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l. I ntroduction

The Maternal and Child Health Bureau (MCHB) Divisiof Services for Children with
Special Healthcare Needs (DSCSHN) is charged witiesing a community-based
service system for all children and youth with saklgealth care needs and their families.
As a generation of youth with special health ndedsreached adulthood, the goal that
“all youth with special health care needs receinedervices necessary to transition to all
aspects of adulthood, including adult health cangployment and independence” has
taken on more importance.

As stated in the “Consensus Statement on Healte Qansitions for Young Adults with
Special Health Care Needs” from the American AcaglefrPediatrics, the goal of
transition in health care for young adults with@pkhealth care needs is to maximize
lifelong functioning and potential through the piion of high-quality, developmentally
appropriate health care services that continuetemirpted as the individual moves from
adolescence to adulthoddProviders, State Title V Programs and policymakeve
increasingly been focused on developing and impieimg innovative approaches to the
organization, financing and delivery of transitservices.

The purpose of this project was to gather and ggitle concrete details about the
structure and components of a small sample ofitrangrograms around the country.
An interview guide was developed to address programponents, includingshysical
structureffacility, staffing, medical home, financing/insurance and anyother component
unique to the program being interviewed. Potenitaisition programs to be interviewed
were selected from recommendations generated bySBIBIGstaff, experts in the field,
and staff from the Healthy and Ready to Work NadldDenter. Additional programs
were obtained through an e-mail sent to a broadceauod of Maternal and Child Health
Bureau grantees and colleagues, outlining selectiteria and highlighting the six
points from the Consensus Statement. Seven progranesselected to be interviewed.

This report is the summary of information gleanexhf 90-minute interviews held with
the seven programs and hour-long, follow-up calth wiost of the seven. Materials that
support or promote the programs were always reqdestinsition leaders sent them
whenever possible. S&e for Appendices/Supporting Materials.

! A Consensus Statement on Health Care Transitionsfor Young Adults With

Special Health Care Needs American College of Physicians-American Societymérnal Medicine
American Academy of Pediatrics, American Academifarnily Physicians and American College of
Physicians-American Society of Internal MedicPesliatrics 2002;110;1304-1306
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1. Transition Program Descriptions

The seven programs interviewed span the countrywangdin their approach to
addressing transition issues for children and yauith special health needs (CYSHN).
Five of them have affiliations with local hospitalghile one is almost entirely focused
on disseminating information to CYSHN, their faradiand providers and does not
provide direct services. The seventh program Hesngition component in relation to its
medical home model and is fueled by quality improeat strategies overall. All of the
programs relied on a thorough planning processesigh team, youth/family advisory
group, and utilization of already-existing systemhbilling and appointment-making to
offer CYSHN comprehensive transition services. fdil®wing section summarizes each
program’s approach by generally following the categps ofphysical structure/facility,
staffing, medical home, financing/insurance andother in the interview guide. It should be
noted that these categories (italicized as ar¢éegblords) and accompanying interview
guestions were not always applicable. Not all progfeaders were able to answer all the
interview guide questions, but certainly all shar@mmitment to providing high-quality,
excellent transition services to CYSHN. Equally orant and at the same time, the
programs, presented in alphabetical order by stafiect a diversity of approaches.

Florida

In 2004, a group of pediatricians, other childrdmeglth services leaders and Title V
program staff agreed that transition and mentakih&zere two major children’s health
issues that must be addressed in the Jacksorhlitleda area. After conversing with
children’s health leaders in other states and véng policy statements of the
American Academy of Pediatrics and its section @elescent medicine, tllaxHATS
(Jacksonville Health and Transition Services) clinic was launched. Although nearly a
million people live in the Jacksonville area (irttilog the counties of Duval, Nassau,
Baker, Clay and St. Johns), it was agreed thaetwewuldn’'t be enough children and
youth patients to sustain a disease-specific @jgina bifida) clinic. More importantly,
the group wanted to establish a transition progitsahaddressed multiple conditions.
Today, the JaxHATS clinic follows a primary caredeband provides a “medical
home” for youth (14-25 years old) that have chranexdical or developmental
problems. Clinic load is about 325 with patientsrsthree half days a week.

JSI interviewed David Wood, MD, MPH, a pediatriciamolved in the planning
process who emphasized the roles iterative decm@king and innovative thinking
played in leading JaxHATS to be the clinic it iday. Regardinghysical
structureffacility, the group was able to establish the clinic imdualt multi-specialty
and resident continuity ambulatory care centerighpart of the University of Florida
with numerous patients receiving care there. T¢ecaalready has appointment-
making and billing systems with general (adultgmial medicine, outpatient and
specialty care within five stories of each othéa JaxHATS patient needs adult
medical and surgical specialty care, a referralaamsily be made from one clinic to
another within this same buildin§taffing is multi-disciplinary with Dr. Wood, Dr.
Edwards, an adult internal medicine specialistsaurare coordinators and a transition
specialist providing primary medical care to addr@young person's immediate
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medical needs. Dr. Wood'’s position is that all p#rittians are in favor of transition
services, but that adult providers are less knogdadle, aware or interested in taking
on the complex physical and emotional issues métlyeoJaxHATS patients have. In
that way, it's best if pediatrics services are tedan or near an adult system. Dr.
Edwards, the internal medicine physician, has beguuild relationships with adult
providers, raising awareness about youth with sp@aeds, their eventual connection
to adult services and need for referrals.

Whether referred through the use of a simple forma, all 14- to 25-year-olds who
come to the JaxHATS clinic go through an intakecpss that takes two visits. Youth

fill out a general adolescent preventive servic@8RS) form(see V.
Appendices/Supporting Materials) that asks 60 questions about health problems,
medications, concerns and risk behaviors, sexualitgking, drugs, etc. At the second
visit, the pediatrician, who has had a chanceevethe patient’s records, will go
through the youth’s answers to all 60 questiornsrder to develop a care plan similar to
a primary care plan that addresses preventive sedgk-specific concerns,
medications, sexuality, diet, and exercise issDasing the first visit, youth also fill out
a Transition Readiness Assessment Questionnadajteam tool that assesses a youth’s
independence in management of health issues, leaklservices and other transition
issues (vocation, education, independent livinglicénsed clinical social worker
rounds out JaxHATS’ approach to an enhanoedical home by asking youth about
their vocational, educational and independent ¢\goals and uses their answers to
make referrals. JaxHATS has established relatipsshith public schools in the county
and the community college in Jacksonville.

The JaxHATS clinic was able to hire dedicated dtgftisingTitle V funding of
approximately $300,000 per year from December 20@tesent. The clinic, started as
a pilot program, has conducted an ongoing evalnatfats impact, using measures of
patient satisfaction, referral completion, emergammom use, and hospitalization rates
pre- and post-enrollment, and, ultimately, the clatign of successful transition. In-
state funding continues, though is limited fromryayear. Clinic services are paid for
by Medicaid, Children's Medical Services and mdbkeohealth insurance plans. Staff
provides assistance to families to get them necgésalth insurance coverage or other
funding.

Overall, the clinic’s philosophy, as outlined os website
(https://jaxhats.ufl.edu/about.php) is to support responsibilities being shifted from
parents to young adults while at the same timegvneg young adults to be active
members of the health care team and promotingcaedfskills and independence. The
JaxHATS team is committed to helping youth gainkhewledge and skills they need
to reach their long-term life goals.

