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Introduction 



As youth with special health care needs grow into adulthood, there is a need to further explore transition from child to adult primary care. The Health Resources and Services Administration Office of Women’s Health and the Maternal and Child Health Bureau/Division of Children with Special Health Care Needs, and the Department of Health and Human Services Office on Disability and Office on Women’s Health, collaborated with New Editions to hold four discussion groups with youth with special health care needs/disabilities, ages 18 to 27, to explore their concerns. Two groups of women and two groups of men met to discuss transition and health issues within a medical home context, including behavioral, mental, and reproductive health services from a youth perspective, as well as similarities and differences from a sex/gender perspective. The following quotes are directly from the youth participants and represent a wide array of transition and health needs. The participants voiced concerns about issues across the spectrum, from systems issues like insurance coverage and cost of care, to the need for additional information about pregnancy, parenting, and supporting a family. Much of the youth feedback spanned the discussion groups, such as the need to speak directly with their providers, while some issues were dependent on sex and gender lines, such as verbal abuse in intimate relationships and bearing the responsibility of supporting a family. 
“They do studies about us, so shouldn’t they include us?”

This study recognizes the importance of including youth in the decision-making process, and uses their insights and experiences to help shape and inform recommendations for future initiatives. 

· Systems Concerns 

In examining their own experience navigating the adult health care system, participants in this study addressed issues within the current system that pose barriers or create difficulties for young people with special health care needs/disabilities. 
“The transition itself went fine. It is easy to get an insurance card, but hard to get a doctor.” “The referral process is a constant headache.”

The process of navigating the adult health care system can sometimes be more complicated for youth with special health care needs, highlighting the importance of system reform, program development, and accessibility.  

“I wish I was not afraid to go to the doctor because I am worried about the bill. It costs too much.”

Cost of health care services can sometimes be prohibitive to youth with special health care needs, even if the youth is eligible for insurance coverage. This type of system issue is of particular concern to youth as they prepare to begin relationships or start families. 
“I have had issues where they [doctors] defer to my parents rather than me. Hey, I’m over here! I can speak for myself.”

The most frequently identified issue among youth in the discussion groups was that providers have a tendency to speak to everyone else in the room except the youth with a special health care need/disability. Participants in this study seek to become actively engaged in managing their own health and wellness, and the first step in this process is having an independent relationship with their health care provider. 
· Health and Information Needs 
The young men and women who participated in this study voiced a need for additional information and services to meet their general, behavioral, mental, and reproductive health needs.
“Society looks at people with disabilities as unintelligent people who need help. We may not be able bodied, but we are intelligent and have the capacity to understand.”

One of the biggest hurdles youth with special health care needs/disabilities face is overcoming false perceptions and stereotypes that influence other people’s understanding of what information and services these young people needs. Steps to address these barriers include reaching out to the community and providing training to health care personnel. Participant input on this topic validated the ultimate goal of this study- to gain the information needed to ensure that all youth with special health care needs/disabilities have the tools and support services necessary to lead complete, happy and healthy lives with the knowledge that they have the same goals and expectations as their peers without disabilities. 
“People with disabilities make the same choices as everyone else. Smoke. Drink. Have sex. I don’t think those subject matters are as taboo as perceived.”

Young people with special health care needs face many of the same adolescent health concerns as their peers without disabilities, including planning and anticipating having a relationship, a spouse or partner, and children, as well as the logistical and economic considerations involved in those decisions.

· Sex/Gender Specific Concerns 
While men and women with special health care needs and disabilities have shared experiences during the transition process, such as finding accessible information and navigating the health care system, it is also important to be aware of and address sex and gender specific concerns. 

“If I get married, would I need to start paying for my own medical insurance? How much does it cost? Do I need a job with health care and a 401k?”

Young men in the study had a heightened concern and need for more information and resources about how entering into a relationship with a spouse/ partner or raising a family may affect their disability, insurance coverage, and economic status. 

“I am trying to find a doctor to be completely open with me. Can I get pregnant? Can I have kids? Will they have my disability too?”

