to find separate childcare for their other children. 
	 
	They have buses where you can get on, but like I said, they only allow you to take that one child. They don’t allow you to take the other [children], and you’re like, “Well, who’s going to take care of them? I have to take them with me.”  
	— Lubbock 
	 
	They don’t want to take two kids – Medicaid doesn’t pay for that. What about the other child? How am I going to get her, who is going to pick her up? 
	— Laredo (Spanish-dominant) 
	 
	Key Finding: Parents find the Medicaid Medical Transportation Program reimbursement process time-consuming, but most agree it is worth it. Most (but not all) parents in the focus groups had heard of the Medicaid Medical Transportation Program, and not everyone was aware that Medicaid reimburses for mileage, toll, food, and lodging costs associated with travel. The parents who didn’t know about reimbursement thought there should be better publicity about the program. Most of the parents who are familiar with
	 
	Most parents complained about the lengthy paperwork associated with getting mileage, toll, food, and lodging reimbursements from Medicaid. 
	 
	You have to do it [submit paperwork] six weeks prior to the appointment and they have to approve you as driver to drive your own car to the doctor. Then you have to send back a letter to them saying that you took them to the doctor, and it has to be date- and time-stamped, and once you do that you can get reimbursed two to three weeks after the appointment. They make it so difficult you don’t even want to do it. 
	— San Antonio 
	 
	It’s kind of a hassle getting started. They’ll mail you a packet that you have to fill out. You have to send it back with your driver’s license, insurance card, and let them get you in their system before you can start. Then you have to call [ahead] for each appointment. 
	— Dallas (English-dominant) 
	 
	However, some parents had positive experiences with the Medicaid reimbursement program, such as this mother in Jasper:  
	 
	I don’t have a problem with reimbursement. You’ve got to take your kid to Houston and you’ve got to eat and all this kind of stuff, and you need that money right up front. They do put it on a card for you. Advance funding. 
	— Jasper 
	 
	Some parents also had issues with Medicaid’s denying or delaying payment because they weren’t able to reach the provider in a timely manner. 
	 
	Medicaid will not reimburse me for the trip to Baylor unless the doctor sends a referral. You all know what it’s like trying get hold of your doctors at Texas Children’s Hospital. I send an e-mail, get a reply from the nurse, “Hey, I’ll contact you,” and I don’t hear a word back. 
	— Jasper 
	 
	Some parents identified the obstacle of having to pay costs up front that may later be reimbursed through the Medicaid reimbursement program. For example, wheelchair tie-downs for use in a family van can come to $1,000 out of pocket. However, in spite of these difficulties, most parents did appreciate the Medicaid reimbursements for gas and hotels.  
	 
	I’m not happy with them right now. I turned in my paperwork and I got a letter in the mail stating that they needed my driver’s license and current insurance – I sent that in. They’re now saying that they paid me for this appointment that we didn’t go to. Yet I haven’t gotten paid for October and November yet. They’re saying they paid me for something I haven’t even gotten paid for. 
	— San Antonio 
	 
	It’s a lot of paperwork. Like we need more paperwork. It’s ridiculous. It’s almost not worth it, but it’s just this side of “Yeah, it’s worth it.” I do it. 
	— Houston 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	Medical Emergency and Disaster Preparedness 
	 
	Key Finding: Although they do not have a cohesive disaster plan, most parents have taken some measures to prepare for a natural disaster. Many of them have reached out to 2-1-1, first responders, and utility companies to let them know they have a child with special healthcare needs in the home. Although most parents said they don’t have a formal disaster plan in place, they have taken a number of steps to ensure their children and homes would be safe in the event of a natural disaster. Many have registered 
	 
	I’ve signed up with the electric and water companies. Depending on who you use, they are really strict about their disability [policies]. They asked if my child was on a ventilator or I wouldn’t’ get approved. So like any vented child, they’ll automatically approve for the electricity-type stuff. 
	— Houston 
	 
	Many parents had also registered their homes so that first responders will know a child with special healthcare needs is inside should they ever have to come to the house. Some also said they have heard 2-1-1 operators will call and give them advance notice of evacuations. 
	 
	We were actually in-patient in the hospital, and 2-1-1 works, because they [first responders] came to my home, making sure she was not there, that we needed to get out of there. It works. 
	— Houston 
	 
	Before we left the hospital, they had us fill out paperwork that was sent to the fire department, police department, and his doctor. We’re still in the system, so if we ever call 9-1-1, they’re really there quick.  
	— Dallas (English-dominant) 
	 
	A few parents had also taken their children to their local police department or fire station to meet first responders in person. This enabled police and firemen to connect a name with a face should they ever be called upon to respond to a call at that residence.  
	 
	My husband is a fireman and there are people that will just stop in the fire station and say, “Here’s my child. She is hearing impaired. Could you give us some pointers?” They love that kind of stuff. They love to help educate. They love to help teach. 
	— Dallas (English-dominant) 
	 
	 
	While parents felt confident in their ability to handle a medical emergency with their children, some said training would help them feel more prepared for a natural disaster. 
	 
	We need something like a hands-on experience to show us that if this happens, this is how you need to respond. You don’t need to freak out. Go over and over it like they do tornado drills or fire drills. Then I’m like, “Okay, if this happens tomorrow, I’m prepared. I know what to do.” 
	— Lubbock 
	 
	Although they may not have a specific response plan for a tornado, flood, or hurricane, some parents in the focus groups had taken some measures to prepare for a natural disaster. These efforts include having packed bags that contain extra clothing, shoes, prescriptions, bottled water, and extra gas for the car. 
	 
	I always have at least two weeks of medication. I always have suitcases ready. You always have your vehicle full. I have two five-gallon containers that I can put on top of my vehicle. When you leave, you never know what kind of traffic you’re going to be in and how long the gas lines are. I’ve ten extra gallons of gas. 
	— Jasper  
	I have toothbrushes, paper documents in a waterproof bag, like if it’s a major disaster. Sometimes I practice with my kids: a fire drill, tornado drill, anything like that. If anything ever were to occur, let’s take that and whatever we have in our hands and go. 
	— Lubbock 
	 
	Some parents across the groups had even learned how to stockpile medications for their children, in spite of insurance limitations on prescription refills. 
	 
	Another thing you are always told for disaster: Make sure you have this additional supply of medication. Anybody knows that insurance only gives you a 30-day supply. But there’s a trick to that, and the pharmacist knows what the trick is. They’re allowed a little bit of leeway, so over time you can build up that supply. 
	— Jasper 
	 
	Some parents said they had discussed disaster planning for an in-home fire, while others had generators at their homes for use as a backup source of electricity. 
	 
	I said, “What if there is a fire and you can’t get out of your room?” He said, “Mom, there’s a dresser drawer.” I said, “Then you got to move that dresser drawer.” “The window is locked.” “Then you’ve got to unlock that window and you’ve got to open.” “What if I can’t open it?” “Then you’ve got to break it.” That’s as far as I got. 
	— San Antonio 
	 
	Everyone should have a generator in their house with the 50/50 gas/oil mix, because that’s the one I use and it powers my entire house, more or less. Plug in a phone, plug in a TV and it won’t have any problems. 
	— Lubbock 
	 
	Other parents utilized strategies unique to their situations. For example, a mother who lives alone with her disabled daughter has an iPhone app, Home Solo, which alerts her neighbor to come check on her family if she hasn’t pushed a button by a certain time each day. Some parents said they have signed up for emergency and disaster text alerts on their smartphones; others said they also watch the news and weather stations carefully. 
	 
	I watch the news. I’m just a news geek from my heart. If something gets close to the Gulf of Mexico, I’m always ready. 
	— Jasper 
	 
	The parents who do have disaster plans in place said they receive planning support from a variety of resources in their community, including churches, online support groups, and the Boy Scouts.  
	 
	Participant 1:  Our church was teaching us about how to get prepared, and they told us to get a backpack for each and every one of the family members and to put one pair of pants and shirt and get extra shoes. 
	Participant 2:  Disability groups online. I subscribe to a lot of online feeds, and they will often talk about that; the need to plan for your child with special needs during a natural disaster. 
	Participant 3:  My oldest son is a Boy Scout. They have an emergency preparedness merit badge. I feel very prepared because that’s kind of his interest. He has water and food stored. 
	— San Antonio 
	 
	Parents in the Dallas English-dominant group described concerted efforts by local hospitals, nursing agencies, first responders, and municipalities to help citizens prepare for a disaster. The Denton County Emergency Response Group near Dallas offers weekend disaster preparedness training session to parents of children with special healthcare needs. One parent in the group had spoken at this session and suggested the State offer this type of training statewide.  
	 
	They had a training session on a weekend. One of their segments was inviting a couple of parents to talk about what to expect in a shelter situation with their child with special needs. And also how they [volunteers] work with a person in an emergency situation like that, which is really great, I thought. 
	— Dallas (English-dominant) 
	Other parents in the group agreed that they would like this type of training, and one parent said she thought Medicaid was the best and most likely source of this type of education. One Dallas parent also mentioned a video titled “Be Safe,” which was produced to educate police and parents on effectively managing an autistic child or adult in a threatening situation with the police. Parents in the same group thought facilitated opportunities for first responders to meet local children with special healthcare
	 
	Key Finding: Many parents said that although they have not necessarily had conversations with their providers about medical emergency planning, they feel prepared to successfully handle an emergency with their children. Parents said they trust in their ability to galvanize a response to any medical crisis involving their children. Most parents said they feel more confident in their ability to handle a medical emergency with their children than a natural disaster. 
	 
	I feel prepared now. When I first had my son, I was just like a deer in headlights. I had no idea what to do. But I do now. 
	— Lubbock 
	 
	You plan ahead. We’re taking Luke to see the dinosaur train in Dallas. I have to know what doctors are up there, if he does that or this or this – we can stop real quick and say “Okay, we’re popping in here.” You have to plan ahead.  
	— Temple  
	 
	Some parents mentioned 24/7 nurse hotlines they know they can call for additional support during an emergency. Others have their doctor’s telephone number on speed dial on their cell phones. Parents in every group mentioned a bracelet that has a USB attached to it that contains medical information about the wearer. Many have heard of parents getting them for their children to help in the event of a medical emergency. 
	 
	We have the [USB] bracelet. We set that up because the doctor said with a rare condition, you want to make sure the ER understands exactly what needs to be done because when your seizures are not caused by neurotransmitters, they’re caused by glucose, you have a different protocol. I got it from the Epilepsy Foundation. 
	— San Antonio 
	 
	I bought her a medical alert bracelet that’s a USB drive, and I put all of her stuff on there. In an emergency, I just grab it and go. 
	— Houston 
	 
	 
	Some parents said they a have one-page document written with and by their doctor, which they can take to the emergency room. The document details the child’s condition, medications, and other relevant information.  
	 
	Parents with children who experience seizures seemed more likely than those without to report that they’ve spoken with their providers about planning for a medical emergency.  
	 
	We’ve had a lot of conversations about emergency response for seizures. We went to Cleveland Clinic, and they gave him very specific seizure response meds. When we moved here, the doctor was very reluctant to prescribe those again, so educating providers [is important]. 
	— San Antonio 
	 
	We had a doctor in Nebraska who sat down and wrote a one-page letter about Jacob. It had all his diagnoses, what seizure meds he needed in case he went into status, et cetera. 
	— Temple  
	 
	Most parents said they know when to take their children to the ER as opposed to their doctor; some parents of children with more complex medical situations said their doctors have advised them always to go to the ER if their children become sick.  
	 
	With our provider, because it’s Scott & White Medical Center, and we have such a hard time getting appointments, he basically told us, “If he’s running a fever and you can’t get in to see me, just go to the emergency room.” 
	— Temple  
	 
	Several parents in Houston said they would be more comfortable going to the ER if there was a separate waiting room for children with special healthcare needs. They said their children are more susceptible to catching colds and illnesses than are typically developing children. More than one parent said something to the effect of “A cold for you is the ICU for me.” Other parents echoed this sentiment during other discussion segments of the focus groups, particularly around public transportation. 
	 
	Participant 1:  We go to Texas Children’s Hospital and I’m going to take him there [to the emergency room]. We avoid the ER at all costs because it’s where all the sick kids are. 
	Participant 2:  Yes, most of the time when we go to the ER, they automatically just take us back and let us sit in the back because of that. 
	— Houston 
	 
	 
	Another parent in Houston shared a technique she uses with her daughter to avoid the ER waiting room. 
	 
	The trick at Texas Children’s – if you want to be seen quickly – is, Rebecca is deaf/blind so “Oh, she may be having a seizure.” Let me tell you, you get immediate assistance if your child might be having a seizure. 
	— Houston  
	Key Finding: Spanish-dominant parents are particularly unprepared for a natural disaster or medical emergency. None of the parents in the Dallas Spanish-dominant group said their doctors have discussed emergency or disaster planning with them beyond telling them to call 9-1-1, an ambulance, or take their child to the emergency room. In contrast to parents in the other groups, not a single parent in this group said, when asked, that they feel prepared for a medical emergency with their children. When asked w
	 
	In Mexico – I’m from Mexico – when there is a national disaster coming, they tell us on the news about this shelter that is available. They tell us where to go. But here, I have never heard anything about where to go. 
	— Laredo (Spanish-dominant) 
	 
	None of the parents in the Spanish groups had registered their homes with the city utilities department or with first responders such as the local fire department. No one said they had heard about registering their children with 2-1-1; in fact, one woman seemed to have a misconception about 2-1-1: 
	 
	The thing about it [2-1-1] is that it only works from a landline, so if you have a cell phone, it doesn’t work. I only have a cell phone. 
	— Dallas (Spanish-dominant) 
	 
	Even though almost half the parents in El Paso have attended a class on natural disaster, one parent said she felt they were informed but not prepared. Several other parents nodded in agreement. None of the parents in this group have a bag packed for their children in case of a disaster.  
	 
	 
	 
	 
	 
	 
	 
	 
	Similarly, most parents in Laredo were not prepared for a medical emergency beyond calling 9-1-1 or taking their children to the emergency room. Spanish-dominant parents in Laredo, like those in Dallas, also reported that they have done virtually no planning for a disaster and are unfamiliar with the option of registering their homes with 2-1-1. Several said they know they should be prepared, yet they forget to do things such as plan ahead for a disaster. 
	 
	We should be prepared – sometimes we live day to day and we forget. It is important, but we forget. 
	— Laredo (Spanish-dominant) 
	 
	Key Finding: A variety of factors influence whether parents evacuate or shelter in place during a disaster, including their child’s age, disability level, and prior disaster experience. Hurricanes Katrina and Rita were the most top-of-mind natural disasters for these parents, particularly those who had been in the evacuation zone, such as the Houston and Jasper residents. The lengthy traffic lines heading out of town influenced some parents to consider a shelter-in-place response next time there is a disast
	 
	Most parents in Group 1 in Houston said they would shelter in place in the case of another hurricane or natural disaster. Parents described various preparedness measures that they have in place, such as stocking several weeks’ worth of food and water and having a generator for electricity. In contrast, most parents in Group 2 in Houston said they would evacuate in the event of a disaster.  
	 
	The children of the Group 1 participants were older than those of the participants in Group 2: Six of the nine participants in Group 1 had teens with special healthcare needs. They had actually lived through a hurricane evacuation with their children, in stop-and-go traffic in hot cars, whereas the parents in Group 2 had younger children and hadn’t had the same experience. 
	 
	Participant 1:  We would just stay in place. We tried to leave the last time there was a big hurricane and got stuck. I cannot be stuck on the side of the road with a kid in a wheelchair or run out of gas or something. It cannot happen. We’ve decided if there is ever anything like that again, we’d just stay in place. 
	Participant 2:  We have, with both hurricanes, evacuated. Yes, I did get stuck on the side of the road with a child having a seizure, hot, and I was told there’s nothing we can do. We don’t even have ice. She just might die. I put her in a car with some strangers who had air conditioning. 
	— Houston (Group 1) 
	By contrast, the dialogue Group 2 played out as exemplified below. 
	 
	Our thing is, as soon as we get enough of a warning that something is going to happen, we’re out of here. We don’t wait to the last minute. As soon as you get enough warnings, we’re headed north. 
	 
	We just don’t wait. No putting it off to the last minute. 
	- Houston (Group 2) 
	 
	Transition  
	 
	Key Finding: Transition means a variety of things to most parents: it implies not only the transition from childhood to adulthood, but educational, medical, and developmental transitions as well. Parents in all focus groups except the Dallas Spanish-dominant group were familiar with and understood the term transition. Parents had a wide range of ideas about when transition planning should start, when transitions actually happen, and how many types of transition their children have ahead of them. 
	 
	Transition is changing to something else other than what you’ve been doing, is what I’ve been told. 
	— Lubbock 
	 
	Transition is moving from different agencies that can provide services up until a certain age and then another agency could take over based on that person’s age. 
	— San Antonio  
	 
	There’s so many elements of transition. There’s transition in education, transition in healthcare providers, and transition in how they physically grow. There’s transition in me and how I am as a parent. 
	— Houston     
	 
	I can say for my six-year-old that I don’t think we’ve used the word “transition,” but we’ve started talking about putting down on the paper the things that are working so that each year we can build on it. I think that’s a successful long-term plan: to truly start as young as possible, get all those successes that are working and just let it roll from year to year, and then talk about what that transition looks like for the next year. 
	— San Antonio  
	 
	 
	 
	Parents in the Dallas Spanish-dominant focus group were the only participants who thought transition planning meant preparing emotionally for the inevitable death of their child.  
	 
	Transition planning means preparing for the change that is about to happen: what they are living through and will continue to live through. I mean, there is no way out and that moment has to come. 
	— Dallas (Spanish-dominant)  
	 
	The parents in that group described the changes in life leading up to that moment, and even described other types of transitions along the way, such as a daughter’s first period. 
	 
	I’m already preparing on my own for the transition when my daughter gets her period. I want to prepare myself to know how to help her. For example, how she needs to behave with other children. I have a cousin with a daughter with Down’s syndrome. The day she got her period, she grabbed the bag of pads and gave one to each student in her class because she thought it had happened to everyone. 
	— Dallas (Spanish-dominant)  
	 
	When the moderator focused the conversation on transition planning for adulthood, the Dallas Spanish-dominant parents learned what transition planning actually is. They thought they could benefit from it very much. In fact, when the focus group conversation turned to ARD meetings, several women said they now recalled hearing the word “transition” during the meeting but hadn’t known what it meant. They felt confused at the time but did not ask questions about it. 
	 
	Parents in many of the groups talked about the ways they are trying to help prepare their children for the transition to adulthood right now.  
	 
	To help him live on his own [eventually], I do take him grocery shopping. I will walk out of the produce department and say, “I forgot the bananas. Go back and get the bananas.” This is something that I do for him to prepare him to buy groceries. 
	— Jasper  
	 
	Most parents in all focus groups other than the Spanish-dominant Dallas group said they had heard the term transition from Early Childhood Intervention Services early in their children’s lives, or at school meetings when their children reached middle school age. Although many parents agreed that planning for a child’s transition into adulthood needs to start as early as possible, there was broad consensus that the timetable for transition planning is actually conditioned on each individual child’s unique de
	 
	For those parents who had not yet started transition planning for their children, the reasons frequently included factors such as age (thinking the child is not old enough) or their child’s participation in a work program at school. Some have pediatricians who have agreed to see them even after they become adults; parents of these children perceive no need for medical transition. Some parents said they simply don’t have time to plan for transition. 
	 
	It’s hard to even think that far in advance. We’re just thinking about tomorrow.  
	— Dallas (English-dominant) 
	 
	When asked how they might benefit from transition planning services, parents overwhelmingly said it would be helpful. 
	 
	I’d probably be able to plan for all the stuff that is just at the back of my mind because I’m too busy worrying about the here and now and what needs to be done now. 
	— Jasper 
	 
	Several parents in Houston mentioned that they had participated in Person Centered Planning, which is an ongoing problem-solving process used to help people with disabilities plan for their future. This process involves sitting down with the entire group of people who make up a child’s community and developing a personal plan for what the child is going to do and how he or she will be supported in this plan. 
	 
	Medical Transitions 
	Medical provider transitions are another source of concern for some parents. They aren’t sure what to do in terms of medical care once their children transition out of pediatrics, and many of them have good relationships with their pediatricians. 
	 
	Participant 1:  Pediatric doctors have their cutoff at eighteen, and they’re like, “Adios!” Some will see them up to 20, 22.  
	Participant 2:  Some of them will just say, “Hey good luck. Hopefully, you find a good doctor after this.” 
	Participant 3:  That’s terrifying. 
	— Houston 
	 
	Legal Guardianship 
	Many parents mentioned the topic of legal guardianship for their children and said both healthcare providers and the schools have prompted them to consider this option.  
	 
	 
	 
	Significant life events such as medical emergencies and divorce also cause parents to start thinking about guardianship. Finally, the realization that they themselves may not always be around to care for their children clearly motivates parents to begin to explore legal options. 
	 
	My son was on hospice. That’s when it really hit me, because I had to sign a DNR. They told me, “Well you can leave him on life support and we’ll keep him alive as long as you want.” I thought to myself, what about his quality of life? What about when I’m not here anymore? That started that for me. 
	— Lubbock 
	 
	However, even though parents think legal guardianship is an important issue, many avoid doing anything about it — or even thinking about it — because they believe the legal fees will be prohibitive.  
	  
	Participant 1: Money is a barrier. The guardianship is very expensive. It was $2,500 for our attorney. 
	Participant 2: A special needs trust is another thing I need to do, but we haven’t done it because I barely have enough money to make it through all of her medical expenses. 
	— Houston 
	 
	Lack of legal action, however, weighs heavily on the parents as well, for they worry about their children becoming wards of the state in their absence. The situation entails a real struggle for some parents. 
	 
	Our daughter has to have someone take care of her. She can’t take care of herself at all, so that’s just something I’ve been struggling with over the years and trying to find someone. Nobody in my family wants to do it, you know? That’s way too much for anybody to take on. I have no idea what I’m going to do. 
	— Houston 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	 
	Key Finding: Transition planning for adulthood and long-term care for their children triggers anxiety and concern in many parents. The discussion of planning for their children’s transition to adulthood, and particularly for their children’s care should they die, elicited some of the strongest emotional responses in the focus groups. Parents can feel overwhelmed and sad at the thought of what might happen to their children after they leave their home as adults, or if the parent dies. 
	 
	Participant 1:  When they talk about transitioning my daughter to group homes, I tell them to stop. She is extremely vulnerable - I’d say she’s like a bunny. She has no defense, no language. I’m not going to drop dead until I have someone to take care of her, but then I fear what is going to happen to her, because I’m no spring chicken either. 
	Participant 2:  You have to make an effort to let them go. I allow my son to go to the school for the blind in Austin. He is out there. He is in a dorm with other visually impaired kids. He’s in Austin for three and a half weeks and that’s hard for me, but I have to do it. He said, “We went to Sixth Street.” I’m like, Oh, God.” 
	— San Antonio  
	 
	Many parents said they feel anxious when they think about what will happen to their children if one or both parents die. This concern is exacerbated when they feel they don’t know where to turn for assistance in planning or can’t pay for the related legal expenses. 
	 
	Participant 1: It’s not like having a typical child where you can leave a will. Well, who has the know-how to take care of your child? My parents would love to, but they’re also older than me with their own health concerns. 
	Participant 2:  I struggle with it all the time. I have no idea what I’m going to do. 
	Participant 3: I have no one. My teenager was like, “I’ll take my sister,” and I’m like, “No, you’ve been dealing with this since you were a little kid and once you become an adult I want you to have a normal life.” We don’t want to burden little Darryl with all that she has going on. 
	— Houston 
	 
	What’s going to happen to our children when they turn eighteen? It makes me anxious not knowing if they will have the resources for a job, living independently, or have the doctors they need. 
	— El Paso (Spanish-dominant) 
	 
	 
	 
	Some parents expressed concern that their family members may not be willing to take on the responsibility of caring for their child with special healthcare needs should they die.  
	 
	She can’t take care of herself at all, so that’s just something that I’ve been struggling with over the years and trying to find someone – like, nobody in my family wants to do it, you know? 
	— Houston 
	 
	Key Finding: Parents aren’t sure where to turn for adulthood transition planning. Many parents said they need assistance in learning how to plan for their children’s transition to adulthood but aren’t sure whom to talk to. They need someone who can show them the larger picture of possibilities for their children.  
	 