Indiana

The Center for Youth and Adults with Conditions of Childhood (CYACC) services are
designed to facilitate care through a medical hamtle existing or new primary care
providers. Overall, CYACC’s mission is to servenpary care physicians throughout
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Indiana and is sponsored by the Indiana Unive&ityool of Medicine’s Riley Hospital
for Children. CYACC provides CYSHN (ranging from tdl22 years old) consultative
and care coordination services throughout the.statenot diagnosis or disease-
specific.

In 2002, a group of general pediatric faculty reedia Dyson Community Pediatric
Training Initiative grant involving resident trang in collaboration with community-
based organizations (CBO), one of which was a giatent-to-parent network. (The
Dyson Foundation, committed to innovative programenhance the health and well-
being of children, has granted more than $15 nniltm support new approaches to
pediatric training in the community. Seevw.aap.or g/commpeds/CPTI.) As part of
Dyson sustainability efforts, three of the Dysontiggants (two physicians and one
CBO member) received an Indiana State Departmereafth (ISDH) Maternal Child
Health grant to conduct focus groups addressingstue of transition and begin to pilot
interventions.

In April 2007, with another ISDH grant, CYACC wastled to hire a team and began to
provide consultation and care coordination for hoages 11-22 with special health care
needs. The team was hired though the ISDH grabtosuracting for the services of a
social worker and two nurses through the univeysiignary care practice group, Indiana
University Medical Group (IUMG), which has a padiar emphasis on the underserved.
CYACC also uses Title V funds to employ a part-tipagent liaison through About
Special Kids, a statewide parent-to-parent netviogk provides TA to parents of
CYSHN, and a community advocate, who is employethkyindianapolis Resource
Center for Independent Living. The program managges hired through the university.

Most CYSHN are referred to the services by subgfists at the children’s hospital,
primary care physicians (especially those in theemsity practice), or families
themselves. The most common reasons for refemaiealth care financing concerns,
behavioral concerns and requests for assistarfcgure planning. Although all patients
are eventually seen a clinic at the Marion County Hospital’s Wishard Health Sezs
Primary Care Center, intake begins over the telephhen a family first calls. The
CYACC program manager or clerk asks a brief sefuafstions to help focus the visit and
informs the caller regarding available servicesngamt forms are mailed to the family in
an effort to obtain the most recent school evatua#ind education plan, case manager
notes and immunization records, for example, godhe visit. The CYACC clinic
assessment uses a comprehensive intake form madfeded geriatric assessment form
(see draft in Appendix). Each section is filled out by the appropriatesparon the team,
(physician, nurse, social worker, community adve@atd parent liaison). The visit takes
about two hours, including history and physicatufe planning, goal setting, youth and
parenting counseling, and may involve lab work aurther consultations. Data are
collected for the portable medical summary, inahgdpast medical history, school
history, activities of daily living, and approachesprevention, self care and sexuality.

Because most of theaff is either a parent or sibling of people with spebealth needs
or adult consumers, the team approach emphasiaeslimg families as partners in all
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levels of care for a CYSHN while also encouragimg highest levels possible of
independence and community inclusion. After thaket an individual and family are
rated by complexity of care coordination needsitellent, individual/family serve as
self advocates as a unit; 2: intermediate; 3: sighport need, i.e., difficulty completing a
form without help), and the team meets to reviesvittdividual's health, education,
employment, etc. data. Based on skills, family sesad availability, a team member is
assigned to be the care coordinator.

The Individual Health Plan (IHP) is completed wétlwo-page portable medical
summary, three-page interdisciplinary assessmame{page complete history and
physical, and a one-page goal sheet. The compidi@unation is mailed to the patient,
the primary care physician and the referring phgsicThe IHP is designed to help the
individual youth understand her/his medical cowdisi and needs and also to facilitate
care for the patient in the primary care medicahbpwith available contacts, referrals to
community resources with contacts, etc. The plaives$es needs for preventive care that
include, but are not limited to, routine and digeeslated prevention, screening for
sexually transmitted diseases, contraception neettstance use, depression, nutrition
and weight goals. CYACC believes that early intatien (prior to high school)
enhances planning for and achievement of high iexégnce and community inclusion.
School performance, nutritional and exercise bealrashanges are better met when
established at a younger age.

CYACC also holds a contract with the Indiana Faraitygl Social Services

Administration, Bureau of Developmental DisabiktiBervices, to work with individuals
with developmental disabilities who reside in grdupnes and need medical consultation
specific to their developmental disabilities. Irdaabn to clinical activities, the CYACC
team is collecting data for two research projatis;first is collecting health and
disability-related outcomes in youth at entry itlte program and annually, and the
second, monitoring of care coordination activitylautcomes for analysis. The
educational initiatives within CYACC include therpeipation of pediatric and
medicine-pediatric residents in clinic sessionsrdptheir community pediatric rotations
and physician conference presentations, both ahtdical school and at local hospitals.

CYACC's approach to successful transition revolaesind partnering with the youth (or
young adults) and families to provide transiticairimg, supporting the primary care
physician, and seeking new providers in the trarfsben pediatric to adult health care,
when necessary.

Minnesota

Located in St. Paul, Minnesof@illette Lifetime Specialty Healthcare is a clinic that

sees youth (16 years and older) and adults witdlobod-onset special health needs.
Gillette Children’s Specialty Healthcare, a pedéaltvospital and affiliated clinics, is the
parent organization for Gillette Lifetime. The atirbegan as a pilot project providing
services to adults with cerebral palsy and theraedpd to care for individuals with other
conditions such as spina bifida, muscular dystroplults with a history of polio, and
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neurological conditions. The specialty clinics aoelocated on the first floor of a new
building with 23,000 square feet for 20 exam rooradjology, an assistive technology
lab for custom seating, orthotics, and prosthetiaghabilitation therapy gym, and
private treatment rooms. The discipline of the texs is determined by the patient
population’s need. For example, adolescents anltisadiih spina bifida see a
neurosurgeon, urologist, and a physical medicirterahabilitation (PM&R) physician
working together (same time, same place), wheraasrjs with epilepsy see a
neurologist with other disciplines by referral. Awohally, patients with Rett syndrome
may see a Gillette adult general medicine physiifiapeding care coordination and
status of medical condition, or this same patieay start with PM&R physician if
functional or rehabilitation concerns are paramount

Gillette Lifetime Specialty Healthcare is an evalyimodel that has adapted through the
years to best accommodate and serve youth withadpesalth needs. During the
interview that JSI conducted with Gillette, Ronnarbth, Manager of Adult Outpatient
Services at Gillette Lifetime Specialty Healthc@ienic, described the various “phases”
through which the clinic has evolved. In the fpbiase, the clinic’s approach was to
create an adult model of care. The second phasé/at/ creating the “bridge” between
pediatric and adult care. This bridge between pediand adult care consists of four
“pathways to transfer care,” or, in other wordsysvan which an individual comes to
receive services at Gillette. These four pathwappioaches) continue today.

The first pathway to care is that an individual catl and schedule an appointment at the
Lifetime Clinic directly. The second pathway isahgh the adult nurse practitioner at the
clinic, who can help match personalities with pbigsi providers based on patient need.
The third pathway is to invite pediatricians witlide adult populations to the Lifetime
Clinic to provide services within an adult modelcafe. This has been an effective
process, fostering continuity of care in an agerappate milieu. The fourth pathway to
care is for “recalcitrant” patients, meaning thaslelts who are reluctant to change health
care providers can be seen by a pediatrician ardialh provider at the same time. This
meeting demonstrates connectedness of serviche fatient, while at the same time the
pediatrician makes it known that she/he can noticoe to be the provider, but
recommends the adult provider also attending tip@iapment.

