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Issues, questions and/or hypotheses to be studied

The transition of health care from pediatric to adult level of care for persons with intellectual disabilities (i.e. autism spectrum disorder, Down syndrome or mental retardation) may present a unique set of problems. Parents, health care providers, and intermediate care facilities (ICF) that provide residential services for this population have concerns for the continuation of quality health care for the consumer as well as for a clearer definition of their role in the transition process.  Transition is a part of normal development and is a process that seeks to meet the individual needs of young adults with special health care as they move from childhood to adulthood. The goal of the transition process is to maximize lifelong functioning and potential through the provision of quality, developmentally appropriate health care services.  The transition is patient centered, and its cornerstones are flexibility, responsiveness, continuity, comprehensiveness, and coordination (Blum, Hirsch, Kastner, Quint, et al, 2002).

For those consumers who have been adjudicated as being unable to speak for themselves as a result of mental deficits in matters of obtaining health care services and have a guardian to intervene on their behalf, the transition of health care can be a very difficult and emotional event.  

There are a few established models of health care transition that provide a relatively smooth transition (Schidlow and Fiel, 1990, Blum, Hirsch, Kastner, Quint, et al, 2002, Stern, Garg, and Stern, 2002, Stevenson, Pharoah, and Stevenson 1997). However, these models address the transition needs of persons with physical disabilities or chronic diseases.  While intellectual deficits may be part of the individual’s condition, these transition models discuss involvement and input from the consumer in the development of the transition plan. For persons without the ability to provide first hand input and rely on family members to speak on their behalf, decision about health care may be influenced not only by the medical condition of the consumer, but by the attitudes, values, and beliefs of the family members.  This does no always translate into a plan that maximizes the use of available resources.  It may translate into a process that will   “satisfice” rather than optimize the use of available resources (Massie and Douglas1985).  In this case, “satisfice” is interpreted as meaning making decisions that look for satisfactory alternatives as opposed to the best alternatives.

My participation in a wide variety of groups for parents with children having cognitive deficits and special health care need, I have come to believe that the current models do not provide adequate support for the parents/guardians.  I believe that transition models need to do more to support the parents/guardians in the decision-making processes, emotional aspects, family supports, institutional requirements, and in maintaining a strong parent-child relationship.

Research Questions:

1. What are the issues and experiences of parents who have children with intellectual disabilities regarding health care transition to adult services?

2. What is going (went) well during the health care transition process?

3. What could go (could have gone) better during the process?

4. What can be done (could have been done) to make the transition process easier for the parents/family of the person with intellectual disabilities?

Personal interest, social significance, policy relevance

Interest in this subject is borne from personal experience and involvement in support of persons with intellectual disabilities.  My son is 34 years old with moderate to severe intellectual disabilities (autism) and resides in an Intermediate Care Facility in Massachusetts.  When it was time to transition his care from pediatric to adult level care the process was considerably disjointed and confusing.  Not only for my son, but also for the staff at the ICF and the adult care provider now responsible for the health care of my son.  Confusion as to interpretation of behavior, signs and symptoms of illness, understanding non-verbal communication, lack of knowledge about past medical history, and the emotional strain on my wife and me as we are become more removed in the medical care decision making process for our child.

The social relevance and significance of improving the health care transition process is that my wife and I are still legally, morally, and ethically responsible for our son’s well being and that cannot be subordinated to any one person or agency.  It is a necessary part of his community living arrangements, and in many ways practical, that our son have access to necessary health care services in his community and that assistance from ICF staff or nurses are required. These arrangements must not take on a life of their own and we, as parents, must continue being a key force in the health care decision making process.  Parents are concerned about their child’s ability to achieve their goals and potential (Betz & Redcay, 2002).  There are also issues of parental anxiety, reluctance to “let go” and limited experiences of adult providers with childhood-onset conditions. We, as parents, must be able to get the necessary emotional and personal support in order to make good health care decisions for our adult son.  Socialization is a basic step in the development process for children. It is typical that parents play a significant role making this happen. Learning and understanding right from wrong, good from evil, respect and dignity, acceptable and non-acceptable behavior, and self-esteem are all part of this social development.  

Health care transition cannot take place in a vacuum for this population.  Parental involvement is necessary for the appropriate socialization of health care.  What is culturally appropriate and acceptable for the parents? What is the appropriate level of intervention by clinicians? What is reasonable for parents to accommodate in terms of continuity of care as it relates to health care screenings, diagnosis, treatment and follow up to treatment plans?  Parents my have preferences as to how their child is treated for a specific illness, provider gender preferences, and issues around informed consent. Also influencing parental concerns are their education level, ability to articulate concerns, guilt, anxiety, separation issues, their own level of comfort and security, and giving up some control of the person they have been caring for and responsible for most of their child’s life.  The inclusion of the parents in the transition process is not uncommon.  However, attention to the specific needs of these parents in order for them to be a more productive team member and have greater ability to manage the health care of their child requires a change in the way the current transition models are implemented.