Young women in the study vocalized a lack of information to help women with special health care needs/disabilities prepare for pregnancy, including if they can get pregnant, the affect their special health care needs may have on pregnancy and parenting, and if their child is at risk for having the same special 

health care need. 
“In my experience, tobacco, drinking, and drugs are focused on a lot. I am not saying they shouldn’t be, but I have seen a lot of relationships become abusive and the women didn’t have enough information to get help.” 

Emotional and verbal abuse in intimate relationships and among peers was a top behavioral health concern for young women who participated in this study. Based on their perceptions, current information and resources falls short of addressing abuse in a comprehensive way, particularly for women with special health care needs/disabilities. 
For more information about this study, please contact: Lauren Solkowski at HHS OD, Lauren.Solkowski@hhs.gov, or Sabrina Matoff-Stepp at HRSA, SMatoff-Stepp@hrsa.gov. 

Introduction

The Health Resources and Services Administration (HRSA) Maternal and Child Health Bureau (MCHB) defines children and youth with special health care needs as those “who have, or are at increased risk for, chronic physical, developmental, behavioral, or emotional conditions and who also require health and related services of a type or amount beyond that required by children generally.”
 According to the 2005-2006 National Survey of Children with Special Health Care Needs (NS-CSHCN), 13.9 percent of children under 18 years of age in the United States, or approximately 10.2 million children, were estimated to have special health care needs.
 Youth with disabilities are a population within the special health care needs community; however, not all special health care needs can be categorized as disabilities. For the purposes of this paper, the terms are combined as special health care needs/disabilities. 
Young women and men with special health care needs/disabilities have unique experiences throughout adolescence. Sex-specific issues refer to biological issues faced by adolescents based on their reproductive make-up. Cervical cancer and prostate cancer are examples of sex-specific issues. Gender issues refer to social issues faced by adolescents based on expectations and societal constructs defining masculinity and femininity. Sex and gender issues affect men and women in different ways and may have varying impacts on health and broader transition outcomes. Conversely, varying conditions and treatments among this population can also have an impact on development, affecting sex and gender issues. It is important that young men and women receive regular primary prevention services as well as appropriate and timely information about their general, behavioral, mental and reproductive health, and have a support system in place to help them successfully transition into adulthood. 

As medicine and medical technology continue to advance, young people with special health care needs/disabilities are becoming adults, and as a result, there is a growing need for transition support services to move from pediatric health care to adult health care. One model being implemented in the special health care needs/disability community to improve care delivery and transition outcomes is the medical home. According to the American Academy of Pediatrics (AAP), the medical home is a means of delivering primary care that is accessible, continuous, comprehensive, family-centered, coordinated, compassionate, and culturally effective.
 The medical home model includes primary health care and preventive services addressing the general, behavioral, mental and reproductive health of young people with special health care needs/disabilities- key elements in maintaining and promoting comprehensive health and wellness. 

Access to health care services is an important challenge and should be considered when examining research findings for youth with special health care needs/disabilities. Access issues encompass physical access to health care, including access to medical equipment such as exam tables and scales, access to health information that is provided in a way that the patient can understand, and access to providers who are trained and knowledgeable about the patient’s condition and treatment. 
Within the context of primary care and transition issues for young adults with special health care needs/disabilities, it is important to consider the challenges and barriers unique to the population, as well as those they share with their peers without disabilities. For example, all young adults may share a similar challenge in talking to their provider about reproductive health issues in a way that is comfortable and understandable. However, this challenge is often more difficult for young people with special health care needs/disabilities who may also be faced with a lack of accessible information or accessible providers. 

As adolescents with special health care needs/disabilities progress into adulthood, it is important to examine general, preventive and reproductive health issues, as well as sex and gender issues. This information may give a better understanding of the unique challenges faced by youth with special health care needs/disabilities.  For example, young women with special health care needs/disabilities experience unique challenges obtaining accessible gynecological preventive care, including screenings, an issue that men in the same cohort do not share.
 This limited access may be due to inaccessible equipment, like exam tables, or to providers’ limited knowledge of how a specific condition can affect the overall health of a young woman with special health care needs/disabilities.