	I think it [transition planning] would make things go so much smoother. I always feel better if I have a plan and I know what’s going to happen. But the school turns to me and says, “What do you want to happen?” like I’m supposed to know. This is your job. I need a professional who’s good at this to come in and assess her and say, “Okay, we can make this happen, or this would work, or that would work.” 
	— Houston 
	 
	Middle schools are mandated to provide transition planning at ARD meetings. This is often the first support or direction many parents have in transition planning for adulthood. In spite of this, many parents feel they are on their own for adulthood transition planning. 
	 
	Participant 1: You have to seek it out yourself.    
	Participant 2: When you hit junior high, they start having those conversations in the ARD meetings. What are your plans? Are they college bound? Are they going to get a job? 
	Moderator:  Have these conversations been helpful? 
	Participant Consensus: No. 
	— Lubbock 
	 
	I have my caseworker through CSHCN, but she doesn’t always know [how to help with transition planning]. She’ll try and research, but like I said, the answer comes back “no.” I do my own research. Nine out of ten times I hit a brick wall. 
	— Jasper  
	Other parents said the fact that the schools initiate transition planning is one of the reasons they haven’t looked elsewhere for planning assistance. Many parents work with both the school system and a governmental agency (such as the Department of Assistive and Rehabilitative Services [DARS] or the Health and Human Services Commission) to develop plans for their children’s transition into adulthood.  
	Some of these parents think waiting until their children’s junior or senior year in high school is too late to start planning for employment and housing options. 
	  
	Dayna is fourteen and we just had an ARD meeting. I said, “Is it time to talk about it?” They said, “Next year.” DARS asks, “How is she going to be employable?” I was like, “Well, let’s face this now. Let’s think about this.”    
	— Houston 
	 
	Other parents said they feel a need to initiate planning for post-secondary education or career transitions for their children because the school systems or governmental agencies aren’t helping enough.  
	 
	It’s very difficult to get a job. We ended up having to do it. We did the leg work. We don’t live on the bus route; transportation is a huge obstacle for us. 
	— San Antonio 
	 
	It’s scary because he is so borderline in some cases that people don’t understand he might go to college – there is a gap. Just because he is autistic does not mean he cannot go to college. 
	— San Antonio 
	 
	Parents expressed concern about the lack of adult services for their children after they transition to adulthood, and also about whether their children will have enough social interaction once they are no longer in school. Many parents expressed concern about the long wait list for Medicaid adult services waivers.  
	 
	Say she gets to 22 or 23 and graduates high school, then what? We’re terrified of that day because she is such a social creature that she needs that interaction, or she’s just going to wither and there is nothing. There’s actually nothing here [for adults]. 
	— Lubbock 
	 
	I signed up for every waiver I could at the Burke Center. They said it’s a thirteen-year waiting list. 
	— Jasper 
	 
	Several parents mentioned the Baylor College of Medicine Transition Clinic as a valuable resource for their families for transition planning and care. 
	 
	What they do is, this clinic has three specialty doctors that see our kids starting at the age of fourteen. They will see them for the rest of their lives. I was really impressed with them the first time I went.  
	— Houston 
	 
	 
	Obesity and Exercise 
	 
	Key Finding: Parents said their doctors are more likely to discuss obesity, diet, and exercise with them if their child has a specific issue in one of these areas. Although some parents said their doctors talk with them about their children’s diet and fitness in general terms, most said these conversations take place because of the child’s condition and diagnosis. Most parents said they are careful to monitor their children’s weight because extra pounds negatively impact their functional mobility as well as
	 
	He has a thyroid disease that’s supposed to make him fat, but he’s not. We work on trying to figure that out because the tumor sat on his pituitary gland. 
	— Jasper  
	I asked about nutrition because my daughter failed to thrive. Now she’s the opposite and pre-diabetic, so it was a concern. I put her on a strict diet. They guided me, as far as what to eat and things like that. 
	— San Antonio  
	Some parents said they think their physician evaluates their child’s weight against a chart or textbook rather than by how the child actually feels and looks. Many parents feel they are the best judge of their children’s weight and condition. 
	 
	To me, she’s too thin. But my doctor says she is at an okay weight. She just wants candy and snacks and stuff like that, so lately I’ve been cutting down on candy and the snacks. If I just let her go, she’ll eat candy and stuff all day. 
	— Dallas (English-dominant) 
	 
	Weight gain for a child with special healthcare needs can impair his or her mobility, and some parents expressed concern about their children’s ability to stand or walk with their extra weight. Impaired mobility can also limit a child’s ability to engage in calorie-burning exercise. This made it more difficult for parents to manage their weight. To that end, some parents talked about the lack of insurance reimbursement for adaptive exercise equipment such as bicycles and trampolines.  
	 
	We have to monitor [food intake] just because the heavier he gets, the more he won’t be able to transition and walk, so we talk about the impact of him being able to maintain being on his feet. 
	— Temple  
	 
	I’m finding that in order for Rebecca to participate in these [physical exercise activities], it requires equipment that isn’t covered by my insurance. 
	— Houston 
	 
	Parents often have to lift their children in and out of wheelchairs, beds, etc. They said this can become more difficult as the child gets older, and also if the child is overweight. 
	 
	We have to lift Grace, so she cannot gain weight. It’s hard on me and hard on the nurse. I have to have somebody with me, if we go to doctor appointments, to lift her in and out of the van. That’s a major, major focus. 
	— Houston 
	 
	Key Finding: When obesity does become an issue, many parents said doctors talk to them about weight loss but don’t give them the tools that would really help them help their children lose weight. Parents in the groups said many children with special healthcare needs are picky eaters. They spoke of the limited range of foods that their children will actually eat. Some want only Eggos, noodles, or peanut butter sandwiches.  
	 
	We’re having peanut butter and jelly. You have to pick your battles. What’s important to me is that my child is eating. 
	— Jasper 
	 
	The fact that many children are obese or that they don’t eat what they should is that children with autism don’t want to eat anything. They want to eat the same thing every day. We get stressed because we want good nutrition for them. 
	— El Paso (Spanish-dominant) 
	 
	Some parents acquiesce to their young children’s desire for a limited and sometimes carbohydrate-filled diet, in an attempt to get them to eat anything at all. This pattern, if established early in the child’s life, can be very difficult to change as they grow up. This can be especially true for children who are intellectually disabled and do not understand why they cannot eat the foods they have always eaten. 
	 
	A lot of kids have problems with textures and eating. When they’re little, anything they eat, they’re happy about, which can then be a problem when they’re older. 
	— Houston 
	 
	When my daughter went in for her fourteen-year-old check and the doctor wants her on a diet, but she’ll only eat certain things, so how do I take that away from her? We’ve already cut back and limited what she eats, so she can’t eat much. 
	— Lubbock 
	 
	 
	 
	 
	 
	 
	Many parents said some doctors don’t understand how difficult it is to get their children to eat, or not eat, certain foods. They said they want more specific directions from their providers on how to help their children lose weight, rather than just be told that their child needs to lose weight. For example, rather than just telling a parent to quit giving her child a cookie, why not suggest she break it up into smaller portions or give her a healthier, low-calorie recipe? 
	 
	They tell you, “Your child’s metabolism might not be as high as another child.” So I’m going to have to think about that. They don’t say, “Here. Let me show you this.” They just say, “Okay, this is what you need to do.”  
	— Dallas (English-dominant) 
	 
	Key Finding: Parents want more adaptive physical exercise programs in their communities so their children can get more exercise. Parents in most of the groups said their community does not have enough in-school or after-school exercise and sports programs for children with special healthcare needs. Parents think their children would benefit not only from the physical exercise, but also from social opportunity to play with other children.  
	 
	The schools have after-school activity clubs – a walk club, a run club. They don’t offer that to our children. There’s not an adaptive club for our kids after school because that would require so much … 
	— Houston 
	 
	I would love it if there were gyms for special needs kids. I just registered my daughter in a gym, and they kicked her out. She didn’t last fifteen days because she is hyperactive. They said, “No, ma’am. Find a special place for her.” There aren’t that many, and if there are, they are super-expensive. 
	— Dallas (Spanish-dominant) 
	 
	Even having sports activities like a really short season of T-ball where kids of all different needs could play. Mix everybody in, and it’s good for both [typical children and children with special healthcare needs]. 
	— Houston 
	 
	Parents in most of the focus groups also said they would like to see more sensory gyms available for children with special healthcare needs, as well as wheelchair-accessible pools. Some wanted their children to receive skills training for basic P.E. exercises so they could better integrate into typical P.E. programs. 
	 
	I’d love to have the money to open up a sensory gym for kids with special needs that would be able to fill all their senses at every level, whether they are able to walk and talk. Just take a regular clinic, and expand it into a big gym and all for all our kids to come together and safely play while still getting their sensory needs met. 
	— San Antonio 
	 
	At least teach them the skills for us to take them to a spin class. If they know how to do something, it’s easier to go into a typical program than when you’re having to teach it and there’s behaviors, and they’re not wanting to do it. 
	— Houston 
	 
	Parents in some groups said they know of local facilities and gyms that offer fitness options for their children, but most of these are cost prohibitive. Some parents suggested that the YMCA offer free memberships to children with special healthcare needs. Parents in San Antonio mentioned the low cost of participating in the Boerne Special Olympics, but most of the other communities where the focus groups were held don’t have Special Olympics.  
	 
	I think there are a number of programs that do offer exercise, but they are so stinking expensive, especially when it comes to the special needs. What we pay out of pocket already for when they need medical or extra therapies – it just doesn’t even make sense to pay $800 for six weeks. 
	— San Antonio 
	 
	She can’t come to the gym with me, and that’s one of the struggles I have, because her physical therapist has been working with her and says, “I’m just being her personal trainer. We need to transition her into the community, like to a gym.” Well, there’s not a gym that would take her unless I do a personal trainer, which is $40 an hour. 
	— Lubbock 
	 
	Key Finding: Parents in all regions said their communities need more accessible parks and adaptive playgrounds. Parents said they go to various places so their children can exercise to the best of their ability, whether it involves bowling, visiting a park, or playing at the local playground. Most parents take their children to parks, and participants in almost every group said their city needs more parks, particularly accessible parks with adaptive playgrounds.  
	 
	Sandy Creek Park is not wheelchair accessible. It has handicap swings, but they’ve all been torn up. 
	— Jasper  
	My aunt, whose son is thirteen and can’t speak, would say there are parks where you can take your kids. But they’re outside of the city, there aren’t any here. Kids who are in a wheelchair can’t get on any playground equipment. 
	— Laredo (Spanish-dominant) 
	 
	 
	 
	In addition to being accessible, many parents said parks need to be safe and have fences around them to keep children from wandering off or running away.  
	 
	We need more safe places. My son doesn’t have great balance. We need padded playgrounds. 
	— Lubbock 
	 
	We have a good park that was put up by the Lion’s Club, which is nice and it has a nice, high fence all around it. There’s one way in and one way out. Fences are a good thing. 
	— Jasper 
	 
	Temple parents in particular said there are limited accessible park options in their community. Some of the parents go to outlying areas such as Belton, Round Rock, and Waco for more parks. Parents in this community also said they have few indoor play and exercise options for their children; some said they walk the mall or walk around the library with their children. In contrast, most parents in the El Paso Spanish-dominant group said they have accessible parks in their community.  
	 
	Respite Care 
	 
	Key Finding: Many parents have heard of respite care but aren’t always sure where to find it. Parents in the groups unanimously agreed that respite care is very valuable and important to them and their families. The primary barrier is that many parents do not know how or where to access respite care. In fact, some parents had never heard of respite care; awareness of respite care was particularly low in Dallas in both the English- and Spanish-dominant focus groups. Most parents in the larger urban areas had
	Parents said respite care offers them the opportunity to spend time with their other children, go grocery shopping, have dates with their spouses, or simply rest.   
	It gives us our sanity. If we don’t have respite, we don’t have our sanity. Taking care of your kids 24/7, without sleep 24/7 a lot of times, and you don’t have any kind of break, you go a little crazy.  
	— Houston 
	 
	I get eight hours of respite a week. He comes and helps, especially in the evenings after school, so I can attend to my other little one and not having to be going back and forth. I pay attention to the little one to really make sure he’s taken care of, helping him with his bed, shower, and eat. 
	— Dallas (English-dominant) 
	 
	Some parents are in particularly difficult situations in that the need for respite can be profound, as exemplified by the San Antonio woman quoted below.  
	 
	I use my husband [for respite]. My son that is psychotic and schizophrenic, he wants to kill me, he’s literally said it. I don’t sleep at night. I take care of my dad, who has ASL. I’ve gone seven days without sleep because I don’t sleep. Once a year my husband sends me to a hotel, he gets me pampered, so that’s my respite. 
	— San Antonio 
	 
	Key Finding: Parents in every group expressed a strong need to be able to trust the respite care provider who cares for their children in their absence. Many feel there is a lack of qualified respite care providers they can trust. The need for a trustworthy, qualified respite care provider was one of the most unanimous findings across all topics discussed in the focus groups. Parents feel very protective of their children with special healthcare needs, many of whom are quite vulnerable due to their disabili
	 
	We haven’t used respite care for a long time because they closed the house down where she used to go. But to try to find somebody to come watch her that they would approve and I will approve is hard to find. I don’t trust anybody. 
	— Lubbock 
	 
	Many parents said the ideal respite care provider would be another parent of a child with special healthcare needs or someone highly trained in caring for children with special healthcare needs.   
	Participant 1:  You need to understand my child. She is non-verbal, so some of her communication is not as you or I and so she talks very differently. Not anyone off the street can just understand her. Someone who’s not going to be able to know what she wants and that’s going to cause her more stress and more anxiety not be able to get across what she wants. Why would I do that to my child? 
	Participant 2:  I would feel more comfortable if it was someone like another mom who had some experience with a special needs child. She wouldn’t feel like a stranger to me upon meeting her because she’s lived it and she knows what it’s like to live it every day. 
	— San Antonio 
	Some parents said they would like the opportunity to observe, not simply interview, the respite care provider they are considering for their child. They want to see how their child interacts with the caregiver. Several parents raised this issue, but few indicated that they have actually done it, for any number of reasons. Other parents explained that they are reluctant to let others care for their children because they would feel guilty leaving them with someone else.  
	 
	Most of the parents in El Paso have family members, mostly sisters and grandmothers, provide respite care for their children. They said they do not trust strangers to look after their children. In fact, six of the nine parents in that group said they would not let a non-family member care for their children. 
	 
	Participant 1:  Aside from the fact that I have my sisters, I’d be afraid to leave my children with a stranger. 
	Participant 2:  Yes. With all the news we see about how people hit their children … 
	Participant 3:  So many things we see … 
	— El Paso (Spanish-dominant) 
	 
	By contrast, only two of the nine parents in the Dallas Spanish-dominant focus group said they have help from family members. The majority said they don’t get respite care or any help at all in caring for their children. 
	 
	They can see me falling down with my daughter – see me not being able to carry her because she’s already nineteen years old. My brothers-in-law – not even my brothers get up from their seats to help me out. Not even for a night, because we don’t sleep because of her. Sometimes she convulses up to ten times a night. They don’t come to help out even one night. 
	— Dallas (Spanish-dominant) 
	 
	Key Finding: Parents said some restrictions on respite care providers are a barrier to care. Parents in the focus groups identified a number of regulatory and policy restrictions on respite care offered by the Medically Dependent Children Program (MDCP) or respite agencies. Each of the actual or perceived restrictions mentioned by the parents is discussed in turn below. 
	 
	Time Limits 
	Some parents mentioned that the time limit certain providers place on respite care is a barrier to care. 
	  
	Some people limit you to three hours, or two, or one hour. If it was longer, then you would be able to get more of that time that you need for yourself.  
	— Lubbock 
	Perception: Respite Workers Are Not Allowed to Give Medications 
	Some parents in Temple and Houston are under the impression that respite care providers cannot administer medications. This is a barrier for them because their children need medication. This perception was not noted in other focus groups. 
	 
	Our problem with respite providers is because our son has seizures, and because he has to take medications with every meal – respite providers can’t do medications, which means I can get respite but I have to stay in the home and do stuff at the house, which is fine. 
	— Temple  
	 
	My biggest barrier is, my daughter has type 1 diabetes. She can’t tell you when her blood sugar is low. She has to have injections, and respite workers aren’t allowed to give medications. 
	— Houston 
	 
	Some parents said the level of their children’s disability and medical care needs makes it more difficult to find qualified respite care providers. 
	 
	We come across lots of respite programs in the community, but my daughter is trached and vented and needs so much mechanical support. I can’t bring her to those volunteers to watch her because they’re not clinically trained to take care of her. So we don’t qualify for those respite programs. 
	— Houston 
	 
	Restrictions on Family Members, Household Members, and People Under Age 18 
	Parents in several groups said some respite programs will not pay for respite care provided by family members or people under the age of 18. They also said MDCP will not pay for respite workers who live in the same household with the child. Many parents said these are barriers to care because they limit their pool of trusted respite care providers.  
	 
	I did use respite services, but there was a change: Before, a member of your family could take care of them, like an aunt, mother, or grandmother. They told me they removed that service and someone else has to come now. I didn’t feel as comfortable having someone else come over. I felt more comfortable knowing my children were under the care of my sister. 
	— El Paso (Spanish-dominant) 
	 
	It can’t be anyone who lives there. 
	— Houston 
	 
	My son is on a Medicaid waiver program called Texas Home Living. One of their stipulations is that it can’t be a sibling who lives in the home. While I have almost three kids now that are eighteen or over, that would be willing to take my son to go do something, I can’t use them. I can pay my son, or my daughter can go get a job and get paid – but I would prefer to pay her to go take him to the zoo or go do something because she knows him. That is a huge barrier, and I don’t know why they do it. I feel like
	— San Antonio 
	 
	They won’t let you use anyone under eighteen. I have lots of people that would do it who are under eighteen and capable of doing it, but they have to be eighteen. 
	— Houston 
	 
	However, two parents in the San Antonio group successfully use each other’s teenaged daughters to provide respite care for their other siblings. They receive reimbursement from CLASS, a Medicaid waiver program sponsored by DADS and administered through The Arc of San Antonio. Other parents have relatives paid for respite care through the Burke Center. 
	 No Respite Care for Siblings 
	Some respite benefits and waiver programs do not provide care for the siblings of a child with special healthcare needs; this acts as a barrier for many parents who have more than one child. To truly get away, they need child care for all their children at the same time, as evidenced by the fact that few parents take respite care to spend more time with their typically developing children. 
	 
	We had signed, and when they [respite worker] was en route, they informed me over the phone they do not care for the sibling. She said “I’m not there to watch the sibling.” I said, “Well, never mind then.” We just rely on family and friends for her. 
	— San Antonio 
	 
	Technically they are only supposed to watch that child – and so he has a twin brother, so really, what kind of break would I get? 
	— Temple  
	 
	Key Finding: Parents think the Medicaid respite reimbursement wage is too low to attract qualified respite care providers. The Medicaid reimbursement for respite care is approximately $9 or $10 per hour. Many parents feel they cannot find qualified caregivers at this rate. 
	 
	I’ve heard the change in personnel is a barrier. Because it doesn’t pay what it’s supposed to pay, a lot of them [respite care providers] quit and go look somewhere else. You have that revolving door of people. They’re barely making minimum wage. 
	— Houston 
	 
	Bridget can’t go to the restroom by herself. For ten dollars an hour, nobody wants to do it because she’s not a baby. 
	— Houston 
	 
	Some parents are willing to pay more for a highly qualified respite care provider, bypassing the reimbursement system entirely. 
	I made a point of hiring someone that was highly qualified, overqualified to be a baby sitter, and paying her a huge amount of money. That made me feel like I had someone who had experience, who had training. 
	— Lubbock  
	 
	Conclusion 
	 
	Topics in the focus groups generated rich discussions among parents and yielded valuable insights into their lives. They appreciated being asked about their experiences as parents of children with special healthcare needs. Hearing the stories of these parents enables one to imagine walking in their shoes for a day as they navigate the healthcare resources necessary to care for their children. Their stories of isolation and the difficulties they face offer a poignant depiction of the lives of Texas children 
	Woven throughout the focus group transcripts were nuances of the complex social and institutional barriers that can determine what accessibility really means. For these parents, access to respite care is not really access if you cannot trust the respite care worker who shows up at your front door. Access to support groups isn’t really access if you have to drive from Jasper to Beaumont just to talk to another parent with a child with autism. Parents in all of the cities lingered after the focus groups were 
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	Chapter 1. Introduction 
	The Office of Program Decision Support (OPDS) was tasked with conducting a scientific analysis of the current state and needs of the maternal and child health population in Texas. The chapters that follow present the results of this work. The analysis was designed to have three complimentary components: 1) analysis of existing data; 2) community outreach surveys designed to assess what parents and people in the community think are their needs and strengths; and 3) qualitative data from focus groups and stak
	OPDS was responsible for analyzing existing data, and for developing and analyzing the results of the community outreach surveys. The focus groups and stakeholder meetings were conducted by SUMA Social Marketing, Inc., and findings were included in their report that is also located in Appendix D. 
	Analysis of Existing Data 
	The approach governing the analysis of existing data, and this scientific investigation, more generally, was grounded in four guiding principles. The first of these principles was that all analyses would be informed by, and utilize, a Life Course Perspective. The Life Course Perspective is grounded in the developmental sciences and recognizes that a child is not a product of the moment around him/her, but a product of this moment and the risk and resiliency that has been established over the course of devel
	The second guiding principle was that children and youth with special health care needs (CYSHCN) have the same needs as the community, as do those with special needs. CYSHCN live in the communities in which we all live. They are not removed from these communities and are impacted by them; further, they contribute to these communities. Therefore, we included the needs of these children and youth in our overall analysis. However, it is also clear that these youth have special needs; therefore, these needs are
	The third principle was built on the understanding that a population as complex, diverse, and changing as the maternal and child population would require complex analyses to understand their complex needs. It is rare in any population that needs are not multi-faceted and complex. From both scientific and intervention perspectives, it is important to assess how these factors interact and meditate one another. This complex analysis will help differentiate what makes something a need or strength and build init
	available is shown in Appendix A. Please note that all confidence intervals (C.I.s) presented in this report are at the 95 percent confidence level. 
	The final guiding principle was that all frequencies and percentages would be benchmarked to an existing target whenever possible. Data out of context of what is and is not a problem or strength is just a number. In order to add context to the data, all prevalence rates, percentages and frequencies were benchmarked to a national target [i.e., Healthy People (HP) 2020 targets, March of Dime challenges, ASTHO challenges], a target set by state statute, or a target set by federal guidelines. When a target did 
	Community Outreach Surveys 
	The second element of the scientific analysis was the development and utilization of two community outreach surveys (see Appendix B and C). The goal of these surveys was to directly ask parents and community members what they perceived as being the needs and strengths of their community and what needs to change to make it healthier. These surveys were not intended to replace or supplant any data analysis or results from a higher quality data source; rather, the surveys served to enhance these sources with a
	One of these surveys was general and targeted at all community members (Appendix B). This survey was developed by OPDS staff. OPDS began developing the survey by conducting a general scan of needs surveys that were conducted by other states, while also conducting individual and group interviews with subject matter experts in the Office of Title V and Family Health (OTVFH). From this scan and these interviews, a draft survey was developed that focused on perceptions of: 1) provider access; 2) availability of
	OTVFH solicited partners, direct care providers, regional teams and other stakeholder groups to widely distribute the survey and to also fill it out as parents and community members. The Title V Community Outreach Survey (in both English and Spanish) was open from July 7th until August 31st. 
	The other community outreach survey was specifically designed for parents of CYSHCN (Appendix C). This survey overlapped with the general population survey, but also specifically focused on individual needs in this population. The parents of CYSHCN are engaged and are an advocacy oriented population. Despite this, our understanding of their needs at a local level is very limited. This special survey was intended to fill this knowledge gap.  
	The survey was developed by OPDS and the CYSHCN program. OPDS first did an in-depth analysis of the National Survey of Children with Special Health Care Needs (NS-CSHCN) to assess which specific aspects of each performance measure the state was doing poorly. This analysis resulted in a survey focus on who has helped the parent with transition to adulthood issues and care coordination. For these topics, wording was borrowed from the NS-CSHCN for basic questions and supplemented with state-focused questions. 
	need for respite care, the level of emergency preparedness by the family, and health insurance needs. The survey also overlapped with the general community survey and asked parents to identify general concerns they have about their community and the health concerns in the community. Because this CYSHCN survey focused on individual needs, not community perception, the survey was reviewed by the Texas Department of State Health Services (DSHS) Institutional Review Board and exempt status was granted before th
	The CYSHCN Community Outreach (Parent) Survey (in both English and Spanish) was open August 1st through August 31st. The CYSHCN program solicited contractors, parent advocates and their clients to take and distribute the survey to all parents with a child with special needs. 
	Focus Groups and Stakeholder Meetings 
	The third element of the needs assessment was qualitative information gathered through focus groups and stakeholder meetings. The content and framework of the focus groups was designed to complement the community outreach surveys and the qualitative analyses. Three focus groups were held in each of the state’s public health service regions with two focus groups dedicated to understanding the general needs in the community, and the third dedicated to parents of CYSHCN receiving benefits or supplementary serv
	The focus groups and stakeholder meetings were conducted by SUMA Social Marketing, Inc. based in Austin, Texas. Table 1.1 outlines the location and the demographics of the focus groups dedicated to the general population. Men-only groups were conducted in two key areas of the state so that a focus on work, fatherhood, and environmental issues could be assessed. These two areas were specifically selected because they are stable communities that have been impacted by the oil and gas boom in Texas.    
	Table 1.1: Focus group locations and target demographics for the general population 
	Table 1.1: Focus group locations and target demographics for the general population 
	Table 1.1: Focus group locations and target demographics for the general population 
	Table 1.1: Focus group locations and target demographics for the general population 

