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Quick Facts

early 33% of children/ youth in the U.S. have a
1

of a chronic illness.

these youth will survive into

en identified

* Almost 25,000

themselves as having a health®

of total college freshmen).!


Presenter
Presentation Notes
In the past many chronic pediatric conditions have resulted in early mortality and thus patients have not required health care as adults.  As a result of improving technology, many patients with chronic pediatric conditions are now living well into adulthood.  The adult health care system, however, has in the past not been ready and, in many instances, willing to take on these patients because of the lack of knowledge of the condition.  Patients themselves have been reluctant to move into the adult health care model because they have had to give up the team approach and the multiplicity of services that have typified pediatric care.  Nonetheless, staying in the pediatric setting robs them of needed independence, in many instances, and appropriate sub-specialty care by those familiar with adult medical issues.3


Transition to Adult Care

* To make transition a smooth process young people

eed assistance over a period of time to assume

ew role as informed health care consumer

1 pediatric to Adult Care can be a
traumatre oarents and youth more

often than not feCI¥e epared.



S
Steps for Ensurz’ng S uccenguI Transition®

1. Identify primary care provider with responsibility for
transition planning...

Incorporate necessary knowledge and skills to provide
developmentally appropriate transition services...

9are and maintain an up-to-date medical summary that is
ad accessible...

h care transition plan by age 14
ae family...

4. Crec
together Wit

areventive care
with

5. Apply the same guid€
for adolescents and young adu
SHCN

Ensure continuous health insurance coverage...
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Presentation Notes
The American Academy of Pediatrics, American Academy of Family Physicians, and the American College of Physicians-American Society of Internal Medicine suggest the following Critical First Steps to ensuring successful transitioning to dult-oriented care.
Ensure that all young people with special health care needs have an identified health care professional who attends to the unique challenges of transition and assumes responsibility for current health care, care coordination, and future health care planning.  This responsibility is executed in partnership with other child and adult health care professionals, the young person, and his or her family.  It is intended to ensure that as transitions occur, all young people have uninterrupted, comprehensive, and accessible care within their community.
Identify the core knowledge and skills required to provide developmentally appropriate health care transition services to young people with special health care needs and make them part of training and certification requirements for primary care residents and physicians in practice.
Prepare and maintain an up-to-date medical summary that is portable and accessible.  This information is critical for successful health care transition and provides the common knowledge base for collaboration among health care professionals.
Create a written health care transition plan by age 14 together with the young person and family.  At a minimum, this plan should include what services need to be provided who will provide them, and how they will be financed.  This plan should be reviewed and updated annually and whenever there is a transfer of care.
Apply the same guidelines for primary and preventative care for all adolescents and young adults, including those with special health care needs, recognizing that young people with special health care needs may require more resources and services than do other young people to optimize their health.  Examples of such guidelines include the American Medical Association’s Guidelines for Adolescent Preventive Services (GAPS), the National Center for Education in Maternal and Child Health’s Bright Futures: Guidelines for Health Supervision of Infants, Children, and Adolescents, and the US Public Health Services Guidelines to Clinical Preventive Services.  
Ensure affordable, continuous health insurance coverage for all young people with special health care needs throughout adolescence and adulthood.  This insurance should cover appropriate compensation for 1) health care transition planning for all young people with special health care needs, and 2) care coordination for those who have complex medical conditions.



Start Small. Start Slow. Start Now!
Wh)/?

ttitudes and beliefs of health care providers.3

isions about and action on guardianship after
take time.#>/%

3. Teen ith SHCN should be able

to understan d ask questions
about their own condi

4. Establishing an adult care team ta

5. Financial support for health care takes time.


Presenter
Presentation Notes
According to “Crossings: A Manual for Transition of Chronically Ill Youth to Adult Health Care,” Attitudes and beliefs of health care givers can be the primary impediment to progress.  Simply accepting the idea of transition and of the need to specially prepare the adult health care system to provide appropriate care acceptable to these patients and their families is difficult for some.  These attitudes and beliefs must be understood, respected and dealt with before any success can be expected.
Even in cases of severe disability, adults are presumed able to act on their own behalf unless a court of law decides otherwise.  There are options for individuals who need assistance with decision-making.  
We will discuss exactly what teens and young adults with special health care needs should be able to do later in the presentation.
An Adult care team may go by other names that are more politically charged such as “medical home” or “coordinated care.”  Generally we are referring to: A partnership between the family and the youth’s primary health care professional; Relationships based on mutual trust and respect; Connections to supports and services to meet the non-medical and medical needs of the child/youth and their family; Respect for a family’s cultural and religious beliefs; After hours and weekend access to medical consultation; families who feel supported in caring for their child; primary health care professionals coordinating care with a team of other care providers.  
Before you can implement coordinated care. You must know how you are going to pay for it. There are many options and considerations.