Project Overview 

The United States Department of Health and Human Services (HHS) sponsored a small-scale qualitative study to explore the needs and concerns of transitioning youth with special health care needs, with a focus on sex and gender issues. Research partners included the Office on Disability (OD), the Office on Women’s Health (OWH), and HRSA. Partners within HRSA included the Office of Women’s Health (OWH/HRSA) and the MCHB Division of Children with Special Health Care Needs.  Federal partners collaborated with New Editions Consulting, Inc. to conduct a literature review and a formative study to increase understanding of the transition and health care needs of the population. 

The aim of this study was to synthesize knowledge of current research, ongoing programs, and initiatives with a snapshot of youth opinion to provide a better understanding of existing challenges, barriers, and opportunities for individuals, families, providers, and policy makers working with young adults with special health care needs/disabilities. 

Literature Review

Purpose and Objectives 
The purpose of the literature review was to examine sex and gender issues among young women and men with special health care needs/disabilities who are transitioning from early adolescence (age 14) to young adulthood (age 30) in the comprehensive care/medical home context. The objectives of the scan were to identify and analyze:

· critical issues and challenges; 

· model programs and best practices that improve health care transition practices for this population; and 

· gaps in research on sex and gender issues for youth with special health care needs/disabilities.  

The research articles reviewed were predominantly literature reviews and surveys with limited sample sizes. The literature review contained information in the following key subject areas: transition, health promotion and education, and sex and gender issues. The strongest findings were in the transition research, which presented recommendations from professional organizations, policy papers, and supporting literature reviews containing information from a variety of sources. Adolescent health research became more limited as the population scope narrowed. Adolescent health in general contained the most research, adolescents with special health care needs/disabilities contained less, and the smallest amount of research focused on specific sex and gender issues. 
Research found for this paper did not contain strong evidence of implementation success; rather, it provided general models or themes to guide recommendations and next steps. These models generally did not include sex and gender specific issues. Research gaps can be found by topic area in Table 1.  
Table 1: Research Gaps by Topic Area
	Research Gaps

	Transition
	· There is a lack of transition models that represent sex and gender issues for young men and women with special health care needs/disabilities in transition. 

	Health Promotion/ Education
	· There is limited data on the effect of a lack of sexual education on individuals with special health care needs/disabilities, especially for young men.
· More research may be needed to establish and evaluate best practices for counseling adolescents with special health care needs/disabilities on risk behaviors and education and health promotion. 
· Providers may need additional training to be effective in counseling youth on complicated transition issues involving sexuality and sexual development as they relate to disability and potential interferences with treatments. 

	Sex and Gender Issues
	· There is a lack of research on primary health care issues beyond reproductive health for young men and women with special health care needs/disabilities in transition, particularly research examining the unique experiences based on sex and gender issues:
· Additional research is needed to explore differences in primary care experiences among young men and women with special health care needs/disabilities.

· Research exploring the reproductive health experience of young men with special health care needs/disabilities is needed to provide a more complete representation of sex and gender issues among young adults with special health care needs/disabilities.

· Additional research may be necessary to assess specific risk behaviors among adolescents with special health care needs/disabilities, including further demographic representation in studies like the Youth Risk Behavior Survey (YRBS) and the National Longitudinal Study of Adolescent Health (Add Health) survey. Increased inclusion in these studies would provide more information on primary health care issues affecting young men and women with special health care needs/disabilities, such as smoking, substance abuse, and emotional and behavioral health. 
· Current research does not provide adequate attention to the needs of women with special health care needs/disabilities, and more research is needed on this population. 


Summary of Findings 
As children and youth with special health care needs/disabilities transition into adulthood, support services are necessary to ensure each individual has an opportunity to live a healthy and productive life. Transitioning from a child to an adult-oriented health care system is a complicated process, which is often accompanied by the elevated medical needs of individuals with special health care needs/disabilities. Recommendations exist to help providers, parents, and individuals make the transition experience as seamless as possible; however, little research is available on how these recommendations are implemented in adult primary care settings. 

