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Transition:
the Conspiracy of Hope
and the Audacity of Action
Judith Warth, Behavioral Health Consultant

M

eet Brandon. Brandon just
graduated from high school.
Brandon has autism. He works parttime at Godfather’s Pizza 2-3 days
each week and when not working,
is engaged in a day habilitation
program called The Village Community.
His mother says, “he is just happy!”
But Brandon’s path to this place
was not always clear and easy.
“Every year between 150,000-200,000
students with disabilities age out of
special education. These are some of
the most vulnerable youth who have
stayed in school as long as possible
and are likely to have intellectual and
developmental disabilities. Many of
these students transition from the public
school system to the adult world and
find themselves with no services and
with nothing to do.” The Arc.
School provides a structure with
people who coordinate activities
and take responsibility for the

young person. It is a fixed schedule
(Monday-Friday 8:30 am-3:00 pm)
with transportation provided. Life
for an adolescent with a disability
can become more complicated once
they graduate from high school.
The structure goes away, and they
must plan their day. What lessons
can we learn from the experience
of Brandon and other young people
to make this process easier for
families and young adults?

The Conspiracy of Hope
1. Begin planning early. Good
transition planning (i.e., what’s
going to happen after high school)
should begin at age 14 and should
include the key players in the
student’s life including family,
educators, outside supports, and
vocational rehabilitation services.
2. Dream big! Every person
should be encouraged to have
a dream of what they want
their lives to be like. Families,
educators and others can help
fill in gaps but young people
with disabilities need to be
encouraged and helped to dream
about their futures, including
and thinking about things like
marriage, money, their place
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in the community and making
contributions. These dreams
should begin when they are
little children—just like every
other child.
3. Share those dreams with
people around you. Dreams
need to be planted and nurtured.
Sharing those dreams (even the
big unrealistic ones) create hope.
The conspiracy of hope helps
people keep going when things
get hard. It helps people have
a focus. Sharing dreams helps
them stay alive.

The Audacity of Action
With dreams and hope in place,
now is the time to act. This is where
good planning is so important.
Here are the two critical questions
to move toward action:
1. What will it take to reach those
dreams? Steps will change based
upon the child’s age, health and
overall life circumstances BUT
there are always baby steps that
can be taken. Define them and
support the young person to try it.
(Continued on page 2)
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Transition: The Conspiracy of Hope and The Audacity of Action
(Continued from page 1)
For individuals whose lives
may be more complicated
by a disability, we have to
provide more support.

Audacious Actions
To Take Now
Become the master of
small wins! Celebrate each
small achievement and build
to the next.

2. Am I willing to do what it 		
will take? These two questions
are the most empowering
things we can offer to people.
It respects the dream and the
person’s choices.
As an example: a young man wants
to be a professional basketball player.
We first ask, “What would it take for
you to play professional basketball?”
He answers, “I don’t know.” BINGO!
This is a teachable moment. The wish
provides a place to begin thinking
about what needs to be done to reach
the goal. To play basketball you need
to practice and try out for the team.
You can then think about going to
college and what needs to happen to
get into college (because you cannot
major in basketball).
This one dream can guide almost
everything that happens in a student’s
IEP (Individualized Education
Program). Now it is truly an IEP filled
with his dreams and making them
happen. If, when presented with a
path to achieve his dream, the student
decides that he is not willing to take
the necessary steps, we are again
offered a teachable moment to revise
dreams and hopes for the future.
It is the marriage of hope and
action that makes magic happen and
creates a good quality life for us all.
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Volunteer and get work
experience. Encourage your
child as soon as possible, in school
and at home.
Self-advocacy. Teach your child
to speak for themselves and ask
for the help they need to succeed.
Good manners go far. A successful
self-advocate knows how and
when to say “thank you”.
Teach responsibility through
chores and self-care activities.
Get connected with services
and supports early. It is never too
early to begin, but it can be too late.
Waiting lists can be long and
funding streams limited.
Take action!!! It’s up to you,
no one else will do it.
Brandon’s path continues. He likes
his independence. He is passionate
about drawing and music. Now that
his life is happy and stable, his family
can focus on helping him build the
skills he needs when they are no
longer around. They continue to
build a team of people who know,
understand and accept Brandon for
who he is.