Possible Attitudes and Beh’efs of
Health Care Providers’

Pediatric caregivers can manage e Adult caregivers are unfamiliar
| patients regardless of age. with pediatric diseases and don’t

vatients can be comfortable want to be “trainees” again.
iately cared forin e Patients are demanding and time-
ped consuming.

Pediatri  These patients are poorly insured.

caring for adultpe Reluctant to change current
have known for years. ommodate

Caregivers in adult settings don’t
know how to care for “pediatric e Team O

H ” . .
diseases. available in adu
and is costly to establish:

ot
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“Many pediatricians feel that to transfer patients after a certain age is to “dump” them.  This view leads to feelings of guilt about leaving a pediatrician. In some situations, there are economic, professional and emotional disincentives for pediatricians to accept and actively seek transition for their patients.  For many it may just be an inability or unwillingness to accept change.  Most may wonder if the woork and pain of initiating this process will be worth it.  It, therefore, requires a high level of commitment from the pediatric caregivers to pursue the goal of developing appropriate health care in adult settings for the long-term survivors of pediatric disorders.”3

“Many adult caregivers are unaware of the existence of the growing population of survivors of chronic pediatric conditions.  If they are aware, they assume that such patients will not be particularly satisfying to care for or may be a drain on already strained resources.  These caregivers, who are specialists in their own areas, may feel resentful or offended when pediatric professionals come to ‘show them the right way to care fro patients.’  In addition, adult caregivers often feel that their pediatric counterparts assume that the teaching process is all one way—pediatrician will show the internal medicine specialist the ‘right way’ to provide care.  Unfortunately, this kind of approach negates the important contributions of adult specialists to develop better models of care for adult patients.” 3

Despite the feelings and beliefs on both sides of the fence, the need for developing appropriate models of health care for adults with chronic pediatric conditions is critical.  Feelings can be acknowledged and overcome.  Beliefs can change with information and experience.


Lhe Future Sneaks Up onYou

Make a

* Make a contract (re ar, take out a

loan);
e Make independent decisions free from pare

* @ive or refuse consent for medical treatment;
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Even in cases of severe disability, adults are presumed able to act on their own behalf unless a court of law decides otherwise.  There are options for individuals who need assistance with decision-making. Guardianship is the most widely known option but there are other possibilities.  Guardianship can be established for an individual who lacks the mental capacity to make informed decisions about his or her own care or finances.  Physical disability and/or making poor decisions without actual mental incapacity are not enough to require a guardian. There are different types of guardianship.  Full guardianship may not be needed.  Sometimes a limited guardianship can be established so that the individual with a disability can retain some rights.  The types of guardians include: Guardian of the Person, Guardian of the Estate, Temporary Guardian, Limited Guardian, Standby Guardian and Successor Guardian.  Parents do not necessarily need to serve as their adult child’s guardian.  A friend, another family member or a volunteer guardian appointed by the judge can assume this role.  Another option to consider may include utilizing Power of Attorney.  Having a Representative Payee for financial matters may be sufficient.  Parents must get good information to make informed decisions in this area and discuss these issues with their teen to the greatest extent possible.  As in other areas of life, the least restrictive option possible deserves serious consideration.


leens andYoung Adults with SHCN!

Understand their own condition and the treatment or  “I have cerebral palsy because I lost oxygen at

intervention needed. birth...I need help with...”

Explain their condition and needed treatment or “I am on three medications for spasticity.”

intervention to others.

Monitor their health status on an ongoing basis. “I use my communication device to let others
know how I am feelin g.”

Ask for guidance from their pediatric health care “I’m going to ask my pediatrician when should 1
providers on how and when to make the move from start seeing a family practice doctor for my
pediatrics to adult care. general care instead of a pediatrician.

Learn about the systems that will apply to them as “I have applied for medical assistance through
adults Social Security for now because I have a disability

and I need to be able to get medial care”

Identify formal and informal advocacy services and “I ask my parents for advice because they have
y y 1y p Y

supports they may need. known my medical care the Iongest.”