Adolescents with special health care needs/disabilities in transition share some of the same transition concerns as their peers without disabilities; however, these concerns may be complicated by the individual’s condition or treatment. With this in mind, it is important to examine transition issues within a sex and gender context. Transition issues for youth with special health care needs/disabilities are not limited to reproductive health concerns. A broader approach to primary care includes, but is not limited to mental and emotional health, exercise and diet, and smoking and substance abuse. Research in the general population shows different trends in these areas between young men and women and additional research is needed to see if these trends are similar for youth with special health care needs/disabilities. 

Overall, there has been an increase in recent research that explores some of the transition issues faced by adolescents with special health care needs/disabilities. However, much of this research has been focused on non-health related topics, such as education and employment. 

Much of the literature on sex and gender issues among this population focuses on the needs of women with special health care needs/disabilities. Evidence suggests young women with special health care needs/disabilities are disproportionately at risk for negative health outcomes related to inaccessible care and lack of information about reproductive services and sexual development. Additional research is needed to learn more about the unique primary care needs of young women with special health care needs/disabilities, as well as those of young men, and the differences the two sexes experience in primary care settings. 

The research identifies health care providers as leaders in affecting primary health care, including reproductive health care services, for adolescents with special health care needs/disabilities in transition. Providers have an opportunity to offer young people accurate, accessible, and appropriate information to increase their knowledge and awareness of reproductive health care issues and how those issues relate to their special health care needs/disabilities. Despite recommendations from the AAP, American College of Physicians (ACP), American Academy of Family Physicians (AAFP), as well as Federal stakeholders and policy makers, many providers are not providing transition services, particularly reproductive health services, to young adults with special health care needs/disabilities. Two barriers identified in the literature are the lack of awareness of the need for reproductive health services among individuals and providers, and the lack of accessible providers available to provide these services. 

Discussion Groups
Purpose and Objectives 

Using a sex and gender lens, the discussion groups examined youth issues, struggles, and successes as they applied to the transition process. The groups also provided an opportunity for learning about:  

· youth concerns regarding the transition experience (access to services, qualified providers, health promotion information); 

· youth concerns regarding common issues of adolescence (behavioral health, sexual development, reproductive health); 

· similarities and differences in the adolescent transition between males and females; 

· similarities and differences in the transition experience by setting; and

· recommendations for improving transition services.  
 Background

Although youth ages 14-30 were included in the scope of the literature review, the discussion groups were limited to young men and women ages 18 to 27. The individuals recruited for this project were of legal age for consent, eliminating the need for parental consent forms, and provided viewpoints of youth currently going through different stages of transition. Recruitment materials and a description of the study were distributed to agency partners for distribution to youth groups and other relevant organizations. Youth were able to self-select into the study based on their interest in the materials. Potential participants were screened by age and communication competency, which included both their ability to fully participate in the discussion group and their ability to do so in English. All participants met the above criteria. Participants were asked to indicate their sex on the participant information form. This ensured an adequate number of both men and women were recruited for the groups. Study participants represented a range of sensory, physical, and cognitive disabilities. 

Following recruitment of candidates through relevant organization list-servs, 26 completed registration forms, 18 submitted informed consent forms, 14 participated in the discussion groups, and two participated in supplemental interviews.  Candidates who were unable to participate cited schedule conflicts and final examinations as reasons. Participants were divided into groups based on their sex and availability. Each group was assigned a same-sex moderator and a note-taker. Recruitment attrition occurred during the final stage of preparation for the focus groups when participants were required to send their signed consent form via fax, mail, or scanned electronic file. 
Four discussion groups and two supplemental interviews were conducted via teleconference to examine youth issues, struggles, and successes with respect to the transition experience as individuals become independent and interact with health care providers.  Young women (n=7) constituted two of the discussion groups and one of the supplemental interviews, while young men (n=9) constituted the other two groups and supplemental interview. 
Summary of Findings

The discussion group topics identified below were the most frequently identified health care systems and health care issues identified by the youth during the discussion groups.  The topics also reflect the discussions from the supplemental interviews. 
Table 4: Discussion Topics by Group 
	Group
	Parameters
	Topics

	Young Women and Men (n=16)
	Across the groups, shared themes emerged that did not appear to be sex/gender dependent. Elements of each of the themes to the right were mentioned by over half of the individuals in each of the four groups, and in the one-on-one supplemental interviews.
	· Transitioning within the Adult Health Care System