Along with these four different pathways to reachpatients, Gillette is currently
confronting the future of transition, referred ®@hase three. Ms. Linroth emphasized
the importance of “transition” to adult care, veysu“transfer” of care. Phase three is
equipping patients, caregivers, pediatric, andtagre providers through a more
formalized, intentional and planned transition perg of skills building. Also involved

in phase three are providers helping youth of wericapabilities get better at advocating
for their own health care needs.

The Lifetime Specialty Healthcare Clinic is consetehospital-based, but it is actually in
its own building one mile from the hospital. Tiaeility is fully accessible with extra-
wide hallways, multiple surfaces, power and ceiliftg designed with adults and their
disabilities in mindSaff on site includes a team of physicians, nurse fraicérs,
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nurses, social workers, assistive technology spstsiaand therapists. A patient care team
appointment precedes a physician appointment tlitéhe open access to information
about allied health services and a screening dffheaeds. Although not all physician
specialists are on site every day, referrals am@eneasily. In addition, if a service is not
offered within the Gillette system, an individualncget a referral for that service
elsewhere. The clinic is open Monday through Fridag.m.-5:30 p.m. In 2007, there
were 5,746 physician-related visits in the clinic.

Over time, Gillette has attempted to articulate wthensition means and to produce
materials for individuals to refer to. Gillette’sWsite (www.gillettechildrens.org) has
resources such &&ever Too Early to Talk about Adulthood andMaking the Transition
that can be downloaded. At the same time, patightscome to the clinic are given
individualizedMake Your Move binders, written at a sixth-grade reading lev&t have
sections addressing “your health,” “your indepermdgh“your relationship & sexuality,”
and “your future.” Gillette is currently developiagmaterial entitledis the Journey
Continues, a transition guide for parents and caregiverd,distributes a quarterly
newsletter to patients and families calfeaimily Focus.

The clinic does address school and work consideraitivith its patients. Lifetime offers
appointments with a psychologist for diagnostitibgsin order to support requests for
accommodations in post-secondary education. Ociamadtherapists conduct an
independent living evaluation. Evaluation can idewassessing how an individual can
access and use a computer. Collaboration with \@eatrehabilitation for work (or
preparing to work) is a developing component ofghregram. Additionally, the clinic

has attempted to match individual patient needseoreation and skills building with
summer camps and programs in the St. Paul Bdegation around the concept of
transition is paramount. According to Ms. Linroth, there isek of understanding
around the concept of transition and what it est&he believes that people generally
understand it to mean “transferring care,” thahessame care and same set of services
just delivered in a different place. Instead, tifetime Specialty Clinic focuses on skills
building as a process and on partnerships witlviddals and different providers,
specialists and agencies within the community ¢aathelp them achieve during the
transition period. “These are patients with compsues that are operating in two health
care subcultures, one pediatric and one adult,’egpéins.

Gillette accepts all payers and will help find wag$inance all services rendered. As

with many hospitals, charity care is availablerfieeded services when other means have
been exhausted or are unavailable. Employees w@Hhiette Children’s Specialty
Healthcare contribute to a fund to help purchasestge technology such as computers
and recreational adapted devices. The clinic doesageive any Title V funding.

Nebraska

The Transition Consultation Project at Munroe-Melyestitute in Omaha, is funded
through a contract with the Nebraska Departmeiiezlth and Human Services
(DHHS), with monies from the Centers for Medicanel #edicaid Services (CMS), to
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improve the medical transition process for youngladvith special health care needs
who are preparing to move from pediatric to adaldx health care. The Transition
Consultation Project’s target population is CYSHaween the ages of 15-19 but does
accept youth up to age 21 if they are still strugglith transition issues.

Thestaff available to youth on a consultation basis inctualelevelopmental pediatrician,
an internal medicine-pediatrics physician (expergem both), a clinical nurse specialist,
psychiatrist, social worker and consumer/familyrcdomator. The team strongly believes
in the concept omedical home and actively promotes it through the materialeielops
and distributes to youth/families as well as phigsis Youth/families are assigned to
services coordinators through the Home and Comiywdased Aged and Disabled
Medicaid Waiver (ADMW) and the medically handicagmhildren’s programs; the
Nebraska project also provides education and trgito these professionals.

A main component of the project was to design amglement a transition clinic on a
demonstration basis with the plan to amend the ADMWclude this service formally
and to then provide it on an ongoing basis. Nelaragks one of only two states selected
to pilot the development of this new waiver sentitat could ultimately serve as a
national model. Having offered transition consuttatservices since 2005, the Munroe-
Meyer Institute has expanded the number of youtheteeen in the clinic. Having
operated on a no-cost extension basis, Nebraskaregnt of Health and Human
Services has now decided that this service (he.Ttansition Consultation) will be
continued on an ongoing basis under Title V andumoler the ADMW, according to
Shirley Dean, the Consumer/Family Coordinator atTransition Consultation.

Every youth covered through the ADMW and DHHS'’s mellly handicapped children’s
programs in Nebraska has an assigned servicesicatmdwhose job is to advocate for
the youth and family, get services and supportlytaoitstay at home rather than move
into a long-term care facility. The Transition Caltation offers workshops and monthly
teleconferences to services coordinators aroundt#te. Teleconference topics often
come from the coordinators themselves requestingpdate or in-depth session on a
particular medical condition or transition issube$e sessions are also the primary way
that the project disseminates information aboutétwices, though the content of the
monthly conference is always developed by an eXpart within the Munroe-Meyer
Institute or other collaborating agency.

The clinic has also served as a site for familfica physicians to observe and
participate in transition care. A noteboétysicians Training Curriculum and Resources
on Transition from Pediatric to Adult-Based Health Care for Youth with Special Health
Care Needs (also available on CD), was provided as part ofathentation, education and
discussion with the faculty who train residents ametlical students at the University of
Nebraska Medical Center. Eight physicians partie@drom July 2006 to September
2007; two others met with the clinic physician gepaly.

Clinic is held only once a month for half a day.ribg the first two years, the entire team
saw only one youth per clinic; at the beginninghe third year this increased to seeing
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two youth in that four-hour time period. Over thasptwo and one half years, the project
has seen a total of 28 youth. The interdisciplintaam completes the assessment of the
youth during the first visit. A summary report andial transition plan are then provided
to the youth and family. During the second clinisity the youth, family, and team
review any additional assessment information analize the initial transition plan to
support the youth/family in transition to adult-bdshealth careAfter this extensive
health care assessment, which includes discussimedical diagnoses, medications,
mobility, employment and educational needs, thdlyoeceives a “resources” book that
has been assembled specially for her/him. The budides transition planning details
and pertinent services information. If a youthamfly member has questions, they are
welcome to call the clinic. Visits are spaced axttg 12 months apart, though staff at the
Transition Consultation will provide information youth, families and services
coordinators between visits, as well as after do®sd visit.

Finally, the project does have access to videoarenting equipment across the state,
and, therefore, can see youth that otherwise woal@ had to drive eight or more hours
to Omaha. According to Ms. Dean, every hospital, smme health departments, in
Nebraska has the capacity for “telehealth hook-up.”

