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Why are Health and Medical Issues an Important Part of Transistion Planning with Teenagers?

CHAPTER ONE

Why are Health and Medical
lssues an Important Part of

Transition Planning with
Teenagers?

Transition means movement and change. Adolescence is a time of many transi-
tions, such as moving from a high school setting to a college setting and/or or
changing from a student’s roles to an employee’s roles. It is also a time of move-
ment from a pediatric system of health and medical care to an adult system and
changing from a child’s roles to an adult’s roles.

Transition is a time of decision-making in sensitive areas, such as sexual and
reproductive health, nutrition, fitness, financial and estate planning, employment,
postsecondary education and independent living. Teenagers must make many deci-
sions as they prepare to leave high school and transition to employment, post-
secondary education and/or living on their own. They and their families may
be overwhelmed with information and the need to answer questions that
will impact how they make important decisions about the future.

“Will I be able to go to college or vocational school?”
“Where will I live and with whom?”

“Will I be able to work?”

“Where will I work?”

“Will I marry and have children?”

Thinking about the answers to these and other questions is not easy for any teen-
ager, but for those with disabilities and/or health care needs, finding the answers to
these questions may raise even more questions and result in fear, anger, frustration
and confusion.

CHAPTER ONE | 1



Why are Health and Medical Issues an Important Part of Transistion Planning with Teenagers?

“If I find a job without health insurance, will I lose my Medicaid?”
“What if I have a seizure at work?”

“Who will help me dress and bathe if I move away from home?”
“Where will I go to get my wheelchair repaired?”

“If I have children, will they have my disability?”’

Planning can help teenagers and their families think about and answer their ques-
tions, set goals and make plans, thus making the transition time period more suc-
cessful and less stressful. The purpose of this guide is to help teenagers with dis-
abilities and/or health care needs and their families think about, discuss and plan
for the many transitions teenagers face as they prepare to transition from high
school to adult life.

Transition Planning

Formal transition planning should begin between the ages of 14 and 16 and
continue until the young adult leaves high school and even beyond high
school. Between the ages of 14 and 16 years, all teenagers with disabilities
and/or health care needs who receive special education services under the
Individuals with Disabilities Education Act (IDEA), as amended, will be
asked each year to develop a statement of transition services as part of
their IEP (Individualized Education Program). This statement, which may also be
known as an Individualized Transition Plan, or I'TP, helps teenagers and their fam-
ilies think about and set goals for employment, postsecondary education and inde-
pendent living. The transition plan should also help them think about and set goals
around transportation needs, leisure interests, financial and legal concerns and
health and medical needs.

Thinking and talking about health and medical issues are essential parts of com-
prehensive transition planning, but they are often overlooked or given only a few
minutes of attention during [EP mieetings. This may be because health and medi-
cal questions are considered very personal, something to be discussed at home
and not at school. Or, perhaps teachers, therapists and counselors are unaware of
the teenager’s and/or family’s questions, fears and concerns, assuming that if they
have questions they will ask them. Or, it may be because teenagers are uncomfort-
able asking questions about personal and sensitive issues during formal IEP team
meetings in the presence of their parents, teachers, therapists and/or counselors.
Whatever the reasons, the health and medical needs of these teenagers are not usu-
ally discussed in detail during IEP and transition planning meetings.
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Nhy are Health and Medical Issues an Important Part of Transistion Planning with Teenagers?

Many teenagers with disabilities and/or health care needs successfully attend high
school without receiving any special education services. These students do not
have IEPs or statements of transition services and thus do not experience formal
transition planning. Their parents, teachers, therapists, counselors and/or physi-
cians may address their questions and concerns, but, all too often, for the same
reasons given above, planning for their transition from pediatric health and medi-
cal services to adult health and medical services is also overlooked or given only
minimal attention.

Whether formal transition planning occurs or not, all adolescents, with or without
disabilities and/or health care needs, are expected to transition from the pediatric
health care system to the adult health care system around age 21. This transition
may be delayed in special circumstances, such as for those adolescents with sig-
nificant or multiple disabilities and/or chronic health care needs. At some point,
however, the transition must take place.

The very best transitions will occur when the teenager, family, pediatric health care
providers, educational personnel and adult health care providers develop a system-
atic plan for the transition. Ideally, this planning will begin by age 14 or 16 (to
coincide with the development of a statement of transition services for those stu-
dents for whom an IEP is appropriate) and allow ample time for the teenager and
family to develop knowledge, set goals and build greater skills for independence
and informed decisions about adult options. Ideally, transition will also take place
across multiple school years, resulting in implementation of a comprehensive and
longitudinal plan.

Creating a Health and Medical Map

‘§ Thinking about, talking about, and planning for transition are important
{ for all teenagers as they prepare to leave high school. In Louisiana, as in
most states, teenagers reach the age of majority at age 18. This means
that they have a legal right to make all decisions, including health and
medical decisions, and are assumed to have the knowledge and skills to
do so. Some families who have children with very severe disabilities will have
concerns about the young adult’s ability to make health and medical decisions and
may choose to limit some or all of the decisions available to him or her through
legal processes, including through a process known as interdiction or through
establishing a medical power of attorney. Even when this is so, planning must
consider health and medical care needs and personal preferences. All teenagers
with disabilities and/or health care needs will benefit from comprehensive transi-
tion planning that includes attention to their health and medical needs.
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Why are Health and Medical Issues an Important Part of Transistion Planning with Teenagers?

A good foundation for this plan is the IHP (Individualized Health Plan) devel-
oped by the school nurse. Another good foundation is the health and medical
records gathered by teenagers, their families and their pediatric care providers.
A third good foundation is completion of activities typically endorsed by any of
the commercially available self-determination curricula designed for adolescents.
(See Appendix B for a listing of the most common self-determination curricula.)
These materials can be used to stimulate discussion about needed and desired
health plans and supports for life after high school and to design plans that encour-
age and support the teenager to gradually take more responsibility for goal-setting,
decision-making, and self-monitoring. Planning may be done at school, at home,
in a clinic or doctor’s office, during support or self-advocacy group sessions or all
of the above!