The policy relevance lies within the health plans coverage of services and regulations that govern the education, health care, and legal status of this population.  While some form of health insurance covers the majority of individuals with intellectual disabilities, the transition away from the parent’s health insurance coverage is typically around 22 years. This means that the individual must obtain private health insurance, qualify for Medicaid/Medicare, or go without any health coverage at all. A survey of available health insurance for the different age groups reveals a complex maze of state, federal, and private insurance plans with eligibility criteria that changes as the youth turns 18 to 23 years of age.  A more recent concern for the families of those persons with intellectual disabilities receiving Medicaid is that states are lobbying the federal government for more flexibility with their Medicaid programs.  CMS is allowing states, through waivers, to decrease the medical benefits to recipients to free up more money to cover rising costs for the youth and families programs. The single largest public source of health care funding for people with severe disabilities under the age of 65 is Medicare and Medicaid. Individuals insured by Medicaid are substantially more impaired than similar individuals with private health insurance (White, 2002). 

The development of a health care transition model that would be accepted by the medical community, consumer, parents, and the ICFs, would go a long way in improving health care outcomes. If these improvements in outcomes could be demonstrated and linked directly to the transition model, a strong argument could be made for coverage for certain family interventions not currently covered such as social supports for the parents and family members.  There are regulations within Massachusetts regarding the transition to adult life for persons with special health care needs (34 CDR Part 300, Part B of the Individuals with Disabilities Education Act of 1997).  This legislation identifies the need for parental counseling and training regarding the nature of their child’s special needs, providing information about child development, and helping parents acquire the necessary skills that will allow them to support the implementation of their child’s Individual Education Plan.  However, that does not necessarily translate into automatic inclusion in the health care transition plan. Additionally, transition plans are in place because clinicians understand the need to coordinate the care of persons with special health care needs.  That, too, does not necessarily translate into support for parents experiencing this process.
Values, ethics, assumptions, theoretical premises

I believe all people are entitled to equal access to health care, however, equality is an elusive term given the medical status of this population, health care regulations, financial resources, economic conditions, and access to qualified care givers.  This population is no less deserving in their quest for quality health care. In fact, their needs may well be greater in terms of resources necessary to provide adequate levels of care.  As the state of Massachusetts considers reducing medical benefits to selected populations, it is even more important to demonstrate that access to and the quality of health care are key elements to successful medical intervention outcomes.

Providers are very much concerned about treating consumers with intellectual disabilities.  They have concerns relating to their own ability to coordinate care for persons with special health care needs that require medical intervention from many different sources. Further, their concerns include understanding of the specific disability; the costs associated with increased time to care for this population’s medical needs; staffing issues and aggressive behaviors; and their own education and training in matters relating to the special health care needs of this population (Gallagher, 2000).  The result is that fewer primary care physicians are willing to accept patients with intellectual disabilities and health care for this population may become compromised.  Also, adult care physicians such as those specializing in Internal Medicine and General Practice typically do not approach medicine in a family centered perspective, as do physicians specializing in Family Medicine.  While this generalization has exceptions, the differences in the specialization of these primary care physicians are clearly documented.  

It is not reasonable for parents and their special health care need children to seek out primary care physicians who specialize in Family Medicine, but rather it is more appropriate that a model of health care transition be developed that encompasses the concerns of primary care physicians, parents, consumers, and other intermediaries.  In order to develop such a model, it is necessary to identify the areas of concern to the parents of children with special health care needs. It is also important to identify and describe the parental concerns that vary from the usual concerns parents have about their children’s health and well being during the transition form pediatric to adult levels of care.

Summary 

Parental concerns, social and policy relevance, and improvement in medical care outcomes are the focus of my proposed study.  By understanding more about parental issues, barriers to a smooth health care transition, and how transition models are developed we may be able to improve transition models. Addressing the questions I have proposed may result in having a better understanding of parental concerns regarding the health care transition process. It is my belief and hope that as a result of this research he transition planning process will be improved, medical outcomes can be improved, the transition process becomes easier, and parents will have greater opportunity to be involved in the medical decision making processes for their children.

******************************************************************************

Data and type of analysis

The primary source of data for this project will come from interviews with the mothers and fathers of children with intellectual disabilities (autism, Down syndrome, MR) and where one or both parents are the legal guardian(s). These parents must have been through and participated in the health care transition process for their child or are approaching that process. A control group of parents with children who would be considered “normal” in terms of intelligence or cognitive functions will be surveyed with the same set of survey questions for comparative purposes.  The interviews will be recorded and transcribed to disk. I will use a qualitative software program such as Nud.ist4 Classic to code and analyze the data.

Secondary survey data will be used to help identify areas of concern for parents of children with primary diagnosis of Autism Spectrum Disorder.  The data to be used for my project is a subset of data collected as part of the Adolescents and Adults with Autism: A study of Family Caregiving, Marty Wyngaarden Krauss, Ph.D. and Marsha Mailick Seltzer, Ph.D. Principal Investigators.  Standard quantitative methods will be used to identify parents’ concerns.
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