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Executive Summary

A Demonstration Model for School-Based Health CEm@nsition Educatiorwas
designed to improve functional outcomes in adulthfoe the approximately 11,500 adolescents
and young adults with disabilities or other spenids in Hillsborough County, FL (Raffaele
Mendez & Hess, 2003). In this project, adolescantsyoung adults with disabilities or special
needs were defined as individuals from approxingatélthrough 21 years who have a chronic
physical, developmental, behavioral, or emotiomaldition, and who also require health and
related services of a type or amount beyond tltatired of adolescents and young adults
generally.

Funded by the Florida Developmental Disabilitiesi@al (FDDC), the project was
intended to (a) prepare teens and young adultsdigtibilities or special health care needs to
become successful adult health care consumergpaeducate families, caregivers, educators,
and service providers about the steps that theyatanto help youth successfully transition from
pediatric to adult health care. An important coasadion for FDDC was the potential to replicate
theDemonstration Modah other communities throughout Florida.

Three primary intervention strategies were utilimetheDemonstration Model

» Disseminate a health care transition informatiod @@source guide to community-
based providers and families of young people witlalilities, particularly families of
high school students who receive special educatovices through the public school
system,

* Provide classroom instruction, counseling, traosiplanning support, and printed
materials on health care transition to high sclspeicial education students at selected
school sites, and

» Provide district-wide training to educators on himwsupport students and families in
the health care transition process, as well assnte curriculum-specific training for
special education teachers and support staff aosclemonstration sites.

Evaluation of thddemonstration Modehcluded a combination of quantitative and
gualitative research techniques. Data were coliieittan students, high school staff, and
families who participated in the project throughfpemance tests, surveys, focus groups, and
observation. Particular attention was given to ssisg stakeholder experiences and satisfaction
with the pilot in order to refine and improve sgecprogram elements. Results from each
program component are described below.

Information and Resource Guide

The information and resource guide, which was pdnh English, Spanish, Braille, and
large print, was organized as a 10-step procesw tissuccessful health care transition and
included several guidelines, checklists, and sarfmpias. It provided information about the
differences between pediatric and adult health, veags to pay for health care, finding adult
providers, health-related skills that independeloita need to be able to perform, and ways to
identify and access adult health care servicesathempanying resource section provided an
extensive listing of national, state, and localrages, facilities, service providers, and advocacy
organizations that serve adults with disabilitiesloronic health conditions.



A total of 10,000 copies were printed in Englisiig &,000 were printed in Spanish. The
guides were mailed to the parents/caregivers difigii school special education students in the
Hillsborough County school district, or approximwt@, 700 families. Additional distribution
channels were used to reach community service gy professional associations, health care
facilities, advocacy centers, and family organaadi The guide can also be downloaded online at
http://usfpeds.hsc.usf.edu/adolescent

Extensive material pretesting was conducted segg@uring the planning phase for the
project, so evaluation of the guide was limited#&ta collection from families of students who
participated in the pilot curriculum. The majordgthe 19 parents/guardians who responded to a
family survey found the guide useful and easy &lr®©n a scale of 1 (very positive) to 5 (very
negative), average ratings for usefulness and&asederstanding were 1.6 and 1.7,
respectively. This compares to average ratings f0rfamilies and providers in the earlier
pretest of 1.2 for usefulness and 1.8 for easendérstanding. Over 90% of family survey
respondents were either “very satisfied” or “somaigatisfied” with the guide.

Student Curriculum

While the information and resource guide servedraeducational tool for parents and
providers, classroom instruction was intended &ctieyoung people important health-related
skills that they may not learn at home or in thenownity. Approximately 40 hours of
instruction was packaged in an 8-unit module, dogetopics such as the importance of self-
determination and self-advocacy, rights and respdities at age 18, managing medication
needs, communicating with health care providenslifig and using adult physicians,
participating in health care decision-making, costiply medical forms, health insurance, sexual
health, staying safe, and constructing a persoealtihl Journal.

The pilot curriculum was implemented in 13 speedlication classes in five
geographically and demographically diverse pubightschools (grades 9-12). Of the 137
students who participated in the pilot, most reedi$pecific Learning Disabilities (SLD),
Educable Mentally Handicapped (EMH), or Physicéitpaired (Pl) services, and expected to
earn a Special Diploma (rather than General Diplampan graduation. The module was
implemented over 8 weeks as part of a Science tieal Life Management course.

A pre-test/post-test research design was usedsasaghange in student knowledge and
skills resulting from classroom instruction. A ven test was self-administered by students in
class prior to start of the curriculum and follogirts completion.

Although the study design limits the degree to Whadrue causal effect can be
established between classroom instruction and stymeformance, results from a comparative
analysis show a statistically significant increasstudent knowledge after participation in the
curriculum. Among 82 SLD, EMH, and PI students wompleted a 29-item achievement test
both before and after the pilot, mean scores isg@dérom 15.2 on the pre-test (56% correct) to
18.1 on the post-test (62% correct). There were @ssistent gains in a broad range of skills
and practices after program implementation. Stiedesgiorted that they engaged more frequently
in health-related activities that independent adnéed to be able to perform, such as
participating in health care decision-making, tgkmedication independently, keeping an
emergency contact list, and understanding theitih@esurance coverage. On a scale of 1
(Never) to 4 (Always), the average score acrosaci8ities increased from 2.3 to 2.4.



While the degree of change might not appear meérlingthe real world, it is important
to recognize that the assessment tool was limites iability to fully measure student
performance. The students in this sample represemde range of abilities, and many struggle
with reading and writing. Student variability idleeted in individual test change scores, which
ranged from -9 (indicating a loss of 9 points frpre- to post-test) to 14 (indicating an increase of
14 points from pre- to post-test). Differencesxueptionalities were also reflected in post-test
scores for frequency of performing health-relateti/gies, which ranged from a mean score of 2.7
(“often”) among SLD students to a mean score of'a@metimes”) among PI students. Given the
diversity of the sample, change scores for thegsasua whole do not reflect the considerably
higher increases in knowledge and skills among nséugents.

Importantly, students, teachers, and familiesgiéad that the instructional module was
highly relevant and valuable. Over 75% of parentafdians who returned a family survey said
that it is “very important” for their child to rese specialized instruction on how to manage his
or her own health care. Students in focus groujastkat the curriculum provided information
that they did not receive elsewhere. They also theitlit was important to receive the
information in a classroom setting (as opposednply reading a book) because it provided
them with the opportunity to ask their teachers disduss items that they did not understand.
Teachers were all very enthusiastic about the obated comprehensiveness of the module.
Items that they were least satisfied with weretlia)reading level was too high for some
students, and (b) there was not enough time folymkasses to adequately cover the material.

Evaluation data generated a number of recommerdator future implementation of
the curriculum. The majority of teachers felt ttfa course should be required for all ESE
students, particularly for those who expect to gedd with a special diploma or do not plan to
continue with post-secondary education. Some stadgerd teachers felt it should also be offered
to the general population of high school studddésed on data from student performance tests,
classroom observation, and focus groups, the eadunt seems to be most relevant for Pl
students. Because these teens typically have campadical conditions, the information they
receive in the curriculum, and the health jourhakteach student compiles, can be used
immediately. While the curriculum material has impatfuture implications for EMH and SLD
students who may not currently experience serioedgical issues, Pl students arguably have the
greatest potential to improve their present situably applying health-related knowledge and
self-management skills acquired in the course.

Students and teachers who participated in focugpgroffered numerous additional
recommendations to improve the curriculum, inclgdifa) develop a second version of the
module for lower functioning students, (b) extehd implementation timeframe from 9 to 18
weeks, and (c) add more color pictures and hands:tvities.

Educator Training

Educator training introduced important health deaiasition concepts to high school staff
members, provided them with planning tools andegias to support students and families in
their educator roles, and identified health-reldtediors to be addressed in student Transition
IEPs(i.e., Transition Individual Education Plan, a Ikgaequired document for all high school
students who receive special education servi€éagrall, approximately 330 elementary and
secondary school staff received training duringritiswide departmental meetings: 130
secondary school special education personnel, B&suand 120 social workers.



A pre-test/post-test design was again used to asbasige in educator knowledge,
attitudes, and practices, as well as perceiveddrario health care transition support in SDHC.
High school staff members completed an Educatoveyupoth prior to training and following
the intervention periadDf 83 pre-surveys and 54 post-surveys completedy@¢hed sets were
useable for comparative analysis.

Based on matched pre- and post-survey responsesjsically significant increase in
the post-test mean score for nine knowledge itarggests a positive program effect. Educators,
on average, reported knowing “little” about mostits prior to the training session. Post-
training, they generally knew “something” about s#aene items. Importantly, knowledge items
that increased the most from pre-to-post-surveyeway writing health-related goals in
Transition IEPs, (b) ways that pediatric and atiellth care service systems are different, and
(c) developing a health care plan. With almost 3%ost-survey respondents saying that it is
“very important” to include health care goals irafsition IEPs, it appears that the majority of
educators believe that the education system hasdmrble responsibility in helping to prepare
students with disabilities for transition to adu#alth care.

Due to student privacy protections, evaluatorsewienited in their ability to quantify the
number of students who have health-related goatlsein Transition IEPs, or the number of
Transition IEPs that were amended as a resulteopiliot. The data indicate that, while there was
a small overall increase in frequency of addreskegjth care issues during the Transition IEP
process, there were no statistically significargragyes in practice during the intervention period.

The apparent discrepancy between knowledge antiggaath respect to Transition
IEPs was also reflected in educator perceptiofmuoiers to the process. Post-survey
respondents said that the two most significanti&ato addressing health care in Transition
IEPs are (a) lack of a perceived mandate to incheddth-related issues, and (b) lack of
knowledge about the health care transition prod&4sle educators in the pilot project were
sensitized to the issues surrounding health cansition, there are many other individuals that
participate on Transition IEP teams who are likegs knowledgeable. Indeed, Transition IEP
teams typically include representatives from comitytivased service agencies who may not be
familiar with the importance of preparing for entoythe adult health care system.

The Demonstration Modedppears to have effectively started the infornmatiffusion
process, but the data suggest that continuedrigaand development of communication
strategies are needed. Certainly, the relativelglismumber of educators who completed both
pre- and post-surveys suggests that multiple, egtyudcheduled trainings will be necessary in
order to reach all current and new educators, @tichately, to impact practice.

Other Recommendations

In addition to the recommendations outlined abevajuation data indicate that the
following supplemental components should be comsiiéor future program implementation:

* Instructional/training module for parents,

» Training for community-based service providers|udmg physicians, and

* A sequential series of instructional modules fadsnts that begins in middle school
and continues through high school.



Introduction

A Demonstration Model for School-Based Health Cen@nsition Educatiorwas
designed to improve functional outcomes in adulthfwe the approximately 11,500 adolescents
and young adults with disabilities or other spenids in Hillsborough County, FL (Raffaele
Mendez & Hess, 2003). In this project, adolescantsyoung adults with disabilities or special
needs were defined as individuals from approxingatélthrough 21 years who have a chronic
physical, developmental, behavioral, or emotiomadition, and who also require health and
related services of a type or amount beyond tltatired of adolescents and young adults
generally.

Health care transition is the purposeful plannedentent of adolescents and young
adults with disabilities or other special healthecaeeds from child-centered (pediatric) to adult-
oriented health care systems (Blum et al., 1993)cludes seeking medical services from an
adult-oriented practitioner, taking responsibifity one’s own health care, and obtaining
insurance to pay for health-related services. Whidey professionals now recognize health care
transition as a critical aspect of successful emity adulthood, a number of studies have
identified significant barriers to effective tratsn.

This project, funded by the Florida Developmentedabilities Council (FDDC), was
intended to (a) prepare teens and young adultsdigtibilities or special health care needs to
become successful adult health care consumergpaeducate families, caregivers, educators,
and service providers about the steps that theyatanto help youth successfully transition from
pediatric to adult health care. An important coasadion for FDDC was the potential to replicate
theDemonstration Modah other communities throughout Florida.

Comprehensive program evaluation customarily assga®cess, impact, and outcome
indicators across multiple domains, including kneage, behavior, health condition,
environment, administration, and policy. Howevemmination of long-term outcome measures
such as change in health status among young pettplelisabilities was beyond the scope of
this project. Rather, this report summarizes figdifrom process and impact evaluation data
collected before, during, and subsequent to tleevuehtion, with a focus on recommendations to
improve the program for future implementation.

Background

While rapid advances in medical science have edahtare than 90% of children born
with disabilities to reach adulthood, they are mleds likely than their non-disabled peers to
finish high school, pursue postsecondary educatiod a job, or live independently (U.S.
Department of Health and Human Services [USDHHB(13. As a result, caretakers and
professionals have been increasingly interestédhirsition services that will improve functional
outcomes for this population in adulthood (Whit@99). There is a growing body of evidence
indicating that persons with disabilities are mararly susceptible to secondary conditions
(i.e., medical, social, emotional, family, or conmity problems that a person with a primary
disabling condition likely experiences) that cartlier impact their quality of life (USDHHS,
2000). In light of this, it is particularly impamt to provide activities and services for young
people with disabilities that address all aspettsealth and well-being, including promoting
health, preventing secondary conditions, prepaongdult living, removing environmental
barriers, and providing access to the adult hezlth system.



The literature cites several commonly encountesgddys to successful transition from
pediatric care to adult health care, includingtii@) strong emotional attachments that families
have with their pediatricians often make it difficto leave pediatric medical homes, (b) limited
knowledge among families and youth about the ingraé of health care transition and about
the adult health care system, (c) lack of self-warfce and self-care skills among adolescents,
(d) lack of training and support among communityviers, (e) limited availability of adult care
provides are who are qualified and willing to seyeeng adults with disabilities, and
(f) significant changes in public and private hleaéare insurance policies once a child reaches
age 18 or 21.