	Span

	Location 
	Location 
	Location 

	 
	 

	Demographics 
	Demographics 

	 
	 

	Language 
	Language 

	Span

	Amarillo 
	Amarillo 
	Amarillo 

	Small urban/rural 
	Small urban/rural 

	Women 19-22 
	Women 19-22 

	White/mixed 
	White/mixed 

	English 
	English 

	Span

	Brownsville 
	Brownsville 
	Brownsville 

	Small urban/rural 
	Small urban/rural 

	Women 19-22 
	Women 19-22 

	Hispanic 
	Hispanic 

	Spanish 
	Spanish 

	Span

	Fort Worth 
	Fort Worth 
	Fort Worth 

	Large Urban 
	Large Urban 

	Women 25-35 
	Women 25-35 

	Black/Mixed 
	Black/Mixed 

	English 
	English 

	Span

	Houston 
	Houston 
	Houston 

	Large Urban 
	Large Urban 

	Women 25-35 
	Women 25-35 

	Black 
	Black 

	English 
	English 

	Span

	Killeen 
	Killeen 
	Killeen 

	Small urban/rural 
	Small urban/rural 

	Women 25-35 
	Women 25-35 

	Mixed 
	Mixed 

	English 
	English 

	Span

	Nacogdoches 
	Nacogdoches 
	Nacogdoches 

	Rural 
	Rural 

	Women 25-35 
	Women 25-35 

	Black 
	Black 

	English 
	English 

	Span

	San Angelo 
	San Angelo 
	San Angelo 

	Small urban/rural 
	Small urban/rural 

	Men 25-35 
	Men 25-35 

	Mixed 
	Mixed 

	English 
	English 

	Span

	San Antonio 
	San Antonio 
	San Antonio 

	Large Urban 
	Large Urban 

	Men 25-35 
	Men 25-35 

	Hispanic/Mixed 
	Hispanic/Mixed 

	Bilingual 
	Bilingual 

	Span


	 
	The focus groups dedicated to CYSHCN were held in the different locations and their composition was standardized across all locations. The focus groups consisted of parents who had a child with a qualifying special health care need. Focus group membership was prioritized to include parents receiving medical benefits from the CYSHCN program first, then those receiving services from a CSHNC program community contractor, then those on the waiting list to receive health care benefits, and finally, those without
	Table 1.2: Focus group locations and target demographics for parents of children with special health care needs 
	Table 1.2: Focus group locations and target demographics for parents of children with special health care needs 
	Table 1.2: Focus group locations and target demographics for parents of children with special health care needs 
	Table 1.2: Focus group locations and target demographics for parents of children with special health care needs 

	Span

	Location: 
	Location: 
	Location: 

	Geography 
	Geography 

	Language 
	Language 

	Span

	Lubbock 
	Lubbock 
	Lubbock 

	urban/rural 
	urban/rural 

	English 
	English 

	Span

	San Antonio A 
	San Antonio A 
	San Antonio A 

	Large Urban 
	Large Urban 

	English 
	English 

	Span

	San Antonio B 
	San Antonio B 
	San Antonio B 

	Large Urban 
	Large Urban 

	English 
	English 

	Span


	Temple 
	Temple 
	Temple 
	Temple 

	Small urban/rural 
	Small urban/rural 

	English 
	English 

	Span

	Jasper 
	Jasper 
	Jasper 

	Small urban/rural 
	Small urban/rural 

	English 
	English 

	Span

	Houston A 
	Houston A 
	Houston A 

	Large Urban 
	Large Urban 

	English 
	English 

	Span

	Houston B 
	Houston B 
	Houston B 

	Large Urban 
	Large Urban 

	English 
	English 

	Span

	El Paso 
	El Paso 
	El Paso 

	Large Urban 
	Large Urban 

	Spanish 
	Spanish 

	Span

	Laredo 
	Laredo 
	Laredo 

	Large Urban 
	Large Urban 

	Spanish 
	Spanish 

	Span

	Dallas A 
	Dallas A 
	Dallas A 

	Large Urban 
	Large Urban 

	Spanish 
	Spanish 

	Span

	Dallas B 
	Dallas B 
	Dallas B 

	Large Urban 
	Large Urban 

	English 
	English 

	Span


	 
	Stakeholder meetings were also held in every health service region in the state. They were strategically held in cities with major medical centers and where providers receive training. These cities were El Paso, Laredo, San Antonio, Houston, Tyler, Waco, Lubbock, and Arlington. Arlington was chosen because it is halfway between Dallas and Fort Worth and is a common and convenient location for holding a meeting for stakeholders in both cities. The meetings were designed to encourage providers, community heal
	A comprehensive report by SUMA of the findings from the focus groups and stakeholder meetings is attached (see Appendix D & E). 
	 
	  
	Chapter 2. Texas Overview 
	Texas is vast and varied, with regional differences in socioeconomic characteristics, mobility/migration patterns, language spoken at home, geography and population characteristics. The purpose of this chapter is to provide an overview of these variations and relate them to the challenges that exist for health care availability and access. Together with health care coverage and access to care, an overview of these factors is presented here to show the challenges that exist for meeting the health needs of mo
	Geography 
	To say that Texas is “big” is an understatement. The land area of Texas is approximately 262,000 square miles, accounting for 7.4 percent of the total U.S. land area. The area is equal to the land area of all six New England states, Ohio, New York, Pennsylvania, and North Carolina combined. Texas has a larger land area than any single country completely contained in Europe including France and the Ukraine. The longest straight-line distance in Texas is 801 miles from the northwest corner of the Panhandle to
	The geography of Texas is as varied as it is large. Texas is comprised of 254 counties that are classified as rural or urban (see Figure 2.1; [1]), with 88.5 percent of the population concentrated in urban areas [2]. The five largest metropolitan areas are centered around the cities of Houston, San Antonio, Dallas, Austin, and Fort Worth and encompass multiple counties. 
	 
	Figure
	 
	Given the vast and varied geography of Texas, the distance that some individuals travel to receive health care services can be a significant challenge to accessing and receiving those services. 
	Population 
	Just as the Texas geography is varied, so too is the distribution of its population (see Figure 2.2). Differences in race/ethnic composition, along with the high percentage of foreign-born residents, present particular cultural challenges when it comes to meeting maternal and child health needs.  
	 
	Figure
	Texas has an estimated population of over 26 million [2] and, according to 2013 Census estimates, has been the second fastest growing state in the nation since 2010 [3]. Growth in Texas is attributable in equal parts to migration and births. According to U.S. Census annual estimates for the population, there has been a 5.2 percent increase in people living in Texas from 2010 to 2013 [3]. The Texas State Data Center predicts the population in Texas will exceed 31 million people [2] by 2050, even if migration
	Race/Ethnicity 
	Texas has six major cities that are located in counties where the Hispanic population makes up more than 50 percent of the population in the county: San Antonio, Corpus Christi, Brownsville, Laredo, El Paso, and Odessa (see Figure 2.3). These counties are primarily concentrated in the southern and western regions along the border. In three of the counties—counties containing the cities of Brownsville, Laredo, and El Paso—Hispanics comprise more than 80 percent of the population in each county. 
	 
	Figure
	The regional concentration of the Black population (see Figure 2.4) stands in contrast to the Hispanic population. The Black population along the border was estimated to be slightly above 26,000 in 2014. When El Paso is excluded, the total Black population is approximately 4,800, or less than one percent of the population in the remaining border counties.  
	 
	Figure
	In the eastern and north gulf-coast regions of the state, the race/ethnic distribution is quite different. Blacks outnumber Hispanics in three metropolitan areas, Beaumont-Port Arthur, Longview, and Texarkana. There are two metropolitan areas in the state—the Dallas-Fort Worth-Arlington area and the Houston-Woodlands-Sugarland area—in which 74 percent of all metropolitan-dwelling Blacks live.   
	Foreign-Born 
	Texas has a higher percentage of foreign-born residents (16.3 percent) compared to the nationwide average (12.9 percent). Almost 70 percent of Texas foreign-born residents are not United States citizens. Over 70 percent of foreign-born residents in Texas are originally from Latin American countries—20 percentage points more than the nationwide average. It follows, then, that over 34 percent of Texans speak a language other than English at home. Within four of the metropolitan statistical areas (MSAs) in Tex
	 
	Figure
	Age 
	According to 2008-2012 American Community Survey, Texas is the second youngest state in the nation, with a median age of 33.6 years. The only state that is younger is Utah, where the median age is 29.3 years [4]. This trend has remained constant since the 2000 census.  
	Texas is second only to California in the number of births occurring in the state [3]. From 2010 to 2013, between 390,000 and 400,000 infants were born each year in Texas, accounting for approximately 10 
	percent of all births in the nation. (See Chapter 5 for more birth statistics.) Children younger than 18 years old account for 27 percent of the total Texas population. Texas is tied for second for the largest percent of the population of children younger than the age of 5 (7.7 percent), children 5 to 14 years (15.1 percent), and children 15 to 17 years old (4.5 percent; [4]).  
	Texans younger than 22 years old account for 32.6 percent of the total population (see Figure 2.6; [2]). In 2014, the border region had the highest percentage of the population younger than the age of 22. 
	 
	Figure
	Women in Texas comprise half of the total population. However, women between 18 and 44 years of age account for 18.8 percent of the total population (see Figure 2.7). With the exception of Brownsville, Amarillo, and Odessa, women in their childbearing years were concentrated in and around larger cities in Texas in 2014. 
	 
	Figure
	Socioeconomic Characteristics 
	Socioeconomic characteristics, such as income and poverty, education, unemployment, and crime are added challenges for meeting the health needs of mothers, children, and families in Texas. The presence of many of these factors in the community in which the individual lives has been identified as important risks for the life course of the individual.  
	Income and Poverty 
	Income inequalities in Texas are geographically disparate, and are reflective of gender and race/ethnic differences. In 2008-2012, the median household income in Texas was $51,563—lower than the national median income of $53,046. To determine who lives in poverty, the U.S. Census Bureau uses a set of income thresholds that vary by family size and composition. If a family’s total income is less than the family’s threshold, then that family and every individual in it is considered to be in poverty. The same i
	Texas has a higher poverty rate than the country as a whole. Specifically, Texas (38.5 percent) has higher rates of people living below 200 percent of the Federal Poverty Level (FPL) compared to the national average of 33.6 percent. Furthermore, Texas has higher rates of people living below 100 percent of FPL for every age group, gender, race/ethnicity, and employment status than the nation as a whole. The highest concentrations of poverty in 2008-2012 were in the border region (see Figure 2.8). The metropo
	 
	Figure
	In 2008-2012, there were high percentages of women below 200 percent FPL in the rural areas of east Texas around Tyler, south of Fort Worth, and also between Lubbock and Amarillo in the panhandle (see Figure 2.9). The fastest growing major metropolitan areas—Austin, Houston, and San Antonio—did not have a high percentage of women below 200 percent FPL. 
	 
	Figure
	Additionally, Texas has a greater proportion of children younger than 5 years of age living below 100 percent FPL (12.5 percent) than any other state [4]. Children below the poverty level comprise 39.3 percent of the population younger than 18 years of age [4], which is also more than any of the other states. 
	 
	Figure
	In 2008-2012, there were 42 counties where more than 15 percent of children younger than the age of 5 live below 100 percent FPL (see Figure 2.10). The highest concentrations of poverty were in the rural areas of far west Texas and areas north of Amarillo. There are also areas of the state with low concentrations of poverty. There were 153 counties where the percentage of children in poverty is at or below the state average of 12.5 percent. There are seven more counties where the percentage of children aged
	 
	Figure
	Education 
	Lower educational attainment is also associated with poverty, and consequently related to poor health outcomes. According to the U.S. Census Bureau’s American Community Survey five-year estimates, among those aged 25 and older, a greater percentage of men (19.8 percent) and women (18.7 percent) in Texas had less than a high school education in 2008-2012, compared to men (15.0 percent) and women (13.6 percent) in the U.S., as a whole [4]. Approximately a quarter of Texas residents have a high school diploma 
	There are four counties where the educational attainment of a bachelor’s degree or higher for individuals 25 years of age and older was 40 to 50 percent in 2008-2012, namely Denton and Collin counties outside of Dallas, Fort Bend county outside of Houston, and Travis county in Austin. Counties where less than 10 percent of the population aged 25 years and older had a bachelor’s degree or higher were clustered along the border. 
	Unemployment 
	While Texas has a higher percentage of people without a high school diploma, it has a lower rate of unemployment than the nation as a whole. In fact, the unemployment rate in 2008-2012 for those without a high school diploma was still lower in Texas (9.4 percent) compared to the national average (14.2 percent) [4]. The Texas unemployment rate continues to decrease in parallel as education increases. The unemployment rate in Texas is as low as 3.5 percent among those with a bachelor’s degree or higher. 
	Whereas Texas (7.7 percent) has had a lower unemployment rate compared to the U.S. (9.3 percent), there are 93 counties that have had an unemployment rate higher than the state average. The same areas of the state with a low percentage of higher educational attainment (a bachelor’s degree or higher), especially along the border region and northeast of Galveston bordering Louisiana, have also had higher unemployment rates.  
	Crime 
	Crime impacts the physical and behavioral health and wellbeing of mothers, children, and their families. Neighborhood crime can be detrimental to the safety of children, creating unstable living environments. By tracking communities where crimes occur, it is possible to identify areas most at risk. There has been a three percent decrease in the crime rate from 2011 to 2012 [5] in the state. 
	Texas crime statistics describe two major categories of crimes—property crime and violent crime. Property crime consists of burglary, larceny, and motor vehicle theft. These types of crime in 2012 were primarily localized in and surrounding larger cities in the south, and larger cities in the panhandle of Texas (see Figure 2.12).  
	 
	Figure
	Violent crime includes murder, rape, robbery, and aggravated assault. These types of violent crime were primarily concentrated near the larger cities of the panhandle, in Odessa, Lubbock, and Amarillo (see Figure 2.13). Other areas with a high concentration of violent crime in 2012 were around Corpus Christi and the surrounding areas. Two counties had both the highest property and violent crime rates, namely Howard County (north of Odessa) and Harris County (Houston area).  
	 
	Figure
	Violence within Texas families has also been recognized as a growing threat to the safety of Texans. According to the Uniform Crime Report, there were 198,366 family violence incidents in Texas in 2012, an 11.5 percent increase when compared to 2011. Although the largest percentage of family violence involved other family members (46 percent), family violence also occurred among spouses/couples (38 percent) and within parent/child relationships (16 percent). Of the victims involved in family violence in 201
	Mobility/Migration 
	Moving or relocating is one of life’s most stressful events, and as such, it can impact individual health and wellbeing [6, 7]. Indeed, the Texas School Survey of Substance Use (TSSSU) shows that students in grades 7 to 12 living in their current school district for three years or less are more likely to use illicit drugs than those living in there more than three years. [8] (See Chapter 7 for further discussion of this health issue.)  
	Out-of-State Mobility/Migration 
	Texas is home to three of the ten fastest growing major metropolitan areas in the United States—San Antonio, Houston, and Austin [3]. In 2008-2012, more than 500,000 people moved to Texas from another state [4]. In two of the three fastest growing areas in Texas, Austin and Houston, more than 2.4 percent of their population consists of people who moved to the area from out of state. In addition to migration in urban areas, some rural areas have also seen high levels of out-of-state migration, particularly i
	 
	Figure
	Several areas with high rates of migration into the state also have high densities of oil and gas sites [9]. The oil and gas industry is concentrated in three areas of the state (see Figure 2.15). Many of the counties with a large number of active oil or gas wells are also counties with high out of state migration. The strong oil and gas industry and resulting jobs may well be contributing to the migration of people into these areas.  
	 
	Figure
	In-State Mobility/Migration 
	Another aspect of mobility is the number of people who move within counties or between counties in Texas. While out-of-state migration may reflect job growth, mobility of populations within a county and between counties is more complicated.  
	The counties with universities and colleges in Texas have also been the places that have some of the highest rates of within-county relocations in the past year. For example, the cities of College Station, Austin, and Lubbock are home to three of the ten largest universities in Texas [10], which can partially explain the high rates of within-county relocations. After all, college students tend to move often within the same county to take advantage of lower rents. 
	Apart from college counties, however, within- and between-county mobility in Texas is associated with poverty. Poorer people tend to move more within the same county, whereas richer people tend to move more between counties. That is, within-county mobility during the past year is positively correlated with the poverty rate (below 100 percent FPL, r = .28) and the near-poverty rate (below 100 percent FPL, r = .16), such that census tracts with higher rates of poverty or near-poverty tend to also be census tr
	Between-county mobility and poverty have just the opposite relationship. Between-county mobility during the past year is negatively correlated with the poverty rate (below 100 percent FPL, r = -.10). This means that census tracts with higher poverty rates tend to also be census tracts with lower between-county mobility.   
	Health Care Coverage and Access 
	Fundamental to the health of Texas mothers, children, and families is the extent to which they have health insurance and access to health care. The major result from the Title V stakeholder meetings was that access to care was a major concern and was a concern for all populations. For children with special health care needs, lack of financial support or no insurance was a top reason parents said they could not receive care for their child. Understanding access issues and barriers will be paramount to addres
	Each of the 254 Texas counties is assigned to one of 11 public health regions (see Figure 2.16). However, for administrative purposes, there are eight Health Service Regions (HSRs). Region 1 (HSR 1) is administered from an office in Lubbock. Regions 2 and 3 (HSR 2/3) are administered from a regional office in Arlington. Region 4 and the northern part of Region 5 (HSR 4/5N) are administered from a regional office in Tyler. Region 6 and the southern part of Region 5 (HSR 6/5S) are administered from a regional
	 
	Figure
	Health Insurance 
	At 23.0 percent, Texas led the nation in the percentage of the population without health insurance coverage in 2008-2012. The national average was 14.9 percent [4]. The high rate of uninsured individuals places a burden on both state and national public health services. The uninsured are less likely to have a regular source of medical care and are more likely to delay or forgo needed health care services, as evident from the results of the CYSHCN parent outreach survey. The highest uninsured populations in 
	In terms of race/ethnicity, according to the American Community Survey [4], there were higher rates of uninsured among Whites (13.3 percent), Blacks (20.7 percent), and Hispanics (35.9 percent) in Texas in 2008-2012 than among the same race/ethnic groups in the U.S. (Whites = 10.4 percent; Blacks = 17.5 percent; Hispanics = 30.1 percent).  
	In Texas, 14.5 percent of people at or above 200 percent FPL were also uninsured compared to 9.3 percent of the nation as a whole. Data show that vulnerable populations in Texas also have lower rates of health insurance coverage, including children and women in their childbearing years [4]. In Texas, 10.9 percent of children younger than age 6 are uninsured compared to only 6.6 percent nationwide, and 33.6 percent of Texas women aged 18 to 44 are uninsured compared to 21.3 percent in the nation.  
	 
	Figure
	Children younger than 6 years of age without health insurance tend to be concentrated in west Texas right outside of El Paso and up into the panhandle (see Figure 2.17). In two-fifths of the counties in Texas, more than 13.1 percent of children younger than the age of 6 did not have health insurance coverage.    
	Among Texas women aged 18 to 44, 33.6 percent were without insurance in 2008-2012 (see Figure 2.18). Additionally, the border region and north into the lower part of the panhandle, have a greater percentage of women of childbearing age who were uninsured. 
	 
	Figure
	Access to Health Care 
	Given the size of the state and the vast distances between points of care for health services in rural areas, access to care in Texas can be a challenge. Overall, for every 100,000 Texas residents, there were 70.6 primary care physicians in September 2013 (see Figure 2.19). There are 30 counties that did not have any primary care physicians. The total number of primary care physicians has increased, from 16,830 in 2009 (67.7 per 100,000) to 18,834 in 2013 (70.6 per 100,000).  
	 
	Figure
	The number of obstetricians (OB) and/or gynecologists (GYN) has increased from 2,314 in 2009 to 2,483 in 2013. However, for every 100,000 females in Texas, the number of OB/GYNs has decreased from 19 in 2009 and 2010 to 18.5 in 2013. A total of 149 counties did not have any OB and/or GYN in 2013 [12]. Furthermore, in 2013, 48 counties did not have a local dentist. 
	The geography and population in the state of Texas presents a unique challenge in terms of adequate access to health care services across the state. As a result, whole or partial counties, as defined by the Health Resources and Services Administration (HRSA), have been designated as health professional shortage areas (HPSAs) by having a shortage of primary medical care, dental, or mental health providers.  Recruiting and retaining health care professionals is an ongoing challenge not only in rural areas but
	 
	Figure
	 
	Parents who responded to the Title V community outreach survey indicated that finding a mental or behavioral health professional was very or extremely difficult, especially finding those that treat children. The National Association for School Psychologists recommends a provider to student ratio of 1:1,000 [14]. We do not have specific student enrollment for each county, but based on population, the only county with a high population meeting this ratio is Travis, where Austin is located (see Figure 2.21). 
	 
	  
	Figure
	 
	The availability of psychiatrists (or lack thereof) is also concerning. Studies have indicated areas with more than 4,000 people in the population to every psychiatrist are likely to be impacted by a lack of mental health providers. There are only three counties in Texas meeting this ratio (see Figure 2.22). The cut offs for designating a county a mental health shortage area is 20,000 to 1 psychiatrist and 30,000 to 1 psychiatrist, depending on if the county has a high need for mental health services. Of th
	     
	Figure
	 
	While psychiatrist shortages point to a general shortage in the population, it must be noted that these shortages are even worse for finding psychiatrists who specialize in child psychiatry. It has been estimated that there are only about 8,300 practicing child and adolescent psychiatrists in the country. There are almost no child and adolescent psychiatrists in the state practicing outside of the major cities, [15].  
	  
	Chapter 3. Pre-Pregnancy Health 
	This chapter focuses on general health issues in Texas. Because men are fathers and their health behaviors can influence the mother’s behaviors [16] [17], select health risks for men will also be presented. There is certain terminology and population distinctions that must be kept in mind when reading this chapter. The focus is on both women’s health in general and the health of women who gave birth. General women’s health refers to all women between 18 and 44 years of age and who reside in Texas. The healt
	This latter distinction is made because not all women in the 18-44 year old age range are “at-risk” of giving birth. According to Texas Behavioral Risk Factor Surveillance System (BRFSS) data, in 2009 and 2010, approximately 17 percent of women in this age range either had a tubal ligation or hysterectomy as a stated means to avoid getting pregnant, and 65 percent of women were actively avoiding becoming pregnant. Therefore, the health issues that women in the general population are facing may not necessari
	Obesity and Chronic Disease 
	The terms overweight and obesity will be used throughout this report. These categories are determined by an individual’s body mass index (BMI), which is the person’s weight divided by height squared. BMI is used to determine obesity and overweight because, for most people, it correlated with the person’s level of body fat. The overweight and obese cut-offs differ based on the individual’s age and is based on the general distribution of BMI in the population. For all age groups, individuals with a BMI in the
	In Texas, 30.9 percent of adults are obese compared to 29.4 percent for the United States [19]. Texas has the 15th highest obesity rate in the United States. However, obesity is not equally distributed across all race/ethnic groups. Texas is tied with Michigan for the third highest obesity rate among Hispanics. 
	Women in the maternal birth cohort have a slightly lower rate of obesity than women in the general population. However, there has been a rise in women being obese before becoming pregnant in the maternal birth cohort. The percent of women with a BMI in the obese range among this group has increased 22 percent since 2005 (see Figure 3.1). 
	  