· Specialist as Primary Care Provider

· Shift from Parent-centered Care to Patient-centered Care

· Misconceptions/Misunderstandings in the Health Care Community 

· Preferred Health Information Sources 

· Research Opportunities

· Consistency

	Young Women

 (n=7)
	Among participants who were young women, common issues and information needs were identified. Concerns most frequently identified are listed to the right. Relationship abuse and bullying were also singled out as behavioral health concerns. The topics were identified or confirmed by a majority (n= 4) of participants in the discussion groups with the young women. 
	· Diet, Nutrition, and Exercise

· Violence 

· Reproductive Health Care 

	Young Men 

(n=9)
	Among participants who were young men with special health care needs/disabilities, common issues and information needs were identified. The health concerns most frequently identified by participants are listed to the right . The only non-systems issue to serve as a major discussion topic for the young men was the need to address misconceptions and stereotypes. The topics were identified or confirmed by a majority (n=5) of participants in the discussion groups with the young men. 
	· Navigating Insurance Benefits

· Supporting a Spouse/Family

· Cost of Services

· Education/Awareness Campaigns to Address Misconceptions and Stereotypes 


Findings Comparison 
Youth Understanding of Transition Research Terminology 

The original purpose of the study was to synthesize knowledge of current research, ongoing programs, and initiatives with a snapshot of youth opinion to provide a better understanding of existing challenges, barriers, and opportunities for individuals, families, providers, and policy makers working with young adults with special health care needs/disabilities. While findings may be limited by the scope and size of the project, comparing and contrasting the findings of the literature review with the opinions of the youth themselves provides important insight into current research and evidence, and helps inform future initiatives. 

One of the key findings to emerge from comparing and contrasting the literature review and discussion group study was the discrepancy between “transition” as it is defined by the literature and “transition” as it is defined by the youth themselves. A fundamental difference in understanding of key terminology aimed at shaping programs and services to support the population may prove to be problematic for researchers, policymakers, health care providers, and youth themselves. Evaluating youth’s movement from child to adult-oriented services and their navigation within the adult health care system are important components of the overall experience of youth with special health care needs. However, the terminology issue may complicate evaluation or cause an element of analysis to be missed all together. 

Another potential discrepancy between research terminology and the practical understanding among youth may be evident in the way youth understand and describe care-coordination. In developing the participant information tool for the discussion groups, the study team reviewed the literature to identify indicators of care-coordination that might provide insight into the transition experience of youth with special health care needs/disabilities. The study team chose to use elements of a medical home that are not only specific to, but also related to the care coordination experience. These elements include:

· Having a usual source of health care

· Having a personal health care provider

· Receiving referrals when needed

· Receiving effective care coordination when needed

· Receiving patient/family centered-care, and

· Having a health care transition plan

When comparing the reported responses of the youth on their participant information form with the responses of the youth in the Discussion Groups, a discrepancy emerged. For example, despite reporting in the Discussion Groups that the referral process was difficult, all of the male participants who responded to the corresponding care coordination item on the participant information form (Do you receive referrals when needed?) indicated a positive response (n=8). In addition, all but one of the young men indicated that they received effective care coordination when needed on their participant information forms (n=7). Similarly, although the young women expressed frustration navigating their health care benefits, particularly between home and college, all of the young women indicated on their participant information form that they received referrals when needed (n=7), and most indicated they received effective care-coordination when needed (n=6). 

One potential reason for this discrepancy may be a lack of understanding or misunderstanding of what is meant by the care-coordination questions. The potential implications of this type of disconnect may inhibit researchers’ abilities to accurately gauge care coordination among youth with special health care needs, warranting additional research on how young people understand these terms. The findings of the literature review and discussion group may indicate that the lack of research on the comprehensive health and transition needs of youth with special health care needs play a part in this disconnect. Furthermore, the literature review suggests that inclusion of youth with special health care needs/disabilities in research populations may help address many gaps and discrepancies in current findings. Based on the responses of youth in the discussion groups, being included in research initiatives is a priority. 