Below is some of their advice for
families during this time of transition.
Give your child choices and
control in their lives. Brandon
participated in meetings and in
choosing how many days he goes
to The Village. It is his life and he
should be making as many of these
decisions as possible.
Find the right people—not the
right program. Interview and seek
out the people who will work best
with your child. “People tried to
change him to make him normal.
That is not who he is. People now
‘get him’. As parents you may
have to help them understand
your child, and be aware, they
don’t always listen.”
Start your plan. Five to six
months before graduation, bring
all of the out-of -school providers
and support people together so
that they more clearly understand
what each will do and how that
will benefit your child.
Social Security. When your child
turns 18, you will need to apply
for social security on their behalf.
It’s best to wait one full month
from their birthday before you
submit the paperwork. If you send
it too soon, the application may
be rejected because they will
count your family income.
Be willing to think outside
the box. Brandon benefits from
Reiki (an alternative medicine
technique for healing), he calls
it “finding his peace”. Inspired
by Brandon, his brother was
hired by a local agency to provide
support for volunteer and
community activities.
Maintain your sense of humor!
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Transitioning from
Pediatric to Adult
Health Care for
Youth with Special
Health Care Needs
Royann Mraz, MD, Associate Professor
Emeritus, Department of Pediatrics University
of Iowa Children’s Hospital.

N

ationwide, there is a need to
help the transition of youth
to adult health care. A smooth
transition is important. Those with
life-long complex health problems,
disabilities, and/or behavioral health
disorders are at risk for gaps in care.
Risk factors for gaps in health care
are:
• living away from parents
• not having a doctor
• having a behavior disorder, or
milder disease
• male gender
• low family income
• and living far away from
the doctor

A gap in care can result in:
• Poor health
• Hospital stays
• Long-term problems
Less than 50% of youth with special
health care needs get transition care.
For youth, health care transition is
only one of many changes occurring
at this time. They are also going
from high school to college, training
or a job. They are also starting to
be more independent, developing
relationships, and most are living
away from their parents. At 18 years
of age there can be changes in:
• health insurance
• dental care

Gaps in care can result from:
• lack of health insurance
• poor planning and support
• lack of knowledge, selfempowerment, and self-care skills
• not connecting to their
new adult doctor

• supplemental security income (SSI)
• and other financial and
community supports
Transition to adulthood can be
stressful. Planning and support can
affect future health and well-being.
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Factors for successful change to adult
health care are:
• greater independence
in going to visits
• belief that follow up
should be continued
• higher levels of self-efficacy
• understanding the need
to follow a medication plan
• a referral to an adult doctor
• follow up after meeting
with an adult doctor
• having a family member
to help if needed
The American Academy of Pediatrics
(AAP) recommends that a slow
transition to adult care should start
at 12 years of age. This gives time to
help the youth with self-management
and to practice these skills, along
with decision-making. Nurses, social
workers, and care coordinators can
help give the education and support.
(Continued page 4)
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(Continued from page 3)
Each transition needs to be
personalized. It is helpful to check
if the youth and family are ready for
transition. Below are questions for
teens and their families to think
about during transition*:

12 to 14 years of age
 Youth:

We have many
ways you can
stay connected
CenterLines–News you can use
from Center for Disabilities and
Development Newsletter is
going electronic! Would you like
to get the newsletter by email?
If so, email us at:

CenterLines@uiowa.edu
Please give your name and
all email addresses where you
wish to have the newsletter
sent. We will still mail copies
to those who want them.

•
•
•
•
•
•
•
•
•

Can name their chronic conditions
Knows their allergies
Lists their medications
Attends their IEP meeting
IEP includes a transition
plan at age 14
Does household chores and
participates in family life
Has hobbies and engages
in exercise
Thinks about what they want
to be when they “grow up”
Volunteers and participates
in community activities

 Family:
• Started to keep their own
health record
• Discussed sexuality
• Begun working on independent
living skills with youth

15 to 17 years of age
 Youth:

Have you been looking for us
on Facebook? Look no further!
The Center for Disabilities and
Development will be sharing
stories, photos and information
on child and adult development.
Make sure to “Like” University
of Iowa Children’s Hospital
Facebook page.
Would you like to share
your story? Please email:
heather-roman@uiowa.edu.