	Figure
	Black and Hispanic women in the maternal birth cohort have the highest pre-pregnancy obesity rate (see Figure 3.2). In 2013, the rate for Black women was 22 percent higher than the rate in 2005. The rate for Hispanic women rose 26 percent from 2005 to 2013. White women had a 17 percent rise in pre-pregnancy obesity since 2005. Women in the “other” race/ethnic category have the lowest pre-pregnancy obesity rate; however, this group has experienced the largest percent increase in obesity since 2005. The under
	 
	Figure
	With few exceptions, higher concentrations of obese women in the maternal birth cohort live in rural and suburban areas (see Figure 3.3). These are the counties surrounding the major cities. However, within counties and cities, the concentration of obesity is also not evenly distributed through the county.  
	 
	Figure
	One environmental factor that may be associated with obesity is access to nutritious food.  In April 2011, the Division of Nutrition, Physical Activity and Obesity of the Centers for Disease Control and Prevention (CDC) released the modified retail food environment index (mRFEI) for all census tracts in the United States [20]. The mRFEI index measures the number of healthy and less healthy food retailers within census tracts as defined by food groups and type of retail stores (e.g., supermarkets, convenienc
	To explore variance in obesity rates among women in the maternal birth cohort, mother’s place of residence was geo-coded and linked to the modified retail food environment index (mRFEI) for 2000 census tracts. This index was developed by the CDC between 2009 and 2010. To be temporally concurrent with the measure, only 2010 birth data were linked to the index. There was a significant, but surprising, difference in the way that pre-pregnancy obesity was distributed across the categories.  
	Within the entire birth cohort, there were a greater number of White and Hispanic women in food deserts, regardless of BMI than was statistically expected. Black women had a higher than expected concentration in extreme food swamps. Additionally, with the exception of Hispanic women, women in 
	the birth cohort living in food desserts were significantly younger than women living in healthy food environments. 
	When assessing the entire distribution of obese women across these food environments (see Figure 3.4), women in food deserts were at a higher risk of being obese than women living in a healthy food environment, controlling for age of the mother. Surprisingly, women living in extreme food swamps, were at a lower risk of being obese than women living in healthy food environments, even when controlling for maternal age. Overall, though, these relations were weak, meaning that these relations did little to expl
	 
	Figure
	It is important to consider the results of the linked analysis of mRFEI index and pre-pregnancy obesity in the context of other data sources. The results of the Title V Focus Groups suggest that knowledge about obesity and eating healthier is not enough to change behavior. Most of the focus group members understood what eating healthy meant and could describe a healthy meal. Additionally, with few exceptions, most did the majority of their shopping at grocery stores. These participants described the barrier
	Obesity and chronic diseases that are associated with obesity are top health concerns within the state. Among the parents who responded to the Title V community outreach survey, 54.0 percent chose obesity as a top health concern and 39.9 percent chose chronic disease. Additionally, 40.5 percent chose lack of exercise and physical activity as a top five health concern in their community. Among the Title V Focus Groups, all groups listed obesity as a top health concern and cited its links to heart disease, 
	diabetes, and hypertension. There is wide awareness about the negative health effects of obesity on health in the state. 
	Smoking and Other Risk Behaviors 
	Smoking is a leading cause of disease, as well as a contributor to the poor outcomes of many diseases. Smoking increases the risk of several types of cancer such as throat, lung, mouth, nasal cavity, esophagus, stomach, pancreas, kidney, bladder, cervix and acute myeloid leukemia. Smokers also have a six-fold increased chance of a heart attack as compared to non-smokers [21].  As will be discussed in later chapters, parental smoking poses a significant risk for fetal, infant, and child health, as well. The 
	Texas has the 15th lowest smoking rate in the United States according to the 2011 BRFFS data [19]. Among the 18-44 year old population, there are substantial differences between men and women and race/ethnicities (see Figure 3.5). Men (27.9 percent; C.I.: 25.0-30.9) have a significantly higher rate of being a current smoker than women (12.7 percent; C.I.: 10.6-14.8). 
	These sex differences are even larger when race/ethnicity is also considered. Hispanic women and women in the “other” race/ethnicity category have significantly lower smoking rates than men of any race/ethnicity or of White women. 
	 
	Figure
	These low smoking rates carry over into the maternal birth cohort, as well. In Texas, the reported rate of smoking 3-months before pregnancy has decreased to 6.3 percent (see Figure 3.6). This rate is better than the HP2020 target of 14.6 percent. All race/ethnic groups in the state have exceeded the HP2020 target since 2010. As with smoking in the general population, Hispanic women and women in the “other” race/ethnicity category have significantly lower smoking rates than White and Black women. 
	 
	Figure
	In addition to smoking, women engage in other risk behaviors, such as alcohol and drug use. Prenatal exposure to alcohol is one of the leading preventable causes of birth defects and intellectual disabilities.   Nonmedical drug use (e.g., recreational use) has been associated with poor prenatal weight gain, impaired fetal growth, and premature birth [22]. Use of alcohol or/and drugs is also harmful to health of the mother and can interfere with chances of becoming pregnant. 
	Alcohol is the most widely used substance in the adult population. Additionally, it is the most frequently mentioned substance used in combination with other illicit drugs [23]. Binge drinking (i.e., having 5 or more drinks for men or having 4 or more drinks for women on the same occasion on at least 1 day in the past 30 days) among young adults is also of concern. Combined 2010 and 2011 data from the National Survey of Drug Use and Health (NSDUH) found that 54.0 percent (C.I.: 51.6-56.4) of adult Texans ag
	The rates for drinking among women of childbearing age are lower than those of men in the same age range according to the 2011 and 2012 BRFSS data (see Figure 3.7). NSDUH also shows that about 53.6 percent (C.I.: 50.6-56.6) of women aged 18-44 had a drink in the past month and 25.2 percent (C.I.:22.7-27.8) had engaged in binge drinking. In comparison, males aged 18-44 reported a significantly higher rate of past-month alcohol use (65.7 percent; C.I.: 62.4-68.9) and binge drinking (43.8 percent; C.I.: 40.6-4
	 
	Figure
	Use of illicit drugs, such as marijuana, cocaine (including crack), hallucinogens, heroin, Ecstasy, and methamphetamine, or nonmedical use of prescription drugs, such as pain relievers, stimulants, and depressants, also causes serious consequences to the health and well-being of the user. From the 2010-2011 NSDUH, about 6.9 percent (C.I.: 6.1-7.8) of adult Texans aged 18 years and older reported past-month use of illicit drugs. This rate is better than the HP2020 target of 7.1 percent. 
	Marijuana is the most commonly used illegal drug among adults. About 5.3 percent (C.I.: 4.6-6.1) of adult Texans aged 18 or older had used marijuana in the past month and 9.0 percent (C.I.: 8.0-10.2) had used marijuana in the past year. However, both rates are lower than the national rates (6.9 percent; C.I.: 6.6-7.1 for past month use and 11.3 percent; C.I.: 11.0-11.6 for past year use in U.S., respectively). Among the 18-44 year old population in Texas, the rate of marijuana use among men was almost twice
	Nonmedical use of prescription drugs is second only to marijuana as the state’s most prevalent illicit drug and its prevalence has been increasing among teens (see Chapter 7) and young adults. Prescription drugs are often easy to access, inexpensive, and falsely believed to be safer than illicit drugs [24]. Nonmedical use is defined as use of prescription drugs without a prescription or to experience the feeling the drug causes. In the NSDUH, this use does not include misuse of over-the-counter medicines or
	Mental Health 
	Mental illness is a public health problem that is also important to address. For women of child-bearing age, poor mental health may adversely affect a woman’s quality of life, work productivity, and physical health, as well as have a negative impact on pregnancy, maternal functioning, and infant and child health and development [25]. The most common mental illnesses in adults are depression and anxiety. Both depression and anxiety disorders are more likely to affect women than men. 
	Depression is not only associated with substance use and the development of hypertension, heart disease, diabetes, and stroke, but is also a risk factor for suicide attempts [26]. A major depressive episode is defined as a period of at least 2 weeks when a person had a depressed mood or loss of interest or pleasure in daily activities, and had a majority of specified depression symptoms. A major depressive episode is not the same as having a diagnosis of depression. The 2010-2011 NSDUH data indicates that i
	Lifetime depression includes any individual who has been diagnosed with depression at any point in that person’s life. The rate of lifetime depression for women is more than double that of men. Based on 2010-2011 NSDUH information, about 13.7 percent (C.I.: 11.8-15.7) of women aged 18-44 in Texas had ever been diagnosed with depression in her lifetime (see Figure 3.8), compared to 5.6 percent (C.I.: 4.2-7.3) of men aged 18-44. The rate of diagnosed depression differs by race/ethnic group. More than one in e
	 
	Figure
	Depression diagnoses also differed by employment status. The Texas BRFSS (2012) data for the 18-44 year old population indicated that employed men (7.6 percent; C.I.: 5.7-9.5) were significantly less likely to report lifetime depression than those not employed (16.6 percent; C.I.: 11.1-22.2). For employed women, 16.5 percent (C.I.: 13.3-19.6) had a lifetime depressive disorder compared to 18.4 percent (C.I.: 
	14.7-22.0) of women who were not employed. The data suggests that depression may be more likely to be associated with low social support and economic or structural inequality.  
	Anxiety and depression often occur together. Results of 2010-2011 NSDUH find that 8.7 percent (C.I.: 7.3-10.5) of Texas women aged 18-44 had ever been diagnosed with anxiety (see Figure 3.9), compared to 5.2 percent (C.I.: 3.7-7.1) of Texas men aged 18-44. Race/ethnic differences are also evident in lifetime prevalence for anxiety. Among the 18-44 year old women population in Texas, Whites reported a significantly higher rate of lifetime anxiety (12.6 percent; C.I.: 10.1-15.6) than Hispanics (6.2 percent; C
	 
	Figure
	Mental health conditions among women of child-bearing age have been critically alarming, making efforts to assess and identify risk factors associated with depression, anxiety, and poor mental health important. It is also crucial to have early diagnosis and treatment to reduce the disease burden of mental health disorders, as well as related chronic diseases. [27] 
	Planning and Pregnancy Spacing 
	The Texas BRFFS data (2009-2010) showed that an estimated 65 percent of women between 18 and 45 years old were not trying to become pregnant. This percentage jumped to 76 percent when women who were not sexually active or had same-sex partners are excluded. While this is an encouraging statistic, it should be considered in light of family planning choices women are making—5.6 percent of women are using methods with questionable efficacy and 18.3 percent are relying on male condoms as their sole source of co
	Part of having a healthy pregnancy is not just about whether the mother is healthy coming into the pregnancy, but also whether she and her partner planned the pregnancy. Women in Texas with an unintended pregnancy have significantly more health problems and pre-pregnancy risk behaviors than women with intended pregnancies. Analysis of Texas data from the Pregnancy Risk Assessment Monitoring System (PRAMS) for 2002-2010 has shown that women with unintended pregnancies were more likely to be physically inacti
	The rate of intended pregnancy has not significantly changed since 2004 according to our statewide PRAMS data (see Figure 3.10). Only about 50 percent of all pregnancies in Texas are intended. The differences in the intention rate among the race/ethnic groups are significant, though. For Black women, only about 40 percent of pregnancies were intended in 2011, which is significantly lower than the rates for White and Hispanic women. 
	 
	Figure
	One of the most concerning categories of unintended pregnancies are the ones where the pregnancy was unwanted [29]. As with the general trend of unintended pregnancies, Black women have the highest rates of unwanted pregnancies (see Figure 3.11). For these women, between 15 and 20 percent of pregnancies from 2002 to 2011 were unwanted. This is significantly higher and almost double the rate of unwanted pregnancies for Hispanic and White women. 
	 
	Figure
	The rates of unintended pregnancies, and specifically, unwanted pregnancies, are highest among women whose birth is later paid for by Medicaid (see Figure 3.12). Consistent with the previous pregnancy intention trends, this rate has not shifted since 2002. Although these women had their births paid for by Medicaid, it is likely that they were not covered by Medicaid before becoming pregnant.  Many may be reliant on low-cost safety net programs for health care and contraceptives.   
	 
	Figure
	The PRAMS data on unintended pregnancies and BRFFS data on contraception use are all before 2012, which was a significant year for women’s health programs in Texas. In 2011, women’s health safety net programs were cut dramatically and state administered family planning programs were barred from contracting with agencies or providers who performed abortions. This funding was restored in 2013, however, there were still limits on whom the state could contract to provided family planning services. Because of th
	Part of planning for a healthy pregnancy is having healthy spacing between pregnancies [30] [31]. In Texas, approximately 62 percent of the birth cohort has already had a birth; therefore, pregnancy spacing impacts the majority of women in the birth cohort. There is clear evidence that a shorter inter-pregnancy interval—the time between delivery of the previous birth to conception of the current birth—is associated with several pregnancy risks and negative outcomes [30]. As will be shown in Chapters 4 and 5
	Since 2008, there have been changes in the distribution of inter-pregnancy intervals (see Figure 3.13). The percent of women with an inter-pregnancy interval of less than 7 months has decreased by 13 percent since 2008. However, the percent of women with intervals greater than 48 months has increased by 8 percent. These two inter-pregnancy intervals categories are noteworthy because they are associated with a variety of negative birth outcomes including low birth weight and preterm birth [30]. 
	 
	Figure
	In 2012, Black women and Hispanic women had a higher percentage of births in these two categories than White women or women in the “other” category (see Figure 3.14). Additionally, women with the shortest inter-pregnancy intervals are significantly younger than all other groups. Women with the longest inter-pregnancy intervals are significantly older than women with other inter-pregnancy intervals. While the shortest and longest intervals are over-represented by these same two race/ethnic groups, the age di
	 
	Figure
	There has been literature linking inter-pregnancy interval and pregnancy intention, showing that women with intervals shorter than 18 months are more likely to report that the birth was unintended. This finding is supported in the Texas data, as well. According to Texas PRAMS data in 2011, 57.9 percent of women with an interval of less than 18 months reported that the birth was unintended. This unintended pregnancy rate is significantly higher than the rate for women with any other interval length. 
	Like pregnancy intention generally, short inter-pregnancy intervals may also be an issue of access to health care. In the birth cohort, between 60 and 64 percent of births with intervals shorter than 7 
	months were paid for by Medicaid. This finding is in contrast to the 45-47 percent of births paid for by Medicaid with inter-pregnancy intervals longer than 24 months. It is known in Texas through birth certificate Medicaid linking, that the birth certificate under-identifies the real numbers of births paid for by Medicaid by approximately 4-5 percentage points. Based on this trend of under-identification, the percent of births paid for by Medicaid in this shortest interval is likely higher. 
	  
	Chapter 4. Pregnancy & Birth 
	Demographics of the Birth Cohort 
	Between 2004 and 2013, there has been a shift in the demographics of Texans giving birth (see Figure 4.1). The percent of births to Hispanic and White women has remained relatively stable, with a slight decrease for both groups over this time period. For Black women, the proportion of births has also remained stable, considering the slight increase in 2006, the year after the severe gulf coast hurricane season.  
	There has been a significant increase in the proportion of the maternal birth cohort that falls in the “other” category. In 2004, this group was 3.9 percent of all the births in the state, and this has grown to 6.3 percent in 2012 and 2013. This increase is not due to a shift in percentage because of fewer births in the White, Hispanic, and Black categories. Rather this shift is the result of an increase in the absolute number of births to women in the “other” category. In 2004, there were 14,881 births to 
	Figure
	Within the “other” category there have been shifts, showing that who is classified into this group has changed over time. These changes cannot be due to the way the woman completed the birth certificate, as race/ethnic options have been stable; nor is it due to the way these groups were defined, since the same grouping definitions were used in all years of data. In 2004 and 2005, about 47 percent of the women in this category were either Vietnamese or Indian. In 2012, that proportion decreased to 39.5 perce
	Texas has also seen a major demographic shift in maternal age (see Figure 4.2). From 2004-2008, the age distribution of the maternal birth cohort did not change substantially. However, since 2009, the age 
	distribution within the maternal birth cohort has seen major and significant declines in Texas. This shift is concentrated in two areas in the age distribution: the 11-19 year old age range, and the “peak” area of the age distribution.   
	 
	Figure
	In 2004, 17-year olds represented 2.6 percent of all the births to a Texas resident. This percentage decreased to 1.7 percent in 2013. The shift in the age distribution of the maternal birth cohort corresponds to a significant and meaningful decrease in the teen birth rate in Texas. When the birth rate of teens is analyzed more closely, it is clear that all three major race/ethnic groups in the state have seen decreases in the birth rate (see Figure 4.3). Hispanic teens have seen the largest decreases. Acro
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	These birth rate decreases correspond to a decrease in the teen pregnancy rate as well, which not only includes live births, but also fetal deaths and abortions (data not presented). Simply stated, fewer teens living in Texas have been becoming pregnant. 
	While these decreases are exciting, this excitement is tempered when looking at the country as a whole. In 2012, Texas still had the third highest teen birth rate of all states and the District of Columbia. The current teen birth rate in Texas is approaching what the national average was in 2004 [32].  
	The second major shift in the distribution of maternal age is in the “peak age” of mothers. This peak corresponds to the ages that have the highest proportion of births. During 2004-2008, this peak occurred among those aged between 22-24 years. After the economic downturn in 2009, this peak age shifted significantly to mothers 27-29 years old. The same shift in the distribution was also evident among women in their thirties giving birth.  
	This type of shift could suggest that there are fewer women giving birth for the first time, as these women tend to be younger, or that women are having children for the first time at a later age. There has not been a notable decrease in the percent of women who are giving birth for the first time. Nulliparous women have consistently represented 38 percent of residence births since 2004. The maternal peak age shift is partially due to women having children for the first time at a later age. 
	 
	Figure
	The age distribution of first-time mothers is double peaked (see Figure 4.5). One of these peaks corresponds to women giving birth in their teens, and the other is a “secondary peak” in the 25-30 year age range. From 2004-2012, the initial peak has decreased, as would be expected with the decreasing teen birth rate. However, there has also been a rise in the secondary peak at the 25-30 year age range. Approximately 48 percent of all births were to a mother younger than 23 years of age in 2004. In 2012, this
	As will be discussed throughout this scientific analysis, these shifts in demographics are central to understanding the risks and health of the maternal birth cohort. As the race/ethnic and age composition of the maternal birth cohort changes, the types of risks and birth outcomes that exist within the cohort will also change.  
	Prenatal Care 
	A woman’s first point of interaction with the medical system during pregnancy is at her first prenatal care visit. The HP2020 target for on-time prenatal care access is that 77.8 percent of pregnant women will begin prenatal care in the first trimester of the pregnancy. 
	On-time prenatal care access has increased in Texas since 2008, however, only 64.5 percent of women had their first visit in the first trimester, which is far from meeting the HP2020 target (see Figure 4.6). The rates also differ between race/ethnic groups. White women have the highest rate of receiving care on time, whereas Black women have the lowest rate. Only slightly more than half of Black women begin prenatal care in the first trimester. 
	  
	Figure
	Texas’s low utilization of on-time prenatal care is a statewide problem (see Figure 4.7).  Only three urban counties are meeting the HP2020 target. 
	 
	 
	Figure
	It is important to consider whether the communities with a high percentage of women not receiving prenatal care within the first trimester have a high proportion of women who never receive care, or if these women are simply receiving care late. There are pockets in the state where a substantial proportion of women never receive prenatal care or do not enter care during the first trimester (see Figure 4.8). 
	 
	Figure
	In order to develop appropriate interventions to increase timely prenatal care access, it is important to understand the barriers that women face when receiving prenatal care. To better understand these issues, 2011 PRAMS data were analyzed to assess what characteristics predicted whether women entered prenatal care within the first trimester (see Figure 4.9).  
	Black women and Hispanic women were significantly more likely to enter prenatal care late, regardless of whether their delivery was paid by Medicaid or not. A large predictor of whether the mother received prenatal care in the first trimester was if the pregnancy was intended, even after controlling for all other events. Women who have an unintended pregnancy are at an increased risk of not receiving care in the first trimester compared to women whose pregnancy was intended. Additionally, based on the 2012 
	Figure
	One of the issues with prenatal care access is whether women are not receiving care because they do not seek it or because they do not have access to it. While it is clear that access is a barrier, it is also clear from PRAMS data that the mother’s behavior and perception regarding care-seeking may also be a barrier. There is a gap among Hispanic women and Black women about when they receive care and their perception about whether they received care as early as they wanted. In the 2011 Texas PRAMS data, 64.
	In addition to receiving care on time, it is also important that the utilization of care throughout pregnancy be adequate in its timing and frequency [34]. Measures of adequate prenatal care do not reflect quality but do reflect the frequency and timing of when that care is received. Adequate prenatal care using the Adequacy of Prenatal Care Utilization Index is defined as women who started care by the end of the fourth month of pregnancy and received more than 80 percent of the expected number of visits, g
	care utilization is 77.8 percent of births. Similar to on-time care, Texas is not meeting this target (see Figure 4.10). From 2005-2013, the overall percentage of women receiving adequate care is still low in the state. Black women have the lowest rate of receiving adequate prenatal care. 
	 
	Figure
	The low rate of adequate prenatal care is two-fold. One piece is that women are beginning care late; the other is that even ones entering care on time are not utilizing at an adequate rate. Among women in the intermediate and inadequate categories, 39.7 percent started care on time, but received too few visits. As will be shown in Chapter 5, the level of prenatal care utilization during pregnancy is an important predictor and risk factor for several negative birth outcomes and risks during pregnancy.  
	Diabetes and Hypertension 
	In 2013, at least 4.9 percent of all live births were to a mother identified as having diabetes that developed pre-pregnancy or over the course of the pregnancy (see Figure 4.11). However, it is also clear based on previous work linking birth and Medicaid files, that the prevalence of diabetes is higher than what is reported in the birth file. It has been recently estimated that 9 percent of women enrolled in Medicaid developed gestational diabetes during pregnancy and another 4.1 percent had pre-pregnancy 
	Much like diabetes, between five to six percent of all births are to a mother that was identified on the birth certificate as having some form of hypertension prior to pregnancy or as developing it over the course of the pregnancy (see Figure 4.11). While this rate represents a small proportion of the women 
	who have a live birth each year, about 11 percent of all the fetal and infant deaths are to a mother with some form of hypertension. Like diabetes, it is likely that this rate is underestimated from the birth file.  
	 
	Figure
	Rates of both hypertension and diabetes are slowly rising in Texas (see Figure 4.11). This rise may be due to better documentation in the birth file or it may be a real rise in the incidence of these two conditions. Given the rise in obesity among women in the birth cohort, this rise cannot simply be dismissed as better documentation. Additionally, analysis of Medicaid data and other sources, strongly suggests that this rise is not due to better reporting. However, one of the more striking trends in Texas i
	Despite these race/ethnic differences, it is clear that obesity is an important risk for both diagnoses. In 2013, 18.4 percent of obese women in the birth cohort had either hypertension, diabetes, or both, while 2.5 percent of all obese women had both. This rate is in contrast to the 6.6 percent of women with healthy pre-pregnancy BMI that were hypertensive, diabetic, or both, with less than 0.1 percent of these women having both. 
	Oral Health Care Utilization 
	There is growing awareness that a woman’s oral health during pregnancy can have an impact on fetus and birth outcomes [37]. Maintaining good oral health during pregnancy is important to the general health of both mothers and their babies, yet pregnant women seldom seek dental care during this period. During pregnancy, women experience complex physiological changes that can adversely affect their oral and overall health. There is a growing body of research showing a positive association between periodontal d
	Despite this evidence, it is clear that dental care utilization before and during pregnancy is low. Based on aggregated Texas PRAMS data from 2009 to 2011, only 29 percent (C.I.: 26.8-30.1) of pregnant women had a dental cleaning during pregnancy and 40.9 percent (C.I.: 39.1-42.7) had a cleaning one year before becoming pregnant. An in-depth analysis of the possible barriers to receiving dental care during pregnancy revealed that there was a strong and positive association between receiving care before beco
	 
	Figure
	As would be expected, women who received prenatal care on time were more likely than women receiving prenatal care late to have dental care during pregnancy. There were also clear associations between a woman’s pre-pregnancy BMI and seeking dental care. Women with pre-pregnancy obesity had significantly lower odds of receiving dental care compared to women with healthy pre-pregnancy weight. Additionally, women with diabetes, even after controlling for obesity, had significantly lower odds of receiving denta
	The low utilization rates that were seen in 2009-2011 may not reflect the current utilization rates in Texas. Texas has been engaged in a recent push to increase access to oral health services for pregnant women. All safety net programs that provide prenatal care services offer therapeutic and preventative oral health benefits beginning in 2013. Additionally, the move in Texas to have all pregnant women receiving Medicaid to be served through a managed care organization means that many more women will have 
	Smoking During Pregnancy 
	Texas is one of the better performing states when it comes to smoking during pregnancy. Part of the reason for the low smoking rate in the state is because over half of the maternal birth cohort is Hispanic. Regardless of pregnancy status, Hispanic women have some of the lowest smoking rates among all demographic groups (see Chapter 3). Consequently, Hispanic women also have the lowest rates of smoking during pregnancy nationally and within Texas. However, Texas still has room for improvement when it comes 
	 
	Figure
	Despite these gains and the low smoking rate, Texas still has 95.6 percent of pregnant women abstaining from smoking, which is below the HP2020 target of 98.6 percent (see Figure 4.13). Only Hispanic women are meeting the target. The three major race/ethnic groups in the state have all seen decreases in the smoking rate from 2008 to 2013. The smoking rate among White women is the highest, but has decreased 20.9 percent in the past six years.  
	 