A local study entitleddn Analysis of Community-Based Services and Supfuort
Children, Adolescents, and Young Adults with Spé&ads in Hillsborough CountfRaffaele
Mendez & Hess, 2003) provided corroborating evigethat lack of knowledge about health
care transition and availability of adult primaigre providers are critical gaps in Hillsborough
County. Using the PRECEDE-PROCEED health promgtlanning model and a social
marketing framework, formative research and plagictivities for a comprehensive health care
transition education program began in early 2004 winding from the American Academy of
Pediatrics (AAP) CATCH Planning Funds.

Researchers in the AAP-funded project (Straub, Hd8bose, & Barrow, 2005)
examined factors that influence health care treomsamong a broad spectrum of stakeholders in
Hillsborough County. A significant finding was tHainilies and health care providers give
minimal attention to preparing youth for an incesevel of responsibility in managing their
own health care (as developmentally appropriatel s learning about health insurance,
improving communication skills, taking medicatiordependently, and being able to describe
their disability or medical condition. Researcha&lso identified a cross-cutting need among
families and professionals for information and refkto local adult health care services,
facilities, and resources.

A Demonstration Model for School-Based Health Caensition Educatiorwas a direct
result of these earlier Hillsborough County studiglsunched in November 2004 with $30,000 in
grant funds from FDDC. Primary collaborative parsia the intervention program were Florida
Diagnostic & Learning Resources System (FDLRS)Stieool District of Hillsborough County
(SDHC) Exceptional Student Education (ESE) Progeamd,the University of South Florida (USF)
College of Medicine, Department of Pediatrics. Offetners that provided technical support and
consultation included Healthy & Ready to Work (HRYMAtional Center, The Transition Center at
the University of Florida (UF), and the Institute Child Health Policy (ICHP) at UF. The fiscal
agent for the project was Achieve Tampa Bay, lac.affiliate of United Cerebral Palsy. A
project director provided program planning and nggmaent throughout the contract period,
11/1/04 to 10/31/05. See Appendix Attachmentsd.for the project work plan and budget.

Program Description

This section describes the three primary intereensitrategies that were utilized in the
Demonstration Model

1. Disseminate a health care transition informatioth msource guide to community-
based providers and families of young people witlalilities, particularly families of
high school students who receive ESE services ¢jir@DHC,



2. Provide classroom instruction, counseling, traasiplanning support, and printed
materials on health care transition to high scl®IE students in selected classes, and

3. Provide district-wide training to educators on himwsupport students and families in
the health care transition process, as well assnte curriculum-specific training for
ESE teachers and support staff in pilot class.sites

Information and Resource Guide

The study of factors that influence health careditégon in Hillsborough County (Straub
et al., 2005) found that most families do not ap#te the importance and complexity of
teaching their children health care managemensskhrents and caregivers may not consider
the impact of those skills on a young person’s mitgéto live and work independently. In
addition, both families and professionals cleaiintified a need for information about resources
and services available to adults with disabilibeghronic health conditions.

To that end, Straub et al. (2005) developed anestexl a prototype information and
resource guide among young adults, families, andcgeproviders. Multiple resources were used
to compile the guide, including existing educatianaterials and earlier focus group data. The
guide provided information about changes that oasuwouth move to the adult health care
system, steps that can be taken to ensure a stnasition process, and ways to identify and
access adult-oriented health services and suppeétion to the material was very favorable
among all study subjects. Respondents also suggesaages to improve the guide, particularly
with respect to readability, understanding, usefsd completeness, and accuracy. Material pretest
results are provided in Appendix Attachment 4.

Pretest results were subsequently used iD#raonstration Moddb refine and finalize an
educational tool to assist parents, caregiverspaoigssionals in preparing young people for
transition from pediatric to adult health care. Titerial was reviewed for content validity and
accuracy in its final stages of development byneszi advisors at USF College of Medicine,
HRWT National Center, and ICHP at UF. The projetaor then worked with a local firm, In-
Haus Graphic Design & Marketing, to produce araative, highly visual product entitled
Hillsborough County Information & Resource Guidehdt/s Health Got To Do with Transition?
Moving from Pediatric to Adult Health Card=ducational content was organized as a 10-step
process towards successful health care transéimhijncludes several guidelines, checklists, and
sample forms. The accompanying resource guide gege\an extensive listing of national, state,
and local agencies, facilities, service providargl advocacy organizations that serve adults with
disabilities or chronic health conditions.

The guide was produced in multiple print formata.English version (10,000 quantity)
was produced as two separate pieces: a 4-colgage-information booklet (7“ x 8.5”)
accompanied by a smaller, 36-page resource guiieX®.5”) tucked inside the back cover of the
booklet. A Spanish version (1,000 quantity) corgdire same content but was produced as a single
32-page, 2-color booklet (7" x 8.5”). The guide vedso produced in Braille and large print, and
can be downloaded onlineldtp://usfpeds.hsc.usf.edu/adolescent

The English version was mailed in early March, 2@063%he parents/caregivers of all
students in grades 9 through 12 who receive ESkcssrthrough SDHC (approximately 6,700
families). A cover letter printed in both EnglishidaSpanish introduced the guide, and provided
directions for requesting copies of the Spaniskivar Copies of the English version were also
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mailed to study subjects who participated in théem pretest. Numerous other distribution
channels were used to reach community service g professional association members,
health care facilities, advocacy centers, and faorijanizations. To-date, approximately 2,500
additional copies of the English version and 208ie®of the Spanish version have been
disseminated. The remaining guides are houseaib8F Department of Pediatrics, which also
maintains and updates the guide on its Web sitetaCbinformation to request additional copies is
listed on the back cover of the guide and on thE &b site.

Student Curriculum

While the information and resource guide servedrasducational tool for parents and
providers, classroom instruction was intended &ctieyoung people important health-related
skills that they may not learn at home or in thenowinity. Straub et al. (2005) found that high
school ESE teachers and support staff in HillsbgihoQounty were very receptive to the concept
of integrating health care management skills anigiies into a school-based program. Indeed,
participants in focus groups provided tangible nrag@endations on how to structure a
curriculum that engages both students and families.

Using the study data as a framework for planrémgadvisory committee guided
curriculum development. The committee was comprifdtiree high school ESE teachers, a
transition specialist, a clinical social workerrfrahe USF Adolescent and Young Adult
Program, a doctoral student in USF College of Etloisaand the project director (total of seven
committee members). An important aspect of thegotag that the materials were developed in
collaboration with experienced high school ESE heas who were knowledgeable about
practicalities and limitations within the classradext formats that ESE teachers and students
generally prefer, SDHC curriculum guidelines, amatifla’'s Sunshine State standards.

Following an extensive literature review, the autum was assembled using elements
from existing materials as well as original contédvisory committee members and curriculum
authors met several times from November 2004 tougek 2005 to review and finalize the text.
The module was reviewed for content validity anduaacy by several field experts, including
two physician faculty members from USF College aditine, a school district nurse/prevention
specialist, and an advisor from the Transition €eat UF. SDHC’s ESE Curriculum Steering
Committee then reviewed and approved the matgaads to implementation.

The curriculum was designed so that higher functig@iSE students in grades 9 through
12 would be able to read, understand key concaptscomplete assignments independently.
Readability test scores were calculated at a Ategreading level. Topics covered in the 8-unit
module include: the importance of self-determinatimd self-advocacy, rights and
responsibilities at age 18, managing medicatiomsieeommunicating with health care
providers, finding and using adult physicians, ipgrating in health care decision-making,
completing medical forms, health insurance, sekealth, staying safe, and constructing a
personal Health Journal. Authors also began wor& anit addressing alcohol and drugs but
later determined that there was not enough timberallotted implementation period to cover an
additional topic. Each unit has several standandpmments (e.g., vocabulary word list,
crossword puzzle, unit activities) along with 2e8dons that introduce new content.

The pilot module was implemented in 13 ESE classése geographically and
demographically diverse high schools from Marclotigh May 2005. Of the 137 students who
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participated in the pilot, most received Specifeatning Disabilities (SLD), Educable Mentally
Handicapped (EMH), or Physically Impaired (Pl) seeg, and expected to earn a Special
Diploma (rather than General Diploma) upon graduatOther ESE categories represented in
the sample were Language Impaired (LI), TraumatarBInjury (TBI), Emotionally
Handicapped (EH), and Other Health Impaired (OM)st students in the pilot were relatively
high functioning despite some cognitive impairmditite majority of classes combined students
across different ages and grades, e.g., a 14 yeéand 20 year-old who both receive EMH
services could be in the same class. Class singeddrom 6 to 20 students. Pl classes were
generally smaller in size, with EMH and SLD clasaesraging 10-15 students each.

School and teacher participation in the pilot @utiim was completely voluntary.
Teachers were informed that they would receiveni§ervice hours for completing all training,
implementation, and evaluation activities assodiatéh the pilot. Because fidelity of
instruction would be critical to evaluating prograffectiveness, the advisory committee
attempted to recruit teachers who were recommehy&85E staff, were enthusiastic about the
content, and agreed to adhere to strict implemientguidelines. In February 2005, pilot
teachers attended a mandatory 6-hour trainingaessiordinated through Florida Diagnostic
Learning and Resources System (FDLRS) and SDHGslam instruction began the last week
of March 2005 and ran through the end of the sciieat. The launch of the curriculum was
delayed until after FCATs were completed in oraeavoid scheduling conflicts with the
typically intensive FCAT preparation and testingipe.

An estimated 40 hours of instruction was packagetie 8-unit module. Teachers were
advised to cover an average of one unit per week@ght weeks in order to complete the
material. No additional time was built in for midsgasses or review sessions. The last unit was
dedicated to compiling individual Health Journaigisat students would have them ready for their
personal use after completing the course. Classroatarials were printed and distributed
through FDLRS and SDHC. Each student received & obfhe text in a 1 ¥2” binder, along
with a separate portfolio folder to use in assentphis or her personal Health Journal. Students
were encouraged to keep all curriculum materidkr afompleting the course. A separate teacher
edition of the text included an instructional gyidaswer key, and supplemental activities.

The module was embedded within Science, Health] #advlanagement courses during
the last 9-week grading period in the 2004-200®stiear. Unit quizzes and a comprehensive
post-test were used to grade student performartenastery of the material. Most classes in the
pilot were scheduled 1 hour per day, 5 days pekW#@ hours), although some were on a block
schedule of 1.5 hours per day, 5 days per weekd@b@s). The difference in total time allocated
for the module ultimately impacted whether the €hags able to fully complete all 8 units.
Generally, students in PI classes had the mostuliff completing the units in the allotted
timeframe, even those who were on the 1.5 houlkidobedule. Teachers in higher functioning
SLD classes on the block schedule were the onlg wi® reported having adequate time to
cover all of the material.

Parents/guardians of students in the pilot clas®es informed about curriculum content
prior to its launch. Although all students wereuiegd to participate in the module, parents had
the opportunity to provide negative consent fordh& on sexual health; that is, parents could
choose to exclude their child from receiving infatron about sexual health.
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Finally, while the focus of the curriculum was amgaisition of general health-related
knowledge and skills, there were opportunitiesstoidents to use their personal health
information in selected activities, such as pregansof Health Journal pages and sample
medical forms. Parents and students were advisgdh® use of personal health information was
completely voluntary and was not required to susftdly complete the course. They were also
assured that any personal health information dsedaluring the course would be kept private
and confidential. Teachers were asked to encoyragmtal involvement in these activities by
having students complete Health Journal pagesraeho

Educator Training

Staff training was twofold: (1) general training bealth care transition concepts for high
school staff throughout the district, and (2) irsiee training for ESE teachers and support staff
participating in the pilot curriculum.

The purpose of district-wide general training wagitroduce important health care
transition concepts to high school educators; pi®vinem with planning tools and strategies to
support students and families in their educatasoldentify health-related factors to be
addressed in Transition IEPs; and inform them abmDemonstration ModellThree groups
were targeted for short training sessions in Jgnaad February 2005: (1) ESE support staff,
which includes ESE specialists, transition spestisliand Parent Liaisons, (2) school social
workers, and (3) school nurses. Initial plans ideldi training for all high school ESE teachers
(i.e., encompassing teacheus participating in the pilot curriculum) but had te kevised due to
logistical difficulties in reaching such a largenmioer of teachers in a short timeframe. Overall,
approximately 330 school staff received trainingmiy district-wide departmental meetings:
130 secondary school ESE personnel (some ESE tsacB@ nurses, and 120 social workers.
Attendance at departmental meetings is generalhdatary for these staff members, so the
figures represent a large percentage of the taamilation.

Each of the three general training sessions watiggosd among several meeting agenda
items and so had a limited time allotment. The gméstions, which ranged from 30-60 minutes
each, highlighted how educators can help studemtdamilies in their respective roles. For
example, social workers can be particularly effextn helping students (including students who
do not receive ESE services) identify and accesk-adented resources in the community,
nurses can encourage health-related self-manageski#tgt and transition specialists can help
identify relevant goals and activities for TrarmitiiEPs. Copies of the health care transition
information and resource guide were distributed, anideo entitled “Health Care Transitions:
College and Beyond” (produced by the InstituteGbild Health Policy at UF) was shown when
time allowed.

As described earlier, pilot teachers attended madat@ry 6-hour session in February,
2005. School social workers, nurses, ESE spe@atisinsition specialists, and Parent Liaisons
at school sites participating in the pilot werepdlsvited to attend this session. A total of
20 staff members attended the 6-hour session: Elt&&hers, 1 ESE specialist, 2 transition
specialists, 1 nurse, 2 social workers, and 3 Ratiarsons. Everyone who participated was
eligible to receive 6 in-service hours; for pileathers, the 6 hours were credited towards their
total 18 in-service hours. The session includedeagntation of the video, an in-depth review of
the curriculum, and an informal discussion withagiolescent health expert, the Medical
Director at the USF Young Adult and Adolescent Paogy
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Evaluation Methods

Several broad questions guided process and impalttagtion activities. Due to the
extensive amount of data that was collected imtheerials pretest regarding the information and
resource guide (during the AAP-funded researchpdaithing phase), these evaluation activities
focused primarily on the pilot curriculum and sta#fining. Evaluation research questions were:

1. To what extent did classroom instruction facilitat@nges in knowledge and skills
associated with health care transition among stis@en

2. To what extent did school-based training faciliteb@nges in knowledge, attitudes,
and practice among educators?

3. What is the perceived value and relevance oDdmonstration Modehmong
various stakeholder groups?

4. How can theDemonstration Moddbe improved for future implementation?

Research Design

A combination of quantitative and qualitative rasbaechniques were used to collect
data from students, high school staff, and familes participated in thBemonstration Model.
Particular attention was given to assessing stdédehexperiences and satisfaction with the pilot
in order to refine and improve specific programedats. Listed below is a description of methods
used in project evaluation. Evaluation instrumemésprovided in Appendix Attachment 3.