Ohio

The Cincinnati Children’s Hospital Medical Centeartsition clinic is in its sixth year
and started off with Leadership Education in Neexalopmental Disabilities (LEND)
money. In 2002, transition clinic planners feltrihgvas a need, as children were “aging
out” of the hospital and families were “feeling abdaned,” according to Katherine
Thoman-Godshalk, a nurse practitioner with theiclifhomas Webb, a physician
certified in both pediatrics and internal medicwmieo was heading up the hospital’s spina
bifida clinic used the grant money to hire a futhé¢ public health nurse, a half-time
social worker, a “school guru” and a fellow/resiti@yeing in a teaching hospital
environment) to determine the range of serviceslinee would need. The nurse
developed a pre-screening questionnaire that sthéhansocial worker began to use with
families who were referred to them from within thespital system. They found that
some families already had a plan and did not neetpbecehensive transition services.

Over time, the transition clinic has developedlatr@nship with the residents in general
pediatrics at the University of Cincinnati’'s Coleegf Medicine, out of the University
Hospital physicians office, so there is a direettti University Hospital. The referral
system in Cincinnati proper and within the tri-etatea of Ohio, Kentucky and Indiana
(Cincinnati is right in the middle) is growing. Adidnally, families who come to the
transition clinic from outside Cincinnati tell traition clinic staff about their physicians
in more rural areas. The nurse and social work&wvioup with these providers,
introducing the clinic and its services, answeuogstions, and discussing referral
arrangements.

The transition clinic team anticipated that it wibhlave to work hard to establish
relationships with adult specialists but did nohkhthey would have to work so hard to
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establish a network of primary care providers algshe Cincinnati metropolitan area.
Sometimes a family will call the team after beieferred and say they don't like the
physician. Physicians aren’t always accepting natiepts or are apprehensive about a
CYSHN referral with multiple conditions and medioats to maintain. The team
understands that many physicians aren’t familidhwr haven't been trained to provide
such complex care. They aren’t resistant to segaugh referred from the transition
clinic but are reluctant to write prescriptionstthee typically written by psychiatrists.
(The transition clinic has many youth on medicatianostly antipsychotic.) Many
primary care physicians won't write these presaip and refer the youth to a
psychiatrist, which in the rural areas surroundugcinnati can be tricky, given the low
number of practicing psychiatrists and the distanaith/family must drive to see them.
Consequently, the team is always looking for neysphans, either internists or family
practice, to provide primary care and to be willingnrite prescriptions. Educating
primary care physicians has been crucial, andgaethas made some headway.

The transition clinic is open every Wednesday frooon until 5:00 p.m. Current patient
load is around 500. The scheduling system opegaitasid new patients being seen once
a month until the transition plan is establisheerg three-month visits for those in the
middle of making a transition (may still come te ttlinic for medical care while looking
for an adult provider but are making progress orkyeareer decisions), and every six-12
month visits, mostly to confirm medications aresfend because an adult primary care
physician doesn’t assume responsibility for thissgribing medications. A youth/family
will receive a copy of the transition plan, inclndithe typed-up dictation of the
physical/medical exam and any other useful reseuffe@ok on guardianship, community
college catalogue, summer camp/job opportunitielsg. clinic keeps Medicaid, SSI and
other paperwork relevant to all the different ceemsurrounding Cincinnati, and staff
will help youth/families fill it out properly forigomission. Because the clinic is part of a
greater hospital system, assistance in gettingstbs paid for is readily available. The
team knows all codes that can be put into the talspystem, ensuring payment.

Due to increased demand, the transition clinic ballmoving to a bigger space in 2009.
Ms. Thoman-Godshalk commented, “We could use imgmant in transitioning youth

out of the clinic. We try hard to ‘graduate’ thennt lare also a security blanket for parents
who sometimes are unable to find other medicalipeosg to take care of their kids.” The
clinic’s primary goal is to transition youth, nat provide anedical home. “We are the
jumping-off point into adult medicine.”

Pennsylvania

In 2001, the Education Practices in Community Irdégfd Care (EPIC IC) program was
funded as a Maternal and Child Health Bureau métmae grant that emphasizes
quality improvement (QI). The program is also futdby the Pennsylvania Department
of Health and is housed in the Pennsylvania chayftdre American Academy of
Pediatrics. Since the program’s inception, EPIG\#S worked with 62 pediatric
practices in 33 counties in Pennsylvania and defimeglical home as an approach to
primary care, not a physical structure. The grant revolves around CYSHN, focusing on
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patient- and family-centered care. The QI proces$ed by Renee Turchi, MD, MPH, as
part of a team with Molly Gatto and Deborah Walkeino emphasizes that all pediatric
practices are unique. Within a QI context, theyleaeling the practices they work with to
identify areas to improve upon and then employvaaié methodologies in their practice
settings to make increments of change. Pediatactimes work with EPIC IC for
different reasons. Some choose to better under$ianwdnedical home works in order to
demystify the concept with their patients, whilb@t are seeking strategies to engage
parents more effectively or to gain better accestnmunity resources. Not all of the
practices working with EPIC IC receifending, which ranges from $3-10,000 to offset
costs from transition efforts, hiring care coordora, conducting evaluations, etc. To
date, over 30 practices have received fundingdoe coordination activities.

Transition has only been a part of what the mediocate grant efforts have worked on.
EPIC IC has begun to partner with the pediatrigotéraof Academy of Family

Physicians (AFP), along with the Pennsylvania obapt the AAP. In 2005, EPIC IC
conducted a survey to understand what, if any, &programs and/or policies the 24
pediatric practices that completed the survey haelation to transition. Less than a
guarter had programs or policies with more thaadkguarters asking for help addressing
transition. The barriers included pediatricians kradwing which family physicians to
transition children to, an overall reluctance tocleildren “go” to adult providers as well
as feeling lost navigating the adult arenas ofrasce, employment, vocational
education, etc.

EPICIC provides training and resources to involgediatric practices to help their
CYSHN patients make the transition to adulthooathhgcal assistance, monthly
teleconferences and sharing of information on jobétional training, education and
insurance from the National Healthy and Ready toRNRyogram are available. Another
solid approach to understanding transition has fre@ugh the establishment of
conferences devoted to transition issues. Heldpnl 2008, the third annual conference
addressed insurance, estate planning, state résidesilities and resources at the
county and state levels. In addition, each praeticeked together in their practice team
developing QI change cycles around transition uidicig developing a transition policy
for the office (to be posted), transition care pland working on “action items” for their
transition efforts.

Dr. Turchi and the EPIC IC team attempt to link figrand pediatric practices
geographically to provide access to care. Theyhadohy superimposing maps of
locations of pediatric practices and adult prowsdand then link them by geographic
proximity. Of the practices that are part of thedmeal home project and have attended
the transition conferences these past two yearsTichi and staff have broken down
their practice data and developed registries 10C#SHN, not just those in transition. A
registry lists information such as date of birtigsurance, medical equipment needs, etc.;
also, each child is assigned a severity scoreTinchi and staff identified all the youth
14 years and older in each practice’s registry,taed divided patients by the age groups
of 14-15-year olds needing to start transition 1¥6year olds, and 18 and older in the
practice. The number of 18-and-older year oldsistppediatric practices was high and
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has alerted Dr. Turchi that practices not only nteadsition policies but also need
direction on how (and even at what age) to startdition for youth.

In addition, pediatric practices that attend tlaasition conference usually bring a team,
consisting of the pediatrician, a nurse (sometithesare coordinator), always the office
manager or front desk person, sometimes a sociklevand a parent/youth
representative. Together, they examine the Accatsbdse reports Dr. Turchi and staff
generate for discussion at the conference. Whempmssible, family practices that are
also in attendance at the conference and are grgglic proximity to any attending
pediatric practices work together to streamline mamication and set up what could be a
transition arrangement.