A health and medical map is a graphic portrayal of assessment and planning infor-
mation gathered and organized by teenagers, their families and service profes-
sionals. The purpose of a health and medical map is to encourage teenagers and
families to think about and share their health and medical concerns, to plan and
set goals for their wants and needs and to organize the information in a way that
allows them to take charge of their futures. Figure 1.1, on pages 5 and 6, is a set
of questions many teenagers, their families and teachers have found helpful as
they begin mapping their health and medical wants and needs. Teenagers and
their families are encouraged to think about and discuss these questions and to
use the young adult’s answers to identify wants and needs to be addressed in the
appropriate forum. Appropriate forums might include, for example, meetings with
other family members, IEP meetings, as part of a high school course, with support
groups and/or with the health and medical professionals primary to their care.

Figure 1.2, on page 7, is an example of a map created by one teenager with dia-
betes. This map is presented only as an example; teenagers will want to create
their own maps using any format they choose. For example, some teenagers may
choose to cut words and pictures out of magazines to illustrate their wants and
needs, whereas others may define written personal goals and the actions needed
to accomplish the goals. The selected format is unimportant; what is important is
spending the time thinking about and discussing the questions, identifying one’s
wants and needs and setting goals and actions to assume more responsibility for
managing one’s health and medical care.
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Why are Health and Medical Issues an Important Part of Transistion Planning with Teenagers?

Figure 1.1

Questions to Think About:

DEVELOPING A HEALTH
AND MEDICAL MAP

1. What does “healthy” mean to you?

2. What are some of the things you do that help to
keep you healthy? What are some of the things
you do that may lead to poor health or may be a
health or medical concern?

3. Do you take any medications or treatments? If
yes, what are they and what are they for? How
often do you take them? Are there any side
effects that you need to think about in planning
your day?

4. Do you take these medications or treatments
independently or do you need assistance? If you
need assistance, what kind and how much?

5. Do you have any other health and medical needs
that may affect the planning of your day? If yes,
what are they?

6. What agencies and people can help you with
health and medical needs? Do you know what
questions to ask to obtain the information and
services you want and need?
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Figure 1.1 cont’d

7.  Are you comfortable with your abilities to direct
the agencies and people who provide you
assistance? If no, what would make you more
comfortable?

8. (As appropriate) Do you know how to care for and
repair your assistive equipment?

9. Do you have a doctor? Do you have a dentist?

10. Do you have private medical insurance? Do you
have Medicaid or Medicare? Do you have dental
insurance? How do you keep up with your
medical records?

11. How do you handle anxiety or stress?

12. What supports do you need from family, friends
and others to feel healthy and ready to work?
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Figure 1.2
DARNELL'S HEALTH AND MEDICAL MAP

Behaviors/Characteristics That Enhance My Health and
Independence...

°] understand my diabetes well.

o] prepared a report on diabetes for my 10th grade biology class.

] am comfortable letting my friends know I have diabetes; they know
what symptoms they should be on the lookout for and how to address
them.

] am comfortable wearing my medical alert bracelet.

°] play basketball and run track.

°] enjoy exercising and plan to continue sports in college and after.

] have handled my insulin needs almost independently since I was about
12 years old.

Behaviors/Characteristics That Need Support/Put My Health and
Independence at Risk... n

I smoke 3-4 cigarettes a week when I am hanging out with the guys
on weekends.

I would like to be completely independent from Mom in handling my
medical appointments.

] want Mom to quit nagging me about my insulin, diet, and smoking.

I don’t always eat the foods I should. Once I leave home for college, I
need to be more aware of choosing and preparing appropriate foods.

I worry (a little bit) about peer pressure and stress at college, especially
around alcohol, and handling my insulin needs.
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Why are Health and Medical Issues an Important Part of Transistion Planning with Teenagers?

Summary

Transition planning is a long-term process that should begin in early adolescence
so that teenagers and their families can begin to think about and discuss life after
high school. It usually begins with discussions about employment, postsecondary
education and/or independent living. As these discussions proceed, it is important
to begin thinking about and discussing health and medical wants and needs and
how they might impact desired adult dreams. Chapter Two will help teenagers
and their families continue their thinking and discussion by describing some typi-
cal adolescent experiences, related health and medical needs, and strategies for
addressing these needs.

A health and medical map, like a road map,
provides directions to get you where you want
and need to go.
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Preparing for Independence at Home, at School and in the Workplace

CHAPTER TWO

Preparing for Independence at
Home, at School and in the
Workplace

One of the primary developmental tasks of adolescence is developing a degree of
independence from parents, teachers and other caregivers. For most adolescents,
certain milestones - getting a job, earning money, driving a car, moving away from
home and relying more on peers than parents - define independence. Adolescence
is a time of tremendous physical, emotional and social changes for most teenag-
ers, and having a disability and/or health care needs may make the quest for inde-
pendence more difficult. Teenagers may ask themselves and their families many
questions. “Am I different from other teenagers?” “How will my disability and
health affect my independence at school, with friends, in marriage, at work, in
living arrangements, with transportation and with parenting?” For most teenag-
ers with disabilities and/or health care needs, it is impossible to think about their
independence at home, at school, or in the workplace without also considering
their independence in their health and medical needs.

What is Independence?

Independence means that people have the knowledge and skills to
communicate and to act in ways that they choose, without feeling pres-
sure from other people to behave in certain ways or without needing
extraordinary help from other people. Independent adults make deci-
sions about where to work and where to live. They make decisions
i) about how to spend their free time and with whom to spend it. They make deci-
§) sions about when to seek medical consultation and from whom to seek it. Most
adults, including many adults with disabilities and/or health care needs live, go to
school and work with very little help from others. They are independent at home,
at school and in the workplace.