Quantitative Methods

Student Performance Test

A pre-test/post-test research design was usedsasashange in student knowledge and
skills resulting from classroom instruction. A ven test was self-administered by students in
class prior to start of the curriculum and follogirts completion.

The student test contained three parts: (1) spiiteof health-related skills and practices,
(2) achievement of essential knowledge of contemered in the curriculum, and
3) general demographic data about the studentsélfi@assessment section was a 12-item Likert
scale that was adapted from thiesell-Casey Life Skills Assessm@dsey Family Programs,
2000). The achievement section was comprised @fu23tions that combined short answer,
true/false, and matching items. Content-speciflissgtions measured knowledge of
prescriptions, sexual health, types of physicigesgral health care concepts, and health insurance.
Demographic data collected from the student coretegender, age, grade, race/ethnicity, living
situation, and primary ESE category. Tests didicentify students by name; rather, they were
coded to link pre- and post-test data and to ptateicient confidentiality.

Teachers were allowed to read test questions tiesta who were not able to read
sufficiently by themselves. All students who papated in the curriculum were expected to
complete both the pre- and post-test. Howevehdti&l be noted that graduating™grade
students were released from their classes a webk aad so many of the older students were
not able to complete the post-test. A totaBdfusable, matched pre- and post-ta¥ts8@) were
submitted by teachers to the project director,es@nting 60% of thel35tudents who
participated in the curriculum.
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Educator Survey

A pre-test/post-test design was also used to ssdemge in school staff knowledge,
attitudes, and practices, as well as perceiveddrario health care transition support in SDHC.
A large section of the survey specifically addrestte degree to which health care transition
goals and activities are included in transition$EPhe survey instrument was adapted from one
in development by researchers at ICHP and The fi@m&enter for another transition-related
program entitledstanding Up for Mefunded by the Florida Department of Education (FOE
and UF Institute for Child and Adolescent Researath Evaluation (ICARE).

ESE high school teachers and support staff, nuesessocial workers who attended staff
training sessions in January and February, 2006 ag&ked to complete a 2-page surpagr
to the start of the session. Completed pre-intervargioveys were handed directly to the project
director at the meetings. The same test was ldtarmastered to staff members at the start of the
2005-2006 school year in August 2005. ESE staffsaibol nurses completed the survey at
their respective departmental meetings, and samégkers received the survey electronically.
Surveys did not link individuals by name; rathespondents were asked to provide the last 4
digits of their Social Security number to link pexd post-test data.

A total of 83 pre-intervention surveys were comgiefN=83). Of the 54 post-surveys
that were completed, 27 were matched to pre-suegyondentsN=27) and were useable for
measuring change that resulted fromBle@nonstration Project.

Family Survey

Parents/guardians were asked about their percepaioh satisfaction with the curriculum
in a 2-page survey that was sent home with eadestat the end of the module. The questionnaire,
which was developed by the project director forghet, also addressed satisfaction with the
information and resource guide that had been m&leldem earlier in the year. While the
majority of questions were presented in a selemtedonse format, there were opportunities for
families to add qualitative comments about theiraawns or suggestions. A total of 19 family
surveys N=19) were returned, representing a notably low nespaate of approximately 15%.

Qualitative Methods

Informal Communication

Teachers patrticipating in the curriculum pilot wereeouraged to contact the project
director throughout the implementation period withir questions and feedback. Several
teachers communicated informally by telephone amaileidentifying corrections and suggestions
in real-time as they covered the material in class.

Classroom Observation

The project director observed 3 clasd¢s3) for 45 minutes to 90 minutes each in mid-
May, during the last phase of the module. A Lilsgdle was used in 2 Pl classes (9 and 7
students, respectively) and 1 EMH class (5 studi¢ntassess factors such as teacher enthusiasm,
fidelity of instruction, and knowledge of the maaéras well as student interest, understanding,
participation in classroom discussion, and indepahtearning. The scale was developed by the
project director specifically for thBemonstration Model

15



Focus Groups

A total of 3 focus groupdN=3) were conducted by the project director and a co-
moderator following completion of the module. Aruedtor focus group, which lasted
approximately two hours, was comprised of 5 teachad 2 support staff from pilot curriculum
sites (7 total). Two student focus groups, whiatdd about one hour each, contained 6 and 9
students, respectively, for a total of 15 SLD shide

Participants provided information about perceivatlig and relevance of the curriculum
material, items or activities that they liked theshand the least, and how it could be improved
for future implementation. Focus groups responsa®\waudio taped as well as recorded
manually by the co-moderator. Due to conflictingl-er-year school activities, there was some
difficulty scheduling a mutually beneficial meetitime for teachers. Teachers who were not
able to attend the focus group were asked to sukntien answers to the same questions posed to
the group. Of the 12 teachers in the pilot, 10 deted this evaluation activity.

Adult study subjects in all evaluation activitieen advised that participation was
completely voluntary, as required by SDHC and tis&FUnstitutional Review Board (IRB). A
cover letter explaining program evaluation objessivparticipant rights, and privacy safeguards
was attached to family and staff surveys. Teaclérs participated in focus groups and
classroom observation provided written informedsaan prior to implementation. The USF IRB
determined that evaluation sfudens participating in the school-based pilot met Falder
Exemption Criteria One (for research conductedstatdished or commonly accepted educational
settings, involving normal educational practicgsjing researchers sole responsibility for
ensuring ethical research practices. As such, ocofisen students was not required for review
of performance tests or classroom observation. lWewavritten informed consent (for students
18 years old or older) or assent (for studentstlems 18 years old) was secured from all students
who participated in focus groups, in accordancé wie USF IRB. In addition, parents/
guardians were given the opportunity to declinértbiald’s participation in a focus group,
classroom observation, or review of student tédteeistudent was less than 18 years old. As a
result, 5 students were excluded from the evalnatiady.

Instrument Reliability

The student performance test and educator survey agsessed for reliability using
Cronbach’s alpha for internal consistency analysiparticular, Cronbach’s alpha values were
calculated for the totality of both the pre- andtpest measures, as well as for items within
subsections of the instruments. Subsection itenns axeraged to create a composite score, and
then assessed for inconsistencies that might affeatliability and meaningfulness of the scores.

Student Performance Test

Table 1 (below) indicates that the overall Cronbselpha values for the entire pre- and
post-test measure for students fell in the moddcadeceptable range of reliability (0.77 and
0.81, respectively). Values in this range sugtiesttscores from the pre- and post- assessments
are likely to be reliable estimates of studentiskihd knowledge. It should be noted, however,
that this calculation is based on a samplB=23; 60 cases were eliminated due to missing data
on one or more of the items.

16



With regard to the section concerning self-repohtealth care skills and practices (which
consisted of 12 items), Cronbach’s alpha valueg\again in the moderate to acceptable range of
reliability (0.75 for pre and 0.82 for post), inding that items from this section of the assessmen
tool might be reliably collapsed into a composders. Alpha values from the section concerning
essential knowledge (comprised of four content§ipestibsections) indicate less reliability,
suggesting that composite scores from these sutaseahight be less meaningful. Consequently,
summary scores from subsections are reported @sigriptively, but are not analyzed using any
tests of significance.

Table 1. Cronbach’s alpha values for student pnd-post-test measures.

Assessment Item/Scale Pre Post

All Questions 0.77 0.81
Self-Reported Health Care Skills (items a-l) 0.75 .820
Achievement of Essential Knowledge

Prescriptions (items a-f) 0.55 0.47

Sexual Health/Types of Physicians (items a-e) 0.62 0.78

General Health Care Concepts (items a-n) 0.06 0.33

Health Insurance (items a-d) 0.51 0.63

Educator Survey

Again, reliability of the educator instrument was@ssed using Cronbach’s alpha for
internal consistency analysis. Table 2 (below)daths that the overall Cronbach’s alpha values
demonstrate high levels of reliability in both #gire pre- and post- surveys (0.95 and 0.92,
respectively). Values in this range suggest tbates from the pre- and post- assessments are
likely to be reliable estimates of educators’ ollemaderstanding of the issues surrounding health
care transition (referred to here as HCT). It stidod noted, however, that this calculation is based
on a sample di=63 for pre- andN=21 for post; many cases were eliminated due tsingslata
on one or more of the items.

With regard to topic-specific specific sectionshwitthe survey - Knowledge of HCT (9
items), Frequency of Specific HCT Goals in TransitiEPs (14 items), and Barriers to HCT (10
items) - all sections demonstrated high levelsebébility in both the pre- and post-
administrations of the survey with reliability cbefents ranging from 0.86 to 0.96.

Table 2. Cronbach’s alpha values for educator gmé-post- surveys.

Assessment ltem/Scale Pre Post
All Questions 0.95 0.92
Knowledge of HCT (items a-i) 0.90 0.92
Frequency of Specific HCT goals in Transition IERras a-m) 0.96 0.96
Barriers to HCT (items a-j) 0.93 0.86

Data Analysis Procedures

Quantitative data (performance tests and survegsg @nalyzed using descriptive,
comparative, and correlational statistical proceduSpecifically, data from student performance
tests and educator surveys were analyzed using $R&®8sion 11.0.1 statistical software.
Univariate tests were employed to calculate frequelhstribution, mean, range, and standard
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deviation for items in the student, educator, andily instruments. Bivariate procedures were
used to (a) measure change, or difference in schedween matched pre- and post-tests (one-
way paired-sample t-test), and (b) examine thaiogiship between type of ESE service that
students receive and the degree of change (oneAN&WVA). Alpha levels, or statistical
significance levels, are reported for all bivariateasures.

Qualitative data analysis was performed by assggsrticipant responses across
multiple dimensions. Focus group data and infotreather feedback were reviewed for
commonalities in responses, differences, degreenaition, degree of specificity (detailed
explanation), frequency (number of similar respshsand extensiveness (number of different
people who had similar responses). Transcripts waided and grouped by common themes.
Similarly, classroom observation scores were assefes degree of consistency or variation
among teachers and classes with respect to cumiciuhplementation.

Finally, triangulation of quantitative and qualtatdata from all sources served to
corroborate evidence that supports the researdimfjs and recommendations outlined in this report.

Limitations in Methodology

There are several noteworthy limitations in reseanethodology. Although original plans
called for non-intervention comparison groups taleate the impact of student curriculum and
staff training, the logistics of implementing a giaxperimental model during the contract period
proved too cumbersome and costly. It was deterntimatl while it was important to explore
change in individual knowledge, skills, and praetilcat can be attributed to the intervention, the
focus of the evaluation should be on instituticctednge and improving various elements of the
pilot project. Although a research design couldderhonstrate true causal effects of the program,
it was considered adequate for the purposes oétaikiation.

A related issue is recognition that an achievertesitalone cannot provide a
comprehensive assessment of performance amongti®thts. These students characteristically
encompass a wide range of cognitive abilities,nofteuggle with reading and/or writing, and
require varying degrees of time and repetition &st@ar new knowledge and skills. Even with this
project’s large, representative sample, a self-adhtered achievement test is limited in its ability
to fully measure student performance, or to demmatesbutcomes that are generalizable to the
ESE population as a whole. In addition, self-reggbrheasures of health-related skills and practices
raise questions concerning validity of studentoesps on the test. Again, given time and budget
considerations, the performance test provided eepable if limited measure of program impact.

Self-reported measures of staff knowledge and epose similar questions of
validity. And, although a large percentage of edorsain the target population completed pre-
and post-intervention surveys, a relatively smathber of matched sets were useable to assess
change. This was due, in part, to a delay in adstering the post-survey until the start of the
new school year. It is likely that staff turnoverdanew hires resulted in fewer individuals who
had received training the previous year and weadlae to complete both surveys.

The low family survey response rate, while not ssmpg, suggests that the
parent/caregiver sample was not sufficiently repméative to generalize findings. Teachers
report that, in general, parents of many high scB8& students are unresponsive to communication
attempts from the school. And while the family éethnd survey were sent home with all
students in pilot classes, there are questionsecomg the number of parents who actually
received the questionnaire
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Lastly, evaluation instruments used in the projeste reviewed by project partners and
advisors for validity prior to implementation, asteéd above. However, formal procedures to
establish each instrument’s level of validity wacg conducted for the purpose of the pilot.
Further, reliability tests were conducted post-ttlat is, after implementation. It is recommended
that, should these tools be utilized in a largéesstaidy of the program, appropriate tests be
administered prior to implementation to certifytttigey yield reliable and valid results.

Evaluation Results
Results from data collection activities are reptielow. Quantitative data from student
performance tests, staff surveys, and family sus\a listed first, followed by qualitative

findings from informal feedback, classroom obsaorgtand focus groups.

Quantitative Data

Student Performance Tests

Data collected from student performance testseperted in three sections: demographic
composition of the sample, self-reported skills prattices, achievement of essential knowledge.

Demographic Composition

The composition of students who completed both ane-post-intervention performance
tests is summarized in Table 3 below.

Table 3. Demographic summary data from studentamd-post- tests.