Pennsylvania was recently the recipient of a MCH&&Implementation Grant with
transition as one of the three main goals. The HRI@am will continue to work on
these efforts with medical home practices, and|anhtegrating other work, educational
and community services.

Wisconsin

The University (of Wisconsin in Madison) Center for Excellence and Developmental
Disabilities at the Waisman Center is one of five Title V-funded CYSHCN Regional
Centers that provides information and technicakgessce to individuals, families and
community agencies on youth transition from bitttough age 21. JSI spoke with Beth
Swedeen, who spends a quarter of her time devotReégional Center activities and
emphasized the Center’s five major componentsaelit youth transition: personalized
planning with youth, community development by buntgboth formal and informal
support, interagency cooperation, continuous quatiprovement and youth leadership.
The Center grew out of a MCHB-funded Healthy andddeto Work Demonstration
project and does not provide services directlytbrdgugh a regional system of
information and referral that answers questionsify@uth, their families and providers
about benefits counseling, health insurance, ennpdoy and other transition issues.

With funding from the MCHB Title V Block Grant, M&wedeen has worked with

Daniel Bier, Associate Director of the Waisman @enand three other part-time staff
focused on transition in developing a statewideditaon listserv, curricula, fact sheets,
audiovisuals and other related materials. The Ceatée has up-to-date information for
parents on support groups, parent liaisons (organy county) who are connected to the
Center, and opportunities for training, conferermed workshops. Finally, the Center
compiles information on local resources and prograrailable to CYSHN and their
families as well as relevant local public healtpai®ment activities.

Ms. Swedeen explained that the Title V funding &lémved the Waisman Center to
collaborate and coordinate transition efforts vaither partners in the state and embed
“lessons learned” from earlier transition efforigo new projects. Currently, a small
project provides stipends to people the Centes Caimmunity connectors.” These
individuals work with three to five youth over aayss time attempting to connect them
to resources and opportunities based on each gantarests and goals. Seven
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connectors are now working with about 30 youthestéde. The same strategy is being
used with a federal special education researclt gnarCenter received to try to improve
youth employment for students with developmentdl emotional/behavioral disabilities.

Over the past six months, the Center has formednan@unity of Practice on Health and
Transition Workgroup that developed from a mergihthe Center’s efforts across 30 or
more agencies in the state doing transition angtatpa federal Office of Special
Education model for creating workgroups and shawogk across agencies related to
transition. Within this statewide group are fiverkgroups devoted to the topics of 1)
employment; 2) post-secondary education; 3) yoedldérship; 4) health/transition; and
5) family engagement. The health/transition graworking to disseminate different
materials that its members are developing. The'st&tepartment of Public Instruction is
developing a care plan for youth transitioning fridma hospital back to school; another
group is disseminating the health training. On&egpadiatric pulmonary center is
developing models for transitioning youth from pdc to adult care and aims to create
a “toolkit” for other health care institutions thaant to develop a transition program
from pediatric to adult care revolving around sfiediealth conditions (cystic fibrosis,
diabetes, sickle cell, etc). The workgroup, thouagtv, is trying to coordinate the
development of all training materials and curricsla that they are not duplicative in
nature and are disseminated widely as a singlectaoéntly called th&\isconsin
Transition Health Care Checklist.

Finally, the Center held a Medical Home Summit¥d0 participants in November 2007
and continues to partner with agencies to haveuitscula, particularly the safety
awareness and health self-care materials, usectlgiveith youth. The Center has offered
the health training to youth free of charge actbssstate; staff is currently pursuing how
to train more people to work directly with youtls, the demand has been great. In the
past, Center staff has worked with cooperativeestdticational regions to offer the
SAFE curriculum to teachers, so they can implentenith students.

Included in the Center’s link to publications
(http://www.waisman.wisc.edu/hrtw/Publications.ntml) are Youth Fact Sheets that
have been popular with physicians who attendedvbdical Home Summit as well as
with teachers who attend transition conferenceshaadth fairs.
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Findings/Promising Strategies

The “Consensus Statement on Health Care Transittwrioung Adults with Special
Health Care Needs” reiterates the Healthy Peopl® 2@al that all youth with special
health care needs must receive the services néedeake transitions to the crucial
aspects of adult life: health care, work and indejeat living. The challenge is that all
people, including those with special health neegtzive health care that is both
medically and developmentally appropriat&lso, as outlined in the “Consensus
Statement,” successful transition to adult carelireg adherence to six critical first steps
outlined by the American Academy of Pediatrics:

1.

Ensure that all CYSHN have a health care professmho recognizes the unique
challenges that come with transition and assungsoresibility for health care,
care coordination and any future health care ptaprithis is done in partnership
with other providers, the youth and family and nded to be “uninterrupted,
comprehensive, and accessible care within theimconity.”

Identify the core knowledge and skills requiregtovide “developmentally
appropriate health care transition services.” Ipocate them into training and
certification requirements for primary care resigdeand physicians in practice.

Have a medical summary that is current, portabteaatessible. This information
is critical for successful transition, allowing foommon knowledge and
collaboration among health care professionals.

With the young person and family, create a writiealth care transition plan by
age 14. The plan should include what services tmeigtrovided, who will provide
them, and how they will be paid for. It's importdahat the plan be reviewed and
updated once a year and whenever there is a traoffare.

While recognizing that CYSHN may need more servars resources to
maintain good health, apply the same guidelinepfionary and preventive care
for all adolescents and young adults. Guidelinet s1s the American Medical
Association’sGuidelines for Adolescent Preventive Services (GAPS), the National
Center for Education in Maternal and Child HealtBigght FuturesGuidelines
for Health Supervision of Infants, Children, and Adolescents, and the US Public
Health Services's&uidelinesto Clinical Preventive Services. (See Helpful Links

in V. Appendices/Supporting Materials.)

Ensure affordable, continuous health insuranceregeefor all CYSHN
throughout adolescence and adulthood. This inserahould cover health care

2 A Consensus Statement on Health Care Transitions for Young Adults With

Special Health Care Needs American College of Physicians-American Societymérnal Medicine
American Academy of Pediatrics, American Academifarnily Physicians and American College of
Physicians-American Society of Internal MedicPesliatrics 2002;110;1304-1306
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transition planning and care coordination for thasth complex medical
conditions.

During the interviews, all transition leaders engihad how committed they are to
ensuring comprehensive care for CYSHN and wereuwdatie about the challenges they
face. There were recurrent themes in the interyiear® components and critical success
factors were referred to at the same time baraedschallenges were identified.

Core Components

As previously mentioned, AAP’s Consensus Stateroetlines critical steps to a
successful transition program. There was overlaydrn these critical steps and the core
components elaborated on below.

A thoughtfulplanning process allows for all approaches, issues and concerns,
individuals and agencies to be discussed and sizeti at the beginning of designing a
transition program, not after the fact. The physisiwho were behind the establishment
of JaxHATS Clinic in Jacksonville began their dissions determining what the most
pressing children’s health issues were. As pediatriDavid Wood explained it, “We
brainstormed and held multiple group votes befor@iag at transition and mental

health being the top ones.” Having decided thay thén’'t want to establish a disease-
specific clinic, the planners shifted to figuringtdinancing the clinic and were able to do
it with Children’s Medical Services (Title V) money a pilot project basis. (Note: Some
financing does continue.) Similarly, Nebraska lawettits clinic on a demonstration
basis, hoping that what was learned could be wseddrm and solidify payment of the
clinic through the Medicaid waiver in the statet@mme still pending). In its pilot phase,
Gillette Lifetime Specialty Clinic analyzed the eagy of all providers in the
Minneapolis-St. Paul metropolitan area and condustie visits to determine who was
(or wasn't) being served. Gillette’s intent wadilicthe gaps and not duplicate services.