Preparing for Independence at Home, at School and in the Workplace

Independence does not mean never needing help to complete an activity or never
making decisions without assistance from others. However, it does mean being
confident and knowledgeable enough about oneself to make decisions and take
action, but also knowing when to ask for help and whom to ask it from. During the
transition time period, all teenagers and their families will have questions, fears
and a need to make sensitive and personal decisions during the teenager’s journey
toward independence.

Typical Adolescent Experiences, Health and Medical Needs, and
Strategies for Encouraging Independence

Understanding adolescence and the experiences of typical teens may help every-
one understand how teenagers are alike, how they are different and how they
can become as independent as possible. Medically, adolescence begins with the
growth and hormonal changes associated with sexual maturity and ends when this
growth ends. Educationally, adolescence is typically considered to begin with the
start of middle school or junior high and end with the graduation or exit from high
school. Legally, adolescence ends when a teenager reaches the legal age of major-
ity. Therefore, independence is a long-term goal to work towards as children move
into adolescence and on into adulthood.

Table 2.1, on page 11, illustrates typical adolescent experiences and related health
and medical needs, along with suggested strategies for encouraging health and
medical independence. Table 2.1 is just a framework; it is important to remember
that all teenagers are individuals and they may express their wants and needs at an
earlier or later age and need more or less support to achieve independence in their
health and medical needs.

The quest for independence is one of the major
tasks of adolescence. For most teenagers with
disabilities and/or health care needs, it is
impossible to think about their independence at
home, at school or in the workplace without also
considering their independence in their health
and medical needs.
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Preparing for Independence at Home, at School and in the Workplace

As previously noted, it is important to remember that all teenagers are individuals
and they may express their wants and needs at an earlier or later age and need
more or less support to achieve independence in their health and medical needs.
However, as teenagers and their families begin thinking about and discussing the
teenager’s unique experiences and wants and needs (See Chapter One, “Creating
a Health and Medical Map”), they may also find it useful to asses the teenager’s
independence in typical health and medical issues. Table 2.2, on pages 13-15, pro-
vides a checklist of typical health and medical skills and behaviors needed by
adolescents as they seek more independence, a rating of their independence and
a rating of its desirability or need to be addressed in the IEP/transition planning
process and/or with appropriate health and medical professionals. Parents and edu-
cators will probably want to individualize this checklist - adding, subtracting, or
changing items based upon a specific teenager’s experiences, wants, and needs.

Summary

By this point in the transition planning process, teenagers and their families have
spent some time thinking about and planning for the unique health and medical
skills and behaviors the teenager will need in order to be more independent at
home, at school and in the workplace. An individualized health and medical plan
is beginning to emerge and is being addressed in the appropriate forum(s).

The next step is to think about how to pay for health and medical insurance cov-
erage. Chapter Three will help teenagers and their families identify and plan for
health and medical insurance financial options. Following this, Chapter Four will
help them identify the specific services needed and to work with the professionals
who will provide these services to them.
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Paying for Health and Medical Care

CHAPTER THREE

Faying for Health and Medical Care

Obtaining and maintaining insurance to cover health and medical services is a
major concern for nearly all teenagers with disabilities and/or health care needs
and their families. It is a concern that must be addressed as part of the teenager’s
formal transition planning. It is never too early to be aware of options and to begin
discussing those that best meet the teenager and family’s needs, but discussion and
exploration of health and medical care financing options must begin no later than
when the teenager turns 17 years old.

Private Insurance

Private insurance is offered to many employees as part of their employee
benefits package. In some cases, families will have private insurance
and the policy will cover the health and medical needs of the family’s
child with a disability. Some of these policies will maintain dependents
with severe disabilities even after the child turn 18. Families with private
insurance must contact their employee benefits representative before their child
turns 18 and consider the options available to them when their child does turn 18.

Depending upon the policy, unmarried children with and without disabilities, who
are 18 years and older may remain on the family’s policy until age 25 if they enroll
full-time in a postsecondary education option. If an unmarried child age 18 or
older does not continue in school, families have an opportunity to continue cover-
age on the child on the policy under COBRA coverage guidelines for a specified
period of time. COBRA (Consolidated Omnibus Reconciliation Act, as amended)
is a federal law covering companies with more than 20 employees, as well as state
and local governments. Among its many provisions, COBRA allows families to
continue coverage by using their own funds to purchase the company’s policy to
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Paying for Health and Medical Care

cover their adult unmarried child. An advantage of COBRA is that it allows con-
tinuous time-limited coverage for the child’s preexisting condition(s). A disadvan-
tage is that the policy may be too costly for many families to consider. Another
disadvantage is that the coverage is time-limited; COBRA coverage under these
conditions will expire after a specified period of time. For detailed information
on specific policies and/or COBRA coverage, teenagers and their families must
contact their employee benefits representative.

Medicaid

For many families for whom private insurance is not an affordable option, Medic-
aid is an option. Across the United States, Medicaid provides health and medical
coverage to many children with disabilities and/or health care needs. Medicaid is
also the primary health care option for many unemployed or underemployed adults
with disabilities and/or health care needs.

Medicaid is funded jointly by the federal and individual state governments. Each
state-administered program provides federal and state tax-supported medical cov-
erage for eligible residents with low incomes and limited resources. As a result,
the Medicaid program differs from state to state, as well as changes within a state
from time to time. In most states, including Louisiana, eligibility for SSI (Supple-
mental Security Income) automatically makes one eligible for Medicaid. In other
states, applying for and being determined eligible for SSI and Medicaid require
two different applications and processes.