	Figure
	The gains made in the overall percentages hide some stark regional differences in the smoking rates among pregnant women (see Figure 4.14).  As would be expected, the border regions of the state have the lowest rate of smoking during pregnancy. The north and eastern regions of the state have the highest rates of smoking. In the regions with high smoking rates, the rates are high for both White and Black women, suggesting that the regional differences are a greater influence on smoking rates than the race/et
	While complete abstinence from smoking while pregnant is important, it is also important that a woman quit during her pregnancy. According to Texas PRAMS data, three out of every five women who reported smoking before pregnancy were not smoking by the third trimester of pregnancy. This leads to the question of what factors predict whether or not a woman will continue to smoke during pregnancy. Race/ethnicity and Medicaid status were significant predictors of women smoking during pregnancy in our PRAMS data 
	Figure
	Many of the women in the Focus Groups who smoked during pregnancy also cited a lack of support to quit smoking during pregnancy. While they received information about the dangers of smoking, they said they received little help to quit. Additionally, many counties with high rates of smoking while pregnant predictably have high smoking rates in general. Consistent with this generally high rate of smoking, women in the Focus Groups said that it was hard to quit smoking because smoking was everywhere. Even if t
	Stress and Maternal Risk During Pregnancy 
	The effects of stress during pregnancy on birth outcomes and inter-generational health has a long history of research in the developmental sciences going as far back as the mid-1900s. Throughout this research and its subsequent migration into the public health arena, there have been two common themes that resonate: (1) stress affects pregnancy, and (2) stressful events are not always experienced as stress. 
	Newer research highlights the importance of not just understanding stressors that a woman experiences in both a psycho-social and physiological sense, but also events that buffer stressors. These buffers have been called “uplifts” and others have referred to them as “personal capital.” These buffers can refer to such things as social support, joy from being pregnant, and other positive experiences, such as feeling the baby move. The current work on stress during pregnancy has emphasized that understanding t
	The literature that focuses solely on stressors has also shown that not all stress is equal, and the way that a stressful event affects a woman’s behavior is also unequal. Data in Texas also shows this unequal effect. The PRAMS survey asks women about 12 common life stressors that they may have experienced during pregnancy. Both published research and the work that has been done in Texas has shown that these 12 stressors cluster into four major stress categories. Partner stress contains items where the coup
	In the Texas PRAMS 2010 data, unintended pregnancy was associated with higher levels of partner and financial stress (see Figure 4.16). This result showed that pregnancy itself may magnify stressors. Analysis of the PRAMS data also showed that elevated stress of any kind, but especially of partner stress, was associated with increased odds of smoking during pregnancy. The association with financial stress is noteworthy because poverty was statistically accounted for in the analysis, showing that this associ
	 
	Figure
	Taken together, these results begin to paint a picture of how stressful events can build and lead to high risk behaviors during pregnancy. Unintended pregnancies are associated with higher levels of partner and financial stress. Higher levels of financial and partner stress are associated with increased odds of smoking during pregnancy. Stress, in and of itself, can have physiological effects on the pregnancy, but it can also be associated with increased occurrence of high risk behaviors that, in-turn, have
	Intimate Partner Violence 
	Intimate partner violence (IPV) refers to physical, sexual, psychological, or emotional abuse by a current or previous romantic partner or spouse.  According to findings from the National Violence Against Women Survey, almost 25 percent of U.S. women reported that they were raped and/or physically assaulted by a current or former spouse/partner/date at some point in their lives.  Abused women often may not report abuse the first time they are asked about it by a healthcare professional. Additionally, IPV ma
	Overall, PRAMS 2011 data estimate that 52.5 percent of women had this discussion. This rate of screening has significantly increased since 2002 according to PRAMS data (see Figure 4.17). In 2011, these discussions were more likely to happen among women in “high-risk” groups. While targeting “high risk” groups is important, these discussions are missing a large segment of the population experiencing IPV. When 2002-2011 PRAMS data were combined across all years, about half of the women that experienced IPV we
	 
	Figure
	Data from the PRAMS survey estimated that 5.6 percent of pregnant women had experienced physical IPV either before or during pregnancy. While this rate has not changed significantly since 2002, the rates are trending towards decreasing in Texas (see Figure 4.18). 
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	Physical violence has been associated with numerous perinatal risks including unintended pregnancy, late entry into prenatal care, preterm delivery, and low birth weight [40]. Texas PRAMS data generally show the same pattern. Women who experienced IPV smoked at rates that were twice as high as women who reported no experience with IPV. Women who experienced IPV began prenatal care after the first trimester at a higher rate than women who did not report experience with IPV. As will be seen in Chapter 5, the 
	Delivery  
	There are two major factors that determine when a woman has her baby: (1) biological and environmental factors, and (2) decisions made by the woman’s doctor. Doctors’ decisions have been a point that public health officials have targeted to influence as a way to improve birth outcomes. One of the biggest decisions that a provider can make is to induce labor. Inductions are not always elective procedures, and a provider may induce a woman because the pregnancy is well past a due date and there is risk, or as
	a doctor’s decision to induce labor can improve birth outcomes. The target within public health and the medical field has been to reduce elective inductions and cesarean sections scheduled before 39 weeks gestation. 
	In Texas, the total rate of labor inductions has declined since 2008, with noteworthy drops in 2011 and 2012 (see Figure 4.19). It is important to make clear that not all of these births were elective inductions. In 2012, 4.6 percent of all inductions were performed when the pregnancy was preterm or late gestation; 20.8 percent were early term (37-38 weeks gestation) and 74.6 percent were between 39 and 42 weeks gestation.  
	 
	Figure
	The distribution of labor inductions for singleton births across the state shows that women residing in rural counties have a significantly higher odds (O.R. = 1.3; C.I. = 1.28-1.34) of having labor induced than those living in urban counties (see Figure 4.20). This finding is consistent with the idea that doctors may induce labor in women living far away from hospitals as a way to manage expectant mothers and the delivery.   
	   
	Figure
	The rate of cesarean section has also been showing modest declines since 2008, especially among women receiving a cesarean section for the first time (see Figure 4.21).  
	 
	Figure
	As with other birth outcomes, there are stark regional differences in the primary cesarean section rate. In particular, counties within and surrounding the Laredo metropolitan area have a particularly high rate of primary cesarean sections (see Figure 4.22).  
	 
	Figure
	The number of inductions or cesarean sections that are elective is difficult to assess in the Texas birth file. Many of the exclusionary criteria that identify a delivery as not elective have been found to be unreliable. For example, in 2012, specifically, there were clusters of hospitals with extremely high rates of non-vertex presented infants and, as previously stated, the rate of maternal medical inductions are underreported on the birth certificate. The state is currently working to engage hospitals ac
	There is a striking difference in the primary cesarean section rate and the labor induction rate. These two rates do not co-vary in counties. The counties with high induction rates are not necessarily the counties with high primary cesarean section rate. When the data are restricted to the low-risk group, the relation between these rates at the individual level are weak (O.R. = 1.03; C.I. = 1.00-1.06) after controlling for race/ethnicity, Medicaid status, maternal age and obesity. There are published report
	between labor inductions and cesarean sections. This meta-analysis found only weak relations between the two in the case-control studies reviewed and mixed results in the retrospective studies. In the Texas data, the nature of the relation between the two is highly dependent on the exclusion criteria used to define the low-risk group.    
	In the Texas data, what predicted a cesarean section among the low-risk group was, by far, obesity. Low-risk obese women had approximately a 200 percent increased odds (O.R. = 1.98; C.I. = 1.92-2.05) of having a cesarean section over non-obese women after controlling for age, race/ethnicity, Medicaid status, and induction of labor. Among low-risk women, 45 percent of obese women had a cesarean section, whereas only 28.2 percent of non-obese women did. Further, there is also evidence that obese women have th
	Maternal Morbidity and Mortality 
	Severe maternal morbidity refers to severe injury or illness that occurs or is present when a woman delivers. While this definition is conceptually clear, it has proven difficult to operationalize. There have been several efforts to operationalize severity that have been met with a variety of successes and acceptance. In Texas, severe morbidity and the underlying diagnosis of that morbidity are defined in two ways. The data source for morbidity in the state is the Texas Hospital Discharge data, which are al
	The rate of severe morbidity among pregnancy-related hospitalizations has remained steady for the state as a whole since 2009 (see Figure 4.23). However, there are stark race/ethnic differences, with Black women having severe morbidity rates almost twice as high as those of White or Hispanic women.  
	 
	Figure
	Rates of severe morbidity have an exponential relation with age, meaning that risks increase at a higher factor for older ages than for younger ages (see Figure 4.24). This exponential increase is across all race/ethnic groups, but is especially severe among Black women (see Figure 4.24). Black women older than 40 years have a rate of severe morbidity that is 3 to 4 times higher than the state average for this age range, whereas the rate of severe morbidity for 20-24 year old Black women is closer to the st
	 
	Figure
	Following the procedures outlined in Callaghan et al. (2008), morbidities were grouped into 9 causes. In addition, an accidental drug overdose group was included because a scan of the data indicated a large group of women with these codes. Additionally, the hypertension codes were expanded from the restricted code range used by Callaghan to all hypertension codes. It was found that the restricted code range underestimated the prevalence of hypertension and eclampsia in the Texas discharge data. Eighty-one p
	 
	Figure
	A disadvantage of using the public use hospital discharge data is that the hospital file cannot be linked to the birth file. However, the woman’s county of residence is known and data can be linked at the community level (see Figure 4.26 for geographic distribution of rate). When assessing the association between community-level risks and severe morbidity, it is clear that these rates are more closely tied with maternal risks than fetal/infant risk. In particular, counties with high rates of access to prena
	 
	Figure
	Maternal mortality—the death of a woman who was pregnant or who had given birth within one year of her death—is a tragic event with far reaching consequences beyond the loss of the mother. Maternal death is rare, with mortality rates among currently and recently pregnant women generally lower than those of women in the same age range in the general public. However, there is evidence, albeit controversial, that the rate of deaths that are directly related to pregnancy is rising. 
	The issues of definition and accurate surveillance of maternal death are not insignificant and will be discussed before the prevalence of maternal death is discussed. One of the greatest issues with maternal mortality and morbidity surveillance is that it is difficult to accurately find and identify the cases. Even nationally, there have been widely discrepant discussions on how to identify these deaths in vital statistics records (Hoyert, 2007; Berg et al., 2010).    
	Deaths that are caused by pregnancy-related complications are classified on the death certificate using two pieces of information: 1) the cause of death written on the death certificate, and 2) the “pregnancy check box.” This check box identifies whether the woman was: 1) currently pregnant; 2) not pregnant currently, but pregnant within 42 days of death; or 3) not pregnant currently, but pregnant 42 days to 1 year prior to the time of death.  
	The cause of death, sometimes combined with the answer on the check box, should lead to an ICD-10 code being assigned to the death that is the official classification of the death. The different national and international rates that are reported stem from differing opinions about which ICD-10 codes should be used to classify Maternal Death and whether or not the pregnancy check box is a requirement for that classification.  
	The most inclusive definition encompasses ICD-10 codes O00-O999 (all obstetric codes; O-Codes) and A34 (sepsis). For this definition, the check box is not considered. This definition generally leads to a large number of deaths being classified as Maternal (pregnancy-related) Deaths. However, some have advocated that the ICD-10 codes are too broadly inclusive, because they do not separate deaths caused by a pregnancy and those causes only related to a pregnancy death. This group advocates a restrictive defin
	Data on the maternal mortality rates in Texas from 2007 to 2011 using both definitions show very different rates (see Figure 4.27). 
	 
	Figure
	A birth-death matching project that was conducted for the Maternal Mortality and Morbidity Task Force has shown that the pregnancy checkbox on the death certificate does not accurately identify recently pregnant women. In 2012, there were 225 women identified on the death certificate as being pregnant at time of death, pregnant within 42 days of death, or pregnant 43 days before death but within one year of death. The linked death cohort only had 145 women with an appropriate pregnancy check box designation
	This matching project has given insight into the leading causes of death among women who were recently pregnant or currently pregnant at the time of death. Once motor vehicle deaths and cancer deaths were excluded, the leading two causes of death in 2011 and 2012 were cardiac events and hypertension/eclampsia (see Figure 4.28). Black women were disproportionately affected by these two causes. Drug overdose was found to be the third leading cause of death and was the second most prevalent cause of death for 
	 
	Figure
	Additionally, it was found the survival rates for many causes of death to be long, showing that many women are surviving the delivery, but may be experiencing complications later (see Figure 4.29). 
	  
	Figure
	As the Maternal Mortality and Morbidity Task Force moves forward with reviewing these deaths, it will become clearer how many of these deaths were related to the woman’s pregnancy.  
	  
	Chapter 5. Birth & Infancy 
	When an infant is born, he or she has already been exposed to environmental, social, and genetic factors that increase health risks. The focus of the previous chapter has been to understand the risks that the mother carries into the pregnancy and may develop over the course of the pregnancy. This chapter will focus on understanding the infant’s risk and how the maternal risks discussed previously are related to the infant’s outcomes, both immediately after birth and within a year of birth. 
	Preterm Birth Rate 
	Knowing the infant’s gestational age throughout pregnancy and at birth is important for proper care and management of a pregnant mother and also with caring for the infant. However, with the exception of certain artificial reproductive techniques, gestational age can only be estimated. The two sources of gestational age on the birth certificate are an estimate based on last menstrual period and one based on a clinical determination. The clinical estimate may be based on last menstrual period, report from th
	In 2012 Texas birth data, these two estimates were in perfect agreement only 62 percent of the time and have a kappa reliability score of .5, meaning that they have low agreement with each other. These two estimates are not interchangeable. Deciding which to use is also problematic because both estimates have well documented problems. The HP target for preterm birth uses a hybrid method to estimate gestational age. This method uses last menstrual period first, but if it is missing or out of range with the i
	Preterm births are those that occur prior to 370/7 weeks of gestation. The preterm birth rate in Texas has consistently been higher than the national average for the past ten years (see Figure 5.1). From 2010 to 2011, the preterm birth rate decreased by 3 percent and this decrease has carried over into 2012. However, Texas is still far from meeting the HP2020 target for preterm births [41]. Between 2009 and 2013, the preterm birth rate has decreased by 6 percent, which is still short of the Health Babies Ch
	 
	Figure
	There are substantial race/ethnic gaps in the preterm birth rate, with Black women having a high percentage of their infants being born preterm (see Figure 5.2). Encouragingly, the rate has decreased among all race/ethnic groups, with the largest gains being made with infants born to Black mothers. The preterm birth rate for infants born to Black women has decreased 8.5 percent since 2009. 
	 
	Figure
	The preterm rate can be further divided into infants born at 34-36 weeks, and those born at less than 34 weeks gestation. The declines in preterm birth have mainly been driven by decreases in the percent of infants being born in the 340/7-367/7 week gestation range (see Figure 5.3) [44]. 
	 
	Figure
	As has been seen with maternal risk behavior and health, there are substantial regional differences in the distribution of preterm births (see Figure 5.4). The southern border and gulf coast regions and eastern Texas have high percentages of infants being born preterm. 
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	Low Birth Weight 
	Many birth outcome metrics and guidelines for care are defined by birth weight (e.g. [42] [45]). As with preterm birth, low birth weight is associated with a variety or poor outcomes and is an important marker for the health and well-being of infants, generally. 
	The percentage of babies born weighing less than 2500 grams (5 pounds 8 ounces) has not meaningfully changed since 2006 (see Figure 5.5). The low birth weight rate in Texas is above the national average and is not meeting the HP2020 target of less than 7.8 percent of live births weighing less than 2500 grams [46]. 
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	Black mothers have a disproportionately high percentage of infants being born low birth weight (see Figure 5.6). Additionally, the low birth weight rate is high among mothers in the “other” race/ethnic category. Demographic shifts in the makeup of this group (see Chapter 3), especially the rise in mixed-race mothers, may be contributing to the slow, but steady increase in the rate since 2004. 
	 
	Figure
	Throughout the state, there are individual counties that are meeting the HP2020 target, but they are not clustered geographically; meaning that there are no clear regional disparities in the low birth weight rate (see Figure 5.7). However, there are disparities between individual counties. 
	 
	Figure
	Preterm births are decreasing in Texas but low birth weight is not, even though both rates should track more closely with each other. The clear regional patterns that are seen in preterm births are not present with low birth weight. Birth weight and gestational age are correlated in the Texas data (r = .66), meaning that shorter gestation ages are associated with lighter birth weights. Therefore, it is reasonable to expect that as one decreases, the other would also decrease, even if slightly. Analysis of t
	  
	Figure
	To understand the differing factors that may be contributing to each birth outcome, the relationship between several maternal risk factors, low birth weight, and preterm birth were assessed using birth certificate data.  
	 
	Figure
	Generally, the risk factors that were found to be associated with low birth weight were also associated with preterm birth (see Figure 5.9). However, there were notable differences. Tobacco use and late prenatal care were associated with low birth weight, independent of the infant’s gestational age.  
	Additionally, PRAMS data also reveal a variety of other maternal factors that are associated with low birth weight, even after statistically controlling for other factors. Notably, stress and a lack of oral health care utilization during pregnancy are predictors of low birth weight (see Chapter 4). When bivariate relations, not controlling for other factors, are examined, unwanted pregnancies are associated with a higher prevalence of low birth weight than wanted pregnancies, but not with preterm birth. Con
	a low birth weight infant than women with a healthy weight infant. Women with a low birth weight infant are significantly more likely to say they received care later than they wanted. The unique relation these factors have with low birth weight may help explain some of the divergence between then multi-year trend in the low birth weight and preterm birth rates. 
	Further study and monitoring of these factors may help identify modifiable behavioral factors that are associated with one, but not the other. In the Texas data, both measures together explain about 17 percent of the variance in infants whose birth certificate indicated at least one complication during delivery (such as NICU stay, fetal intolerance of labor, antibiotic administration). Reducing both low birth weight and preterm births will be an important step towards having healthier and safer deliveries. 
	While it is important to study the divergence of these two trends, it is also important to consider the extreme risk carried by an infant who is born both preterm and low birth weight. Preterm infants that are low birth weight can be identified through hospital discharge data. Because of the way that ICD-9-CM defines these diagnosis codes, low birth weight cannot be differentiated from preterm birth. Additionally, hospital discharge data do not represent incidence because these data are not full population 
	Of the infant hospitalizations with any preterm/immaturity diagnosis code, regardless of birth weight, 90.8 percent of these hospitalizations resulted in a discharge to home, 2.5 percent resulted in the death of the infant, and 6.1 percent resulted in a transfer to another general hospital or children’s hospital. The remaining infant hospitalizations were discharged to a variety of other care facilities. The subset of the infants who were low birth weight (53 percent) showed evidence that their condition wa
	 
	Figure
	When assessing only the hospitalization that resulted in a discharge to home, there were also significant differences in how long the infant was in the hospital (see Figure 5.11). The median length of stay for all infant hospitalizations with any preterm/immaturity indication was 5-6 days. For hospitalizations where there was an indication that the infant was low birth weight and preterm, the median length of stay was 10-11 days. Hospitalizations of preterm but not low birth weight infants had significantly
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	Breast Milk 
	Breast milk is the best source of nutrition for infants, as it contains the essential nutrients and antibodies necessary to nourish and protect infants from disease. Formula-fed babies are at higher risk of numerous adverse outcomes, including necrotizing enterocolitis (a condition that affects the gastrointestinal tract of preterm infants), asthma, lower respiratory infections, obesity, and type 2 diabetes [47]. Breastfeeding has also been shown to be protective against SIDS, specifically, and infant morta
	Breastfeeding also has numerous benefits for the mother; besides helping with postpartum weight loss, it helps to establish and strengthen the bond between mother and baby. Breastfeeding has been associated with a lower risk of type 2 diabetes, breast and ovarian cancers, and postpartum depression in mothers. Additionally, since breastfed infants are sick less often, women who breastfeed miss fewer days of work.  
	According to 2011 Texas PRAMS data, it is estimated that 85.8 percent (C.I.: 83.5-88.0) of women had initiated breastfeeding with her youngest infant in the hospital. This estimate is significantly higher than the breastfeeding rate reported by the National Immunization Survey of 78.4 percent (C.I.: 73.5-83.3). Texas is not significantly different from the HP2020 target for breast feeding initiation of 81.9 percent. Among the WIC population, 81.5 percent of clients surveyed in the 2010 Infant Feeding Practi
	reported ever breastfeeding, and in 2012, 84.8 percent reported ever breast feeding. The initiation rates in the WIC population have consistently been shown to be higher than the general population. 
	While PRAMS may be an overestimate of breastfeeding initiation, it is clear that there are significant race/ethnic differences in this rate (see Figure 5.12). Both Black and Hispanic mothers have significantly lower initiation rates than White mothers. 
	 
	Figure
	While Texas has high initiation rates, exclusive breastfeeding is significantly lower. Research has shown that the benefits of breastfeeding are highest when the baby is exclusively fed breast milk for the first 6 months after birth. Only 20.1 percent of mothers receiving WIC reported exclusive breastfeeding at 3 months and that rate decreased to 6.3 percent at 6 months. The National Immunization Study reports higher rates within the general population. At 3 months, 38.9 percent (C.I.: 33.6-44.2) reported e
	It has been shown that the woman’s experience in the hospital has an influence on her initiation of breastfeeding. In Texas, only 3.4 percent of births in 2011 occurred in a Baby Friendly Hospital according to the National Immunization Study. Initiating breastfeeding in the hospital is the first step towards exclusive breastfeeding.  
	Focus group work with lactation consultants and other hospital workers conducted in 2008 suggested that hospitals have substantial work to do with educating nursery nurses and administrators on the benefits of breastfeeding and exclusive breastfeeding and behaviors by staff that subtly discourage exclusive breastfeeding. 
	One administration policy that has been shown to hinder exclusive breastfeeding is the hospital providing complimentary formula to the parents in a gift bag. In regards to this policy, specifically, there has been significant improvement in the state—the percentage of women surveyed through PRAMS who reported receiving formula in a gift bag from the hospital (see Figure 5.13). There has been a 
	significant and steady decrease in the percentage of women receiving complimentary formula from the hospital. There are also race/ethnic differences in this rate, which may reflect cultural norms, women requesting formula, or subtle differences in hospital practice. Further study and monitoring will be needed to assess the influences of hospital policy and women requesting formula.  
	 
	Figure
	In addition to hospital and systems level risk, there are maternal and infant characteristics that are also significantly associated with low in-hospital breastfeeding according to the Texas birth certificate file. Two findings that are noteworthy from this analysis is the significantly lower odds of women with an inter-pregnancy interval of 6-months or less have of breastfeeding compared to women with pregnancy intervals between 24 and 48 months. This finding has been documented in the literature, as well.
	Congenital Abnormalities, Birth Defects, and Cerebral Palsy 
	Birth defects and congenital abnormalities not only have an impact on the infant mortality rate, but also on the health care delivery systems and the CYSHCN program. Birth defects have a mix of causes ranging from genetic predisposition, environmental factors, maternal illness and a combination of any of the three. In Texas, the Birth Defects Registry has tracked and collected data on all reportable birth defects since 1993. All other references to “birth” in this report refer only to pregnancies that resul
	Between 1999 and 2011, Texas has seen a steady and significant increase in the number of Down syndrome cases reported to the registry (see Figure 5.14) [49]. Given the rise in maternal age in the 
	birth cohort (see Chapter 3) and the strong relationship between maternal age and Down syndrome, this increase is not surprising. “Other congenital and genetic disorders” is the third leading diagnosis category for children enrolled in the CYSHCN program. Children with Down syndrome comprise almost half of this group; therefore, a rise in the number of infants born with this syndrome signals a growing need from the CYSHCN program.  
	 