Central to thoughtful planning @arity on mission. While Beth Swedeen at the
Waisman Center in Wisconsin determined their “smto be resources distribution to a
wide audience, Indiana’s Mary Ciccarelli declaredtttheir mission is “to serve primary
care doctors throughout the state.” In 2002, whiio®egan planning, discussions
revolved around adding clinics to the already-@xgstlinics operating under the
Division of Developmental and Behavioral Pediatmgghin Cincinnati’'s Children’s
Hospital Medical Center. In addition to improvinignecs devoted to adult down
syndrome and spina bifida, the planners suspebtsd tvas a need for a brand-new
transition clinic. With grant money, the planneexidled to develop a pre-screening
guestionnaire to understand both CYSHN/family naed whether pediatricians would
even use a transition clinic, refer CYSHN unnecelysar too often. By starting to take
internal provider referrals only and mailing theegtionnaires home to families to fill out,
transition clinic planning staff were able to follaup with families who mailed the
surveys back. Staff learned that some youth alréadybegun to think about transition
and with their feedback were able to identify theeé areas the clinic would need to
focus on: 1) pediatric to adult care; 2) schoahtwk or placement; and 3) living at home
with parents to living on own (or other arrangemeé a residential setting). This
helped clarify the clinic’s mission and purview.
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As in other health care settings;aiesive team contributes greatly to excellent care.
Transition program leaders stressed the importahdeversity of staff on a team, in
respect to training (physician vs. youth advocate) responsibilities (diagnose/manage
medical condition vs. help with employment oppoities). All five clinical sites use an
assessment or intake form that each team memlseodil a portion of and has regular
access to. Additionally, JaxHATS, CYACC and Giketire able to document transition
care through their electronic systems, facilitatupgto-date, accessible internal
communication.

Youth or family member input only strengthens the clinic’s services. Individuehn be
part of the transition care team, as in the caséetiraska’s Consumer/Family
Coordinator, or, also in Nebraska, the projectfbamed a youth advisory group that it
looks to for input on clinic issues. The group sesjgd that the Transition Clinic be
called the Transition Consultation, a more welcamame. Gillette relies on a group of
adults with disabilities to advise their clinic, WhJaxHATS clinic has youth, parents and
community and advocacy staffs sit on an advisorgrodttee together.

All five clinics benefited fromeconomies of scale and were able to adapt existing billing
and appointment-making systems to ease the strairatcompanies start-up. In the case
of Cincinnati, the hospital and its various clinfeve provided developmental disabilities
services through its various clinics for so longttstaff has become adroit at billing.
“Every visit is billed, so the clinic can pay fdself, “said Katherine Thoman-Godshalk
at the Children’s Hospital’s transition clinic. Al®eing under the umbrella of Children’s
Hospital means the transition clinic team can regjaa interpreter if needed. Once past
its pilot phase, Gillette moved to its own spacril@ away from the hospital but was still
tied into all recordkeeping systems. Similarlyotingh their relationship with University
of Florida, the JaxHATS team was led to a spaceydmwan the hospital but still part of
the overall system. CYACC in Indiana was offeregspace at the county hospital
(Wishard) while the faculty practice group, througHiana University’s Medical Group,
provided administrative structure for billing aneldmatric and medical care support.

Comprehensive transition services require systerdstaff in place but alsome.

CYACC attempts to collect as much data as possibla youth before the first
appointment. The program manager asks questiottsegshone before the visit and
encourages parents to forward copies of case mamageiotes, an IEP, etc. Once there,
the intake visit is two hours in length with varsomnembers of the team filling out
sections of a comprehensive assessment form. Ja8H&llbws a two-visit intake. Both
CYACC and JaxHATS teams meet afterwards to discasss. Cincinnati’'s team, though
very much a medical “counseling” one, has comenideustand about 20 percent of the
patients they see to be just “med-check peoplevangstable” and have appointments
once a year. The other 80 percent are seen alitieeavery three months with some
seen monthly. At Gillette, a youth new to the dinan expect to meet the whole team
and the visit to be an hour in length.
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Critical Success Factors

Ideally, a transition program will have the corengmnents of a thorough planning
process, clear mission, cohesive team, CYSHN/fampyt, economies of scale and

time. Program leaders emphasized other factorstifiainly strengthen a program and
lead to its success. The most often mentioneatalisiuccess factors are presented below.

Start transition early. Some leaders that JSI interviewed emphasized Ihldren are
never_notn transition, and that comprehensive health péaening, moving from
pediatric to adult care, must be addressed fatdlliiren, regardless of health conditions.
Each program leader acknowledged AAP’s guidanceddiatricians to create a written
health plan for a CYSHN by age 14, however JaxHAdr§ets 16-year olds and older.
CYACC explained, “Transition planning starts atngaf diagnosis or birth, but we limit
ourselves to start transition planning at 11.” &i#’s policy: by age 16, providers should
be talking to a patient and have a plan in pladad ideally, they sat down to write
when the patient/youth was 14). Nebraska targetgedb olds and up, while Cincinnati
tends to start seeing youth at the end of thein bihool years (though it will depend on
how they're referred to the clinic.) EPIC IC in Paglvania project and the Waisman
Center both said that transition planning shoulgifat age 14.

On the other end, JaxHATS aims to complete tramshiy 25. CYACC doesn't “close

off at the upper end, but we just don’t considenthin transition if over 50.” Gillette and
EPIC IC didn’'t name an upper age limit. Cincinn@mtbmises to “serve until successfully
transitioned,” while the Waisman sees the upperaérichnsition to be age 21. Some
leaders talked about “graduating” their youth iptonary care, but also acknowledged
returning phone calls to answer questions evem sfi@eone has an adult care provider.

Remember that transition isiterative. Mary Ciccarelli at CYACC said, “Not everyone
needs total adult care. It could be a mix of petiand adult care, especially if a youth is
still going to a pediatrician and you can’t find @ault specialist. Adult care needs to be
part of a person’s care, but the care doesn’t kabe all adult or none.” Ronna Linroth
at Gillette said that there is a need for gradhahge and not designing a program that
tells a patient that “you have to do this, you hevgo there by next year.” Starting a
CYSHN off with one new provider can often be enofmtthat individual. Every three

to six months, the JaxHATS team reviews the trarsiorms they have used to assess a
youth. They discuss the scores they assigned tgoilé on the forms and whether “we
graduate him from our program and plug them intmary care beyond our transition
program,” explained David Wood.

Establish goals with youth. This means not just focusing on the medical aspect
transition. Cincinnati’'s Katherine Thoman-Godshakplained, “There’s never a visit
where we don’t counsel. We always ask, ‘How's s¢hdtow’s work? Have you looked
at your transition plan lately?”” Mary Ciccarelli @YACC’s comment: “A theme of
success is that you don't just focus on the medical

Always encourage youth and familiesto be involved in transition. CYACC gives
CYSHN and family a copy of the transition plan. Keska provides the family with a
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transition plan and resource book after the visiefer to when seeking more care
(usually through the assigned service coordinaidre Cincinnati clinic now provides
CYSHN and families with a so-called portable healbtebook. “This came from our
parents saying, ‘We would have kept better trackxplained Ms. Thoman-Godshalk.

