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Adolescent Update

The Missouri Department of Health and Senior
Services, Bureau of Special Health Care Needs
provides services for children and adults with
disabilities, chronic illnesses, and birth defects.
Services include assessment, treatment, and service
coordination. Programs available through the
Bureau include: Children with Special Health Care
Needs; Healthy Children and Youth; Adult Head
Injury; Physical Disabilities Waiver, and Family
Partnership. To be eligible for services, applicants
must: be a Missouri resident, have a special health
care need, and meet medical and/or financial
eligibility when required. To obtain additional
information about programs, visit the website at
www.dhss.mo.gov/SHCN. To speak to a Service
Coordinator, call the toll free number: 1-800-451-
0669.

The Missouri Department of Health and Senior
Services, Bureau of Genetics and Healthy Childhood,
provides for services for adults age 21 and over
having cystic fibrosis, sickle cell disease or
hemophilia. The Adult Genetics Program covers
children transitioning from SHCN if they remain a
Missouri resident, have a family income that is
185% or less of the federal poverty level and
have a physician documented medical diagnosis of
one of these diseases. The program acts as a
payer of last resort and has caps on the amount
of funds available to pay for disease-related
conditions. To obtain additional information about
the program, please see the department’s website
at http://www.dhss.mo.gov/, then click on topics
A - Z. Click on cystic fibrosis, sickle cell, or
hemophilia to find out more ahout the adult genetics
programs. You may also call 1-800-877-6246
and ask to speak with the Adult Genetics Program
manager.

/For further information, h

please contact:

Daryl A. Lynch, MD
(913) 696+8933
Patti Van Tuinen,
M.Ed., C.H.ES.
(573) 751-6188

E-mail addresses:
Daryl A. Lynch, MD
dlynch@cmbh.edu
Patti Van Tuinen
patti.vantuinen@dhss.mo.gov

Daryl A. Lynch, MD is Section Chief of Adolescent Medicine
at Children's Mercy Hospital and Consultant in Adolescent
Health to MO-DHSS.

Patti Van Tuinen is the Adolescent Health Coordinator for
the Missouri Department of Health and Senior Services.

Transitioning Youth with Special Health Care Needs
to Adult Health Care Services

By Laurie Hornberger, MD

Part 1 Children’s Mercy Hospital

Today, large numbers of adolescents with chronic illnesses and disabilities are
surviving - and thriving - into adulthood. For all youth and their families, this
shift from adolescence into adulthood is a period of mixed emotions - anticipation,
anxiety, and excitement. For youth with special health care needs (YSHCN), this
period also includes the stress of moving into a world that may not be especially
understanding or accommodating of them. The need for specialized medical care,
limited abilities to carry out ordinary activities of daily living, difficulties accessing
and completing higher education or job training, and lack of financial resources
for necessary services are just a few of the added stressors that YSHCN and their
families may face during this time.

The term “special health care needs” refers to a wide range of conditions, some
of which might be recognized at birth (ex: Down Syndrome) and others that are
diagnosed in the teen years, such as traumatic brain injury from a motor vehicle
accident.

A multidisciplinary transitioning process for YSCHN can help ensure that the move
into the adult world is as smooth and supportive as possible. This article is the
first of two that will focus on the health care provider’s role in facilitating the
transition of YSHCN. The concepts presented here are general and require
individualization for each adolescent.

Successful transitioning begins the day a child or adolescent is identified as having
a chronic illness or disability, and includes three developmental stages?:

1. Envisioning the future;

2. Age of responsibility; and

3. Age of transition.

Envisioning the future

Beginning with the birth of their child, all parents begin to “envision the future.”
They dream of their child’s potential and set out to ensure every opportunity

is made available to reach that potential. This same positive parental outlook
and energy must be encouraged by health care providers beginning the day a
child is diagnosed with a chronic illness or disability by continually asking families
questions that help them think about the future. Also, establishing connections
with other families who have older children with similar special needs is important
for both the health care provider and those patients and families who are newly
diagnosed. These older patients and parents are tremendous resources for
information that is not found in a book or medical journal. Formal support and
information organizations can be especially helpful in providing connections and
suggestions.2

Help families develop a “life plan” rather than an “iliness plan” for their child.