Many families who have a child with disabilities and/or health care needs will
have Medicaid as their child’s primary form of health and medical insurance
because of the family’s low-income and limited resources. For those families who
have too high of an income and/or too many resources to be eligible for Medicaid,
it is important to know that, upon reaching age 18, many adults with disabilities
will be eligible for Medicaid based on their own personal incomes and resources.
Once a child reaches age 18, the family’s income and resources are no longer con-
sidered in determining the young adult’s eligibility for Medicaid.

Helpful Hints

The first and most important step that teenagers and their families must take is to
become familiar with the health and medical insurance option(s) available to them.
If they have private insurance, they must review their policies carefully, prepare a
list of questions and contact their insurance providers to obtain specific answers.
To the extent possible, involving the teenager in this process is an excellent way to
build his or her knowledge and self-determination skills and behaviors.
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If teenagers and their families have Medicaid or are anticipating a transition from
private coverage to Medicaid, they must review available materials on Medicaid
(See Appendix C for a listing of helpful health and medical resources), prepare a
list of questions and contact the agency in their state that administers Medicaid
services to obtain specific answers. In Louisiana, this office is located within the
Louisiana Department of Health and Hospitals (225/342-5716 or 888/342-6207)
or hitp://www.dhh.state.la.us. Once again, to the extent possible, involving the
teenager in this process is an excellent way to build his or her knowledge and self-
determination skills and behaviors.

When teenagers and their families disagree with decisions made by their private
insurance providers or Medicaid, they have a right to file a grievance. Specific
procedures will vary across providers and must be followed, but, in most cases, the
key to success will depend upon:

(a) Knowing the policy and grievance procedures;

(b) Maintaining communication with the claims office and
representatives. Ask for a toll-free telephone number to reduce
telephone costs. Get to know and build rapport with your claims
adjuster;

(€) Maintaining accurate records of dates, names, telephone
correspondence and copies of letters; and

(d) Asking for help from other families, trusted health and medical
care providers and, in some cases, legislators and other
policymakers.

Summary

Obtaining and maintaining insurance to cover health and medical care is a major
transition planning concern for teenagers with disabilities and/or health care needs
and their families. Understanding private insurance and Medicaid options requires
time and perseverance. Some teenagers and their families may prefer to gather the
necessary information and make decisions without involving professionals. Others
may want and need assistance from educators, therapists, pediatric and adult health
care providers and other professionals. Whether it is addressed privately by teen-
agers and their families or by a team during the more formal transition planning
process, it must begin before the teenager reaches age 18.

Availability of insurance is the foundation for the next step in the process. This
step, choosing and working with health and medical care providers, is discussed in
Chapter Four.
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CHAPTER FOUR

Choosing and Working With Health
and Medical Providers

Moving from the pediatric to the adult health and medical care system is an impor-
tant task during the transition time period. This task can be very traumatic for most
teenagers with disabilities and/or health care needs and their families. In fact, stud-
ies indicate that many do not adequately plan for or make an effective transition.
That is, they may not identify or use an adult provider until many years after leav-
ing high school when they experience a health or medical difficulty or when they
have already established independence at home, at school and in the workplace.
For teenagers with disabilities and/or health care needs, going several years with-
out health and medical care must not occur because they may develop life-threat-
ening problems with little or no warning. Thus, proactive planning to ensure that
teenagers and their families know how to chose and work with adult providers for
regular health and medical care is an essential part of transition planning.

Overview of Health and Medical Providers and Specialists

=l The first decision teenagers and their families must make is to determine
. what adult services are needed. The first step in deciding what services are
needed is to understand the difference between the many health and medi-
cal care providers potentially available to them as adults.
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Regular and emergency health and medical care providers for adults might include
physicians, nurses, therapists, pharmacists, equipment vendors and/or medical
supply companies. Throughout the transition planning years and on into adult-
hood, the needs of young adults will vary. Some young adults will need all of these
services, whereas others only will need a few. Some young adults may need certain
services less frequently once they reach maturity. Others will benefit most from
certain services when they make specific transitions and become more indepen-
dent at home, at school and in the workplace. But all teenagers and their families
should be aware of the various roles these providers can play and be prepared to
choose and work with those that best meet their individual wants and needs.

Around age 18, but before age 21 or 22, all teenagers should transition from
a pediatrician to a primary care physician or family practitioner. Similar to
a pediatrician, this physician will provide regular health care, monitoring,
and coordination of specialty services. The pediatrician, who is familiar

with the teenager and family, can and should assist the teenager in making

a smooth and successful transition by sharing records and reports, but also

by helping the teenager and family to determine needed and desired adult

services and to chose and work with adult providers.

If they have not already done so, at this point, all young adults should also
choose and begin to use other general health care providers to provide routine
health care services. These providers should include a dentist and an ophthalmol-
ogist (eye doctor). Women should also schedule a routine gynecological exam
every one to two years either with their primary care physician or family practitio-
ner or with a gynecologist.

Many individuals with disabilities and/or health care needs will also need to
choose and use specialty care providers specific to their needs. One of the roles
of the primary care physician or family practitioner is to guide the teenager and
family in identifying wants and needs for specialty services. For example, a dieti-
cian, a neurologist, and/or an orthopedist among others may play critical roles in
some transition-age young adults’ health and medical services.

The roles and services of the most common health and medical providers are

described in Table 4.1 on page 21. Information on additional providers is included
in Appendix A, Glossary of Health and Medical Terms, at the end of this manual.
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Table 4.1

Overview of Health and Medical Providers'

HEALTH /MEDICAL

PROVIDERS

ROLE

TYPICAL SERVICES

Family Practitioner

Physician or Nurse

Provides regular health/medical care through routine visits;
monitors health status; gives immunizations and prescriptions for
services (e.g., drugs, therapies, etc.) and coordinates care pro-
vided by specialists.

Dentist

Dentist

Provides regular check-ups and care for teeth, jaws and mouth.
A dental hygienist may clean teeth every six months

or as recommended. The dentist may treat conditions or rec-
ommend specialists if more serious problems are identified, for
example, an orthodontist or oral surgeon.