• Describes how their chronic
conditions impact their health
• States what each medication is for
• Takes their medication
without supervision
• Has refilled a medication
• Carries their insurance card
• Has scheduled a doctor’s
appointment on their own
• Updates their own health summary
• Investigates adult doctors
for primary and specialty care
• Planning for future school,
work, and living options

 Family:
• Investigate secondary education,
employment, or vocational
opportunities
• Family is thinking about decisionmaking at age 18 and allowing teen
experiences in decision-making
• Apply for funding, case
management, and adult services.

18 years of age and up
 Youth/Young Adult:
• Has selected adult doctors
for primary and specialty care
• Can refill medications
and make appointments
• Has plans for living and
working after graduation
• Has foundational skills
needed for living and working
• Is linked with funding
and support resources

 Family:
• Decision-making is supported by
family/guardian (if appropriate)
• Ensures young adult has
insurance/SSI benefits in place
• Has supported the young adult
in developing a formal plan for
adult living and working

* Changed with permission from Kitty O’Hare, MD, Got transition, and AAP.
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Transition Clinic at CDD
Barriers to community living often come from not knowing
what’s possible.CDD’s Transition Clinic, for youth age 12
and above, can help you and your child understand and
manage these changes through the following:
●

Develop an action plan based on family goals
to promote teen’s independence

●

Develop a portable medical summary

●

Work with education/work transition plans

●

●

●

Help in finding and talking with adult care
providers to make a smooth transfer of care

Discuss future plans:
●

Activities of daily living and physical activity

●

Guardianship and living arrangements

●

Health insurance coverage

●

Life in the community after high school

●

Nutrition and healthy lifestyle choices

●

Relationships and sexuality

●

Community employment

The transition team may include:
●

Educator

●

Physical Therapist

●

Nurse

●

Occupational Therapist

●

Nutritionist

●

Employment Specialist

●

Social Worker

●

Developmental Physician/Nurse Practitioner

An order from a physician is not needed to be seen
at the Transition Clinic. Health insurance may be
billed for social work, counseling, and medical exam.
For more information, call 877-686-0031 (toll-free);
319-353-6900 (local).

WE WANT TO HEAR FROM YOU: Each newsletter we pick topics we think
will be the most helpful to you. This past year we wrote about some of the services here
at CDD, as well as other programs and treatment options. We are always looking for input
on this newsletter. Let us know if you really liked something and if you have topics you
want us to write about in the upcoming issue.

CENTER FOR DISABILITIES AND DEVELOPMENT
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Provider Highlight
Katie Laubscher
Rehab Therapies
Physical Therapy School(s) Creighton University
Undergraduate and Physical Therapy Graduate Program
Know that you are the center of the team during your visit. Your input and
perspectives are so vital in helping to make the visit meaningful and productive.
Please ask questions, give your thoughts about what is going on for your child,
as well as your thoughts about what we discuss for treatment.

How many years have
you been practicing?
10 years

Why did you choose your field?
I have always been interested in
health care and how the human body
works. I was also interested in being
a teacher. As I learned about Physical
Therapy, I found it to be a good mix
of health care and teaching. As a
physical therapist, I have a strong
understanding of how human
movement happens and how it is
changed with injury or disease.
My job also includes education.
I work together with patients and
their families to teach them about
movement and how to get the best
results. This is an important part
to having success for my patients.

What areas interest you
in your field?
Even after 10 years, I am still
interested in so many things!
My strongest interests have always
been in working with infants and
children and their families.
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What is a Physical Therapist?
A physical therapist is a health care
provider who looks at and gives care
to people having problems with
movement. We work with a patient
and family, as well as other health
care providers, to help get back
function and movement, learn new
ways of moving, and to improve
participation in the daily activities
that are of great value to the patient.

Who benefits from seeing
a Physical Therapist?
If you are having pain or a problem
with movement that keeps you from
doing the things you want and/or
need to do – a physical therapist may
be able to help. Physical therapists
specialize in many different areas
(sports, pediatrics, neurologic,
orthopedic). Depending on your
problem, certain physical therapists
may be able to meet your needs
better than others.

What does your department
offer to patients that other
programs don’t?
Through our relationships with
other providers at UIHC we are
able to look at the whole picture of
the child’s health and development.
We strive to be strong supporters
for our patients and families, and
we are always learning!