N=82 All SDHC ESE Students
In.Grades $12
Frequency Percent Percent

Gendet

Male 46 56.¢ 67.€

Femal 35 43.2 32.4
Grade

c¢h 28 34.1 36.2

c" 25 30.t 26.1

11" 18 23.2 19.2

12" 10 12.2 18.2
Race/Ethnicity

White or Caucasian 35 42.7 50.6

Black or African American 24 29.3 29.5

Hispanic or Latino 19 23.2 17.5

Other 3 3.7 2.4

Multiracial 1 1.2
ESE Program

Educable Mentally Handicapped (EMH) 25 31.3

Physically Impaired (PI) 22 27.5

Specific Learning Disabilities (SLD) 21 26.3

Other Health Impaired (OHI) 1 1.3

Traumatic Brain Injury (TBI) 1 1.3

Other 1 1.3

Don’t know 9 11.3

* Lack of student response to certain questionslted in frequencies that are less than 82 for sibenes.
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In addition, the average age of students in thepgamias 16.3 years. The great majority
lived with their birth parents, although severaetl with adoptive parents, foster parents,
relatives, or in group homes. Importantly, the pEmappears sufficiently representative of the
larger population of ESE high school students illsBorough County with respect to gender,
race/ethnicity, and grade level (SDHC, 2003; Raéfadendez & Hess, 2003).

Skills

Results from the self-reported health-related slalid practices are reported below in
Tables 4 and 5.

Table 4. Percent of student responses to itenssdig health-related skills and practices.

N=82 Pre-Test (%) Post-Test (%)
Never Sometimes Often i Always Never Sometimes Often Always

Schedules own appointments 69.1 22.2 3.7 4.9 68.8 20.0 5.0 6.3

Understands condition/disability | 5.4 33.8 5.4 55.4 4.1 37.0 6.8 52.1
Can explain condition/disability | 18.2 39.0 15.6 27.3 10.5 44.7 15.8 289
Talks to doctor without help 28.4 35.8 16.0 19.8 22.1 41.6 10.4 26.0
Keeps emergency contact list 32.1 17.3 8.6 42.0 22.8 15.2 7.6 54.4
Uses health insurance card 44.6 13.5 13.5 28.4 43.7 23.9 7.C 25.4
Participates in decision-making = 48.7 25.0 7.9 18.4 33.8 28.6 18.2 195
Fills out medical forms 57.1 29.9 5.2 7.8 54.3 22.9 8.6 14.3
Can describe prescriptions/dosage30.8 33.8 13.8 21.5 30.0 28.3 5.0 36.7
Takes medication independently. 33.9 19.6 7.1 39.3 18.3 31.7 11.7 38.3
Understands insurance coverage 45.3 25.3 10.7 18.7 31.9 31.9 13.9 222
Has place in home for medical info 29.1 8.9 8.9 53.2 15.4 9.0 12.¢ 62.8

Summary data shows that degree of change in skitisg the implementation period
varied across items. Participation in health ca@sion making, independence with medication,
keeping an emergency contact list and medical mé&bion, and understanding health insurance
coverage appear to be the areas of greatest impente

Table 5. Summary data by student exceptionalityafbitems concerning health-related skills anccpicas.

Key: Never=1, Sometimes=2, Often=3, Always=4

N=82 Pre-Test Post-Test
Mean SD Mean SD
All Students 2.3 .61 2.4 .62
SLD students 2.4 .75 2.7 .63
EMH students 2.3 .60 2.4 .62
Pl students 2.0 .52 2.2 .59

Mean scores show PI students to be slightly le$sgendent in health-related skills and
practices, although there appears to be similaisenf improvement across all exceptionalities
following the intervention.

Knowledge

Summary data from the achievement portion of teedee reported in Table 6. Four
subsections contained topic-specific questionswieat covered in the curriculum: prescriptions,
sexual health and types of physicians, generattheate concepts, and health insurance.

20



Table 6. Summary data of student knowledge by topic

N=82 Maximum Score Pre-Test Post-Test
Mean SD Mean SD
All Knowledge Questions 29.0 15.2 4.2 18.1 4.7
Prescriptions (items a-f) 6.0 3.9 1.7 4.5 14
Sexual Health/Types of Physicians (items a-e) 5.0 4 2 1.6 3.0 1.7
General Health Care Concepts (items a-n) 14.0 7 9 1 85 2.1
Health Insurance (items a-d) 4.0 1.6 1.1 2.( 1.2

Means of overall pre- and post-test scores wergeaoed to determine if students’ health
care knowledge had significantly increased aftetig@pating in the pilot curriculum. The mean
pre-test score was 15.2, which represented 56% itemect out of 29 total items. Post-test scores
were similarly variable and reflected a broad rapigeerformance with a mean of 18.1, which
represented 62% items correct out of 29 total itekmene-way paired-samples t-test revealed a
small but significant increase in students’ ovetiest scores (1, 81)= -6.025p<.001).

Change scores were also calculated to measuréftiiedce between individual student
pre- and post-test scores. Change scores varigidepably among students, ranging from -9
(indicating a loss of 9 points from pre- to postt}do 14 (indicating an increase of 14 points
from pre- to post-test), but the mean change saon@ss all students was less dramdtieZ.85,
SD=4.289). A one-way ANOVA revealed no significanffeliences in change scores among
exceptionalities, i.e., degree of change betweenand post-test scores were generally
consistent among SLD, EMH, and PI students.

Staff Surveys

Data collected from educator surveys are reporigd/id parts: (a) composition of the
sample, and (b) data concerning general knowletigeaith care transition, transition IEPs, and
barriers to facilitating health care transitiortlie school setting.

Composition of Sample

Listed in Table 7 below is occupational compositdithe full pre-survey sample
(N=83) well as the pre-post matched survey samy#e27). As mentioned earlier, the number of
respondents who completed both surveys was linbigeduse post-survey administration was
delayed until start of the 2005-2006 school year.

Table 7. Occupational make-up of educator pre-gusaenple and subgroup of pre-post matched partitipa

Pre-Survey (N=83) Pre- Post Matched Survey(N=27)

Frequency Percent Frequency Percent
Social Worker 20 24.1 2 7.4
ESE Specialist 19 22.9 8 29.6
Nurse 16 19.3 6 22.3
ESE Teacher 15 18.1 8 29.6
Other 8 9.6 2 7.4
Transition Specialist 4 4.8 1 3.7
School Administrator 1 1.2 0 0
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The matched pre-post participants were descrigtiveinpared to those of the entire pre-
survey sample to determine if the 27 matched ppatints were a reasonably representative
sample. The pre-post matched group consisted afiaty of ESE educational professionals,
with representation from each occupational categotlge pre-survey sample except school
administrator. Of note, the pre-post matched gnsisted of fewer social workers (24% of the
overall pre-survey group versus 11% of the pre-pwdthed group) and more ESE teachers
(18% of the overall pre-test group versus 29% efgte-post matched group). Composite score
means from the pre-post matched group were alspared to those of the overall pre-survey
sample. They were fairly consistent, though medrniseomatched group were slightly higher
than the overall sample. In general, these infbanalyses suggest that the pre-post matched
group is a reasonably representative sample afvibeall pre-survey group.

Knowledge and Barriers

Tables 8 through 11 summarize educator respongggegtions concerning their
knowledge of health care transition, perceptiormiamcluding health-related goals in Transition
IEPS, barriers in the school setting. It shoulshbed that many social workers and nurses
typically do not attend transition IEP meetings] an are not necessarily knowledgeable about
goal and activities that are written in transitmans. Consequently, those staff members frequently
answered that they didn’t know or simply did nao$\aar the items concerning transition IEPS.

In addition to summary data outlined below, ti@eparticipants who completed both a
pre- and post-survey were compared on compositesao each of the three subsections. A
series of three paired-samples t-tests were coeductdetermine if scores had increased
significantly from pre- to post-administrations Bdnferroni adjustment was used to account for
the use of three significance tests upon the sateset; p-values reported here were multiplied
by three to prevent spurious positive results.

Table 8. Summary data concerning educator knowl@ddpealth care transition.

Key: Never heard of it=1, Know very little abot#2, Know something about it=3, Know a great dehbat it=4

Pre-Survey (N=83) | Post-Survey =27)
Mean SD Mean SD

All questions (a-i) 2.3 .6 2.9 5
a. Difference between pediatric and adult health sgstems 2.2 g 3.0 7
b. Health insurance eligibility changes after age 1 2.2 7 2.9 7
c. Introducing and practicing age-appropriate headtated skills 2.5 .8 3.1 .6
d. Guardianship and other health care decisionmyediernatives 2.4 7 2.9 .6
e. Finding appropriate adult physicians 2.5 . 3.0 .6
f. Communicating effectively with health care prdets 2.6 7 3.0 .6
g. Developing a medical summary or care plan 2.1 2.9 7
h. Writing health-related IEP goals 1.9 . 2.7 7
i. Accessing adult health services in the community 2.2 .8 2.9 v

Prior to training sessions, educators appearkddw “little” about most items associated
with health care transition prior. Post-trainirtigy generally knew “something” about the same
items. Importantly, the item that educators kneasi@bout in the pre-survey, writing health-
related IEP goals, reflected the largest gain mwkadge subsequent to the intervention. The 27
matched pre-post composite scores increased fianersurvey mean of 2.38D=.633) to a post-
survey mean of 2.9480=.508), which was statistically significan¢l(,26)= -6.996p<.001).
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Table 9: Summary data concerning importance dfiding health-related goals in Transition IEPs.

Key: Don’t know/no opinion=0, Not important=1, Sewhat important=2, Very important=3

Pre-Survey (N=82)

Post-Survey =27)

Mean

SD

Mean

SD

Importance of health-related goals in TransitioR$E

2.6

9

2.8

.6

related goals in Transition IEPs, with almost 90Ppast-survey respondents saying that it was

Clearly, the great majority of educators belidvat it is important to include health-

“very important.”

Table 10. Summary data concerning frequency dficieg health-related skills in Transition IEPs.

Key: Don’t Know=0, Never=1, Rarely=2, Sometimes€Bten=4, Always=5

Pre-Survey (N=82) | Post-Survey K=27)
Mean SD Mean SD

All questions (a-m) 2.3 1.3 2.7 1.2
a. Self-determination and goal setting 2.7 1.7 34 14
b. Independence with self-care 3.0 1.8 3.4 1.6
c. Interpersonal communication skills/assertiveness 3.1 1.8 3.3 1.6
d. Use of transportation system or services 2.5 1.7 3.0 1.4
e. ldentify and access community agencies 2.7 1.7 31 15
f. Overall general health, including sex education 1.8 1.4 2.4 1.4
g. Knowledge of own health condition/disability, diations 2.5 1.7 2.9 1.6
h. Knowledge of relationship between disability datlire goals 2.4 1.7 2.7 1.6
i. Take medications independently 2.1 1.5 2.4 1.6
j- Knowledge of when and how to access urgent na¢dire 1.7 1.4 2.1 1.7
k. Maintaining a personal health record 1.5 1.3 2.1 1.4
I. Knowledge of own insurance plan and coverage 14 1.2 1.9 1.3
m.Complete medical forms and communicate with ffers 1.6 1.4 2.0 1.4

The data indicates that some items are includdaansition IEPS much more frequently
than others, ranging from goals for independentk self-care that are addressed fairly
frequently, to goals for knowing about health irmwe coverage that are addressed very rarely.
A small increase was identified between the matghred and post-survey mean composite
scores (from a pre-survey mean of 2.80€1.30) to a post-survey mean of 2.8D€1.23)),
although the difference is not statistically sigraht.

Some educators wrote comments in this sectioheo$tirvey to explain their responses.
Several individuals noted that basic health-relgigals (e.g., activities of daily living such affse
care) are regularly included in Transition IEPSIfov functioning students with severe
disabilities, but other types of health care triamsigoals are not likely to be addressed unless th
student has a significant medical condition. Aptewof respondents also indicated that parents
often consider health information confidential, @lwdnot want their child’s health issues
addressed in his or her transition IEP.
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Table 11. Summary data concerning barriers to diolyhealth-related goals in Transition IEPs.

Key: Don’t Know=0, Not a barrier=1, Moderate baeti=2, Significant barrier=3

Pre-Survey (N=82) | Post-Survey N=27)
Mean SD Mean SD
All questions (a-j) 1.6 1.0 1.9 v
a. Lack of knowledge about health care transiti@mtess 2.0 1.2 2.2 .9
b. Perception that health issues are a low pritwityfransition IEPs 1.8 1.2 1.9 .9
c. Lack of perceived mandate to include healthteeldgssues 1.7 1.3 2.2 1.0
d. School district policies and procedures 1.1 1.1 15 1.0
e. Lack of tools/examples 1.8 1.2 1.9 .8
f. Lack of time 15 1.1 1.9 .8
g. Lack of funding 15 1.3 1.8 1.0
h. Family does not perceive importance 1.3 1.2 1.7 1.0
i. School does not perceive importance 1.3 1.1 15 1.0
j- Student does not perceive importance 1.5 1.2 20 1.0

The change in pre- and post-survey scores isastiag in that educators rated barriers to
including health care transition goals in TransitiBPs as more “significant” after program
implementation. Notably, lack of knowledge abow finocess was perceived as the greatest barrier
in both pre- and post-surveys. One possible exptane that staff training generated increased
awareness of the issues and barriers, resultihngirer post-intervention scores. In the comparative
analysis of matched pre- and post-surveys, a sntatlase was identified (from a pre-test mean of
1.70 SD=.941) to a post-test mean of 1.&DE.726)), but was not statistically significant.

Family Surveys

Of the 19 parents/guardians who completed a fasutyey, 58% reported that their child
who participated in the curriculum was Caucasiahe®racial/ethnic groups represented in the
sample were Hispanic (16%), African American (11&6)] Other (11%). Approximately 42%
of families indicated that their child received EMHErvices; the next largest exceptionality
reported was Pl. Average age among the childreasgiondents was 16.8 years, and gender was
evenly split between male and female.