I

Dietician

Nutrition
Counseling

Provides assistance with nutritional needs, menu planning and
eating disorders.

Gynecologist

Physician

Provides regular care for females (i.e., breast exams, pap
smears, birth control measures, pregnancy and prenatal care.

Neurologist

Physician

Monitors status of nervous system (i.e., nerves, spinal cord and
brain) and treats problems.

Neurosurgeon

Physician

Specializes in the operative treatment [surgery] of disorders
involving the nervous system (i.e., nerves, spinal cord and brain).

Occupational
Therapist

Therapist

Provides evaluation and treatment of fine motor functions and
ability to perform activities of daily living. Home, school or cen-
tered-based visits will be individually scheduled on a regular basis
(e.g., 2-3 times a week initially and reduced to quarterly for fol-
low-up monitoring and treatment).

Ophthalmologist

Physician

Monitors visual status and treats problems with structure,
functions and diseases of the eye. May prescribe and
check eyeglasses, treatments, and/or perform surgery.

Orthopedist

Physician

Monitors mobility status and treats skeletal problems (e.g.,
prescribes braces, adaptive equipment, therapy, etc.).

Physical Therapist

Therapist

Provides evaluation and treatment of gross motor functions.
Home, school or center-based visits will be scheduled

on regular basis (e.g., 2-3 times a week initially and
reduced to quarterly for monitoring and follow-up).

Pulmonologist

Physician

Monitors status of lung and respiratory system and treats
problems with breathing.

Urologist

Physician

Monitors status of urinary or urogenital systems (i.e.,
excretion and reproduction) and treats problems.

1 Please refer to the glossary at the end of this manual for information on additional providers
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Selecting Health and Medical Care Providers

Teenagers and their families have the right to select adult health and medical care
providers from an array of providers typically limited only by those available
within their private insurance plans or as Medicaid providers. Selecting health care
providers is an important decision and to the extent possible, involving the teen-
ager in this process is an excellent way to build his or her knowledge and self-
determination skills and behaviors.

Deciding what is important in choosing a provider is a very personal decision.
Some teenagers and their families will place a high priority on a professional who
is part of the teenager’s health insurance plan and/or who is permitted to practice
at a specific hospital. Others will be concerned with recommendations from the
pediatrician or primary care physician, experiences of other family members and
friends, experiences of others with similar disabilities or health needs or proximity
to home.

Providers may be identified through recommendations of other health and medical

care providers, recommendations of other families and friends, physician referral

services, hospital referral services, the yellow pages of your local telephone direc-

= tory or the Internet. Providers may also be found by attending disability-related
B conferences and support groups, reading disability-specific newsletters and by
attending trade shows.

Selected providers should be able to handle all of the young adult’s
wants and needs, as well as work closely with him or her, his or
her family and other professionals to prevent and solve problems, sup-
port home care plans and ensure the highest standards of care. Once teenag-
ers and their families have identified one or several potential providers from the
array of potential providers, there are many additional things to think about before
making a final choice. Table 4.2, on pages 23-25, presents a list of questions that
teenagers and their families may want to consider as they begin thinking about
choosing and working with adult health and medical care providers.
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Choosing and Working With Health and Medical Providers

The questions in Table 4.2 are only a starting point for thinking about what teen-
agers and their families want and need in any health and medical care provider -
physician, nurse, therapist, pharmacist, equipment vendor and/or medical supply
company. Young adults and their families will probably want to individualize
these questions - adding, subtracting, or changing them based on their experiences,
wants and needs. Once again, to the extent possible, involving the teenager in this
process is an excellent way to build his or her knowledge and self-determination
skills and behaviors.

Once teenagers and their families have identified the questions that are important
to them, they are ready to begin the process of choosing a provider that they feel
best meets their experiences, wants and needs. Table 4.2 may now be used as an
interview form to help make a final decision about a provider. The office manager
of the practice or center where the identified provider works will be able to answer
many of these questions, but young adults and their families may also want to get
some of the answers in writing and/or confirm them through an interview with the
potential provider before they make a final choice.

Managing Health and Medical Needs

» For most adults, the decision to make an appointment with a doctor or
other health and medical care provider is made only after considerable
thought Adults often think a long tlme about whether they really need

dlsease become too obv10us to ignore, adults may still postpone the deci-
. sion to seek medical attention. Their thoughts lead them to think about
many different options. “Maybe I will feel better tomorrow.” or “Maybe

I can just buy something at the drug store.” Even routine check-ups may
be postponed for many reasons, for example, “I'll have more time or money next
month.”

Transition planning must teach and support young adults to proactively manage
their health and medical needs to the greatest level of independence possible.
Management includes organizing records, deciding when and why appointments
are needed, making appointments, preparing for appointments, communicating
with the provider and following prescribed treatments and care. Table 4.3, on
pages 27-29, provides a personal skills checklist for teenagers and their families to
consider as teenagers begin to assume responsibility for managing all or parts of
their health and medical needs and care.
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Choosing and Working With Health and Medical Providers

Organize records

Many teenagers with disabilities and/or health care needs can learn to indepen-
dently organize important records of their medical history, immunizations, doc-
tors’ visits, health treatments, medications and allergies. Others will be able to
organize and maintain their records with support from family members or other
= {rusted adults.

= Even teenagers who may not be able to demonstrate complete indepen-
“ | dence can still demonstrate a degree of independence by carrying a brief
"\ record of their individual health and medical concerns in their wallets
or purses and knowing whom it is appropriate to share this information
with and when it is appropriate to share the information. This record
should include personal information (such as name, home address, emer-
gency contact information, insurance information, etc.), blood type, medications,
allergies, name and contact information for primary care provider and any other
emergency actions. Examples of emergency actions might include the need for an
interpreter, need for food or drink, need for special transportation, etc.