Why did you choose CDD?
CDD as an organization has a
lot of pieces that I feel are vital
for my ability to grow as a health
care provider and to give quality
family-centered care for patients.
We have great support for evidencebased practice through research, we
work with many other health care
providers to broaden our perspectives
of conditions, and we actively take
part in teaching new professionals
coming into the field.

How do these services help
people live independent lives?
A physical therapist helps to get back
motion, strength, and balance so you
can move better. They also help with
finding new ways to move if there
is lasting loss of function. This can
include using equipment or learning
a new way of doing things.
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Assistive Technology in the Transition Plan
Yes—it officially should be part of the plan!

Adapted Driving Evaluations
and Training

Whether or not your child is now using assistive technology devices (AT) in
school and at home, by age 14, it’s time to get serious about his or her future
AT needs. The transition plan needs to look at how your child will do activities
across all parts of their life, both inside and outside their home.
Over the next few years, your child, like all children, will be learning and
practicing how to do adult things as independently as possible. Those tasks
might include using AT devices, so finding the right AT devices and learning
how to use them is part of transition. You can use the following list as a
starting point to think about where or when AT devices might be needed:

Part of transition planning is looking at
transportation needs. For some students
with physical disabilities that involves learning
to drive with modifications like hand/foot
controls, ramps and turning seats. Contact the
organizations below to set up an evaluation to
identify the assistive devices needed to drive
Driving Evaluation Providers

Daily Living
•
•
•
•
•

Preparing food and eating
Grooming and hygiene
Dressing
Medication
Household chores

Brought to you by the disability resource
database of Iowa Compass

• Budgeting/financial
management
• Health and fitness
• Recreation and
socialization

Mobility
• Getting around home, school, work, community
• Physical access to home, school, work and
community
Communication— communicates wants/needs,
telephone, remember instructions

• Communicate with healthcare providers
Transportation
• Driving
• Access vehicle as passenger
• Utilize Public or Para-transit

Safety
• Alerts or alarms
• Emergency
preparedness

Learning, Computer Access, Literacy—
high school, trades, college, lifelong

Work— Job exploration, internship, summer,
volunteer and adult job placement

Self Advocacy— for accommodations and AT
If you would like assistance finding possible AT solutions, contact
the Easter Seals Iowa AT Center toll-free at 1-866-866-8272 or email your
questions to atinfo@eastersealsia.org. This is a free service of the Iowa
Program for Assistive Technology.
CENTER FOR DISABILITIES AND DEVELOPMENT

Adaptive Experts, LLC*
(651) 501-5680
Saint Paul, MN

UnityPoint Health
(515) 241-8139
Des Moines, IA

Meriter Hospital
(608) 417-6173
Madison, WI

Methodist Hospital
(402) 354-4670
Omaha, NE

VGM Homelink
(866) 550-4551
Waterloo, IA

CHI Health Immanuel*
(402) 572-3055
Omaha, NE

Mercy Medical Center*
(319)398-6020
Cedar Rapids, IA
St. Luke's Hospital
(319) 369-7331
Cedar Rapids, IA

Madonna
Rehabilitation*
(402) 413-3654
Lincoln, NE

Genesis Medical Center
(563) 421-1480
Davenport, IA
(* = also provides driver training)
Iowa Compass is the leading source of
information on services and supports for
Iowans with disabilities, their families and
service providers. Please contact Iowa Compass
at 800-779-2001 or visit www.iowacompass.org
for up to date organizational listings.
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CenterLines, the newsletter of the Center
for Disabilities and Development at University
of Iowa Children’s Hospital, is published four
times a year. It provides families with current
information on child and adult development,
issues affecting people
Newsletter staff
with disabilities, and
Editors
resources available to
Heather Roman
Barb Thomas
them and their families.
Elayne Sexsmith
The newsletter is available
Graphics editor
in print, in Spanish,
Leigh Bradford
and also online at:
uichildrens.org/cdd. Click on Newsletters.
For correspondence relating to the newsletter,
or to request permission to reproduce
information from it, please contact:

Heather Roman
Center for Disabilities and Development
University of Iowa Children’s Hospital
100 Hawkins Drive
Iowa City, IA 52242-1011
CenterLines@uiowa.edu

The role of the information in this newsletter is not to provide
diagnosis or treatment of any illness or condition. We strongly
encourage you to discuss the information you find here with
your health care and other service providers.
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