Get to know everybody in the community. The list is long: primary care physician
practices, specialty practices, community-basedrmirgtions, case management
services, disease-specific nonprofits like the MatDimes, vocational rehabilitation,
schools and community colleges. David Wood at JakSlAeported some success
working with specialists. “We don’t necessarily bawe be next to the specialists but need
to get into and be seen in their systems. So noeanwve make referrals, it comes from
their internal (ambulatory) clinic. They get a tséion clinic referral like they would any
other adult referral and start to treat you like o their customers. Get the word out by
infiltrating the system.”

Aim to have an internal medicine and pediatric medicine trained physician working in
thetransition clinic. This is an ideal fit for this setting. If therens such person
available to work in the clinic, at least be aldedfer to her/him. The JaxHATS clinic
has benefited from sharing space with internigsSpaople needing transition have
complicated diseases... We've been able to bringnmixaof medical expertise when
we’ve needed to,” said Dr. Wood. CYACC, too, hasugeits services to be able to draw
on such expertise when necessary.

Have a physically comfortable space. Surprisingly only Gillette and Nebraska
emphasized the efforts they had made to have vathedys, examination rooms with
tables that go up and down, lifts to move transifpatients, etc. Cincinnati did mention
that their clinic space is tight and not “developradly friendly.” The hospital is now
building them a new space! JaxHATS emphasizeddbe with which their transition
patients can see other physicians and specialiskeiambulatory clinic the transition
clinic is co-located in. At the same time the spaasot ideal, as youth are now the
youngest sitting in the waiting room with senidizgns (unlike in a pediatric setting
where they were the oldest). The 20-year old bogditself, has exam rooms that can
accommodate wheelchairs but no exam tables thap go down.

Barriersand Challenges

JSI staff considers the seven transition prograddes they interviewed to be positive,
entrepreneurial in spirit and able to maintain pecsive when asked what the barriers
and challenges to setting up their programs weeg¢, 30me themes did come through.

Successful transition programs need time. When the team does not have adequate time
to prepare for CYSHN clinic visits and to discuserh afterwards, transition planning
suffers. The team needs time to follow up with carerdinators (CYACC) or service
coordinators (Nebraska). It needs time to acquaimary care physicians with a youth’s
issues (Cincinnati) and it needs time to assesathis readiness to transition
(JaxHATYS). Gillette prides itself on its reliance an adult model of care in a pediatric
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hospital, but it only works when both parties hageess to each other and time to
discuss individual patient’s usually complex neédisunseling is another component of
transition services that takes time. Undoubtediynprehensive transition takes time.
Yet, time constraints exist within all health cdedivery systems and are not unique to
CYSHN transitioning from pediatric to adult heatiwre.

Relationships can be unpredictable. Some adult medicine physicians may be reluctant to
collaborate, and pediatricians don’t always waritébgo” of their patients. Parents, too,
don’t always know how to, nor do they want to “steek.” Professionals working in
transition need better peer-to-peer support; itlmdraining work.

Good adult care can be hard to find. Cincinnati has a tri-state scope and not far ftben
clinic’s in-city location are rural areas with fedult medicine physicians familiar or
comfortable with CYSHN. The EPIC IC attempts to amgpediatricians with family
medicine providers in the same geographic are#isedstate. It gets harder the more rural
the state becomes, and Nebraska tries to invohat phiysicians through video
conferences and by offering transition consultatiervices via telehealth. If a clinic
operates in a varied (or in Cincinnati’'s case-attite) setting, it can be difficult to
identify all the individuals and agencies the traos clinic should be collaborating with,
and, equally challenging, to then establish workwlgtionships.

Transition clinic can become a safety net. There are youth/families who can'’t find a
provider to prescribe medications, for example. ©agouth starts getting medication
through the transition clinic, the youth and fantigve no interest in going elsewhere for
medication or care. The idea that this youth dessemrore comprehensive attention and
is of an age that she/he would be best served adalt medicine setting is unwelcome.

Physician capacity to serve CYSHN must beincreased. As summarized by a
Massachusetts pediatrician and adolescent medipeaalist serving on the Committee
on Disabilities for the MA Chapter of the AAP, “Véee trying to develop more
physician capacity and figure out where the neeel$ca more physician education.
Massachusetts is home to nearly 220,000 kids witcial needs.”

Special needs vary according to type and the extent of disability. An individual could

need a wheelchair, ventilator or medications fontakhealth issues. Which becomes the
priority? How does care get coordinated? Has #nasttion clinic assigned a team
member to be responsible for all details regardiryguth with multiple concerns? In

rural settings, it isn’t easy to have CYSHN geogreglly close to transition care.

Literacy, proficiency in English and cultural competence can not be assumed. Before
launching its website, JaxHATS had youth review ite team tested their transition tool
for readability and literacy level. Gillette, beipgrt of a major hospital, has the benefit
of interpreters and its advisory committee vettegrttransition materials.

Health insurance coverageislimited. Not all CYSHN have health insurance, therefore
hindering access to all necessary serviCeserage and other available financing vary
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from state to state. Surprisingly all program leadeterviewed said that they were
usually able to bill for and obtain payment fomisdion services. This probably reflects
sophistication with naming diagnoses and billinges

Trust between transition team and family is difficult to establish. Finally, trust between
the physician/transition team and a youth/family take a while to establish. Once
established, it is also difficult for the family i@t go” as they look to their transition
program as a safety net of services.

Program Sustainability

All the transition programs have successfully dsgthbd themselves to address the need
for services for CYSHN facing or going through s#ion. Yet, none of them would
flourish without the expertise and services of ofr@viders and agencies. So, how will
these programs sustain themselves? How can otBeteSwedeen at the Waisman
Center which began as a Healthy and Ready to Wemodstration project and relies on
multiple funding now stressed the importance ofwaiting until the end of a grant cycle
to decide next steps. If a project is not workithgn't waste further resources on it or
correct what's wrong. Swedeen'’s third point: Yowé¢o give a project your full
attention in order to sustain it; don’t take on toany things at once. Other program
leaders referred to the following approaches:

Think holistically about transition and keep building relationships. CYACC has been
successful at utilizing existing resources withitelRHospital as well as within the
community. The JaxHATS team has begun to estaltéighansition services as equal to
adult services offered in the same building. Cinatinteam members call individual rural
primary care providers to introduce the transittinic, the youth receiving services and
to figure out a collaborative care plan. Nebragkainds both physicians and services
coordinators about their transition consultatiomtiyh monthly teleconferences. Gillette
arranges for co-visits, so that a youth can be bgean adult provider and pediatrician in
one visit.

Keep collaborating and getting the word out. The Waisman Center’s statewide
Community of Practice on Health and Transition Wjpdup has four groups
(employment, post-secondary education, youth lesduleand health/transition) meeting
to discuss issues; the health/transition groupoisking to disseminate materials that its
members have developed. Beyond collaboration jmportant to publicize the work that
a transition project is doing. Potential partneii kmow that your work becomes their
work, and this will help avoid duplication of seres.

Make services available to youth by training physicians in rural areas, teachingrthe
about complicated medications regimens and offaetehealth.

Figure out how to bill for all services. As discussed above in relation to Gillette and
Ohio, sometimes economies of scale and being partawger organization will allow a
newer program to pay for its services. The JaxHA&Ti8Sic made Title V part of its pilot
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project while Nebraska is attempting to financelitthrough the state’s waiver program.
CYACC has paid for some staff time through TitlelMa project can identify an aspect
of its care (whether its equipment, staff or cerservices like service coordination in
Nebraska), sometimes a state entity, like Titlewill, contribute funding.