As mentioned earlier, a low survey response ratliesamall ample size limits the degree
to which the family data can be generalized topiygulation at large. Nevertheless, the
information is useful within the context of thisadwation. Over 75% of parents/guardians felt
that it is “very important” for their child to rese specialized instruction on how to manage his
or her own health care, and were either “very 8at% or “somewhat satisfied” with the pilot
curriculum. Approximately 2/3 of parents in the saenassisted their child in filling out forms
for his or her personal Health Journal. Two resgosl suggested that the curriculum text, and
specifically the information on sexual health, dddee modified so that students with
developmental disabilities can more easily readwardkrstand the material.

The majority of families found the information aresource guide easy to read and
helpful. On a scale of 1 (very positive) to 5 (vesgative), average ratings for usefulness and
ease of understanding were 1.6 and 1.7, respect®gkr 90% of respondents were either “very
satisfied” or “somewhat satisfied” with the guidieshould be noted that a couple of families
reported that they had not received a copy of thdey Since it was mailed to all families of ESE
students, it is likely that the guide was sentrtoreorrect address, or the parent either did not
notice it or did not remember receiving it in thaim
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Qualitative Data

Informal Communication

Teachers in pilot classes provided feedback eleatly throughout implementation
concerning their progress with the module, feedbeark students, and suggested changes to the
text. Comments communicated to the project direefhected a high degree of satisfaction with
curriculum content among both teachers and students

“My students are very excited about the materi&ley actually are ready to
go before the bell. It's wonderful!!”
» “Everything is going great!! Both the students drate really enjoying it.”
* “Things are still going strong! | really cannoegover how much my kids love it!!”
* “They (my students)...seem to be willing to talkwlibeir own experiences.”
» “| enjoy the interaction with the students. Thewlty ask a lot of questions.”

A particularly interesting note from one teacher:

» “Some (of my students) have said, ‘Are you trymgdare us?’ My response
was, ‘No, just educate you.’”

Concerns that teachers expressed were: diffichltyrhany students had with vocabulary
words, lack of time to review the material at tinel ®f each unit, amount of time to cover
particular units, student boredom with crosswordzbes in every unit, and length of certain
assignments. Issues raised in email communicati@ns also covered in subsequent teacher and
student focus groups. An especially valuable asple@al-time feedback was the detailed
attention that teachers gave to proofing the tegtsuggesting format changes.

Classroom Observation

Summary data from the classroom observation $batevas used to assess the dynamics
of teacher-student interactions in 3 classes (1 E#H2 PI classes) are listed in Table 12 below:

Table 12: Summary of classroom observation ratings

N=3
The following items were rated froln(a lot)to 5 (none) Mean Score
Teacher knowledge of topic 1.2
Teacher fidelity of instruction 1.2
Teacher enthusiasm 15
Student participation in discussion 1.5
Student interest in topic 1.8
Student degree of understanding 2.3
Student level of independence in completing assegiim 3.2

There were notable differences in functional &bsiamong EMH and PI students who
were observed. Many PI students, who typically Hasth physical and cognitive impairment,
were accompanied by personal classroom aides.cdOlumn text was read aloud in all classes:
the teacher read the text to lower functioningtidients, while EMH students and higher
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functioning PI students took turns reading the matas the rest of the class followed along.
Teachers in all classes encouraged student discuasd questions as the material was covered,
and highlighted particularly important informatichmong the 3 classes, high functioning PI
students appeared to have the greatest degree@snand enthusiasm about the topics covered,
an observation corroborated by anecdotal repants feachers who participated in the pilot.

Focus Groups

Results from student and teacher focus groupeepated together in three themes that
align with questions addressed to participantsoirigmce of the curriculum, assessment of
curriculum features, and value of personal heailtirjals. Several recommendations for program
improvement resulted from focus groups, and areudsed further in the “Conclusions and
Recommendations” section of this report.

Importance of the Curriculum

Students and teachers overwhelming agreed thauthieulum was highly relevant and
important for students. The majority of teachefstfeat the course should be required for all
ESE students, particularly for those who expegramluate with a special diploma or do not plan
to continue with post-secondary education. Somaesiis and teachers felt it should also be
offered to the general population of high schootsnts. Several students commented that it was
important to receive the information in a classragetting (as opposed to simply reading a book)
because it provided them with the opportunity tio their teachers and discuss items that they
didn’t understand.

* “The entire curriculum was fantastic because alhof students have
health-related issues.” (Pl teacher)

* “My kids loved being able to take the curriculummi®and follow up with their
parents, especially because many parentst oo\ this information.” (teacher)

* “It's a good course. Parents don't tell you evernyidp It helps you get
prepared.” (student)

* “It's a hassle when you're 18 and you have to ledron your own. This
(course) can help you now to prepare for titare.” (student)

* “(We) don’t get that much (information) in the docs office.” (student)

» “Getting this information in class is important.5{udent)

* “It's important to have teachers explaining thingscause most of us
can’'t read that good.” (student)

* “This curriculum gives students real-world infornat to guide them
with decisions they will be faced with.” (tdweer)

Assessment of Curriculum Features
Students and teachers were asked about specictasyf the curriculum that they liked

and did not like. A number of program recommendetioere subsequently formulated from
participant responses to this question.
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Readability Consensus among teachers was that the readigigias appropriate for
higher functioning students in the pilot, but waéa@lt for many. All teachers read the
text aloud, or had students take turns readingetktealoud as a class activity. In addition,
comprehension was particularly difficult for ESQiludents who speak little or no
English. While teachers felt that the vocabularydgowere very challenging for their
students, they acknowledged that it was importanstudents to become familiar with
medical terms that they will encounter as adultestMeachers said that, given more time
to cover each unit, students should be able tebettderstand and retain the information.

» “Some of the vocabulary words were difficult.” (d&nt)

* “Our teacher explained vocabulary words we didmibkv. We read
chapters together in class.” (student)

 “l felt rushed. I didn’t have enough time for vocddry words.” (teacher)

Interest.The majority of participants said the material@®d in the curriculum was very
interesting to students. Not surprisingly, degreaterest varied by topic, and students
appeared most interested in the unit on sexualhé&ahe teacher reported that a male
student thanked her for the information becaus&/‘we can actually understand the girls
we’re dating.” A Pl teacher said that her studevése somewhat apprehensive about the
information on sexual health because many haden bxposed to it before, but they all
wanted to learn. Students also seemed to enjoyrihen personal safety and first aid.

The unit on insurance appeared to be the leasestiieg to students. In addition, students
reported that they grew tired of crossword puzilessery unit, and would prefer variety in
those activities (e.g., word search, scrambled sjoithere was clear consensus among
students and teachers that overall interest caalgi®atly enhanced by adding (a) color
pictures, and (b) more hands-on activities (eigld ftrips into the community, guest
speakers, videos, more role playing exercisesgusstual prescription bottles and
insurance cards in the classroom). Teachers nb&disual material can also serve to
increase comprehension among lower functioningesttsd

* “l liked learning about reproductive health, AID&)d other STDs.” (student)
* “Insurance was boring, but was the most relevant.utteacher)
* “The insurance unit was great because my studeittprobably live
in supported situations, thayt think everything is free.” (teacher)
* “The unit on STDs turned out to be my favoriteégther)

CompletenessSeveral students and teachers reported thatsgsuiedt there should be more
material concerning alcohol and drugs in the mqdudeticularly with respect to their
impact on judgment and behavior (e.g., drinking drieing). Interestingly, curriculum
authors initially planned to include that inforneettj but later determined there was not
enough time to cover an extra unit during the fsilltnited timeframe. Several teachers felt
that there should be more emphasis on the impa@taihmental health, including what
young people need to do to be mentally healthyredto access mental health services.
They also recommended that the material conceatinge be expanded to distinguish
between different types of abuse and varying péiarepof abuse.
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One teacher, concerned about her students’ urtreabgectations of leaving the family
home at age 17 or 18, suggested that a step-bysigp to independent living would be
invaluable for demonstrating the actual costs asgansibilities required to live
independently. Finally, teachers agreed that inédion about how to access community
resources should accompany the resource guidesthitéached to the curriculum.

* “This was the first time that someone openly alldweem to ask questions
about it (drugs and alcohol).” (teacher)

* “I'd like more information on the consequences @ijon drugs, and doing
them over and over.” (student)

* “They (students) need to know about emotional heaid self-esteem,
and where to go for mental health servicégeacher)

Value of Health Journals

The majority of teachers felt that creating a peed health journal was a valuable
component of the curriculum, but several expressatern with the logistics of having students
complete personal health forms while maintaininglent privacy. Participants indicated that
some parents were a barrier to the activity becthesefelt it was intrusive and did not want to
risk sharing confidential information with non-fagnmembers, or they were not willing to give
that information to their children. Teachers spatad that, for some families, providing
important health information to their child witrdesability represents giving up some degree of
control over the child. Moreover, many studentseetphat their parents will always be available
to fill out forms for them. In other situationsatders reported that parents themselves did not
understand how to fill out health forms and so dawt provide assistance to their child.

Student response to the value of creating a pelrbeaith journal was mixed. Some said
that they thought it was important and planneds® their journal, while others did not think that
they would need and/or use it. It is worth notihgttstudent focus groups were comprised
entirely of SLD students, many of whom do not catligeexperience significant health problems.
One could hypothesize that PI students (most offvhave complex health conditions) might
respond differently to the same question.

* “It may be helpful if you get in an accident andutin’t talk.” (student)

* “I don’t think I'll ever use it.” (student)

» “Some parents are not willing to put that infornatiinto their child’s
hands.” (teacher)

 “It (health journal) has value, but it may be a pway down the road
for my students.” (teacher)

» “There needs to be a parent education piece todbtsity.” (teacher)

Conclusions and Recommendations

The purpose oA Demonstration Model for School-Based Health Cenansition
Educationwas to help prepare teens and young adults wathbdities or special health care
needs to become successful adult health care canspyand to educate families, caregivers,
educators, and service providers about the stegpshby can take to help youth successfully
transition from pediatric to adult health care. Bt@ategies used to accomplish this were:
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(a) disseminate a health care transition infornrmadiod resource guide to service providers and
families of young people with disabilities, (b) prde classroom instruction to high school ESE
students, and (c) provide district-wide trainingettucators on how to support students and
families in the health care transition processsHection returns to the original research
guestions that guided process and impact evalyamhprovides answers from the data
collected.

1. To what extent did classroom instruction facitate changes in knowledge and skills
associated with health care transition among studes?

The research design of the pilot limits the degoeehich a true causal effect can be
established between classroom instruction and stymeformance. Nevertheless, the data show
a statistically significant increase in student\kiexige after participation in the curriculum.
Among 82 SLD, EMH, and PI students who complet@®-#tem achievement test both before
and after the pilot, mean scores increased frora a’ the pre-test (56% correct) to 18.1 on the
post-test (62% correct). In addition, there weneststent gains in a broad range of skills and
practices after program implementation. Studergented that they engaged more frequently in
health-related activities that independent adwdsdnto be able to perform, such as participating
in health care decision-making, taking medicatimatependently, keeping an emergency contact
list, and understanding their health insurance @ge On a scale of 1 (Never) to 4 (Always),
the average score across 13 activities increaseu 2t3 to 2.4.

While the degree of change might not appear pdatigumeaningful, it is important to
recognize that the assessment tool was limitet$ iakility to fully measure student performance.
The ESE students in this sample represent a widgeraf abilities, and many struggle with
reading and writing. Student variability is refledtin individual test change scores, which ranged
from -9 (indicating a loss of 9 points from pre-imst-test) to 14 (indicating an increase of 14
points from pre- to post-test). Differences in g@tmmalities were also reflected in post-test sgore
for frequency of performing health-related actasti which ranged from a mean score of 2.7
(“often”) among SLD students to a mean score of'2@metimes”) among Pl students. Given the
diversity of the sample, change scores for thegesua whole do not reflect the considerably
higher increases in knowledge and skills among nstugents.

A second issue to consider is that this evaludbonses on short-term impact only. Should
the program be replicated, evaluators may wantptoee long-term impact of the curriculum on
student knowledge and skills, i.e., do studenamdinowledge and sustain newly acquired skills
over time?

2. To what extent did school-based training factiate changes in knowledge, attitudes, and
practice among educators?

Again, the research design limits the degree taklwhicausal effect can be established
between training and changes in educator knowledgeactice. However, based on 27 matched
pre- and post-survey responses, a statisticallyjfgignt increase in the post-test mean score for
nine knowledge items suggests a positive progrdectefEducators, on average, reported
knowing “little” about most items prior to the tréing session. Post-training, they generally
knew “something” about the same items. Importakihgwledge items that increased the most
from pre-to-post-survey were (a) writing healthatetl goals in Transition IEPs, (b) ways that
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pediatric and adult health care service systemdifiexent, and (c) developing a health care
plan. With almost 90% of post-survey respondeaysng that it is “very important” to include
health care goals in Transition IEPs, it appeaas itiost educators believe that the education
system has considerable responsibility for helpingrepare students with disabilities for
transition to adult health care.

Due to student privacy protections, evaluatorsewienited in their ability to quantify the
number of students who have health-related goatlsein Transition IEPs, or the number of
Transition IEPs that were amended as a resulteopiliot. The data indicate that, while there was
a small overall increase in frequency of addreskegjth care issues during the Transition IEP
process, there were no statistically significargragyes in practice during the intervention period.

The apparent discrepancy between knowledge antiggaath respect to Transition
IEPs might be best explained within the framewdrlitfusion theory. RogerdDiffusion of
Innovations(as cited in Oldenburg & Parcel, 2002) offerseotietical framework for how new
information and practices, or “innovations,” arergsounicated and ultimately adopted by a
population. Post-survey respondents said thattberost significant barriers to addressing
health care in Transition IEPs are (a) lack of e@&ed mandate to include health-related
issues, and (b) lack of knowledge about the heath transition process. While educators in the
pilot project were sensitized to the issues summhealth care transition, there are many other
individuals that participate on Transition IEP teawho are likely less knowledgeable. Indeed,
Transition IEP teams typically include representgifrom community-based service agencies
who may not be familiar with the importance of @epg for entry to the adult health care
system.