Decide when appointments are necessary

Teenagers and their families must be encouraged to recognize when health and
medical attention is needed. By understanding one’s disability and/or medical and
health condition and by paying attention to signals from one’s body, one can learn
both to recognize early signs and symptoms of illness and to identify optimal
health time periods. For example, does the teenager sometimes have a runny nose
or red eyes? What time of day does the teenager usually feel best - in the morning,
afternoon or evening? Teenagers can learn to recognize anything that is different
about their health by giving themselves a daily health check:

(1) Does your body temperature fluctuate?

(2) Does your level of energy and activity vary?

3) Does your skin appearance vary? For example, is it sometimes red, pale,
sweaty or dry?

@) Does your mood and behavior vary? For example, do you sometimes feel
angry or cry for unknown reasons?

5) Do your eating habits vary? For example, do you sometimes lack an
appetite or are you sometimes extremely hungry?

(6) Do you have any regularly occurring body aches and pains?

(7) What are your typical bowel and urinary routines and conditions?
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Choosing and Working With Health and Medical Providers

Decide why appointments are necessary

Routine check-ups are important for all young adults and some tests are
recommended at certain periods in one’s life. In addition, chronic illnesses and
certain health and medical conditions often require periodic laboratory tests and
x-rays. By organizing their records and knowing themselves, young adults will be
able to decide when an appointment might be necessary, what provider is most
appropriate for them to see and whether they need to visit their primary physician
before seeking services from a specialist. When they contact the appropriate
provider, they will be able to state why an appointment is necessary and thus
receive appropriate services in a timely manner.

Make appointments

Files should include information on providers’ office hours, along with telephone
numbers for before and after office hours. When calling for an appointment, young
adults should be prepared to provide the following information:

(1) Is the requested appointment for a routine check:'"up or an
emergency? If you are not certain, be prepared to describe, for
example, when your symptoms began, how long they have lasted,
the location and degree of pain you are experiencing, efc., so
that the office may help you determine the urgency of the need for
an appointment. Mention any allergies.

2) Have your personal and medical information in front of you.

) Do you have any transportation or accessibility needs? For
example, will you be using public transit and need the location of
the nearest bus stop? Will you be using a special medical and
health transportation service? As a result of transportation needs,
will you need an appointment on a specific day of the week or
before or after a specific time? Will you need assistance entering
the building or provider’s office? Will you need any special
accommodations in the office or during testing or laboratory
procedures? For example, assistance transferring from a
wheelchair to an examining table, assistance dressing and
undressing, etc. Will you need an interpreter?
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Choosing and Working With Health and Medical Providers

Ask for and be prepared to follow pre-appointment requirements.
For example, is there a need to fast or refrain from eating or
drinking certain foods or liquids? Ask if there are any limitations or
support needs your disability or condition might impose on any
testing conditions. Mention any allergies. Write down any pre-
appointment requirements.

Describe your specific concern for this requested visit - not your
medical history. Describe the signs and symptoms of illness you
have noticed.

Write down the name of the person you need to speak to if you have
any additional questions before the day of the appointment.

Ask if there is anything you need to bring with you to your
appointment.

If you would feel more comfortable being accompanied by a friend
or family member, ask someone to accompany you to the
appointment.

If you cannot see the provider immediately, and you feel your need
is an emergency, seek permission to go to the emergency room or
see an alternate provider.

Prepare for appointments

Preparing for an appointment requires several activities:

)
2)
3)

“4)
)

(6)
(7

Identify and confirm transportation arrangements.

Confirm the date, time, and address of the appointment.

Confirm the need for any special preparations (e.g., fasting, pre-
appointment procedures, special clothing for examinations, etc.).
Patients with more significant disabilities may benefit from an
orientation visit to the provider’s office or role-playing unfamiliar
examinations or procedures. °

If someone is accompanying you, confirm his or her participation.
Make a written list of concerns, questions, symptoms, and signs
you want to discuss with the provider.

Collect all records (e.g., personal information, medications, copies
of test, names of other providers, etc.)

Plan to arrive at the office a few minutes early; call ahead to con
firm that the provider is running on schedule.
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Choosing and Working With Health and Medical Providers

Communicate with providers and follow prescribed treatments and care

If the steps above have been followed, the patient will feel prepared and, thus,
more relaxed. Patients should also follow any additional steps they want and need
to feel relaxed and comfortable during their appointments. In addition:

(1) Wear comfortable clothing, appropriate for the appointment.
(e.g., sandals for a podiatrist’s appointment, loose shirtsleeves for
blood tests, etc.).

2) Ask the person accompanying you to stay with you during what
ever portion of the appointment you desire.

3) Describe the reason(s) for your visit and answer the provider’s
questions honestly.

4) Ask the providers questions, take notes, or ask the person
accompanying you to take notes.

%) Repeat the information given to you before you write it down.

(6) Verify follow-up needs (e.g., follow-up appointments, change in
medications and/or diet, additional testing needs, symptoms to be
aware of, etc.).

Helpful Hints

Working with health and medical providers may be stressful for young adults and
their families, but overall, it should be a positive experience. Patients have a right
to give both positive and constructive feedback to providers about the health and
medical services they receive. They may choose to do this verbally at the end of
the visit by telling the provider how they felt about the services they received.
They may choose to do this in writing by personalizing a follow-up letter to the
provider after the visit describing how they felt about the services received. They
may choose to identify themselves when providing this feedback or they may
prefer to provide it anonymously. Appendix D provides a set of postcards devel-
oped by families that some young adults and their families have found useful
in providing feedback to providers. (These.postcards may be duplicated and/or
revised without permission of the authors.)
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Summary

Choosing and working with health and medical providers are important tasks in
making the transition from the pediatric to the adult health and medical care. For
young adults and their families, this process can be traumatic and, thus, may not
be addressed until several years later when young adults may have developed life-
threatening problems or already have established independence at work, school or
home. Proactive planning for choosing and working with providers for regular
health and medical care is an essential part of formal transition planning and must
be addressed during the teenage years. Chapter Five provides families and service
providers with more specific information, guidelines and suggested strategies for
building the self-determination knowledge and skills of teenagers with disabilities
and/or health care needs.
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Self-determination in Health and Medical Care

CHAPTER FIVE

Self-determination in Health and
Medical Care

As we have seen throughout this manual, adolescence is a time of many changes
for young adults with disabilities and/or health care needs. Helping adolescents to
develop self-determination beliefs, knowledge and skills is an important compo-
nent of overall transition planning; helping them use self-determination to more
successfully transition from pediatric to adult health and medical care is an essen-
tial, but all too often overlooked, component of self-determination.