	Figure
	Texas, unfortunately, has a history of clusters of spina bifida and other neural tube defects occurring. One of these clusters of spina bifida led to the establishment of the Birth Defects Registry. Spina bifida, specifically, is the 13th most prevalent diagnosis category for clients served through the CYSHCN program. These birth defects are considered largely, but not completely, preventable through a diet rich in folic acid or through pre-pregnancy folic acid supplementation. From 1996 to 1999, Texas saw 
	2011 Texas PRAMS data has shown that women along the border are well educated about the benefits of folic acid with 91.2 percent (C.I.: 85.7-96.7) reporting that they know about the link between folic acid and birth defects. This rate is significantly higher than reported knowledge in non-border regions (76.5 percent, C.I.: 73.6-79.4). However, despite this knowledge, folic acid and multivitamin use is low among this group of women, with only 45.9 percent (C.I: 35.3-56.6) reporting supplementation pre-pregn
	Pre-pregnancy supplementation is also predicated, to some extent, on the idea that the pregnancy was intended. The rate of unintended pregnancy has been cited as a barrier to persuade women to take vitamins pre-pregnancy. In the 2011 Texas PRAMS data, 70.2 percent (C.I.: 65.6-74.8) of women with an unintended pregnancy did not take a supplement. This rate is significantly higher than the 45 percent (C.I.: 45.3-53.7) of women who reported the pregnancy was intended, but did not take a pre-pregnancy supplemen
	A healthy diet is also a way for women to receive enough folic acid. Obesity can be used as a proxy for poor diet, and the Birth Defect Registry has found that the prevalence rates of spina bifida follow a dose-dependent like relationship with pre-pregnancy obesity status [51]. A healthy diet is a key component to reducing neural tube defects, such as spina bifida, given the high rates of unintended pregnancy and the low rate of supplementation among this group.  
	The Texas Birth Defects registry also shows a significant increase in the rates of some congenital heart defects since 1999 [49]. While some heart defects will resolve without intervention, others will require life-time monitoring and surgery. Heart defects are the sixth most prevalent diagnosis category for the CYSHCN program; therefore, changes in the prevalence of these birth defects will likely impact the CYSHCN program.  
	 
	Figure
	Among heart defects, the increase has mainly been due to a rise in ventricular septal defects, atrial septal defects, pulmonary valve atresia or stenosis, and patent ductus arteriosus (see Figure 5.15). The significant rise in these defects has been attributed to a rise in early diagnosis and identification, rather than to a change in the true occurrence in the population. However, these defects have been linked to maternal characteristics that are also notably gaining in prevalence among the birth cohort. 
	Cerebral Palsy (CP) is not a birth defect, but it is the most prevalent neuro-muscular disorder in children world-wide. Its origin is not clear. There are many events that may give rise to CP. These events can be from several sources, including placental problems and umbilical cord problems, and there is increasing evidence that the infant’s genetic predisposition or other prenatal factors many also play a role [52]. There are no specific surveillance systems in Texas that monitor or track the incidence of 
	Research on risks associated with CP has found that preterm birth is very high among these children, with almost half of children with CP being born preterm. A recent meta-analysis that included data from six developed countries, including the U.S., found that among those children that were born full term (>36 weeks gestation), several other factors were also important risks, including low birth weight, labor induction, maternal hypertension, maternal pre-eclampsia, among others [53]. A California report li
	Infant Mortality 
	Infant death is one of the more tragic birth outcomes. Infant mortality does not just reflect the general health and risk of the individual infant, but of society in general. Infant mortality is a general marker of the health of the community. Therefore, addressing and understanding infant mortality requires not just a focus on the infant’s risk, but also on maternal risks, systems risk, and societal risks. 
	The infant mortality rate (IMR) in Texas has been better than the national rate for the past ten years (see Figure 5.16). However, it has only been since 2009 that the state has met the HP2020 target of 6.0 deaths per 1,000 live births. Preliminary 2013 data suggest that the low IMR has remained stable. 
	 
	Figure
	Despite the overall decrease in the IMR, the racial-ethnic disparity between Black mothers and all other race/ethnic groups in IMR has persisted (see Figure 5.17). The IMR for Black mothers is more than two times higher than those of White and Hispanic mothers. 
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	Infant mortality, even in Texas, is an event that is rare enough that county level analysis is not possible with a single year of data. In order to focus on current data, which is lost with combining years of data, the geographic analysis for mortality data uses communities defined through the Census Bureau to aggregate data across counties. In this report the term “communities” refers to core-based statistical areas (CBSA) as defined by the Census Bureau. CBSAs are micropolitan and metropolitan areas and a
	Across these communities, geographic disparities are evident within the state (see Figure 5.18). In 2012, nine of the twenty largest communities in the state with a calculated IMR were better than or meeting the HP2020 target including Houston-The Woodlands and Dallas-Plano areas, which are the two most populous areas in the state. Five communities had IMRs above 7.0 infants per 1,000 live births in 2012. While the state as a whole is moving towards a decrease in IMR, there are still communities that are la
	 
	Figure
	A trend in the IMR of particular concern is the persistently high IMR for Black women. The high rate for Black women is especially puzzling because the Houston-Woodlands and the greater Dallas-Fort Worth metropolitan areas are home to almost 75 percent of the state’s urban-dwelling Black population (see Chapter 2). Therefore, it is reasonable to expect that the overall decreases in IMR in these communities should also result in a decrease in the state IMR for Black women. 
	Black Infant-Mortality-Rate 
	In order to assess regional differences in IMR for Black women, 2011 and 2012 data were combined and the Black-IMR was calculated at the county level when there were more than 100 births to a Black woman in the county. This analysis revealed stark and substantial regional differences in Black-IMR (see Figure 5.19).  
	 
	Figure
	A striking finding of this analysis is the great variance in the rate across the state and within communities. During 2011 and 2012, there were 10,007 infants of Black mothers (11.6 percent) born in counties with a collective Black-IMR of 5.1 deaths per 1,000 live births (range: 0.0-7.2). There were also 9,774 Black infants (11.3 percent) born in counties with a collective Black-IMR of 16.1 deaths per 1,000 live births (range: 13.2-22.5). Just as with IMR generally, there are substantial regional difference
	Perinatal Periods of Risk Analysis 
	To understand the disparities in IMR across the state, it is important to look closer at these rates. One way to take a more nuanced view of infant death is to also look at a restricted feto-infant mortality rate (r-FIMR). The Perinatal Periods of Risk (PPOR) approach has been advocated as a way to more specifically look at the r-FIMR and to understand the risks in the community [55]. This approach not only considers live births and infant deaths, but also fetal deaths. Therefore, r-FIMR assesses pregnancy 
	The key component of the PPOR approach is that it divides the r-FIMR into four major periods of risk. The period of risk within which the infant or fetal death falls, depends on its weight at delivery and gestational/birth age at death (see Figure 5.20).  
	The first period of risk is the Maternal Health period and includes the death of a fetus or infant who weighed less than 1500 grams at delivery, regardless of gestational age. The second period of risk is the Maternal Care period and only includes fetal deaths in which the weight at delivery was 1500 grams or more.  These two periods of risk are most associated with health issues of the mother that existed both before and during pregnancy, but they are also some of the most vulnerable infants. It has been s
	Figure
	The third period of risk, Newborn Care, includes infants (live births) that died within 28 days of birth. These deaths are most associated with factors related to access to neonatal care. The fourth period of risk is the Infant Health period. This portion of the r-FIMR includes infants who died after 28 days of birth. The risk factors associated with these deaths focus on the environmental health and safety of the infant. 
	Between 2006 and 2010 (the most recent birth-death linking and fetal death file), the r-FIMR remained relatively constant, as it did for the IMR during this same time period (see Figure 5.21). However, there was a steady decrease in the portion of the r-FIMR associated with Maternal Health Period of Risk. 
	 
	Figure
	As with the IMR, there are substantial geographic disparities in the r-FIMR across the 22 largest communities in the state. The period of risk with which each community struggles is different. Interventions that aim at reducing IMR and r-FIMR should consider the specific issues and period of risk that are a challenge for that community. 
	Maternal Health and Maternal Care Periods of Risk 
	Sixty percent of the state r-FIMR in 2010 was in the Maternal Health and Maternal Care periods of risk. These two periods of risk were associated with the mother’s general pre-pregnancy health, as well as her health and access to care while pregnant. 
	There are specific pockets of the state that are showing elevations in the r-FIMR associated with either Maternal Health or Maternal Care. In 2010, six of these communities showed rates that were more than five percent higher than the state average for the Maternal Health period of risk (see Figure 5.22), and eight communities showed elevated rates in the Maternal Care period of risk (see Figure 5.23). 
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	To assess the influence of select health issues on the r-FIMR in these two periods of risk, three of the most common conditions in pregnant mothers were analyzed to evaluate their relative contribution to this rate. The trends and disparities for each of these conditions are discussed in Chapter 4. 
	Women with diabetes have an increased risk for a variety of complications, including infant or fetal death. In 2010, the r-FIMR for women with diabetes was more than 60 percent higher than for women without diabetes. Breaking down the r-FIMR into the four periods of risk showed that the r-FIMR in the Maternal Care period of risk was 3.5 times higher than the r-FIMR of women not identified as diabetic in 2010 (see Figure 5.24). The concentration of the r-FIMR in this period of risk highlights the increased r
	 
	Figure
	Approximately 11 percent of all the feto-infant deaths were to a mother with some form of hypertension. Hypertensive mothers had an r-FIMR that was 1.7 times higher than that of women not identified as hypertensive. The r-FIMR for these women was concentrated in the Maternal Care and Maternal Health periods of risk (see Figure 5.25). Hypertensive women had an r-FIMR in the Maternal Health period that was almost two times higher than that of women not identified as hypertensive. 
	 
	Figure
	Obesity is a major risk factor for developing both hypertension and diabetes during pregnancy. The r-FIMR among these women was higher than the r-FIMR among non-obese women. The r-FIMRs in the Maternal Health and Maternal Care periods of risk were elevated for these women in comparison to non-obese mothers (see Figure 5.26). The clustering of the r-FIMR in these two periods of risk was expected because obesity is a risk factor for hypertension and diabetes, which are also associated with elevated r-FIMRs in
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	Given the co-occurring nature of hypertension, diabetes, and obesity, it is important to understand whether these risk factors are contributing to the same set of feto-infant deaths, or if they represent independent risk factors that can compound a woman’s risk for a feto-infant death when they co-occur. Even when assessed together and controlling for race/ethnicity and tobacco utilization during pregnancy, obesity, hypertension and diabetes were each a significant unique predictor of fetal death. Obesity a
	Newborn Care and Infant Health 
	The r-FIMR attributed to the Newborn Care period of risk is the smallest of all four periods of risk in the state. Interventions in this period of risk are focused on hospital practices related to appropriate level of care for the infant and screening. Despite Texas as a whole doing quite well in this period of risk, there are pockets of the state with elevated rates of the r-FIMR related to newborn care. 
	The Infant Health period of risk includes infants that died 28 days or more after their birthdate. This period is most associated with environmental and/or safety issues, such as safe sleep environments, exposure to toxins, and disease protection through cocooning. In Texas, there were seven communities in 2010 with r-FIMRs that were 10 percent higher than the state average (see Figure 5.27).  
	 
	Figure
	Unlike the other periods of risk that are dominated by congenital abnormalities and extreme prematurity as leading causes of death, the Infant Health period of risk is remarkable because Sudden Infant Death Syndrome (SIDS) or sudden unexplained infant deaths is the leading causes of death. It has been found in the Texas data that the effects of smoking during pregnancy are particularly profound during this period of risk.  
	Smoking during pregnancy elevates the infant’s risk for a variety of problems, including death [57]. Using the linked birth-death files in 2010, it was found that mothers who smoked during pregnancy had significantly higher odds of infant mortality—even after controlling for other health issues of the mother, Medicaid status, and race/ethnicity. Specifically, these women had more than a three-fold increase in the odds of their baby’s death being classified as SIDS, specifically, than women who did not smoke
	Placing an infant on his/her back is an important strategy to reduce sleep-related deaths [59]. PRAMS Texas data has shown that there has been a significant increase in the percent of infants being placed on his/her back to sleep since 2002. Despite this increase, there are still race/ethnic differences, with infants of Black mothers having significantly lower rates of being placed on his/her back (see Figure 5.28). 
	   
	Figure
	Another concerning cause of death during this period of risk is homicide. Of all deaths investigated by the Department of Family and Protective Services (DFPS) between 2010 and 2012 and found to have substantiated abuse or neglect, 38 percent were deaths to infants. In 2014, DFPS and DSHS began a process to develop a plan to coordinate preventative and family support services administered by each agency in order to prevent child abuse and neglect fatalities. The plan was driven by an in-depth analysis that 
	     
	Figure
	There are two major findings from this analysis. One finding is that the type of abuse is important for understanding key risks at birth. For example, smoking is significantly related to both physical abuse and sleep related deaths, but it is a much higher risk for sleep related abuse and neglect deaths. Not having other children at home is protective against neglect related deaths, but it is an increased risk for physical abuse deaths. The second major finding is that the general profile of risk that is se
	  
	Chapter 6. Childhood 
	The early (1-5 years) and late (6 years to the onset of puberty) childhood periods are relatively protected periods of life for children. These periods have the lowest mortality and injury rates of the 18 year span covering childhood. However, this period does mark the emergence of several health risks that can set the child on a long-term path for later health problems.  
	Fatalities 
	Despite the relative protection of this period, fatalities do occur. For non-natural deaths, the origins of these risks often come from the home environment. The three leading causes of non-natural deaths that will be covered in this chapter are motor vehicle crashes, drowning, and child abuse and neglect. The risks for child abuse and neglect and drowning are unique to this age range, so each will be covered next.   
	Child Abuse and Neglect 
	In Texas, child abuse and neglect fatalities account for 11 percent of all non-natural deaths among children 0-17 years of age. However, the early childhood period (1-5 years old) shows particular risk, with 22 percent of all non-natural fatalities being due to substantiated abuse or neglect (see Figure 6.1). These deaths can be grouped into three causes: physical abuse, drowning, or motor vehicle deaths.  
	 
	Figure
	Fatalities are the most tragic outcome of abuse and neglect; however, these deaths are indicative of a larger problem. DFPS estimated that, in 2013, there were 9.2 confirmed abuse or neglect cases for every 1,000 children in the population [60]. Of the cases investigated by DFPS in 2013, 24 percent were substantiated cases of abuse or neglect. These cases are part of a bigger problem, in that 28.7 percent of the investigated cases indicated violence in the family, although violence towards the child may not
	One of the needs for developing efficient interventions is identifying the communities in which these cases are occurring. The collaboration between DFPS and DSHS to analyze abuse and neglect child fatalities showed that, with two notable exceptions, the communities that are experiencing fatalities in general (excluding all motor vehicle deaths), carry the same risks as the communities that experience abuse and neglect fatalities (see Figure 6.2). These communities do not significantly differ on a variety o
	 
	Figure
	The in-depth analysis of the child abuse and neglect fatalities also showed place-based needs that are centered on specific types of fatalities. Homicides, the majority of which are identified as physical abuse, are spread throughout the state. However, drowning and motor vehicle related abuse and 
	neglect fatalities are more prevalent in the Dallas/Fort Worth area than would be statistically expected. The border region, specifically the southern region, has higher than statistically expected numbers of motor vehicle related abuse and neglect fatalities. It is also notable that the majority of these motor vehicle fatalities (64%) are not vehicle-to-vehicle crashes; rather, these are pedestrian deaths and children being left in vehicles on a hot day.  
	Discussions of child abuse and neglect must also include children with birth defects and special health care needs. Across several studies, it has been shown that these children have a higher prevalence of abuse or neglect than children without special needs or birth defects. As part of an inter-agency project to assess the prevalence of abuse and neglect among those with birth defects, DFPS full case report files, the birth defects registry, and birth certificate records from 2002-2011 were linked [61]. Th
	The most extreme intervention for a family with an abuse or neglect history is removal from the family and termination of parental rights. Children with special health care needs are at particular risk for not finding a permanent home if this happens. There is a shortage of adoptive families for children who have been removed, and children with special needs are at an additional disadvantage of finding a permanent home. In 2014, 1,623 children with special needs were adopted; however, it is difficult to asc
	Drowning 
	Drowning fatalities and motor vehicle fatalities alternate being the leading cause of accidental death for children between 1 and 5 years of age. Texas Child Fatality Review Team data show that almost all of the drowning fatalities for this age range occurred in a private swimming pool. The teams determined that almost all of these deaths could have been prevented. In 88 percent of the cases reviewed in 2011, there was no barrier present that could have prevented or deterred the child from entering the pool
	The teams also determined that poor or absent supervision was a contributing factor in 59 percent of the drowning fatalities in 2011. According to DFPS data, 31.8 percent of drowning fatalities in 2011 involved a confirmed case of abuse or neglect. These data underscore the need to address the wider issues of supervision around pools in the general population, not just in populations that are at risk for abuse or neglect.  
	Asthma 
	It was estimated in 2012 that 9.3 percent of children are affected by asthma nationwide [62]. Recent work has shown that its prevalence rates are closely tied with poverty, although the genetic susceptibility of some children cannot be discounted [63]. 
	In Texas, it is estimated in the Burden of Asthma Report that 9.1 percent of children 0-17 years old have asthma [64]. However, there are significant race/ethnic differences, with 19.2 percent of Black children 
	having asthma. Children 0-4 years of age have the lowest reported prevalence of asthma, but the highest hospitalization rate (21.0 per 10,000; see Figure 6.3). This low prevalence and high hospitalization rate likely correspond with the child’s initial diagnosis of asthma. Children between 5 and 9 years of age have a hospitalization rate of 20.1 per 10,000, but a prevalence rate similar to the state average. These data likely correspond to the time period when parents and children are learning to control th
	 
	Figure
	The hospitalization rate provides a picture of the extent to which asthma is controlled. The distribution of claim types among Medicaid recipients reveals race/ethnic differences. Hispanic children account for 53.9 percent of physician submitted Medicaid claims and 43.2 percent of all inpatient hospital claims. In contrast, Black children account for 17.3 percent of physician claims and 25.4 percent of inpatient claims. This disproportionate percentage of hospital claims shows that Black children are more l
	These hospitalizations also represent a burden on the medical system. Of asthma-related Medicaid claims, hospitalizations account for less than 1 percent of the number of claims for childhood asthma, but 24 percent of expenditures for children.  
	In addition to the burden on the medical system, asthma also takes its toll on the child’s education. According to the 2006-2010 BRFSS asthma call-back survey, 53.9 percent of children with asthma had missed school in the past year. Further, 43.2 percent reported having an active asthma management plan with their school. The issues surrounding the school and asthma are also significant to the medical community. The Baylor Asthma Care for Kids Educational Resource study of child asthma cases treated through 
	Obesity 
	According to the National Health and Nutrition Examination survey, the national prevalence of obesity among 2-5 year old children (n = 871) has decreased from 13.9 percent in 2003-2004 to 8.4 percent in 2011-2012. This represents a significant 43 percent reduction in obesity [65]. The authors of the studies and others have pointed to the changes in the food package provided through the Food and Nutrition Service for Women Infants and Children (WIC) made in 2009 and 2010 as a driving force for this change. H
	The changes in obesity were analyzed in the Texas WIC population among toddlers from 2008-2013 (see Figure 6.4). These changes were assessed two ways, one looking at cross-sectional changes from year to year, and the second was to assess longitudinal change in BMI for children who were enrolled in WIC at 2 and 3-years old.  
	The percent of obese 2-year olds decreased from 16 percent in 2008 to 14 percent in 2010. This percentage of obese children decreased even more in 2013 to 13.5 percent. The change from 2008 to 2013 represents an 18.5 percent decrease in the obesity rate.  
	The changes for 3-year olds have also been significant, but more modest. The obesity rate decreased from 18 percent in 2008 to 17.3 percent in 2010 and to 16.1 percent in 2013. This change represents a 10.7 percent decrease in the obesity rate from 2008 to 2013.  
	 
	Figure
	These decreases in the obesity rate have also been associated with modest decreases in the overweight rate, and additionally, increases in the rate of toddlers who are normal weight.  
	The longitudinal change in BMI seen in the WIC population shows that individual BMI generally increases from the age of 2 to the age of 3. The extent of this BMI gain differs by race/ethnicity, with Hispanic children showing the biggest gains in BMI from the age of 2 to 3. A significant finding from this 
	analysis is that, despite these gains, children whose mother was enrolled in WIC in 2012-2013 still had lower BMI at the age of 3 than those enrolled in 2008-2009, before the food package change.    
	Within the state, WIC provides the only viable surveillance of obesity among toddlers. Tracking this rate and changes in this rate are important for assessing the overall health of children. There is an increasing number of studies showing that obesity among toddlers can lead to later health issues and long-term problems with weight.  
	One of the issues emerging in the literature on obesity prevention with young children is whether or not parents recognize that the child is obese or overweight and what parents view as healthy weight for their children. It has been shown that parents tend to underestimate their child’s weight status [66]. Several studies have shown that this underestimation is also associated with a lack of concern for the child’s weight and level of physical activity. 
	In the late childhood period, parental attitudes and perceptions have an impact on children’s physical activity. Fourth grade students, on average, engage in more than 30 minutes of vigorous physical activity 3.3 days a week according to the Texas School Physical Activity Nutrition Survey (SPAN). One of the factors than has been found to influence this level of activity is the parents’ perception of safety in the neighborhood [67]. Specifically, parents that view traffic in their neighborhood to be unsafe w
	One theme about obesity that emerged out of both the Title V Focus Groups and the CYSHCN Focus Groups is parents feeling powerless to influence their young children’s food choices. A sentiment expressed throughout all Focus Groups was lack of knowledge on how to get their children to eat healthier food, and that it was easier to let them eat unhealthy food that they liked. This sentiment was especially expressed by parents with a child with special health care needs, whose children may be less flexible abou
	Oral Health 
	Every five years, DSHS conducts the Oral Health Basic Screening Survey (BSS) to assess the level of oral health service utilization and oral health status of third grade and Head Start students in the state. The BSS consists of a short survey that parents fill out concerning utilization of oral health services for their child. Additionally, there is also a limited oral exam of the child conducted by a trained dentist. The most recent BSS was conducted in 2012-2013, and included a representative sample of 3,
	In Texas, the oral health utilization disparities between Medicaid enrolled children and those not enrolled in Medicaid are well documented [68]. Children enrolled in Medicaid in Texas have higher oral health care utilization than children not enrolled in Medicaid, including those children with private insurance. The results from the BSS also illustrate this disparity (see Figure 6.5). Among 3rd grade 
	students, 70.8 percent (C.I.: 66.8-74.8) of children not enrolled in Medicaid had seen a dentist in the past year. In contrast, 82.9 percent (C.I.: 80.0-85.0) of children receiving Medicaid had seen a dentist in the past year. Continuity of care is not just important for general medical care, but also for oral health care, and a component of this continuity is having a regular provider. Third grade students enrolled in Medicaid (54.6 percent; C.I.: 49.5-59.8) had a higher prevalence of having a family denti
	 
	Figure
	This higher level of access also translates into better oral health (see Figure 6.6). Medicaid enrolled third grade students had lower prevalence of untreated dental caries (20.1 percent; C.I.: 16.0-24.1) and a higher prevalence of sealants (61.5 percent; C.I.: 55.5-67.6) than students not enrolled in Medicaid (28.8 percent, C.I.: 25.0-32.7; 45.6 percent, C.I.: 40.9-50.4, respectively). However, third grade students, generally, have better oral health and sealant usage than what was seen in the 2008-2009 BS
	 
	Figure
	Head Start enrollment is dominated by children enrolled in Medicaid, as 80 percent of Head Start slots are earmarked for low-income families, and all Head Start students are required to have an oral health check-up within 6 months of enrollment. Therefore, there are very few differences between children 
	enrolled and not enrolled in Medicaid. However there are geographic differences in utilization and health outcomes (see Figure 6.7). Children living along the border have a significantly higher prevalence of ever seeing a dentist (94.7 percent; C.I.: 92.9-96-6) than those living outside the border region (90.5 percent; C.I.: 88.3-92.7). Additionally, children living in the border region have a higher prevalence of having a family dentist (70.6 percent; C.I.: 67.2-74.0) than those not living near the border 
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	Medical Home 
	A good medical home has seven major components: 1) a personal physician; 2) physician directed medical practice; 3) a whole person orientation; 4) coordination of care; 5) care is high quality; 6) there is enhanced access to care; and 7) payments should be based on quality. For patients, the medical home should be accessible, family-centered, comprehensive, coordinated, and culturally effective. In Texas, 51.8 percent (C.I.: 48.2-55.4) of children received coordinated, ongoing, comprehensive care within a m
	 