The pilot appears to have effectively started tiffeislon process, but the data suggest
that continued training and development of commaiion strategies are needed. Certainly, the
relatively small number of educators who compldteth pre- and post-surveys (i.e., staff who
attended mandatory departmental meetings in batingp005 and Fall 2006) suggests that
multiple, regularly scheduled trainings will be Besary in order to reach all current and new
educators, and, ultimately, to impact practice.

3. What is the perceived value and relevance ofalfDemonstration Modelmong various
stakeholder groups?

There was a clear consensus among stakeholderpavticipated in the evaluation that
theDemonstration Modelvas highly relevant and valuable. Response to ehtite three project
components is summarized below.

Information and Resource Guide

Because an extensive amount of data concerningfitrenation and resource guide was
collected during the AAP-funded material pretese(8ppendix Attachment 4), additional
evaluation data was collected only from familiestfdents who participated in the pilot
curriculum, all of whom should have received a editopy of the guide.

As with the earlier material pretest, the majoafythe 19 family survey respondents
found the guide useful and easy to read. On & sxdl (very positive) to 5 (very negative),
average ratings for usefulness and ease of unddmstawere 1.6 and 1.7, respectively. This
compares to average ratings in the earlier prefesR for usefulness and 1.8 for ease of
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understanding. Over 90% of family survey respotslarere either “very satisfied” or
“somewhat satisfied” with the guide. It should lm#ad that there was considerable concern
during material development that the reading lewgiht be too high for some individuals. The
challenge was to present some fairly complex infdrom in a way that was easy to understand
yet did not comprise content integrity. While relaitity continues to be a concern, the text was
simplified as much as possible prior to printing tuide.

An important objective for this component of themonstration Modelvas to maximize
usage by offering the information in multiple fot®@and channels. Approximately 200 copies of
the Spanish version have been requested and disiibo-date, which suggests a reasonably
high level of interest among the Spanish-speakarmgraunity. In addition to online accessibility,
the guide is available in Braille and large print.

Informal feedback from families and professionatsvimles further evidence of the
guide’s usefulness. The guide received recognitimm administrators in the Florida
Department of Health, Children’s Medical Servioghp used the Hillsborough County guide as
model to develop a similar statewide publicatiotitlmd Envisioning My FuturéGibson &

Reiss, 2005).

Student Curriculum

Students, teachers, and families all said thain$teuctional module was very important
and relevant. Data collected from family survegsus groups, and informal communication
indicate that the curriculum provides students wiitical skills and knowledge that they often
do not receive at home or within the community. Of&%6 of parents/guardians who returned a
family survey said that it is “very important” ftimeir child to receive specialized instruction on
how to manage his or her own health care. Studerit€us groups said that it was important to
receive the information in a classroom settingof@sosed to simply reading a book) because it
provided them with the opportunity to ask theirctears and discuss items that they did not
understand. Teachers were extremely enthusiastiat alve content of the module as well as the
comprehensiveness of the teacher’s guide, curnmcddwmat, and accompanying materials.

The majority of teachers felt that the course stidnd required for all ESE students,
particularly for those who expect to graduate vaitbpecial diploma or do not plan to continue
with post-secondary education. Some students authées felt it should also be offered to the
general population of high school students. Impilyabased on data from student performance
tests, classroom observation, and focus groupsuhieulum seems to be most relevant for Pl
students. Because these teens typically have campddical conditions, the information they
receive in the curriculum, and the health jourhakteach compiles, can be used immediately.
While the curriculum material has importdatureimplications for EMH and SLD students who
may not currently experience serious medical isdakstudents arguably have the greatest
potential to improve their present situation bylgig health-related knowledge and self-
management skills acquired in the course.

Educator Training
Teachers in the focus group, all of whom partia@gdanh the intensive, 6-hour curriculum

training session, said that the level of trainiaggdilot teachers was appropriate. As noted earlier
respondents to the Educator Survey identified tZfdkformation about health care transition as
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a signficant barrier to helping students in thecpss. Clearly, continued training and education
are a critical first step to effect change in picect

The relevance and value of provider training,eneyal, is reflected in the impact of the
Demonstration Modedn the development of a related program at the O8llege of Medicine.
Findings from the AAP-funded research project (@trat al., 2005) used in planning the
Demonstration Modelvere presented to physician faculty at USF inye2005. In particular,
researchers pointed to the lack of physicians whkaowledgeable about disabilities
(especially childhood onset conditions) and ardinglto assume responsibility for the care of
young adults with disabilities or chronic illne3$at is, there is an enormous lack of qualified
adult health care practitioners for young peoplénwisabilities to transition to. Moreover, very
few medical schools provide training that specliicaddresses the care of persons with
disabilities despite the fact that approximatelyp 5 people in the U.S. have a disability
(USDHHS, 2000). Subsequent to that discussion, d&#kched in Summer 2005 an innovative
disability curriculum that is now required for #lird year medical students.

4. How can theDemonstration Modebe improved for future implementation?

Evaluation data generated a number of recommemdafow future implementation of the
program. Many of the suggestions came directly fteathers and students who participated in
the curriculum and subsequent focus groups. Int bjiFrDDC'’s interest in replicating the
Demonstration Modeah other Florida school districts, these recomnagiots provide a
framework for improving and expanding the prograithin Hillsborough County and
throughout the state.

a. Develop a second version of the curriculum for sttel who read at thé®®r 4" grade
level. The current version, which is 8 @rade reading level, is appropriate for many
higher functioning ESE students but difficult fomler functioning students.

b. Consider the development of a third version ofdhwiculum for general education high
school students. Many teachers felt that the nadtsrrelevant for all students, including
those without disabilities.

c. Expand the pilot to reach more students. Consiagimg the module a required course for
all high school ESE students. Students who shaddive the curriculum are listed in
order of priority:

* Pl students

» ESE students on a special-diploma track

» All ESE students

» Students who are not planning to continue with geEsindary education
» All students

d. Increase the implementation period to run from 28aveeks (one or two 9-week grading

periods) depending on the pace of students inl#ss.cAllow enough time for a unit
review prior to each unit test.
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. Add a unit on alcohol and drugs, and the dangehsgbi-risk behaviors. Add an activity

on identifying and accessing appropriate commuispurces. Integrate additional mental
health content into the curriculum, including haweiccess mental health services. Expand
the abuse material to distinguish between diffetgmes of abuse and varying perceptions
of abuse.

. Add words to the vocabulary list that are freglyensed on medical forms, such as
“occupation,” “spouse,” “primary” and “secondaiyisurance, etc.

. Add color pictures, multi-sensory activities, andrenhands-on/interactive assignments to
the module. Alternate crossword puzzles with waarshes, scrambled words, etc. Invite
guest speakers when possible.

. Modify health journal assignments so that the ctasspletes each journal activity as a
group using a fictitious person as an example. sk copies of journal pages home
with students, have them fill in their own healtfiormation with their parents’ assistance
or oversight, and keep the forms at home for thersonal health journal. By completely
omitting student specific information in the classm, the curriculum is better aligned
with federal and state privacy guidelines (e.gRP&, HIPAA)

i. Develop an accompanying instructional/trainingdioie for parents. Encourage ESE

support staff (transition specialists, ESE spestigiliparent liaisons, nurses, social workers)
to proactively inform and engage parent particgratn the training.

j. Provide multiple, regularly scheduled trainingsle year for high school ESE staff, nurses,

and social workers.

. Develop a comprehensive training program concerheajth care transition for
community-based service providers, including phgsis.

. Initiate a discussion with the FDOE about prograplication in other school districts in
the state. It is important to coordinate replicatfforts with FDOE’s plans to expand
Standing Up for Mga statewide transition-related curriculum thaympeovide a
companion piece on health care transition.

.In the long term, consider the development of aisetial series of modules that begins in
middle school ( or 8" grade) and continues through high school. Thislavprovide
opportunities for content to be expanded as welkadgorced as students’ progress
through each grade.

33



References

Blum, R., Garel, D., Hodgman, C., Jorissen, T.,oW, N., Orr, D., & Slap, G. (1993).
Transition from child-centered to adult health-caystems for adolescents with chronic
conditions: A position paper of the Society for Aekrent MedicineJournal of
Adolescent HealtH,4,570-576.

Casey Family Programs (200@sell-casey life skills assessmérersion 4.0). Retrieved from
http://www.caseylifeskills.org

Gibson, R. & Reiss, J. (2008 nvisioning my futureUniversity of Florida, Institute for Child
Health Policy, and Florida Department of Healthjl@en’'s Medical Services. Retrieved
from http://www.cms-kids.com/TRANSITION/cms_transitiorodklet.zip

Oldenburg, B., & Parcel, G. (2002). Diffusion ohovations. In K. Glanz, B. Rimer, & F. Lewis
(Eds.),Health behavior and health education: Theory, reskaand practicgpp.312-
33). San Francisco, CA: Jossey-Bass.

Raffaele Mendez, L., & Hess, J. (2008h analysis of community-based services and support
for children, adolescents, and young adults withcsgl needs in hillsborough county.
(Available from the Children’s Board of Hillsbordu@ounty, 1002 E. Palm Ave.,
Tampa, FL 33605 . Retrieved frdmttp://www.childrensboard.org/pubs_reports/
documents/SNeedsfinalcxd.pdf

School District of Hillsborough County, 2002-200SEstudent data (data file).

Straub, D., Hess, J., Millrose, K., & Barrow, FO(®, March) Factors affecting health care
transition.Paper presented at the annual meeting of the $adiétdolescent Medicine,
Los Angeles, CA.

U.S. Department of Health and Human Services. (RBGgalthy People 2010: Volumé2nd ed.).
Retrieved fromhttp://www.healthypeople.gov

U.S. Department of Health and Human Services. (RB@althy and ready to work (fact sheet).
Rockville, MD.

White, P.H.(1999, September). Transition to adaith@urrent Opinion in Rheumatology (B},
408. Retrieved February 28, 2003, from Journals@ @Qatabase.

34



Attachment 1
Work Plan and Timeline

ACTIVITY

2004

2005

Nov

Dec

Jan

Feb

Mar

April | May

June

July

Aug

Sept

Oct

Deliverable #1 due to FDDC (draft guide)

11/15

Finalize text and layout of English information and resource guide

Translate guide and reformat Spanish text; produce ADA-compliant formats

Print English guide; set up transition page on USF Peds Web site

Disseminate English guides

Print and disseminate Spanish guides

Identify pilot classes and schools

Develop classroom curriculum, staff and student assessment tools

Submit research/evaluation request to J.Hilderbrand

Deliverable #2 due to FDDC

12/31

Submit pilot participation request to school principals

Produce copies of curriculum, forms for pilot classes

Letter/permission form to parents of pilot students

Assess baseline knowledge, skills, attitudes among pilot students

3/14

Implement curriculum at pilot sites (8 week module)

3/28 - 5/20

Ongoing support and evaluation at pilot sites

Deliverable #3 due to FDDC

3/31

Develop guidelines/recommendations for transition IEP activities

Assess baseline knowledge, skills, attitudes among district staff

Conduct district-wide training for ESE teachers and support staff

Conduct intensive 1-day training for all pilot staff

2/22

Conduct parent education/training (as available, on-going)

Unable to

implement

Assess change in knowledge, skills, attitudes among students

5/25

Assess satisfaction with program among students, families, teachers

Assess change in knowledge, attitudes, and practice among staff

8/26

Deliverable #4 due to FDDC

5/31

Assess process changes in transition IEPs

Unable to im

plement

Complete process and impact evaluation; final report

Deliverable #5 due to FDDC

8/31

Review and approval by FDDC

10/15




Attachment 2

Program Funding Budget

EXPENDITURES:

Contractual Services
Project Management
Curriculum Development
Translation
Graphic Design
Technical Assistance
Subtotal Contractual Services
Other Operating Costs
Training Materials
Production / Printing

Operating/Office Supplies
ADA Compliance

Subtotal Other Operating Costs
Total Direct Expenditures

Overhead/Indirect Cost (10% )
TOTAL FDDC BUDGET

FDDC Expenditures
In-Kind Support
TOTAL PROGAM COST

Budget Plan Actual Expenditures
5,000 4,746
1,000 1,000

040 700
5&) 4,000
In-Kind In-Kind
9,900 10,446
2,500 In-Kind
13,550 16,140
1,000 664
300 In-Kind
17,350 16,804
27,250 27,250
2,720 2,720
2970 29,970
270 29,970
1600 17,328
4870 47,298
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Attachment 3

Evaluation Instruments

Student Performance Test (Pre/Post)
School Staff Survey (Pre/Post)
Family Letter and Survey

Student Focus Group Questions
Teacher Focus Group Questions
Classroom Observation Scale

37



Assessment of Student Knowledge, Attitudes, and Jlsi
Pre/Post Intervention Questionnaire

1. Please write thiast 4 digits of your student number:

2. Read each statement below. Circle a number framblhat describes ho®~TEN you do
each item.

1 = Never

2 = Sometimes
3 = Often

4 = Always

5 = This doesn’'t appig
Doesn'’t
Never Sometimes Often Always Aly

a. | schedule my own doctor’s appointments. 1 2 3 4 5

b. I understand my disability, medical condition, 1 2 3 4 5
or special needs.

c. | can explain to other people about my disability, 1 2 3 4 5
medical condition, or special needs.

d. I talk to my doctor without help from an adult. 1 2 3 4 5
e. | keep a list of emergency telephone numbers. 1 2 3 4 5
f. 1 use my health insurance card. 1 2 3 4 5
g. | participate in making decisions about my 1 2 3 4 5

health care, such as choosing a doctor | like.

h. I fill out medical forms in the doctor’s office. 1 2 3 4 5

i. | can describe my medications and dosages. 1 2 3 4 5

j. | take my medication without being reminded by| 1 2 3 4 5
an adult.

k. 1 understand my health insurance coverage. | know 1 2 3 4 5

what is required for referrals, prescriptions, etc.

l. 1 have a place in my home where | keep important 1 2 3 4 S
medical information.
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3. John’s doctor prescribed an antibiotic for his gbreat and cough. Read the prescription
label for John’s medication and answer the questimiow.