What is Self-determination?
I
~ - Self-determination may be defined as a combination of beliefs, knowledge
|~ and skills that enable a person to engage in goal-directed and independent
behavior. Self-determined young adults review choices, make decisions, set
goals, solve problems, evaluate themselves and attain goals. They are aware
of their preferences, their strengths and their needs. They can motivate them-
selves and have positive attitudes about their abilities to attain their goals. Specific
to heath and medical care, self-determined young adults manage their health and
medical care by engaging in the behaviors described in Chapter Four with as much
independence as possible and with whatever supports they want and need.

Self-determination is the combination of beliefs, knowl-
edge and skills that enable a person to engage in goal-
directed and independent behavior. Self-determined
young adults review choices, make decisions, set
goals, solve problems, evaluate themselves and attain
goals.
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Self-determination in Health and Medical Care

Assessing Self-determination in Health and Medical Care

Building self-determination in adolescents begins with assessing their abilities,
Table 4.3 (pages 27-29). This assessment should include a self-assessment by the
young adult, as well as input from family members and professionals who know
the young adult well. What can the teenager do independently? What can the teen-
ager do with support? What will family members or other adults need to do for
the teenager? What are the teenager’s preferences, wants and needs? What are the
family’s preferences, wants and needs?

As was discussed in Chapter Two, developing independence is one of the primary
tasks of adolescence. However, interdependency must also be considered. Most
people, whether they have a disability or not, depend on other people. For exam-
ple, adults routinely depend on family, friends, co-workers, bankers, baby-sitters,
teachers, retail and grocery clerks, elected officials and government workers. They
also depend on assistive devices. For example, telephones, cars, buses, computers,
eyeglasses, personal planners, newspapers, TV, radio, air conditioners, refrigera-
tors and so forth. Could most adults survive without these people and devices?
Probably so, but most adults would agree that doing without them would greatly
diminish their quality of life. These people and devices are typically referred
‘ to as natural supports. That is, supports that are available naturally to people
(Y in their homes, schools, workplaces and larger community.
<@ The key to building independence among adults with dis-
abilities and/or health care needs is to find a balance
between self-sufficiency and natural support systems
made up of people and assistive devices. Thus, the next
step is to use the needs identified in the assessment to identify and prioritize health
and medical needs that might be addressed in the IEP/statement of transition ser-
vices and/or pursued less formally by the teenager, his or her family and/or health
care providers.

U

Strategies for Developing Self-Determination in Health and Medical
Care

Once areas of need have been identified and prioritized, teenagers, their families
and their team members must decide whether the need is best addressed by: a)
exposure to more practice and skill training; b) use of assistive devices; ¢) use
of natural supports; or d) several of the above options. Table 5.1, on page 37, pro-
vides some suggested strategies for systematically building the self-determination
of teenagers with disabilities and/or health care needs.
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Table 5.1 Building Self-Determination in Health and Medical Care

SELF-DETERMINATION,
BELIEFS, KNOWLEDGE
AND SKILLS

SUGGESTED STRATEGIES

Review .
Choices

Include teenager in choosing health and medical care providers (e.g, interviewing
primary care provider, personal care attendants, etc.).

Include teenager in choosing schedules for treatments, medications and
procedures (e.g., after baseball season, during spring vacation, etc.).

Include teenager in reviewing treatment, medication, and procedural options.
Include teenager in choosing food, beverages, therapy or exercise routines
required by disability and/or health care needs.

Make
Decisions

Break complex health care routines into smaller tasks and guide teenager

through assuming responsibility for one step at a time (e.g., assign responsibility
for remembering and charting morning medications or after school insulin testing,
ete.) .

Develop and encourage use of charts or cues as reminders (e.g., charts for the
teenager to check when medication has been taken, etc.) .

Include teenager in monitoring when prescriptions need to be refilled and in
communicating with the pharmacist or other provider(s).

Include teenager in deciding what information to include in medical files

and how to organize the files.

Set
Goals

Include teenager in setting and following schedules for increasing independence in
following therapy and other home-based treatments.

Develop and encourage use of charts or cues as reminders (e.g., scripts to use when
calling providers to make appointments, etc.) and provide specific reinforcement
for gradual increases in independence (e.g., more privacy, more choices, etc.)

Solve
Problems

Discuss family concerns with teenager and identify options that allow teenager
to increase independence while adhering to a required medical or health regimen
(e.g., eating food with high sugar content on weekends, delaying medication by 1
hour during football practice, etc.).

Self-Evaluate/
Attain Goals .

Encourage the teenager to discuss his or her progress with the provider in private,
attending to success as well as ongoing problems.

Encourage teenager to share information on disability and/or health care needs
with other teenagers and to join support groups or Internet chat rooms.
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Summary

Helping young adults develop the beliefs, knowledge and behaviors necessary
to manage their own health and medical care is a critical component of self-
determination preparation and overall transition planning for all teenagers with
disabilities and/or health care needs. Self-determined young adults assume
responsibility for managing their own health and medical care with as much
independence as possible and with as much support as wanted and needed.