Presenter
Presentation Notes
Just these six basics are a lot.  But they are important to managing health care needs as an adult.  A teen or young adult may not show an interest in any of this, but they can be prepared for this transition just as they have been for other big transitions.  A parent should know  if their child with special health care needs help and or information with any particular skill.  Finding a Health Care Checklist and going through with your teen can help identify areas in which he/she needs help.  Starting early will ensure will ensure that this 


Physician

Nurse Coordinator

Social Worker

Dietician

Physical Therapist

Adult Health Care Team’

(using cystic fibrosis as an example)

Responsibilities

Provide medical services on inpatient and outpatient basis; serve as
medical director of team; fiscal administrator; liaison with pediatric
physicians; representative and advocate within the hospital and
departmental administrative systems.

Provide direct care; take patient calls and act as a resource for patients;
provide education and consultation to in-patient nursing staff; facilitate
communication among team members.

Complete psychosocial assessment and identify problem areas needing
intervention; Provide counseling and other interventions to aid in
adjustment to transition;, Communicate plan with team both verbally
and in writing.

Nutritional assessments and recommendation for nutritional needs; set
up appropriate meal pattern; provide consultation to team members on
nutritional issues; communicate diet plan to team.

Deal with inpatient equipment needs; develop rehabilitation plan;
Assess motion, strength, posture, etc.; provide physical therapy
consultation to the team. 10
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Presentation Notes
An Adult care team may go by other names that are more politically charged such as “medical home” or “coordinated care.”  Generally we are referring to: A partnership between the family and the youth’s primary health care professional; Relationships based on mutual trust and respect; Connections to supports and services to meet the non-medical and medical needs of the child/youth and their family; Respect for a family’s cultural and religious beliefs; After hours and weekend access to medical consultation; families who feel supported in caring for their child; primary health care professionals coordinating care with a team of other care providers.  Through this partnership, the primary health care professional can help the family/patient access and coordinate specialty care, educational services, in and out of home care, family support and other public private community services that are important to the overall health of the child/youth and family. It takes a lot of time and dedication to develop an effective adult health care team so it is important to start well before the 18th birthday.

For establishing roles and responsibilities clear job descriptions must be developed to include both in-patient and out-patient responsibilities.  As the program develops emphasis in roles may change and staff should be prepared for these changes.  Understanding each person’s role is essential for the smooth functioning of a team.  Sharing job descriptions is a first step in the process



Financing Adult Health Care

e Extend Parent’s Insurance coverage
short-term solution)

ance through an employer (best

e Comm
e Medicaid?®?
e Other?
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Extend Parental Insurance:

Insurance through an employer: Remember continual coverage is often necessary for employer insurance to cover pre-existing conditions.

Community Health Centers

Medicaid:  Medicaid is a nationwide health coverage program for low-income Americans, funded jointly by the federal government and the states.  It provides critical health services and long-term care for 52 million people, including 8 million people under age 65 with severe disabilities, of whom over a million are children and youth under age 21.  More than one of every five children with disabilities has Medicaid coverage, and 7 out of 10 poor children with disabilities are covered by Medicaid.
	If you know or even think your child will need Medicaid, you must thoroughly acquaint yourself with your state’s program and what it covers. START SMALL, START SLOW, START NOWIn Missouri the Department of Social Services (DSS), Division of Medical Services (DMS) administers the provision and payment of services for Missouri’s Medicaid program.  The DSS Family Support Division (FSD) determines Medicaid eligibility for individuals and families. FSD Offices are located in each of Missouri’s 114 counties and the City of St. Louis.
	Early and Periodic Screening, Diagnosis, and Treatment (EPSDT) is Medicaid’s comprehensive and preventive child health program for individuals under the age of 21.  In Missouri, the EPSDT program is called  Healthy Children and Youth (HCY).  The HCY program provides all Medicaid/ MC+ eligible children with appropriate full health screens and subsequent treatment for identified health problems.  




Transition to Adult Life

e QOver 22 years of experience in the disability
ield

many parents about issues with their
it comes to the transition from

Child to Adult life

e Researched issu
many families, teachers, sC
service coordinators, social workers,

ition for

e And, | am Joe’s mom....