Rx 3820819-03411 Bob’s Phar macy Phone 813-927-0651
John Smith Dr. Anthon y Carter

1243 North St

Boston MA

Take 1 Capsule every six hours for 10 days.
VIBRAMYCIN 500 MG Capsules

QTY 42
Refills — Dr. Authorization Required Discard After 10/03/05
Directions: Medicine must be taken with food. Do no t take on an empty stomach.

WARNING: NOT TO BE TAKEN WITH DAIRY PRODUCTS.

a. If John takes his first dose at 11 AM, at what tsheuld he take his second dose?
b. If John starts feeling better before he is finisiwétl his prescription, he is planning to stop
taking the medicine and save it to use if he geksamother time. Is this a good plan?

c. Why or why isn’t this a good plan?

d. John feels the start of a bad migraine headachdidné tell the pharmacist or doctor who
prescribed the antibiotic about the migraine meedithat he keeps at home. He isn’t sure

whether it's safe to mix the migraine medicine #relantibiotic. What should John do?

e. John drinks a lot of milk, usually a glass at evasal. What does the prescription say

about drinking milk with this antibiotic?

f.As it turns out, John is still not feeling bettétea he finishes his prescription. He asks his

pharmacist for a refill. What is the prescripticummber?

g. What will the pharmacist say or do when John asks frefill on this prescription?
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4. Fill in the blank with the correct word or letteéoi the word bank.

Word Bank:

A. Specialist D. Pediatrician
B. Genital Herpes E. Chlamydia
C. Primary Care Physician

a. A is a doctor who proviegslar medical check-ups and
treats common health problems.

b. is a sexually transmittesgbdis that has no cure.

c. A doctor who provides medical care for childrenlyis called a

d. is a sexually transmittesbdis that is curable if discovered
early and treated with antibiotics.

e. A doctor who treats only certain disorders or digsas called a

5. Write True (T) or False (F).

a. Doctors do not typically ask their pasesthout medical problems that the patient’s
family members have experienced.

b. A young parent is legally responsiblepiaviding child support starting at age 21.
c. A person who is constantly angry or warheas a health problem.

d. The amount of money that a person rec&igasa public assistance program such as
Medicaid is determined by the amafrhoney he/she earns in a paid job.

e. Preventable injury is the leading causieath among teens.

f. There are several methods that have prb®6%o effective in preventing pregnancy
and sexually transmitted diseases.

g. Guardianship is when an adult who mighdreelp in making important decisions asks
someone like a family member aarfd for advice.

______h. An 18 year-old is legally responsiblerfaking all of his/her own medical decisions.
______i. HIV blood tests are included in routing/gibals at the doctor’s office.

|- Friends can help protect you from bullyand sexual abuse.

k. AHealth Care Summary can be used whémgs new doctor or in an emergency.
___|. Sexual health means being able to hdabg

m. Employers are not required to offer me@iod dental insurance to all of their employees.

n. Pediatricians can provide the servicdswedical tests that adults need to stay healthy.
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6. This chart lists two health insurance plaagn A (HMO) andPlan B (PPO), that are offered
to the employees of Company XYZ. Answer the questioelow the chart about the monthly
premium for four individuals/families that are eblg for coverage in the company plans.

PLAN A - HMO

PLAN B — PPO

Premium cost

$75 per month for the employee

$50 per month for a spouse

$25 per month per child under age 21
Children age 21 and over not covered

$50 per month for the employee

$35 per month for a spouse

$15 per month per child under age 21
Children age 21 and over not covered

Doctors

Chosen by insurance company

Any doctor you choose

Covered costs for
doctor visits and
hospital stays

Covers 100% of doctor visits, including
physicals. No charge for hospital stayg
you go to a hospital selected by the
insurance company.

) You pay the first $200 per year of any
imedical expenses. Then insurance pa
80% of all other costs.

yS

Prescription benefit

$10 co-pay for each prescription

$10 co-pay fohgaescription

a. A single male employee pays

per month in Bla

b. A female employee, her husband, and their 3-yebelald pay per month in Plan A.

c. A female employee (divorced) and her two childrgesal3 and 22 pay

in Plan A.

d. Which plan has the least expensive premium for k& e@ployee and his wife?

The rest of the questions are about YOUPIleaseircle one answer for each question.

7. 1 am:
a. Male

8. lamin:

a. 9th Grade
b. 10th Grade

9. lam

b. Female

c. 11th Grade
d. 12th Grade

years old.
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10. My race or ethnicity is:

a. Black or African American d.

b. Hispanic or Latino e

c. White or Caucasian f.
11. I live with:

a. my birth parents(s) d.

b. my adoptive parent (s) e

c. my foster parent(s) f.

Asian or Pacific Islander

. Multiracial

Other

relatives

. in a group home or facility

Other

12. | receive services from the following ExceptibStudent Education (ESE) program:

(check only one answer)

-~ o a0 T p

5 «Q

SLD — Specific Learning Disabilities

EMH — Educable Mentally Handicapped

Pl — Physically Impaired
OHI — Other Health Impaired
TBI — Traumatic Brain Injury
LI — Language Impaired

Other (please list):

| don’t know
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SDHC Survey

Health Care Transition Survey

This survey is part of a Demonstration Model foraHle Care Transition Education funded by the Flarid
Developmental Disabilities Council, Inc. (FDDC) acahducted in partnership with the School Distatt
Hillsborough County (SDHC), Florida Diagnostic anelarning Resource System (FDLRS), and the
University of South Florida (USF). Survey questiavesre developed in collaboration with the Universit
of Florida’s Transition Center and Institute forildhHealth Policy.

For the purpose of this survey, health care transition is defined as a purposeful,
planned process that supports youth and young adults with chronic health conditions
and disabilities to move from child-centered (pediatric) to adult-oriented health-care
providers, programs, and facilities.

You are being asked to complete the survey becausevork with secondary school students who receive
services from the Exceptional Student Education)EH®rogram in Hillsborough County. You will also be
asked to complete a subsequent questionnaireitatbe school year.

The survey is designed to 1) collect informatiooatbknowledge, attitudes, and practices of schesitidt
personnel with respect to health care transitigngd@ntify barriers to addressing health-relatedhsition
issues in schools, 3) assess health care tran&itiormation and training needs of school district
personnel, and 4) evaluate the effectiveness ofathnal materials currently being distributed t8EE
high school students and staff in Hillsborough Qguiihe results from the surveys will be used bgjgct
partners to improve ways of addressing health-edlatansition issues in schools and to promote
collaboration between educational and health cemgrams and services.

There are 8 questions on this survey. It is exmkttiat the total completion time will be about 5-10
minutes. If you choose to participate, please ceteplhe attached survey and return it to Janet befse
you leave today’s meeting. You may also fax youwey to her attention at (813) 681-7089.

Your participation is completelyoluntary. By returning the survey, you are agreeing that gonisent to
participate. If you choose not to participate,foyau withdraw, it will not affect your relationghiwith
SDHC, FDLRS, USF, or any other party. Therenmimal risk to you to participate. Your privacy and
research records will be kepbnfidential. Authorized research personnel, the USF InstinaidReview
Board and its staff and other individuals actingbamalf of USF, and the U.S. Department of Healtti a
Human Services may inspect the records from tlesarch project, but your individual responses notl
be shared with anyone else. To protect the confidity of your responses, you will be asked foe thst 4
digits (only) of your Social Security Number.

The results of this survey may be published. Howetlee data obtained from you will be combined with
data from other people in the publication. The mh#d results will not include your name or anyesth
information that would personally identify you. bu have any questions about the study, pleasiecbn
Janet Hess at (813) 653-3279. If you have queshbosit your rights as a person who is taking pathe
research study, you may contact a member of thesDiv of Research Compliance of the University of
South Florida at (813) 974-5638.

Thank you for taking the time to participate in this important project!

DD  FLORIDA DEVELOPMENTAL DISABILITIES COUNCIL, INC.

These materials were commissioned, funded, and sponsored by the Florida Developmental Disabilities Council, Incorporated, and
produced through funding provided by the U.S. Department of Health and Human Services, Administration for Developmental Disabilities.




SDHC Survey

START HERE. Please answer all questions on the front and back of the page.

1) Please provide thast 4 digitsof your Social Security Number:

2) Which position best describes your role in the sthstrict?(circle one answer)

School Administrator
Social Worker

Nurse

ESE Teacher
Transition Specialist
ESE Specialist
Guidance Counselor
Other: (Please specify)

S@mpao0 Ty

These questions concern your knowledge, attitudes, and practices in health care transition.

For the purposes of this survey, health care trémsiis defined as a purposeful planned processgbpports
adolescents and young adults with chronic healthdd@mns and disabilities to move from child-ceeiér
(pediatric) to adult-oriented health-care providemograms, and facilities.

3) Listed below are specific issues associated witlitheare transitiorPlease rate your knowledge of

each item.
| have | knowvery | know | know agreat
Circle one number for each topic_ no knOW|6dge little about this Something deal about
about this issue issue. about this issuel  this issue.
a. Ways in which pediatric health care systems
) . 1 2 3 4
differ from adult service systems
b. Changes in eligibility for health insurance that
may occur when a young adult reaches age|(18, 1 2 3 4
21, 0or 23
c. Introducing and practicing health-related skills| at
. 1 2 3 4
appropriate ages/developmental stages (e.g.,
describing condition/disability, taking medicing
independently, schedng appointments, et
d. Guardianship, Health Care Surrogates, and
- ) . 1 2 3 4
other health care decision-making alternatives
e. Finding appropriate adult physicians 1 2 3 4
f. Communicating effectively with providers 1 2 3 4
g. Developing a medical summary or care plan 1 2 3 4
h. Writing health-related goals in Transition IERPs 1 2 3 4
i. Accessing adult health services and facilities in 1 > 3 4

the community

4) Overall, which statement best describes your kndgéeof health care transitior(@ircle one)

. | know very little about health care tran

o0 TD

sition.

. | know something about health care transition.
. I know a great deal about health care transition.

. I have never heard of health care transition befgking this survey.



5) How important is it to include health-related go#@sues, tasks and concerns in the TransitiorofEP

students with chronic health conditions and disiads!? (circle one)

a. Not important
b. Somewhat important

6) The following is a list of specific goals, taskedassues that might be included in a TransitioR.|E

c. Very important

d. Don’'t know/no opinion

SDHC Survey

Based on your experience, please rate how oftenheafcthe following is addressed in the Transition
IEPs of students who may need assistance in thesas

Circle one number for each item. Never | Rarely | Sometimes| Often | Almost | Don't
(50% of time) always | know
a. Self-determination and goal setting 1 2 3 4 5
b. Independence with self care (e.g., dressing, feethileting) 1 2 3 4 5 6
c. Interpersonal communication skills/assertiveness 1 2 3 4 5 6
d. Use of transportation system or services 1 2 3 4 5 6
e. ldentify and access agencies other than scho@syitat 1 2 3 4 5 6
can help achieve educational and vocational goals
f. Overall general health, including sex educatiomjifaplanning | 1 2 3 4 5 6
g. Knowledge of health condition/disability, medicatiptherapies 1 2 3 4 5 6
h. Knowledge of relationship between health condition/ 1 2 3 4 5 6
disability and future educational and vocationalgo
i. Follow medication schedule, take medications inddpatly 1 2 3 4 5 6
j- Knowledge of when and how to access urgent medaral 1 2 3 4 5 6
k. Maintaining a personal health record 1 2 3 4 5 6
I. Knowledge of insurance coverage, how to use plaereefits| 1 2 3 4 5 6
m. Complete health forms, communicate effectively \pitbviders 1 2 3 4 5 6

7) Overall, how often are health-related issues ctiyraddressed in Transition IEPs, based on yousrexqce ?

(circle one)

a. Never
b. Rarely
c. Sometimes (50% of time)

d. Often
e. Almost always
f. Don’t know/doesn’t apply

8) To what degree do the following factors stand mwhay of including health related goals, issueskdaand

concerns in Transition IEPs?

Circle one number for each item. Nota | A moderate | A significant | Don’t
barrier barrier barrier Know
a. Lack of awareness/knowledge about the health cameition process| 1 2 3 4
b. Perception that health issues are a low priorityTf@ansition IEPs 1 2 3 4
c. Lack of a perceived mandate to include health-edlzsues 1 2 3 4
d. School district policies and procedures 1 2 3 4
e. Lack of tools/examples 1 2 3 4
f. Lack of time 1 2 3 4
g. Lack of funding 1 2 3 4
h. Family does not perceive importance of includingltierelated issues 1 2 3 4
i.  School does not perceive importance of includirgtheelated issues 1 2 3 4
j.  Student does not perceive importance of includegjth-related issues, 1 2 3 4

Thank you for completing our survey! Your time and effort are truly appreciated.




FLORIDA DEVELOPMENTAL DISABILITIES COUNCIL, INC.

mmqr USF UNIVERSITY OF This material is commissioned, funded, and sponsored by
SOUTH FLORIDA. the Florida Developmental Disabilities Council, Incorporated,
Pm and produced through funding provided by the U.S.
Department of Health and Human Services.
School District of Hillsborough Cour FLORIDA DIAGNOSTIC & LEARNING

RESOURCE SYSTEM

May 2, 2005
Dear Parent or Guardian:

We hope you have had a chance to talk to your efutlit his or her participation this spring in the
new instructional module on health care transigatitiedWhat's Health Got to Do with Transition?
We’'re excited about the opportunity to help studgamrepare to transition from pediatric to adult-
oriented health care, become stronger self-advecated be more independent in managing their own
health care.

You might remember from earlier correspondencetti@turriculum is an 8-week course that began
in late March and will continue through the endha school year. It is part of a pilot project fedd

by the Florida Developmental Disabilities Coun&DDC) and conducted in partnership with the
School District of Hillsborough County (SDHC), Hida Diagnostic Learning and Resource System
(FDLRS), and the University of South Florida (US¥aur child is enrolled in one of 13 classes in
Hillsborough County that were selected to parti@pa the instructional module. Approximately 175
high school ESE students from 5 different schoo¢scarrrently receiving the pilot curriculum.