Health Concerns 

Adolescent health concerns were separated by the literature review into four domains: general health and wellbeing, behavioral health, mental health, and reproductive health. The discussion groups gave the youth an opportunity to share their experiences and opinions on each of these domains. The participants in these groups focused on general and reproductive health, with some attention to behavioral health. Mental health was not a common topic discussed by participants in the discussion groups, regardless of the sex of the participants. 
Health concerns among the young women in this study closely mirrored those issues identified in the literature review as being more closely associated with feminine ideology, specifically diet and exercise.
,
 However, the young women who participated in the focus groups demonstrated a greater concern for the long-term health affects and cardiovascular benefits of healthy behaviors, where as the literature suggested concerns about diet and exercise among young women in the general population may be more closely associated with body image.  Violence was identified as a behavioral health issue more commonly associated with men in the literature review; however, young women in the study brought up issues of violence and abuse more frequently than the young men did.
 Young women in this study identified abuse as the form of violence they most commonly experienced or experienced through their peers, specifically verbal abuse in intimate relationships and bullying between young women. Another interesting finding between the literature and the discussion groups was the dominant focus of the young men who participated in the study supporting partners and families.
 

Access to Health Providers and Health Information 
The literature reviewed for this study suggested a lack of accessible providers and health information may create barriers to satisfactory care among youth with special health care needs/disabilities.
,
 The findings of the discussion groups found, at least among participants in this study, that this conclusion has some merit. Young men and women in this study felt more connected to their specialist than their primary care provider, citing their specialist’s familiarity with their condition, medical history, and personal background as main reasons. Furthermore, young people in this study felt they did not receive enough information about the topics of highest importance to them, and that the information they were receiving was incomplete or insufficient. This is consistent with the literature review’s assessment of health promotion materials.
 

One potentially interesting finding may be participants’ self-reporting of their insurance coverage. The participants reported health insurance coverage when they completed the participant information form. Of the 13 participants that chose to respond to the question, five of them reported receiving Medicare benefits. According to a study on Medicare and Medicaid beneficiaries with disabilities conducted by the New York University Brennan Center for Justice, only 14.4 percent of Medicare beneficiaries are under the age of 65.
 Among participants in this group, 38 percent reported receiving Medicare. While this discrepancy may be a result of an overrepresented population of youth on Medicare, it may warrant additional examination into youth understanding of eligibility requirements. 

Next Steps

Moving forward, future research initiatives on systems and adolescent health issues should include young adults with special health care needs/disabilities in the planning, development, and implementation stages. While the findings of this study may be limited to the participants involved, the results may support additional efforts to explore the topic areas identified in the discussion groups and supplemental interviews, including a focus on general, behavioral, mental and reproductive health, as well as issues within the adult health care system. 

The future of transition research may involve a reassessment of terminology to help realign research objectives with youth objectives and understandings.  Participants in these discussion groups identified needs and concerns similar to their peers without disabilities. Despite this commonality, there is not a transition model inclusive of the comprehensive transition, health, and sex and gender concerns of the population. 

Lack of accurate, accessible, and appropriate information for young people with special health care needs/disabilities can result in negative health outcomes, such as unplanned pregnancies and sexually transmitted diseases, obesity, substance abuse, smoking, and injury. Increasing the flow of appropriate information to individuals with special health care needs/disabilities allows them to become aware of their own health and discuss their needs with their transition team members. More research is needed to identify and promote best practices so that providers can counsel patients on healthy behaviors and preventive and reproductive health services. Additional research on primary care among transition-aged youth with special health care needs/disabilities is needed to develop a more complete understanding of the transition process, as well as to ensure all individuals have an opportunity to live a full and healthy life.

While the findings of these discussion groups may be limited, extending the discussion group model to gather input from more youth with special health care needs/disabilities may be a logical next step in improving the capacity of programs and policies to meet the needs of the population. Key informants in this study suggest that inclusion in research initiatives is something the population is not only interested, but considers important to achieving an improved quality of life. Qualitative research exploring the needs of youth with special health care needs and disabilities, particularly with a sex and gender lens, will become increasingly important as the population continues to transition into adulthood and assume roles in community life, employment, relationships, and parenting. 
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