« “What groups and activities would you like your toddler involved in
when she goes to school”

Focus on the strengths and abilities of their child rather than their disabilities
or risks.

» “Does your young teen have a special interest or talent that can be
the starting place for thinking about future work or career?”

Establish connections for support and education.
Do they know other families with older children with similar special needs?




of

The second stage, the “age of responsibility,” begins in childhood and
extends into adolescence as the YSCHN acquires the self-care skills
essential for future independence. This would include the abilities to
perform normal activities of daily living as well as medical self-care.
Interactions with others, not isolation, are vital. In a survey of parents
of YSHCN who made successful transitions, the most important
transitional task identified by the parents was “don’t do for them
what they can do for themselves.”” Parents may find it difficult to
stand back and watch their child struggle. However, not giving their
child the opportunity to learn can send a subtle message that the
child cannot, and is not expected to, become a self-sufficient adult.
During adolescence, the health care provider should provide the YSHCN
with the same services and preventive care that are recommended for
all youth. These should be tailored for developmental level of the
adolescent. Meeting routinely one-on-one with the youth and offering
opportunities for open, confidential discussions should be initiated in
early adolescence. The common concerns of young people, including
growth and development, sexuality and sexual behaviors, substance
use and abuse, mental health, safety practices and other health
promoting and risk behaviors need to be addressed. It should not be
assumed that because the youth has a chronic illness or disability that
they are necessarily sheltered from these issues. Recommended
adolescent immunizations should be given.4

Age responsibility

Engender a “can-do” attitude with families.2
« Support families as they allow their child to attempt new skills.

Normalize behaviors.
 Household chores
* Participation in activities and programs with typical
developing children/youth.

Provide the same services and preventive care that are
recommended for all youth.

* Meet routinely one-on-one with the youth, offering opportunities
for open, confidential discussions starting in early adolescence.

* Discuss typical issues of growth and development, sexuality and
secual behaviors, substance use and abuse, mental health, and
safety practices.

« Recommended immunizations should be given on time.

The third stage, as recognized by families of YSCHN, was the “age of
transition.” The successful transition is based on the strong foundation
built during the first two stages. During the age of transition, the
health care provider takes on the important role of coordinator for
the patient’s move from pediatric to adult health care. The activities
involved in the transition will be discussed in the next article.
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RESOURCES

There are many websites available to help health care providers,
patients, and families with transitioning. A few recommended
sites are:

The Adolescent Health Transition Project
(http://depts.washington.edu/healthtr/) from the University of
Washington has an excellent website which describes the process
of transitioning to families and offers a timeline for transition
tasks. Links to a wide variety of other websites is included.

The National Center of Medical Home Initiatives for Children with
Special Needs (www.medicalhomeinfo.org) is a project of the

American Academy of Pediatrics to ensure that youth with special
health care needs all have medical homes. The extensive website
includes information for health care providers, YSHCN, and families.

The Healthy and Ready to Work National Resource Center
(www.hrtw.org) has a thorough listing of resources for YSHCN
and their families.

KASA - Kids as Self Advocates - is a site where YSHCN can read
the stories of other young people with disability for inspiration
and advice. www.fvkasa.org
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Any comments or suggestions are welcome and should be directed to either Daryl Lynch, MD or Patti Van Tuinen.

Section of

Adolescent Medicine
2401 Gillham Road
Kansas City, MO 64108

Children's Mercy Hospitals and Clinics is an equal
opportunity/affirmative action employer and a United
Way agency.
W, W Editorial: Daryl A. Lynch, MD
Ad°lescem Sﬂi@m@ Art Direction: CMA Designs
Printing: SOLI Printing
Adolescent "SHORTS" is produced to advocate for and
promote adolescent health and well being. Information
contained in their newsletter is not a substitute for
legal, medical or policy advice. Readers are urged to
consult their own advisor about specific situations
or questions.
Articles in Adolescent "SHORTS" refer to boys and

girls. For simplicity, the pronouns “he" and “she" are
used interchangeably unless otherwise noted.

Non-Profit Org.
U.S. Postage
PAID
Kansas City, MO
Permit 4301