Researchers from USF would like to evaluate thgnam by (1) assessing your child’s progress and
interest in the curriculum, and (2) assessing watisfaction with the pilot program. Outlined bel®sw~;
a description of the evaluation process for each.

Students In order to measure the effectiveness of theraragresearchers will assess each student’s
progress in meeting the curriculum’s learning otiyes. This part of the study will not require any
additional time from students. Researchers willeevand analyze data from two tests completed by
each student, one before the curriculum startecoardafter it is completed. The tests measure
knowledge and skills that students demonstrate rggpect to health care transition. They also@sk f
some general information, such as age, grade, geade/ ethnicity, and ESE program. Students@tre n
identified by name on the tests. Rather, code ntsrave used to protect student confidentialitydatia will

be combined so that individual students are natifdel in the study.

In addition, a researcher may visit your childassl for general observation purposes, or thertlagbe
selected to participate in a focus group. If hie@rclass is chosen for a focus group, it wikkbeducted
during a regular class period and will last apprately 45 minutes. The purpose of the focus gretpfind
out what students like and don'’t like about theiculum, which information is most valuable to theand
how they think the course can be improved for &ugtudents. A moderator will ask a series of qoestiand
students will have a discussion about the coutseifoderator will take notes on what is said dutieg
discussion; the session will also be tape recasdéidat student comments are documented cori@tilyent
names will not be linked to any specific commems &re offered.

If you approve of your child’s participation in $eactivities, you do not need to respond to #iiel.
If you donot wish for your child to participate, please sigmul aeturn the bottom portion of the letter
to your child’s teacher blyriday, May 6.



Parents/Guardians Researchers also want to know how parents aadigns feel about the pilot
program. Attached is a short survey that asks ayjfegtions about your child’s participation in tiesv
curriculum. It also asks some questions about éladtihcare transition information and resource gthet
you recently received in the mail. Our goal is takenthis program as helpful as possible in pregasur
child for transition to adult-oriented health care.

There are 16 questions on the survey, and it isatg to take you about 5-10 minutes to answer the
guestions. You will not be identified by name oa slarvey. Instead, your survey will be assigneabie c
number to protect confidentiality. If you chooseé#oticipateplease complete the survey and return it to
your child’s teacher by Monday, May 16. If you would like help in completing the survey,would prefer
to answer the questions by telephone, you may aath&Project Director, Janet Hess, at (813) 6533
You may also fax or mail the survey directly to fsre contact information belovy returning the survey,
you are agreeing that you consent to participate.

Patrticipation in these evaluation activities is ptetelyvoluntaryfor both you and/or your child. If you choose
not to participate, or if you withdraw, it will naffect your relationship with SDHC, FDLRS, USFaak other
party. There will be no grade penalty for studeris choose not to participate in the study. Trem@nimal

risk to for you and/or your child to participate. Yquivacy and research records will be keptfidential.
Authorized research personnel, the USF InstitutiBeaiew Board and its staff and other individuading

on behalf of USF, and the U.S. Department of HealthHuman Services may inspect the records fram th
research project, but your individual responsesnwtibe shared with anyone else. All recordslvalkept in

a locked storage cabinet by researchers for 3,y@anighen will be destroyed by shredding.

The results of the evaluation may be published. é¥@w data obtained from you and/or your child bl
combined with data from other people in the stiidg published results will not include your nameaiy
other information that would personally identifyuyor your child. If you have any questions aboetstudy,
please contact Janet Hess. If you have questimg gour rights as a person who is taking patten
research study, you may contact a member of thisi@vof Research Compliance of the University of
South Florida at (813) 974-5638.

We really appreciate your time and help in makimg program as valuable as possible to you andcfulak.
Your participation can make a difference!

Sincerely, Contacthessj@tampabay.rr.com

Phone (813) 653-3279 Fax (813) 681-7089
Janet Hess, MPH, CHES 4942 Willow Ridge Terrace
Project Director and Co-Principal Investigator Valrico, FL 33594

If you grant permission for your child to participate in evaluation activities it is NOTnecessary to
return this. However, if youDO NOT wish for your child to participate in evaluatioctiaities,

please check«) the appropriate item(s) below, sign, and rethrs portion of the letter to your child’s
teacher byFriday, May 6.

| certify that | am the parent or guardian of a0 NOT give
permission for him/her to participate in the follog evaluation activities:

____Review of student tests __ Observation of class ___ Participation in a focus group
Parent/Guardian Signature Date

Teacher’'s Name School




What’s Health Got To Do with Transition? - Family Survey

START HERE. Please answer all questions on the front and back of the page.

For the purpose of this survey, health care transition is defined as a purposeful, planned
process that supports youth and young adults with chronic health conditions and
disabilities to move from child-centered (pediatric) to adult-oriented health-care providers,
programs, and facilities. These questions concern the classroom instruction on health
care transition that your child is currently receiving.

1) Has your child discussed health care transitidnformation from the new curriculum with yoircle one)
a. Yes
b. No

2) Has your child asked you for assistance in filting forms for his or her personal Health Jourf@i#cle one)

a. Yes
b. No

3) How important is it for your child to receive spaized instruction on how to manage his or her beaith care?

a. Very important c. Not important
b. Somewhat important d. Don’t know/no opinion

4) Do you have any concerns about the content ofuthveealum?(Circle one)

a. Yes
b. No
c. Don’'t know/no opinion

If yes, please describe your concerns about therraht

5) Overall, how satisfied are you with the classroastruction that your child is receiving on healénes
transition? (Circle one)
c. Not Satisfied
a. Very Satisfied d. Don’t know/no opinion
b. Somewhat Satisfied

6) Please share with us anything that you would changeggestions you have to improve the curriculum:

These questions concern the information and resource guide that was recently mailed to
you. If you did not see the guide, please skip to question #11.

7) How easy is it taunderstard the information? Rate the degree of ease or diffién understanding the material.

Circle one 1o 2., T 4.......... 5
Very Easy Very Difficult

Please describe any difficulties you hadridarstanding the information:




8) How usefulis the information? Please consider new inforamathat you learned and how important it is to
your child and family.

Circle one 1o 2., T 4o......... 5
Very Useful Not Useful at All

Please describe any topics/sections in tiiliedhat you found particularly helpful for yourikchand family:

9) Please share with us anything that you would charegeurces you would add, or suggestions you teave
improve the readability and usefulness of the guide

10) Overall, how satisfied are you with the informatemd resource guid€@ircle one)

a. Very Satisfied c. Not Satisfied
b. Somewhat Satisfied d. Don’t Know/no opinion

Lastly, please tell us about your child.

11) How are you related to your child? | am my child{€ircle one)

a. Birth parent d. Non-parent legal guardian
b. Adoptive parent e. Other
C. Foster parent

12) My child is: (Circle one)
a. Male b. Female

13) My child is in: (Circle one)

a. 9th Grade c. 11th Grade
b. 10th Grade d. 12th Grade
14) My child is years old.
15) My child’s race or ethnicity is(Circle one)
a. Black or African American d. Asian or Pacific Islander
b. Hispanic or Latino e. Multiracial
C. White or Caucasian f. Other

16) My child receives services from the following Extiepal Student Education (ESE) prograi@ircle one)

i. SLD (Specific Learning Disabilities) m. TBI (Traumatic Brain Injury)
J. EMH (Educable Mentally Handicapped) n. LI (Language Impaired)

K. PI (Physically Impaired) 0. Other:

[. OHI (Other Health Impaired) p. 1 don’t know

Please return this survey to your child’s teacher by May 16. You may keep the attached letter.

Thank you so much for your participation. Your time and effort are truly appreciated!



Student Focus Group Questions

. Let’s first talk about the content of the curriculu Do you think students need to receive
instruction about health care transition? Why aywot?

. Think about how you might use this information ouylife. What do you think is the most
important information in the course? What do youak is the least important information in the
course?

. Now let’s talk about the way the lessons are desigimhat may include how easy or hard it is to
read the material, the length of time you spen¢ach unit, the way the test questions are written
and the activities in each unit.

What do you like most about the lessons and aigsAt What do you like least about the lessons
and activities? How could they be improved fdreststudents who take the course?

. Let’s talk specifically about developing your Héallournal. How important do you think a Health
Journal is? Do you plan to use it? Why or why?not

. Do you have any other suggestions about how to rtrekeourse more interesting or more helpful
to students?



Teacher Focus Group Questions

Set up flip chart that lists the following items: readability, ease of understanding,
complexity, relevance, completeness, interest leyehjoyment, accuracy. Have participants
refer to the list when assessing the curriculum iiits entirety as well as its component units.

1. Let’s talk first about the curriculum as a wholehaV did you like most about the curriculum?
What did you like least?

2. The flip chart has a list of items/attributes tivatre going to use in discussing the
curriculum. Think about these items in terms afitypersonal thoughts as well as feedback
that you received from students. As we go downlighhel want you to tell us how satisfied
you were with each. If you weren’t satisfied, i&dlwhy, and whether you have suggestions
on how it might be improved.

Notes for moderator:

+ Readability - which classes is it appropriate fér@w many versions should there be? at
what reading levels?

¢+ Ease of understanding - difficulty in understandoogcepts?

¢+ Structure — level of interest in content, acti\afletoo repetitive?

+ Complexity — adequate timeframe to complete the@auum? 1-2 weeks to cover each
unit? 50-minute vs 90-minute blocks?

¢+ Completeness — more on mental health? add umiskybehavior (alcohol, drugs)?

3. Now let’s discuss each unit individually. For eaxte, please share with us any corrections,
issues, and/or concerns, as well as your suggsstommprovement. Again, please refer to
the list of items on the flipchart.

Notes for moderator:

+ Begin with Teacher's Guide, and move through Uhits8

+ Did students fill out Health Journal forms/actiegiin class or at home? How much
assistance did they need?

+ Were parents/families engaged in helping with Headturnal activities?

+ Did students or parents express privacy concerns?

4. What would you recommend that the school districtrothe future with respect to
implementing the curriculum?

5. Are there any other comments you would like to malx@ut the curriculum, or anything else
you would do to improve the course for future teastand students?



Classroom Observation Scale

Alot ----m-mmmmm None

Student participation in discussion 1 2 3 4 5
Student interest in topic 1 2 3 4 5
Student degree of understanding of topic 1 2 3 4 5
Student level of independence in 1 2 3 4 5
completing assignments

Teacher fidelity of instruction w/respect 1 2 3 4 5

to curriculum materials

Teacher enthusiasm 1 2 3 4 5
Teacher knowledge of topic 1 2 3 4 5

Date of observation:
Number of students in class:
Number of males:

Number of females:

Type of ESE service that students in class receive:

Number/types of student questions:




Attachment 4
Materials Pretest Results

Educational materials were pretested among youanljsadamilies, and service providers
who participated in focus groups sponsored by tA@ £ATCH Planning Funds (Straub et al,
2005). Surveys with accompanying information guideese mailed to 23 young adults/families
and 103 providers, for a total of 126 surveys ntai@ompleted surveys were returned by 8
young adults/families and 42 providers comprise@ physicians, 2 ARNPs, 19 RNs, 7
educators, and 8 other community-based providexr$QN With two provider mailings returned
undeliverable, this represents a 35% and 42% ragp@te for families and providers,
respectively.

TheFamily and Young Adult Survepntained a total of 10 questions and $leevice
Provider Surveygontained 12 questions. Overall reaction to thi@mation guide among
respondents was very favorable. With few exceptitamilies and providers had similar
responses when asked about various attributegautde and its contents. Service providers
were asked to rate some elements both for thenssahefor families (e.g., how helpful is the
information to you? how helpful is the informatitikely to be to families?). Interestingly, the
response in which families and professionals difflethe most was their assessment of how easy
the guide is for families to understand (i.e., ctexjpy, clarity of text). On average, families
rated itvery easy to easgnd professionals ratednitoderately easto understand. See attached
the attached chart for more detailed summary data.

The survey also provided opportunities for respoitgleo make suggestions for
improvement and to add qualitative comments. Tegaof potential difficulty that some
families might have in understanding the text wedkected again in comments from several
service providers. Other suggestions included apdimable of Contents, having a detachable
resource listings section, developing a separatiedar persons with significant developmental
disabilities, adding subspecialty physicians, mgkhe guide shorter, and adding notes pages
and worksheets for families to use.

Although sample sizes were too small to generdlieedata to the population at large, the
sample data were extremely valuable for pretegiurgoses. Many of the suggested changes
were eventually incorporated into the guide, inslgdsimplifying the text as much as possible,
adding a Table of Contents, and creating a detdemabource guide. The addition of attractive
images to the product design should improve lewkisterest and enjoyment in reading the
material. The final version of the guide can bewad athttp://usfpeds.hsc.usf.edu/adolescent.




Materials Pretest Summary Data

ltems

Respondents were asked to rate the following
from 1 (very positive}o 5 (very negative)
Completeness of content

Easy for families to understand

Overall helpfulness to families

Enjoyable to read

Respondents were asked to rate the following
asvery (1), somewhat(2), or not useful (3):
Usefulness to familiegby topic)
Planning for change
Understanding adult vs pediatric systems
Paying for health care/insurance
Age 18 in legal terms
Practicing health-related skills
Using adult providers
Communicating effectively
Developing a medical summary
Seeking support from schools
Identifying community resources

Respondents were asked to answer
Yes(1),No (2), orl don’t know (3):

Resource listings were complete

Resource listings were accurate

Families/Young Adults  Providers
(N=28) (N=42)
Mean Score Mean Score
1.5 1.4
1.4 2.2
01. 1.0
1.8 --
1.3 1.2
1.4 1.1
1.1 1.0
1.3 1.1
1.4 1.2
1.3 1.0
1.3 1.2
1.3 1.1
1.4 1.1
1.1 1.0
63% Yes 85% Yes
25% No 10% No
13% DK 5% DK
100% Yes 85% Yes

15% DK