Self-determined young adults manage their health care
needs by reviewing choices, making decisions, setting
goals, solving problems, evaluating themselves, and
attaining their goals.
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Living a Healthy Lifestyle

CHAPTER SIX

Living a Healthy Lifestyle

Disability occurs across our life span and is the consequence of physical impair-
ments, mental impairments or health care conditions, which may begin very early
in life, occur as the result of injury or develop later in life. Having a disability does
not mean one cannot or should not live a healthy lifestyle. As we have seen in
previous chapters, helping young adults with disabilities and/or health care needs
understand the causes and impacts of their conditions will help them determine
their strengths, as well as their support needs and limitations. In addition, helping
them define their disabilities and health care needs in terms of the conditions’ inter-
nal and external impacts will help them determine strategies for minimizing their
limitations and for managing their health and medical needs more independently.
Young adults who have the self-determination beliefs, knowledge and skills to
understand their conditions and to engage in the behaviors described throughout
this guide are well on their way to developing healthy lifestyle behaviors that will
enhance their quality of life.

What is a Healthy Lifestyie?

Adults who adopt a healthy lifestyle have a quality of life character-
ized by good health, feeling good, being independent, having con-
trol and pursuing happiness. The health of adults, and ultimately
their quality of life, is critically linked to the behaviors they chose
to adopt as adolescents. Adoption of healthy behaviors among teen-
agers is impacted not only by their specific conditions (i.e., inter-
nal impacts), but also by the social and cultural environments (i.e.,
external impacts) in which they reside. Quality of life is defined as
an individual’s perception of his or her position in relation to his
or her goals, expectations and concerns. Improving one’s quality of life means
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Living a Healthy Lifestyle

promoting opportunities to achieve independence, equality, participation, satisfac-
tion and economic self-sufficiency. Being able to manage one’s health and medi-
cal needs, as described throughout this guide, is a very important key to improving
one’s health and ultimately one’s quality of life.

Basic Ingredients of a Healthy Lifestyle

Young adults with disabilities must become active partners with their families and
health and medical care providers in adopting healthy lifestyles that build upon
a holistic model and addresses the full spectrum of their lives. For example, a
healthy lifestyle that includes good hygiene, regular exercise and a careful diet will
enhance employment opportunities and economic self-sufficiency. The purpose of
this chapter is to summarize the ingredients of a healthy lifestyle for young adults
with disabilities and/or health care needs.

Hygiene

Basic hygiene practices that all adults should adopt on a daily basis include
bathing, keeping hair and nails clean and brushing one’s teeth. Man-
aging these basic hygiene tasks may be more complex when a young
adult has a disability and/or health care condition. For example, some
young adults will require assistance from other people (e.g., personal
care attendants, family members, or residential services staff). Others
will be able to attain a degree of independence through instruction or
practice or through the use of assistive devices. For young adults who
have difficulty bathing, there are many commercially available devices that can
make bathing easier, for example, grab bars, transfer seats, shower chairs, and
handheld nozzles. For young adults who have difficulty with hair and nail care,
a simple haircut and neatly-clipped nails can help them maintain a neat appear-
ance. Good oral health is important to total health. There are many commercially
available devices that can make brushing and flossing teeth easier, for example,
enlarged toothbrush handles, enlarged holders for floss, and electric toothbrushes.

Exercise

Nearly half of all American youth between 12 and 21 are not physically active on |
a regular basis. Recent studies, for example, note that: (a) more than a third do
not participate in vigorous physical activity; (b) more than three-quarters do not
participate in even moderate physical activity; (c) nearly half are not enrolled in
physical education classes; and (d) less than a third of students who are enrolled in
physical education classes exercise for the recommended 20 minute time period.
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Living a Healthy Lifestyle

Among young adults with disabilities and/or health care needs, studies have found
that they are even less likely to engage in regular exercise than their peers without
disabilities or health care needs. They are also more likely to evidence feelings of
low self-worth and to be assessed as less physically fit.

Being physically fit means balancing many areas including:

(1) Cardiorespiratory endurance (aerobic fitness) which is the ability
of the heart, lungs and circulatory system to deliver oxygen and
nutrients to all areas of one’s body;

(2) Body composition (body fat) which is the percentage of body weight
that 1s fat;

(3) Muscle strength and endurance which is the amount of work and
the amount of time that your muscles are able to perform a certain
activity before they tire; and

(4) Flexibility which is the ability to move one’s joints and stretch
muscles through a range of motion.

Working in partnership with their health and medical providers, young adults
\l/, with disabilities and/or health care needs should adopt an exercise regimen
\\[ that includes stretching, deep breathing and isotonic activities to help pro-
) e flexibility, circulation and relaxation. For example, a 20-minute exer-
M cise program three times a week for a young adult might consist of weight
u training and aerobic exercise. Weight training or yoga, for example, will
build up muscle tone and aerobic exercise will benefit one’s heart, lungs and
circulatory system. Depending upon the young adult’s disability and/or health
care needs and personal preferences, aerobic exercise might include, for example,
cycling, swimming, cross country skiing, jogging, walking, dancing, or use of a
stair climber.

Exercise programs do not require expensive tools, weights or other equipment.
There are many commercially available and homemade options that can be used
to enhance exercise. For example, books and videotapes can guide novices. Cans
of food, books, bags of beans and frisbees, for example, can be used as weights.
Many books, videotapes and supply catalogs describe exercise programs and assis-
tive devices that have been designed for persons with limited mobility or upper or
lower body movement.
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Living a Healthy Lifestyle

It is most important to work in partnership with one’s health and medical providers
before designing or beginning any exercise program. In addition, consider these
guidelines:

(1) Keep the exercise program simple;

(2) Set a goal and write in on an index card that can be visibly posted;

(3) Make an appointment with yourself for exercise and keep it or
reschedule it as you would any appointment;

(4) Start slow and gradually inc<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>