Joseph’s Story

e Adopted @ 4 days
old by a couple in
their 30’s unable

to have children

adoptive
at the time, birt
mom involved with
alcohol during

pregnancy



Joe’s Diagnosis

e 4—ADD/ADHD—added medication (Ritalin—
ncerta)at age 6 to help him cope at school—
dicate outside of school from the initial
deci
® Age 11-FA
Alcohol Related Neu
® Age 12— Dysgraphia, a learning
® Age 21—Traumatic Brain Injury related to

t now called ARND—



e Life with Joe as
we moved toward

Adult Life:

e Joe said at his first
educational transition
(IEP) that he was
interested in serving in
he military—we visited
he Air Force ROTC
W our district,
bt ike the
idea
* Notgiving 8
information abou
Naval Sea Cadet Program,
found the Unit in our area,
and Joe became involved,
serving 4 .5 years as a Sea
Cadet, and rising to the
rank of Lead Petty Officer




Medical Transition

We were lucky enough for Mom to have health insurance, and, since Joe

was still a minor, all Joe’s medical care issues received his Mom’s touch,
xcept:

as a struggle to get him to cooperate with almost any medical visit if
eedles or “talking a long time” would be involved.

irthday, Joe removed himself from medication, as it
interfe —from that point on we coped with his
disability w | agreed to this because:

a. He had shown is.future plans
b. We created a way to close ia the IEP
c. There was no risk to his physical healt

d. For the duration of his time on ADD mediation we
for school purposes only—no medication on weekends, sum
school breaks—he had opportunities to learn internal control.

e. Issue of size, reach, and propriety



e This was a very
rewarding day!

One of Joe’s mentors
hat helped tutor him
ough the studies in
3 private
: Q 3
frient
trainer pla

* Joegottogoupin
plane and “hands on”

put his studies to He took O¢ ted to his

interests, includif® e a
private aircraft t




Graduation!!!

May 17, 2005



And Medically, what did we do?

e Joe was able to stay on my health insurance
because he was 18 at the time of graduation.

oe was working a part-time job in retail, but,
use of his employment status, insurance

issues for the next 61
days, as Joe’s would
change on July 27, 2005. '

world changed....



e Joseph trained at Great

Lakes Naval Training
Center in Chicago, IL,
where he served as a
Recruit Chief Petty Officer.

On October 10, 2005,
Joseph reported to NDW
Anacostia Annex in
hington D.C., where
a.serving with the

aVvVy

served in'B
Ceremonial Guare
he was a part of the
“firing team” that does 21
gun salutes at Naval
Funerals and burials at
Arlington National
Cemetery . He also served
at Presidential ceremonial
activities.

Seaman Joseph S. Reed,



What else has happened?

®* Joe has been through many trials and travails in life since
joining the Navy in 2005. But, through it all he has prevailed.
2008 was a very difficult year for us all.

ugust 2008, Joe was in transit to Great Lakes Naval

Center, via home in KC (Mom’s storage facility for his

ings!) He was involved in a roll-over accident in

vehicle rolled 4 times at 74 mph.

acture, a mild TBI, a

nd bruises. He
ital in

Mom. Joe was 21 when the accident occurred.



What Mom Learned.....

had to prove my relationship with Joe to get
to him in the hospital—that was new!

a consent form for me to act in
is beha Ing his hospitalization.
vise his
to

e After his release,
Tri-Care Insurance Coordina
talk to him about his medical issues
his consent before talking to me. Why?



Today.....

e Joe is back with the US Navy, and is stationed
at Great Lakes Naval Training Center near

icago. He is attending Gunner’s Mate (GM) and
anced Technical Training (ATT) Schools,

ed ATT in early March 2009 .

vith schooling, as it is harder for

a
He
him to

s, due to the TBI, and since

the accident ¥é ith neck pain
and migraine headach€ 20
he had needed to undergo physica
strength conditioning to rebuild his body.

Joe was declared “fit for duty” in late March 2009.



What Mom has learned...

Joe will always call me when he doesn’t feel well.

does not always do what he needs to do, preventatively, to stay

at opportune hours when he doesn’t feel well

Thursday evening, Joe has called, he has neck
ulder and into his head—he also has a
o to the hospital off base?”

Examp
pain that
migraine headac

| have also learned:

e | cannot force Joseph to change his lifes
needs

 |can only ask questions, provide suggestions, and discover
 This is the time for the “over 18 Mommy Mantra”
“It’s his life, not mine; It’s his life, not mine; It’s his life, not mine.”



| would be happy to “Talk
Medical Transition” with you...

e 800-444-0821—Always leave me a message!!!

5-1763---In the Greater KC area-still leave a

moddrc@umke.

hatfieldcallenj@umkc.edu



mailto:moddrc@umkc.edu
mailto:hatfieldcallenj@umkc.edu
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