	Figure
	Estimates of CYSHCN are indicators of quality care in the general population, as they are heavy users of the medical system. In Texas, CYSHCN have low rates of medical home utilization. The NS-CSHCN estimates that only 40.1 percent (C.I.: 35.6-44.5) of CYSHCN received their care within a medical home. As will be discussed in Chapter 7, the utilization of medical home for these children is a strong predictor for later outcomes and transitions to adult care.  
	One way that Texas is failing in terms of medical home is with “coordinated care.” On the NS-CSHCN, this component of medical home is the most likely to be missing for children in Texas. The CYSHCN Community Outreach (parent) Survey also indicated that coordination of care is a challenge, with 71.6 percent of parents reporting that they coordinate their child’s care themselves. For these parents, that level of responsibility also means overcoming barriers to seeking care. For parents responding to the 2014 
	  
	Chapter 7. Adolescents &Transition to Adulthood 
	Adolescence is a period of a child’s life with little consensus in the literature on when this time begins and when it ends. However, the importance of this period in development is clear. There are major transitional changes in physical and psychological development, including neurologic changes to the brain, which can lead to risky behaviors, sleep disruptions, changes in health, and profound changes in social-emotional processing.  
	Throughout this chapter, different age ranges for some of the topics and indicators will be presented. These differences are due to the variation in how data sources group the various ages defined as youth or adolescence. The age ranges will be presented in the titles of the figures and maps. An effort was made to have all age ranges include 15-17 year olds when the data was presented throughout the chapter.  
	Fatalities 
	The period of child development with the second highest risk for death is adolescence—after the infancy/early toddler period. Youth from 15-17 years of age are more likely to die from a non-natural cause of death, whereas infants and toddlers are most likely to die from a natural cause (see Figure 7.1). These non-natural causes of death are mainly accidents and suicides for youth in this age group.  
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	There are differences in the fatality rate within these age groups. From 2008 to 2012, the fatality rate among 17-year olds decreased 22.1 percent, the rate for 16-year olds remained stable, and the rate for 15-year olds only decreased 9 percent (see Figure 7.2).    
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	Motor Vehicle Crashes 
	The decline in the fatality rate for the 15-17 year old age group has been mainly driven by a decrease in accidental deaths (see Figure 7.3).  
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	The leading cause of accidental death for this age group is motor vehicle crashes. Among 15-17 year olds, the rate of motor vehicle fatalities has declined 30.7 percent since 2008. Local Texas Child Fatality Review Teams examined 171 of the 267 motor vehicle deaths in 2011. The Teams found that in 32 percent of the deaths, the victim was the driver of the car. In all but one of these 267 cases, the driver was between 15-17 years old. Data from the Texas Department of Transportation (TXDOT) indicated that a 
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	In 2013, TXDOT reported that youth 15-17 years old were unrestrained in 56.8 percent of the motor vehicle fatalities. TXDOT further reported that an additional 11.1 percent of the crashes with an unrestrained youth resulted in serious injuries, and 4.1 percent of the crashes resulted in other types of injuries. It is important to note that these unrestrained youth statistics reflect both drivers and passengers. In 2011, the Texas Child Fatality Review Team data showed that the teen driver was unrestrained i
	In addition to the risks of being unrestrained in a vehicle, the risk associated with driving while under the influence of alcohol is also important to consider. Youth are at risk of being in a crash while driving intoxicated. For youths aged 15-17, driving under the influence (DUI) of alcohol accounted for 1.56 percent of all DUI crashes in rural counties and .75 percent of crashes in urban counties in 2013.   
	The risk of a DUI fatality is not just with the driver, but also lies with the passenger and others involved in the crash. Between 2007 and 2013, there was a DUI in approximately 20 percent of all fatalities for youth age 15-17 years old (see Figure 7.5). The percent of all motor vehicle fatalities that involved a driver under the influence is higher for 17-year olds than for any other age younger than 18 years old.   
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	According to the 2013 CDC Youth Risk Behavior Surveillance System (YRBSS), 28.7 percent (C.I.: 26.3-31.3) of Texas youth reported that they were a passenger in a vehicle with a driver who had been drinking alcohol (see Figure 7.6). There has been a significant decrease in this rate since 2005. However, this rate was still significantly higher than the national average of 21.9 percent (C.I.: 20.0-23.9) in 2013.  
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	Suicides 
	Texas has seen relative stability in the suicide rate for youth 10-17 years old from 2005 to 2012 (see Figure 7.7). However, the suicide rate among 15-17 year olds has risen. This age group carries the highest risk for suicide among all children younger than 18 years old. It is important to note that about three quarters of child suicides in Texas in any given year involve youth older than 15 years old.   
	 
	Figure
	In 2011, Texas Child Fatality Review Teams examined 77 percent of all youth suicides in Texas. The teams determined that 65 percent of these suicides could have been prevented. In 2011, firearms (44 percent) and strangulation/hanging (36 percent) were the two most prevalent ways that children younger than 18 years old committed suicide. 
	As with other causes and manners of death, understanding the context that leads to the suicide is important. The teams identified several psycho-social factors that they determined had contributed to the death. In 32 percent of the cases reviewed, family relationships—arguing with parents, parents getting a divorce or family discourse—were contributing factors. Of the identified problems contributing to the suicide, peer relations (i.e., fighting with peers, fighting with a boyfriend or girlfriend, or break
	The link between depression, anxiety, and suicidal behaviors has been well established. In Texas, 3.2 percent (C.I.: 2.2-4.6) of youth 15-17 years old reported having a clinically diagnosed depressive episode in the past year, and 1.8 percent (C.I.: 1.2-2.7) reported a diagnosed episode of anxiety. The rate of any depressive episode over the course of the lifetime is higher among these youth, with 4.6 percent (3.5-6.2) reporting a history of diagnosed depression and 2.2 percent (C.I.: 1.5-3.3) reporting dia
	However, it is also important to point out that there is a discrepancy between the prevalence of depression and the percent of youth that reported attempting suicide in the past year (see Figure 7.8). Based on 2011 YRBSS data, 10.1 percent (C.I.: 8.4-12.1) of youth in grades 9-12 had attempted suicide in the past year, which is almost 5 times the rate of youth with diagnosed depression.  
	 
	Figure
	Additionally, significantly more female youths reported that they had attempted suicide than male youths, whereas there were no significant gender differences in depression history. From the data, it is clear that other psycho-social factors may contribute to suicide predispositon, or that there many be a significant portion of youth with undiagnosed or unrecognized depression.  
	Substance Use 
	Among the 2014 Title V Focus Group particpants, both fathers and mothers said that a top concern of theirs for an adolecent child was exposure to drugs, alcohol, and sexual activity. According to the 2012 TSSSU, the most prevalent substance tried at least once by 10-12th grade students in Texas is alcohol (see Figure7.9). It is important to note that the YRBSS reports that the rate of trying tobacco is higher than alcohol use among students in these grades. Among 12th grade students, the YRBSS estimates tha
	As would be expected, the rate of ever trying alcohol significantly increased with grade level. Black 10-12th grade students report lifetime alcohol use at a significantly lower rate than Hispanic youth. 
	 
	Figure
	When assessing recent use (use in the past month), the same patterns emerge, with significantly greater prevelance in older grades and higher use among Hispanic and White youth than with Black youth.   
	Binge drinking is defined as drinking five or more drinks in one setting on the TSSSU. Overall, 25 percent  (C.I.: 24.4-25.7) of youth reported binge drinking in 2012 (see Figure 7.10). As with alcohol use in general, these rates were significantly higher among White and Hispanic youth than among Black youth.   
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	Parents in the Focus Groups also expressed concern about their adolescent “falling in with the wrong crowd.” The sentiment expressed in this statement suggests that peers have an influence on behavior 
	and peers may be a gateway to risky behaviors. TSSSU data concerning where 10-12th grade students are likely to get alcohol illustrates this peer effect (see Figure7.11). The most prevalent place students reported access to alcohol “most of the time” was from friends or at parties.  
	 
	Figure
	Marijuana is the most frequently used illicit substance in the U.S. among adults and youth. While popular perception is that marijuana is generally safe, the long-term effects of marijuana use among adolescents is currently being debated within the developmental neuroscience literature.  
	According to TSSSU data, there was little difference between race/ethnic groups based on any history of trying marijuana in 2012 (see Figure 7.12). Hispanic youth had a significantly higher prevalence rate than White youth, but not higher than Black youth. The prevalence rate for Black youth is not signifiantly different than White youth.  
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	The patterns of marijuana use in the past month follow the history of use data. It is also important to point out that 37.8 percent of youth who had a history of marijuana use also indicated that they had not used it in the past year.   
	One of the debates surrounding the long-term consequences of marijuana use on brain development centers around differentiating the effect of marijuana-only use from poly-use effects. In particular, marijuana-alcohol co-use is prevalent among adolescents, and this co-use pattern is at the center of this debate. Studies have found adverse effects on adolescent brain structures and physiology that are rapidly developing during this developmental period. The likely behavioral consequences of these physiological
	In Texas, this co-use is prevalent, in that 12.1 percent (C.I.: 11.6-12.6) of all 10-12th grade students reported using both marijuana and alcohol in the past month. Of all past-month marijuana users, 77.4 percent who used marijuana had also used alcohol in the past month. Because of this high rate of co-use, the neurological and behavioral consequences, regardless of whether they are due to co-use or to marijuana use specifically, are relevant toward understanding the public health impact of adolescents us
	Two issues that are gaining in importance across the country are over-the-counter medicine abuse and prescription drug abuse. According to the 2013 Title V Community Outreach Survey, 23.3 percent of respondents indicated that abuse of prescription drugs was a top concern for their community. The use of both of these categories of drugs is relatively low in Texas among adolescents when compared to alcohol, marijuana, or tobacco, but the use rates are too high to ignore. TSSSU data indicate that 18.5 percent 
	 
	Figure
	Use in the past month was significantly lower for both, with 7.5 percent of 10-12th grade students reporting recent prescription drug abuse and 1.6 percent reporting recent over-the-counter drug abuse. As with lifetime use, there are no significant race/ethnic differences in these prevalence rates. 
	Sexual Behaviors 
	The adolescent birth rate was discussed in Chapter 4, and so, the focus in this section will be on sexual behaviors. Data from the 2013 YRBSS estimates that 45.9 percent (C.I.: 42.1-49.8) of Texas students in grades 9 through 12 have ever had sexual intercourse. Of the 36 states that are reporting 2013 YRBSS data, Texas ranks as having the 12th highest prevalence.  
	Given that Texas has the third highest adolescent pregnancy rate of all states and the District of Columbia, it is clear that many of these students are having unprotected sex. Indeed, among students that were currently sexually active, 19.0 percent (C.I.: 15.9-22.4) reported not using any method to prevent pregnancy during their last sexual encounter (see Figure 7.14). This rate is the highest of the 31 states that collected YRBSS data on this issue in 2013. 
	 
	Figure
	Condoms are effective for preventing pregnancy and reduce the risk of spreading some sexually transmitted infections. In 2013, 47.1 percent (C.I.: 43.7-50.6) of sexually active students in Texas reported that they did not use a condom during their last sexual encounter. This 2013 rate is significantly worse than the rate of no condom use reported in 2005 (see Figure 7.15).  
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	Sexually Transmitted Infections 
	Chlamydia and Gonorrhea are the two most prevalence sexually transmitted infections among youth aged 15-19. In 2013, the rate of Chlamydia cases was more than 3 times that of Gonorrhea (see Figure 7.16). The rates of both have increased since 2005. The infection rate for Chlamydia appears to have peaked in 2011, with the rate falling in 2012 and 2013. The infection rate for Gonorrhea peaked in 2008, but has yet to return to 2005 levels.  
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	The rate of Syphilis among youth has also increased since 2005 (see Figure 7.17). It appears that this rate peaked in 2009, but as with Gonorrhea and Chlamydia, this rate has not yet fallen to 2005 levels. 
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	Dating and Intimate Partner Violence 
	Another aspect of sexual behavior is the prevalence of violence surrounding that behavior. This violence can take the form of forcing another individual into an intimate situation. Dating violence in the YRBSS is defined as being forced to kiss, touch, or have intercourse with someone they were dating or going out with in the past 21 months. The reported prevalence of this type of violence differs between male and female students (see Figure 7.18).  
	 
	Figure
	There are differences between males and females in the prevalence of forced sexual intercourse. Females reported a significantly higher prevalence of forced sexual intercourse in 2013 than did males (see Figure 7.19).  
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	In 2013, Texas had a significantly higher overall prevalence of students reporting forced intercourse than estimates for the United States. This difference is because male students in Texas report a significantly higher prevalence of forced intercourse than is estimated for the country as a whole.  
	In the 2014 Title V Community Outreach Survey, parents were asked if they knew where to find information about dating violence. Only 38.9 percent of respondents with children younger than 18 years old knew where to find resources about dating violence. Of those that knew where to find resources on this topic, 42.5 percent said that they received this information from schools.   
	Obesity 
	Of the respondents to the 2014 Title V Community Outreach Survey, 54 percent  of parents indicated that “overweight/obesity among children and adults” was one of their top five health concerns.  Additionally, 40.5 percent of the respondents indicated that “the lack of exercise/physical activity” was one of their top five health concerns. Throughout each chapter, obesity and its correlates have been analyzed in terms of how parents can impact this rate. For adolescents, the analyses presented here will focus
	In Texas, obesity rates are lower for older students than younger students. The SPAN conducted during the 2009-2011 school years found that only 59.6 percent (C.I.: 56.5-62.7) of 8th grade students were healthy weight, which is significantly lower than the 64.7 percent (C.I.: 62.8-66.6) of 11th grade students that were found to be healthy weight. The difference between the two grade levels is not due to basic differences in physical activity, sedentary behavior, or dietary behavior across the state as a who
	Within the child research literature, there are questions concerning the relation between the food environment around the school, a youth’s food choices, and ultimately, the obesity rates within the school. The 2009-2010 SPAN data was linked to the mRFEI (See Chapter 3) to assess this relationship in Texas. The results of this analysis showed the concentration of low income students in the school (as measured by the percent of students enrolled in free and reduced lunch) was a bigger predictor of obesity th
	The public health and health psychology literature has also focused on body weight perception as a point of concern among high school students. For some students, there are gaps between their perceived weight and actual weight. Historically, the issues of perceived and actual weight have focused on students that are underweight because of the relation this has with body dysphoria and anorexic behavior.  However, Texas SPAN data show that this perception gap is at both the low and the high end of the BMI sca
	It has also been found that the gap between perceived body weight and actual BMI can be related to the child’s history of being bullied [71]. Students that perceived themselves as weighing too little had three times the risk (O.R. 3.2, C.I.: 1.3-7.6) of being bullied than those who reported that they weighed the right amount. Those students who perceived themselves as weighing too much had a risk more than twice as high (O.R. 2.33, C.I.: 1.1-5.1) as those who perceived themselves as weighing the right amoun
	and the socio-economics of the school. It is important to point out that males were significantly more likely to show these effects than females. This result suggests that in the context of bullying, males maybe at particular risk for having this perception gap. Being a victim of bullying has been linked to a variety of negative health behaviors including substance use, mental health problems, and possibly suicide ideation. The relationship with perceived weight, obesity, and negative health behaviors canno
	Throughout all of the chapters, one important piece that is missing is the role of obesity, physical activity, and diet in the health and well-being of CYSHCN. Part of the Focus Group discussion involved parents of CYSHCN and the impact on the parents and the child or youth.   
	Transition to Adulthood 
	Adolescence is viewed as a transitional period between childhood and adulthood, whose cultural purpose is the preparation of children for adult roles. It is a period of multiple transitions involving education, training, employment, and unemployment, as well as transitions from one living circumstance to another. The transition to adulthood including adult medical care for developing children/youth and CYSHCN was identified by Texas stakeholders as a major issue that Title V should focus on. Locating resour
	Part of successful transition to adulthood is a youth taking responsibility for his or her medical care. This responsibility involves knowing the legal limits and rights of youth in seeking and following medical care. Knowledge of where to find information and resources about the medical rights of adolescents was low among respondents to the 2014 Title V Community Outreach (Parent) Survey. Only 20.4 percent knew where to find this information.  
	Transition to adult medical care is particularly challenging and an important phase for CYSHCN. The need in this community and the transition experiences of these children has become a barometer for transition services for all children. Texas is one of the worst performing states in the country with provision of adequate transition services according to the NS-CSHCN. According to this survey, 35.4 percent of children were receiving adequate transition services. However, this percentage may actually be lower
	A recent analysis of the survey of CSHCN examined the possible risk factors that were associated with children having inadequate transition services in Texas. The analyses further examined factors that separated Texas from the two highest performing states (Kansas and Utah) and two states of similar size (California and Florida). As is found across the nation as a whole, Texas identified the lack of a medical 
	home as a significant risk for children not receiving adequate transition services. Additionally, it was found that medical home utilization also differentiated Texas from high performing states.   
	In addition to this analysis, CYSHCN program directors and staff were surveyed about their state’s policies and transition services. The results have led to a better understanding of how state-level factors could influence the provision of transition services. None of the states surveyed had a clear policy about when transition services should be provided or what those services should look like. Additionally, only the highest performing state had a centralized location that providers and parents could go to
	Additional analyses also identified provider level factors that interacted with the child’s particular health care need and could be influencing the provision of transition services. Parents of children with an emotional, behavioral, or mental health problem were significantly less likely (O.R. 3.85; C.I.: 1.75-8.49) to report that their child’s provider encouraged the child to take responsibility for “taking medication, understanding his/her diagnosis, or follow medical advice” even after controlling for r
	Parents in the 2014 Title V Community Outreach Survey were asked, “How difficult is it to find a behavioral health provider for a child?” Among parents with a child younger than 18 years old, the median level of difficulty for finding a behavioral health professional for a child was 5 out of 6, with 6 being extremely difficult. The mental and behavioral health workforce shortfall in Texas and the nation has been well documented (see Chapter 2), with major policy recommendations being made to address these s
	Positive Youth Development 
	Positive youth development helps youth acquire the assets they need to become healthy and productive adults [72]. These assets or building blocks are often acquired through family interaction and the social support that youth receive as a result. According to the 2013 YRBSS, 87.5 percent (C.I.: 86.1-88.9) of Texas youth in grades 9-12 reported that they had eaten dinner with their family on at least one day during the week before completing the survey. Moreover, 40.8 percent (C.I.: 38.1-43.5) reported that 
	Positive youth development is also acquired through academic achievement and extracurricular activities at school [72]. The majority of students surveyed on the YRBSS in 2013 described their grades as mostly As (30.2 percent; C.I.: 25.8-34.7) or mostly Bs (46.4 percent; C.I.: 44.4-48.5). Nearly two thirds (64.9 percent; C.I.: 62.1-67.7) of students also indicated that they spent at least one hour during an 
	average week participating in school activities, such as sports, band, drama, or clubs, with 8.5 percent (C.I.: 7.0-9.9) reporting that they spent 20 hours or more during an average week. 
	Finally, feeling valued within their community is important for positive youth development [72]. According to YRBSS data, students surveyed in 2013 strongly agreed (15.0 percent; C.I.: 13.1-16.9) or agreed (31.1 percent; C.I.: 28.9-33.3) that they mattered to people in their community. However, 35.2 percent (C.I.: 33.3-37.1) were unsure about whether or not they mattered, and 11.2 percent (C.I.: 9.8-12.6) disagreed or 7.5 percent (C.I.: 6.2-8.8) strongly disagreed with this statement. Of particular concern 
	  
	Chapter 8. Children with Special Health Care Needs: Stand Alone Needs Assessment 
	This chapter is a stand-alone needs assessment for the Children with Special Health Care Needs (CSHCN) Services Program. This chapter repeats important findings from the overall needs assessment, but also presents new data and analyses from the parent outreach survey, national surveys, and the focus groups conducted with parents of special needs children. This chapter was written in collaboration with the CSHCN Services Program. OPDS acknowledges and the lead that the CSHCN Services Program took with writin
	INTRODUCTION 
	The Health Resources and Services Administration (HRSA), Maternal and Child Health Bureau (MCHB) defines CSHCN as “those who have or are at increased risk for a chronic physical, developmental, behavioral, or emotional condition and who also require health and related services of a type or amount beyond that required by children generally.”i Over the years, the term children and youth with special health care needs (CYSHCN) has become the preferred reference to acknowledge the unique needs and strengths of 
	i “A New Definition of Children with Special Health Care Needs,” Pediatrics Vol. 102 No. 1 July 1, 1998  pp. 137 -139. 
	i “A New Definition of Children with Special Health Care Needs,” Pediatrics Vol. 102 No. 1 July 1, 1998  pp. 137 -139. 
	ii The National Survey of Children with Special Health Care Needs Chartbook 2009-2010, June 2013, US Department of Health and Human Services Health Resources and Services Administration. 
	iii Texas State Data Center, "2012 Population Projections by Migration Scenario for Texas," November 2012. [Online]. Available: http://txsdc.utsa.edu. 
	iv Ibid. 
	v U.S. Census Bureau, Population Division, "2013 Population Estimates," June 2014. [Online]. Available: http://factfinder2.census.gov. [Accessed December 2014]. 
	vi 2009/10 National Survey of Special Health Care Needs. Child and Adolescent Health Measurement Initiative, Data Resource Center on Child and Adolescent Health website. 
	vii U.S. Census Bureau, "2008-2012 American Community Survey 5-Year Estimates," 17 December 2013. [Online]. Available: http://factfinder2.census.gov/. 
	viii Ibid. 
	ix 2009/10 National Survey of Children with Special Health Care Needs. Child and Adolescent Health Measurement Initiative, Data Resource Center on Child and Adolescent Health website. 
	x U.S. Census Bureau, "2008-2012 American Community Survey 5-Year Estimates," 17 December 2013. [Online]. Available: http://factfinder2.census.gov/. 
	xi American Academy of Pediatrics, American Academy of Family Physicians, and American College of Physicians. "Supporting the Health Care Transition From Adolescence to Adulthood in the Medical Home." Pediatrics 128.1 (2011): 182. 
	xii “A Consensus Statement on Health Care Transitions for Young Adults with Special Health Care Needs,” Pediatrics Vol, 110 No. 6, December 2002. 

	 
	The MCHB has identified the following six Core System Outcomes that provide a framework for examining the needs of CYSHCN and their families and the quality of the system that serves them:ii 
	 Families of CYSHCN partner in decision-making regarding the child’s health 
	 Families of CYSHCN partner in decision-making regarding the child’s health 
	 Families of CYSHCN partner in decision-making regarding the child’s health 

	 CYSHCN receive coordinated, ongoing, comprehensive care within a medical home 
	 CYSHCN receive coordinated, ongoing, comprehensive care within a medical home 

	 Families of CYSHCN have adequate public and/or private insurance to pay for needed services 
	 Families of CYSHCN have adequate public and/or private insurance to pay for needed services 

	 Children are screened early and continuously for special health care needs 
	 Children are screened early and continuously for special health care needs 

	 Community-based services are organized so families can use them easily 
	 Community-based services are organized so families can use them easily 

	 Youth with special health care needs receive the services necessary to make transitions to adult health care. 
	 Youth with special health care needs receive the services necessary to make transitions to adult health care. 


	 
	This document outlines the results of a Five-Year Needs Assessment for maternal and child health programs and programs that serve CYSHCN. The assessment process identifies areas of need and points of interventions for the programs to target to improve the health and well-being of those in the population. This needs assessment includes analysis of national and state surveys, as well as information gathered at stakeholder meetings and focus groups with parents of CYSHCN. 
	 
	The clear result of this assessment process is that all system and individual level indicators for CYSHCN are inter-connected. No single indicator exists as its own topic and all indicators are predictive of and related to each other. The key and challenge of improving the health of families and CYSHCN is providing resources and intervening early to improve outcomes across the life course. It is clear from families and from stakeholders that to improve well-being, family professional partnerships need to be
	 
	 
	From my perspective, the family recognizes that care coordination and medical home are two critical components of their child’s health care that can simplify the family’s life. The longer a family is forced to take on these components themselves, the harder it is to incorporate new services into the child’s health care as family members assign these duties to themselves. Families rarely turn down services, but coordination may need to be more intentional – providers need to recognize the family’s process an
	          Texas’ Association of Maternal and Child Health Programs Family Delegate 
	 
	METHODOLOGY 
	The Title V Five Year Needs Assessment represents a collaborative process between the Office of Program Decision Support (OPDS), the Office of Title V and Family Health (OTVFH) and the CSHCN Services Program to assess the current state and needs of the Maternal and Child Health (MCH) population in Texas. 
	 