Remember that Title V can be a partner. The role of Title V will vary by state. For
example, CYACC's transition program benefited frgrants, while JaxHATS used seed
money to launch a pilot. Find and work with thosgeTV professionals who are
knowledgeable about transition and want to be gfatie planning process to establish
transition services in a state.

Never forget CYSHN and their families. One of Cincinnati’'s team members is able to
seek out family- and youth-driven services by wogkivith Project SEARCH, a program
dedicated to matching young adults with develop@alatisabilities to jobs in the
community. All seven programs value the input & @Y SHN and families they care for
and not only make time for their questions aftgga@aptments and to make proper
referrals, but also involve them in advisory conte@s, materials review sessions and ask
them to serve as resources at conferences.

Evaluate, evaluate, evaluate. The JaxHATS team circulates patient satisfaction
guestionnaires after the first visit and six morigtier and does a routine quarterly check
to see how it's doing with overall clinic process€ke team is beginning to track
outcomes, i.e., has a youth made the transiti@dtdt services successfully. Some team
members suspect that emergency room and hospdaltlization has gone down since
the clinic started but are relying on self-repantsl need to start collecting data formally.

CYACC is in the process of developing a baseling @mual survey, looking at
outcomes related to state-, MCHB- and Healthy Re8pIL0 goals. The team has adapted
Dr. Richard Antonelli’s care coordination tool {6y ACC and plan to have it
programmed into handheld devices for ease of ddkaction and uploading to an Access
database. Gillette is starting to put togethemrm&d evaluation. Gillette Children’s
Specialty Healthcare, the overarching organizatias, signed a contract with an outside
agency to conduct a satisfaction survey with irdinals being served at all its clinics.
Surveys are being distributed both at time of \asil mailed out afterwards. Also, once a
year, Gillette Lifetime Specialty Clinic staff aie a retreat where they discuss program
development, successes, failures, and areas foowament. Patient visit numbers
increased 35 percent from 2006-2007, which Ronneoth interpreted as a good sign
and a reflection of the strong word-of-mouth inflge in the community. She and her
staff are considering the design of a comprehersgébenefit study which Ms. Linroth
suspects will reflect savings.

Nebraska'’s “Program Evaluation Summary” (see pagefd/. Appendices/Supporting
Materials) circulated satisfaction surveys to youth/famgiysicians and service
coordinators, and documented the number of paatintgin the project. Nebraska was
motivated to carry out a comprehensive evaluatgsrit was one of only two states
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selected to pilot the development of the new wasegvice (discussed above) that could,
ultimately, serve as a national model.

Ohio relies on the parent advisory committee thaggfeedback to the Hospital's
Division of Developmental and Behavioral Pediatriggh which the transition clinic is
affiliated. As mentioned earlier, portable healttaibooks are now being offered; this
decision came directly from parents making thisiesg during committee meetings.
Periodically, the transition clinic team has setquplity surveys to be completed via
SurveyMonkey, but the results have been inconatuas/not all youth/families have
Internet access.

The EPIC IC project focuses on quality improvenard has been collecting data and
assembling patient registries in order to improffieiency, while the Waisman Center
attempts to evaluate each of its efforts separatelsummary, all the transition leaders
interviewed understand the importance of evaluatieg programs and collecting good
outcome data. At the same time, they are stillrdateng the most effective strategies to
do this. None felt completely satisfied with hes/program’s current approach. All want
to collect data that reflects success in providiage and services to CYSHN. Also, some
remarked that substantive evaluation results cashbeed with potential funders who
may then contribute money to allow programs toaogpr expand) themselves.

The AAP 2002 Consensus Statement reached a widenaeadof pediatricians and
propelled many of them to begin addressing trassifor their patients. The many
lessons elaborated on above show that not one agpre full-proof. Rather a broader
scope, involving multiple individuals and collabtioas, will reach the most CYSHN.
All leaders indicated that their programs had rdommprovement, but by coordinating
services and resources with others in the commuthigy have helped individuals
through transition, probably not duplicated sersja@nd perhaps saved money.

V. Next Steps

The core components and critical success factesepted on pages 17-21 are
recommended for setting up and sustaining a tiangarogram. Transition must
continue to be understood in a context with medicahe, health insurance and
financing, family-to-family information, screeniragnd community integration. These six
essential areas define the Maternal and Child H&alteau’s Division of Services for
Children with Special Health Needs’ mission. At #zme time, some of what has been
discussed in this report could be applied to catesgrvices for all children. Transition is
clearly becoming more and more a part of pediansi practices. It is not an urban or
rural, large or small practice issue. Having a @mnesg in every state gives MCHB and
Title V unique opportunities to address transitidbn. Turchi’'s EPIC IC project revealed
that 75 percent of the pediatric practices in Pglwasia she works with want transition
programs or policies.
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Despite the integration of transition services iy $even programs in this report, many
pediatricians must still be reached. JSI staff thétaroughout the interviews that
informing, educating and training are the approadbée relied on, in particular by:

1.

Providing pediatric and internal medicine residemtt written information on
both the medical home and transition concepts

Recruiting local medical school and residency pragfaculty to lecture on both
topics

Providing ongoing education to residents aboutgiedi“special health needs”

Talking to “grand rounds” organizers (and speak&rstroduce the topics of
medical home and transition and requesting theaivtays explain the concepts
in such talks

Involving individual adult medicine providers orgiatricians less familiar with
transition by inviting them to serve as a consiltara particular CYSHN’s care
or to be part of transition clinic hours

Making any materials developed available througysplian-related web sites.
Put that same information on a listserv (or a DVD)

. Working with the American Academy of Pediatrics @nel American Academy

of Family Practice to approach medical schoolsrastiency programs with
transition and medical home curricula that canhzeexd.

Projects should be encouraged to:

1.

Incorporate the core components and critical sicfaedors elaborated on in this
report.

Facilitate geographical (and other) linkages betwgediatricians and internal
medicine or primary care providers.

Extend coverage to CYSHN needing transition sesvioeage 30 (beyond the
current cut-off age of 25) and begin transitiorverss early (at diagnosis).

Encourage work with agencies, coalitions, schamsimunity and vocational
rehab services to coordinate non-medical transdae.

Distinctions between rural and urban care were niaaeighout the interviews by
program leaders; any technical assistance would tabe tailored accordingly. As with
any program, materials and resources developed aiways be CYSHN-oriented,
culturally sensitive and written at an approprigeracy level.
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Conclusion

This report summarizes themes and findings fromrimews conducted with seven
transition program leaders, but certainly thereraa@y others around the country with
useful information, insight and details about thEwgrams to share. Interviewing some
of these leaders could provide further insight is@eloping a model for transition care.

These programs include but are not limited to tiewing:

Adolescent Health Transition Project
University of Washington
Seattle

Baystate Children's Hospital
Springfield, MA

“Making Tracks to Transitions”
Schwab Rehabilitation Hospital
Chicago

Moving On
Pediatric Pulmonary and Cystic Fibrosis Center
Madison, WI

Program of Transition and Transfer of Youth to Addéalth Care
Hasbro Children’s Hospital and Rhode Island Hospita
Providence

REACH: Rapport, Enpowerment, Alvocacy through @nections and éhlth
The Children's Hospital of Philadelphia
Philadelphia

Transition Clinic Program
Phoenix Children’s Hospital

Phoenix
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