	The analysis was designed to have three complimentary components: 1) analysis of existing data; 2) community outreach surveys designed to assess perceived needs and strengths within the community; and 3) qualitative data from focus groups and stakeholder meetings that build on the outreach surveys. 
	 
	The OPDS was responsible for analyzing existing data and for developing and analyzing the results of the outreach surveys in partnership with the OTVFH and the CSHCN Services Program. SUMA Social Marketing, Inc. conducted the focus groups and stakeholder meetings. 
	 
	After a review of the 2009/10 NS-CSHCN to assess specific aspects of each performance measure, the CYSHCN Outreach Survey evaluated areas of underperformance, including transition and care coordination. Additional questions were developed to assess the need for respite care, the level of emergency preparedness, and health insurance needs. Overlap existed with the general community survey on questions related to community engagement and community and health concerns. The survey was reviewed by the Texas DSHS
	 
	Stakeholder meetings were held in each of the state’s eight Health Service Regions (HSR) and included professionals, providers and local health administrators. The stakeholder groups were predominantly held in English, with bilingual sessions in El Paso and Laredo. Of the 128 stakeholder participants, 41% were identified as stakeholders working with CYSHCN and their families. 
	 
	A total of 11 focus groups for parents of CYSHCN were held in each HSR. Spanish focus groups took place in El Paso, Dallas and Laredo. There were 102 participants in the focus groups, with 44% being Spanish dominant participants. 
	 
	TEXAS OVERVIEW 
	Given the size of Texas, the distance some individuals must travel to receive services is a significant barrier to accessing and receiving those services. Texas’ land area is approximately 262,000 square miles and accounts for 7.4 percent of the total United States. Texas has a mixture of 254 urban, rural, and border counties. According to the Texas State Data Center, the majority of Texans live in urban areas (88.5%). Texas is one of four states to share a geographic border with Mexico and has the longest 
	 
	Texas has an estimated population of over 26 millioniv and, according to 2013 Census estimates, has been the second fastest growing state in the nation since 2010.v The 2009/10 NS-CSHCN shows that 13.4 percent of Texas children (versus 15.1% nationally) had special health care needs. Of those children identified as CYSHCN within Texas, 39.4 percent were Hispanic. About 1/3 of the Hispanic CYSHCN population spoke Spanish as the primary household language,vi consistent with the state as a whole. 
	 
	In addition to the increase in the state’s population, the Texas Birth Defects Registry has seen an increased incidence of certain diagnoses, including Down Syndrome and congenital heart defects. Changes in the prevalence of these and other diagnoses impact health care delivery systems, including the CSHCN Services Program. Therefore, ensuring infrastructure to serve these children and families is essential in the state. 
	 
	Poverty, lack of health care coverage, and limited access to providers underlies many health disparities. Texas has a greater proportion of children younger than 5 years of age living below 100 percent FPL (12.5 %) than any other state.vii Children below the poverty level comprised 39.3 percent of the population younger than 18 years of age.viii In Texas, 21.9 percent of CYSHCN lived below the poverty level, which is comparable to national rates (22.2% of CYSHCN nationwide).ix 
	 
	Approximately 23 percent of all Texans were uninsured in 2008-2012, according to the American Community Survey. Among children younger than 18 years, Texas ranked 49th for children with health care coverage only above California.x At the time of the 2009/10 NS-CSHCN, 15.6 percent of CYSHCN had been without health care coverage at some point within the last year compared to 9.3 percent nationally. 
	 
	As of December 2014, 165 of the 254 Texas counties were designated as whole county Primary Care Health Professional Shortage Areas by HRSA by having a shortage of primary medical care, dental, or mental health providers. As of September 2014, data from the DSHS Center for Health Statistics reported 3,694 pediatricians in Texas, with 140 counties not having a pediatrician. 
	 
	CORE SYSTEMS INDICATORS 
	Review of existing data, including the 2009/10 NS-CSHCN, indicates that the core systems indicators for CYSHCN in Texas are often below that of other CYSHCN throughout the nation. Texas ranked in the bottom quartile of states and territories in the outcomes of children receiving their care within a medical home (40.1% in Texas compared to 43% nationally) and those receiving the services necessary to make the transition to adult health care (35.4% in Texas compared to 40% nationally). 
	 
	In addition, Texas ranked below the national average on three of the four remaining core outcomes, including: 
	(1) families of CYSHCN have adequate private and/or public insurance to pay for the needed services (57.9% in Texas compared to 60.6% nationally); 
	(1) families of CYSHCN have adequate private and/or public insurance to pay for the needed services (57.9% in Texas compared to 60.6% nationally); 
	(1) families of CYSHCN have adequate private and/or public insurance to pay for the needed services (57.9% in Texas compared to 60.6% nationally); 

	(2) children are screened early and continuously for special health care needs (76.8% in Texas compared to 78.6% nationally); and 
	(2) children are screened early and continuously for special health care needs (76.8% in Texas compared to 78.6% nationally); and 

	(3) community-based services are organized so families can use them easily (56.6% in Texas compared to 65.1% nationally). 
	(3) community-based services are organized so families can use them easily (56.6% in Texas compared to 65.1% nationally). 


	Texas was at the national average of 70.3 percent for CYSHCN whose families partner in decision making. Overall, 17.8 percent of CYSHCN in Texas were served by a system of care that met all age-relevant core outcomes. 
	 
	Texas and national data clearly indicate the critical relationship between a medical home and adequate transition to adult care. The CSHCN Service Program worked with the Graduate Student Epidemiology Program to conduct an analysis comparing Texas’ performance on the delivery of transition services for CYSHCN to services offered in the highest performing states (Kansas and Utah) and states demographically similar to Texas (California and Florida). Major findings of the studies revealed that across all state
	 
	TRANSITION 
	Due to advances in health care, CYSHCN are living longer, healthier lives. Most are surviving into adulthood, highlighting the need for services and help to transition into adult care.xi Transition is a dynamic, lifelong process that seeks to meet youth’s individual needs as they move from childhood to adulthood.xii This definition supports the life course perspective and the ongoing developmental nature of transition services which were acknowledged by focus groups and stakeholder participants. The Waco st
	 
	I can say for my six-year-old that I don’t think we’ve used the word “transition,” but we’ve started talking about putting down on the paper the things that are working so that each year we can build on it. I think that’s a successful long-term plan: to truly start as young as possible, get all those successes that are working and just let it roll from year to year, and then talk about what that transition looks like for the next year. 
	              Parent from San Antonio 
	 
	Transition and long-term planning can trigger anxiety and concern among parents. In the CYSHCN Outreach Survey in 2014, only 20 percent of respondents felt prepared for their child to transition to adulthood. Over 40 percent of respondents indicated that they had not prepared for transition. This low response is especially notable when considering the average age of children of respondents was 12.4 years. 
	 
	What’s going to happen to our children when they turn eighteen? It makes me anxious not knowing if they will have the resources for a job, living independently, or have the doctors they need. 
	         Parent from El Paso 
	 
	A key finding from the focus groups of parents with CYSHCN was that participants had a wide range of ideas about when transition planning should start, when the transfer of care should happen, and of the various aspects of transitioning to adulthood, including health care, education, social supports and legal transition. 
	 
	There’s so many elements of transition. There’s transition in education, transition in healthcare providers, and transition in how they physically grow. There’s transition in me and how I am as a parent.   
	         Parent from Houston 
	 
	Parents in one Spanish speaking focus group were unaware of the term transition altogether. Others perceived no need to consider transition planning, noting that their child’s pediatrician has agreed to continue to see them after they become adults. 
	 
	Even families that are aware of transition resources face difficulties receiving services needed to prepare for the move to adult health care. Respondents in the stakeholder meetings noted that few doctors have the passion or willingness to take on the primary care role and coordinate the many specialists typically seen by young adults whose medical needs are complex. Many adult providers cited a lack of training, time, and adequate payment as barriers to providing care to young adults with special health c
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	Medical homes can help ease these difficulties that families of transition-age youth face. Receiving care within a medical home is recommended by the AAP, AAFP, and ACP no later than age 12 as the first step in the transition planning process.xiv Ongoing, coordinated care helps ensure that youth with special health care needs transition to adult care or an adult model of care. However, as Texas children get older, fewer receive care within a medical home (43 percent of children age 0-5, 40 percent of childr
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	Figure 1 2009/10 NS-CSHCN 
	Most respondents of the CYSHCN Outreach Survey who indicated that they have prepared for transition have done so by themselves. The CSHCN Program recognizes the diversity, experience and skills of parent and caregivers, but with other Needs Assessment findings such as limited access to resources, this finding is concerning. Focus group participants conveyed that they were unsure where to go for assistance with transition planning. Stakeholders echoed the concerns that families do not have the information, s
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	Figure 2 CYSHCN Outreach Survey 
	MEDICAL HOME 
	A medical home is an approach to providing comprehensive primary care that facilitates partnership between patients, physicians, and families. Care within a medical home should be comprehensive, coordinated, continuous, accessible, family-centered, culturally competent and compassionate.xvii Positive results have been found between medical home activities and outcomes in family-centeredness, effectiveness, timeliness, health status and family functioning.xviii 
	 
	Review of the 2009/10 NS-CSHCN shows that receiving care within a medical home makes it more likely to meet the other core systems outcomes for CYSHCN, not just the transition services previously discussed. In Texas, children who received their care within a medical home were more likely to have consistent and adequate public or private insurance (73.2% versus 47.7%), more likely to meet the outcome for family partnerships (93.9% versus 54%), more likely to be screened early and continuously for special hea
	 
	PROVIDERS: 
	A basic component of the medical home is having a place to go when the child is sick. In the CYSHCN Outreach Survey, 77% of respondents indicated that they have a usual source of sick care, with the majority of this care taking place in a doctor’s office (55.8%) or with the child’s specialist (25.6%). However, over 54% of families reported they did not have a medical provider where they live as a barrier to receiving care. Provider shortages, including primary and specialty care physicians, were noted by st
	 
	Provider shortage is not limited to primary care or specialty physicians. Children and youth with special health care needs face additional access issues related to oral health regardless of their source of health care coverage.xix Stakeholders commented on the limited number of dental providers, citing unwillingness of providers to accept patients with special health care needs, particularly those with developmental disabilities. Children who require intensive oral health treatment and/or anesthesia are in
	 
	Access to mental health providers and services was also cited as priority need by stakeholders. As with primary care physicians and pediatricians, the majority of the counties in the state have too few school psychologists and too few psychiatrists. Most border counties in Texas qualify as mental health professional shortage areas. Parents of focus groups of parents with CYSHCN in the southern border region of the state indicated the importance and the need for mental health support for both their children 
	 
	However, adequate access to care is not just about finding someone to provide services. Most families participating in focus groups report a positive relationship with their child’s health care providers and indicate trust as the number one factor in the relationship. These parents trust doctors if they feel they are truly heard and if the provider relates directly to their children while treating the child as an individual. Parents want doctors to know and respect that they are the experts on their own chi
	 
	I am comfortable with a doctor if they come in to see [child] and they address [child] instead of talking over her like she’s an object. I will always go back to a doctor who believes in her. Don’t 
	tell me the negatives about my child – believe in my child. If you believe in my child, then you’re part of my team. 
	         Parent from Houston 
	 
	CARE COORDINATION 
	Comprehensive, coordinated care within the medical home can help link CYSHCN and their families to necessary services and supports in the community. According the 2009/10 NS-CSHCN, less than one quarter of CYSHCN in Texas received any help in arranging or coordinating care. The CYSHCN Outreach Survey also supports that coordination of care is a challenge, with 71.6% of respondents reporting that they coordinate their child’s care themselves. 
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	Figure 3 CYSHCN Outreach Survey 
	 
	Stakeholder groups noted the gaps in care that exist when care is not coordinated among providers, including specialists. This can lead to a delay in referral and lack of continuity of care. In Tyler, stakeholders agreed that collaboration and coordination were a regional priority and that coordination was needed at several levels: among local health care providers and social service organizations, across state and federal partners, and between specialists and social service providers for CYSHCN. 
	 
	Comments from parents participating in the focus groups supported the finding that care coordination is primarily performed by the parent and many were not familiar with the term care coordinator. Most parents who have sought care coordination for their children among social workers, case managers and nurses were not successful. Many parents indicated that they had looked for the type of services provided by a care coordinator through a variety of providers. Many had been disappointed by the services they r
	 
	My daughter sees about fourteen different specialists and she’s got a lot going on. I usually take two to three days of my week, and I know I need to get at my desk and just sit there and call and follow up and call. I have my call days. Two to three days per week, every week. 
	         Parent from Houston 
	 
	I’m the expert about my child. Nobody knows her like I do and nobody knows what her needs are more than I do, so it’d be difficult for me to sit there and explain something to somebody for 20 minutes about what it is that I need to do and how it needs to get done, compared to I just do it and it gets done easily. 
	         Parent from Houston 
	 
	ACCESS AND AVAILABILITY OF RESOURCES 
	The 2009/10 NS-CSHCN indicates that nearly one quarter of CYSHCN nationally did not receive at least one of the services that they needed. Stakeholder groups and focus group participants also cited lack of specific therapies and limited access to services as barriers. Both groups noted that while services may be available, they are not being accessed by families due to multiple factors. Stakeholder group participants indicated lack of awareness of resources by both families and providers and focus group par
	 
	Survey respondents and family and stakeholder groups were asked questions related to accessing respite services, specifically. While the 2009/10 NS-CSHCN shows that parents of 6.7 percent of CYSHCN nationwide reported a need for respite care, the CYSHCN Outreach Survey revealed 52 percent of parents in Texas indicated a need for this resource. The 2009/10 NS-CSHCN survey asked parents, “During the past 12 months, was there any time when you or other family members needed respite care?” compared to the CYSHC
	 
	It gives us our sanity. If we don’t have respite, we don’t have our sanity. Taking care of your kids 24/7, without sleep 24/7 a lot of times, and you don’t have any kind of break, you go a little crazy. 
	         Parent from Houston 
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	Figure 4 CYSHCN Outreach Survey 
	 
	In the 2009/10 NS-CSHCN, Texas was higher than the national average in families reporting they received all of the respite care needed in the last 12 months (63% versus 50.5%). Despite the recognized need, many families are faced with barriers to receiving respite. Only 34 percent of families surveyed through the CYSHCN Outreach survey had received respite, with funding cited as the most common barrier, followed by lack of knowledge about respite and difficulty finding people who can provide respite. Parent
	 
	Transportation poses a unique and significant challenge to parents of CYSHCN. Lack of transportation was noted by 57.3 percent of families in the CYSHCN Outreach survey as an obstacle to seeking care for their child. Stakeholder groups reported that people living in rural areas may not have access to public transportation and have to travel hundreds of miles for health care, while people living in urban areas may have limited public transportation and costly fares. Family concerns with transportation includ
	 
	Another barrier to accessing care identified in the Outreach Survey was not having health insurance (53.5%). Children without health insurance are less likely to have a usual source of care.xx While only 3.1% of respondents to the Outreach Survey indicated they had no form of health care coverage, 56.6% of parents indicated that they are unable to pay for all of their child’s medical needs, with less than half (40.1%) of families reporting that insurance covers all of their child’s medical needs. 
	 
	SPECIFIC TOPICS 
	Preparing for an emergency or disaster can require additional planning for families of CYSHCN that can be supported within a medical home. Natural disaster preparedness is necessary in Texas which is subject to tornados, hurricanes, ice storms and major flooding. While regional risk for each type of disaster is different, parents in all areas of the state must be prepared. The CYSHCN Outreach Survey found that only 34.5 percent of respondents have prepared for an emergency or natural disaster and only 15 pe
	majority of families indicated help was received through family members. Despite not speaking with providers on this subject, most parents participating in focus groups have taken measures to prepare for a natural disaster and said they felt prepared to successfully handle an emergency. 
	 
	The top health concerns for CYSHCN Outreach Survey participants were overweight/obesity and lack of exercise/physical activity. Families in focus groups of parents with CYSHCN felt that doctors were more likely to discuss obesity, diet, and exercise only if the child has a specific issue in one of those areas; preventive care was not addressed in doctor visits. When obesity does become an issue and doctors discuss it with families, families reported that they are not provided with tools and resources to hel
	 
	A lot of kids have problems with textures and eating. When they’re little, anything they eat, they’re happy about, which can then be a problem when they’re older. 
	         Parent from Houston 
	 
	Sexuality is a topic that is often overlooked for CYSHCN, but could successfully be addressed within a medical home.xxi All children and youth, including those with special health care needs, should have information about sexuality and reproductive health before they reach puberty. Stakeholders stressed the need for families to have specialized information on puberty and sexuality. The stakeholder group in San Antonio cited the need for health education for adolescents, particularly education about sexualit
	 
	COMMUNITY INTEGRATION 
	CYSHCN and their families live within their communities and have many of the same needs as those of typically developing children. All families contribute to and are impacted by their communities. The extent to which communities are accessible and welcoming minimizes the sense of isolation experienced by many CYSHCN and their families. Most focus group participants said they feel alone in their journey regardless of the resources, accessibility, or activities available to them in their community. Accessibil
	  
	Many focus groups parents expressed a need for their community to be accessible so their children with disabilities could fully participate alongside typically developing peers. 
	 
	Why don’t you make it fun for the whole place, for everybody, free to the public to learn? Like, “This is what this is or this is how it is to have [a special needs child]. 
	         Parent from Lubbock 
	 
	While some focus group participants felt comfortable in their community and were satisfied with the activities available to their children, many still reported feeling isolated. Indeed, respondents of the CYSHCN Outreach Survey indicated lower levels of community participation than respondents of the Title V Parent Survey. Only 27.6 percent of parents with CYSHCN volunteered in the school or community compared to 35.4 percent of parents in the Title V Parent Survey. Parents noted a lack of programs and faci
	inclusive sports programs and community-wide events. One of the top community concerns identified in the Outreach Survey was access to affordable and convenient places to exercise. The places that provide opportunities for socialization, such as restaurants, bowling alleys, parks, and other venues may not be physically accessible and even if they are, families may not feel comfortable or welcome. 
	 
	Parents in focus groups perceived their community as excluding them with harsh judgment, thoughtless actions, cruel words, and impatience. As a result, parents look for support first and foremost from other parents of CYSHCN; only parents who have been through what they have been through can understand them. Social media, such as the internet and Facebook, and faith communities help provide opportunities for support among parents of CYSHCN. 
	 
	Parents expressed the desire for more education about CYSHCN for the community at large to help promote integration. 
	 
	A lot of people can’t handle them [CYSHCN]. They’re only used to certain people. I started taking my son to day care, he would get used to it, but it’s just if they could handle him. Every autistic child is different – none are the same. Some of them are not trained to take care of special needs children. 
	         Parent from Lubbock 
	The Outreach Survey indicated that parents’ top community concern was bullying (38.2%). Promoting community integration by raising awareness to increase understanding can also help reduce parents’ concerns in their community. 
	 
	My daughter used to go to a school, and they used to have an assembly once a year. They would talk about each child [with special health care needs] and say, “This is what they’ll do, and expect for them to do this.” It would decrease bullying so kids expected, “Okay, [child] is jumping up and down – she does that because that’s part of her processing.” 
	         Parent from Lubbock 
	 
	CONCLUSION 
	The Fiscal Year 2015 Title V Five Year Needs Assessment highlights several key areas of ongoing needs within Texas. Central themes emerging during the Needs Assessment process include access, education and coordination of resources and services. Priority areas identified include transition from pediatric to adulthood, medical home and care coordination, and community integration. 
	 
	Based on outcomes from the Title V Five Year Needs Assessment, DSHS has developed proposed priority statements for CYSHCN and their families for FY 2016 through FY 2020: 
	 Promotion of community integration  
	 Promotion of community integration  
	 Promotion of community integration  

	 Continued advancement of medical home services 
	 Continued advancement of medical home services 

	 Increased access to and improved care coordination 
	 Increased access to and improved care coordination 

	 Increased medical home capacity 
	 Increased medical home capacity 

	 Promotion of appropriate services to transition to adulthood 
	 Promotion of appropriate services to transition to adulthood 

	 Improved access to community-based services, including respite 
	 Improved access to community-based services, including respite 

	 Supporting CYSHCN and their families across the life course 
	 Supporting CYSHCN and their families across the life course 


	 Enhance family/professional partnerships within systems serving CYSHCN 
	 Enhance family/professional partnerships within systems serving CYSHCN 
	 Enhance family/professional partnerships within systems serving CYSHCN 


	CAPACITY 
	The Department of State Health Services (DSHS) administers all programs funded through the Title V Maternal and Child Health Services Block Grant to States, including the Children with Special Health Care Needs (CSHCN) Services Program. DSHS provides essential public health services within a structure defined by five divisions and eight Health Services Regions (HSRs) statewide for the provision of essential public health services to all Texans. DSHS is the state agency responsible for oversight and implemen
	 
	The CSHCN Services Program began in 1933 and is situated within the Purchased Health Services Unit (PHSU) of the Specialized Health Services Section (SHS) within the Division for Family & Community Health Services (FCHS). The Office of Title V and Family Health (OTVFH) is also located within the FCHS Division. The shared organization allows for enhanced partnership between the OTVFH and the CSHCN Services Program. The Specialized Health Services Section includes several other specialized health services pro
	 
	Guided by state and national performance measures, the CSHCN Services Program develops and administers a comprehensive health care benefits program which includes Family Support Services and provides medical expertise and consultation to providers of CYSHCN. Case management is provided to CYSHCN and their families through community-based contractors and regional DSHS staff across the state. Additionally, Family Support and Community Resource contractors provide services such as respite care, family to famil
	 
	With decades of combined experience in Maternal and Child Health and additional training and expertise in working with CYSHCN, the CSHCN Services Program staff are qualified to implement and carry out this program. In addition to being a physician who is board certified in Pediatrics, Internal 
	Medicine and Allergy and Immunology, the Title V CSHCN Director is a graduate from the Maternal and Child Health Public Health Leadership Institute and serves as the Manager of Systems Development Group and Assistant Medical Director of PHSU. Systems Development Group includes 6 full time Program Specialists dedicated to the CSHCN Services Program. This includes the State Transition Specialist who received a Master’s Degree in Public Affairs and completed the Public Management and Leadership Program at the 
	 
	Through its interagency coordination efforts, the CSHCN Services Program has been effective in making other agencies aware of the CSHCN Title V performance measures, and, in many cases, uniting support for working toward achieving those measures. Program staff partner with the Texas Education Agency to help ensure that the public education infrastructure supports CYSHCN. These initiatives include the development of a legislatively mandated transition and employment guide and partnering with the Education Se
	 
	The CSHCN Services Program collaborates and partners closely with many state initiatives promoting medical home and transition including the Statewide Association of Regional Medical Home AdvanCement (STARMHAC), a previous awardee of a HRSA State Implementation Grant for Systems of Services for CYSHCN (D70 grant), and the planning committee for the annual Chronic Illness and Disability Conference: Transition from Pediatric to Adult-Based Care. Along with the Texas Family Delegate for AMCHP, the Title V CSHC
	progress toward goals and objectives related to each respective strategic plan. The MHWG goal is for all children in Texas, including CYSHCN, to receive health care in a medical home, and a key part of the strategic plan is to increase the number of health care practitioners who provide a medical home. The mission and vision of the Transition Workgroup are “To promote a collaborative approach to the provision of transition services for youth in Texas with disabilities and special health care needs and their
	 
	In addition to the above activities, the CSHCN Services Program is involved in national initiatives supporting improved transition outcomes and medical home. Texas was one of six states invited by GotTransition? to participate in the State Title V Leadership Transition Planning Group to increase utilization of the Six Core Elements of Health Care Transition. This includes piloting the Six Core Elements with workgroup members and integration of these elements into strategic plans of the MWHG and Transition W
	 
	The CSHCN Services Program is committed to providing services to our clients and families in a culturally competent manner. Community-based contractors are required to complete the THSteps Online Provider Education (OPE) module, “Culturally Competent Health Care.” Resources and publications are provided in an accessible manner, at appropriate grade levels and in Spanish and English as appropriate. Needs Assessment activities included input from diverse stakeholders and included Spanish surveys and Spanish d
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