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History of the Shriners
Hospital in Transition

e Transition issues involve all 22 SHC
units

« SHC Montreal Unit Interdisciplinary

Transition Committee (1999)

— RN, PT, OT , SW, Child life, Nutrition
— Youth Advisor, MD on consultation

— Administrative support

— Accountability




SHC Montreal Transition Program

 Formal link to the MUHC for young
adults
» with Osteogenesis Imperfecta
« with Spina Bifida
o Participation with MUHC to establish a

link for young adults with pediatric
onset chronic disabilities




A Successful Transition From
Adolescence To Adulthood

Consolidate his/her identity

Form relationships with peers
Achieve independence from family
Find a vocation/career

Patience White, 2002




What do Young People Want?

nave opportunities

e included and accepted

e Independent

ne educated

"0 experience health and wellness

To hear applause for their performance




Lit Review Transition

 Hidden disabilities or uncertainty about
condition result in a greater psychological,
soclial and emotional price than visible
disabilities (White 1997)

Early work experience framework for
vocational development , voc rehab before 16
(White 2002)

Importance of community participation
(Blomquist 1998,KY TEACH Project SHC
2001)




What do we mean by a
successful transition?

Young persons with physical disabilities
need special learning opportunities to
acquire the information and learn the

skills necessary for the development of
competences and attitudes for
successful community integration and
self determination.

Healy, Rigby 1999




NOD/Harris Survey of Americans
with Disabilities (2004)

Variable People with People without
Disabilities disabilities

Not getting needed health 18% 7%
care

Health Insurance not 28% 7%
paying for service needed

Concern about health 50% 25%

Life satisfaction 34% 61%

Assistive technology gives 33%
iIndependence




NOD/Harris Survey

Variable People with People without
Disabilities Disabilities

Social Activities 70% 85%

Education: 21% 10%

HS Dropouts

Income less than 26% 9%
$15,000 per year

Transportation 31% 13%
difficulties

Employment 35% /8%

Job Discrimination 22%




Listening to our youth
(Step 1)

e Needs and outcomes of SHC
Graduates

e 2000 - ----- Outcome tracking of our

graduates 21-26 years
— CP, SB, Ol populations




Listening to our youth
(Step 2)

e 2004 — present 19-21 year olds

— SHC Intermountain Tool (Readiness for
adulthood)

— MHAVIE: Measures of Life Habits
— GYV-20: Giving Youth a Voice




2004: Quality Improvement Project
Transition Outcomes of Young
Adults with Special Needs

 How are they doing?
— ICF

— Assess health, independence, quality of life,
level of participation.

 How are we doing?

— Status would guide us in building a transition
program




Transition Outcomes of Young
Adults with Special Needs

20 item questionnaire developed by
transition committee

— Sent to parent and former patient

Retrospective chart review of functional
status

66 responses from CP and Spina Bifida
children




Transition Outcomes of Young
Adults with Special Needs

e How are they doing * How are we doing

SB: fair level of independence  SB: care coordination
and employment but working; - independence
socially isolated.

CP: participating in phys CP: poor early detection of
exercise and social learning issues
activities but education

limitations.

Not involved in decision-
making process

Patients are healthy &
receiving multiple
treatment options.




Result: Focus of clinic changed
Further Transition Outcomes Step 2

» Spina Bifida e Cerebral Palsy
— Clinic works well — Clinic: pbx to

— social skills coordinate with
community

— Education:
problem area due
to learning issues.

=2 ¥
= o




Intermountain Tool, N=70

Clientele: 14-21 yrs

- SB
e
. Ol

Score: Yes, Partial, No

27 e Arthrogryposis 2
25 e Amputee 1l
13 « Complex ortho 2

360 /343




Intermountain Tool, N=70

Domains ltems

Staying Healthy 5
Managing own health care 7

Becoming independent 10
Emotional Health 9
School & Work 17
Community Resources 5
Adult Health Care 9

Answers: yes, partial, no




Intermountain Tool, N=70

Other

Population Quebec . WISYAN
provinces

SB 5 22
CP ! 11
Ol 5 7

Arthrogryposis 2

Amputee

Complex ortho




Staying Healthy

Family doctor

Knowledge of risky
behaviour

Pregnancy/AIDS
prevention

Health condition affecting
children

Health condition affecting
future

SB CP Ol

Yes No Yes NO Yes NO
% % % % % %

93 7 68 92 8

100 O 92 0 92

93 80 12

93 4 48 12 69




Managing Own Health Care

SB
No
%
Describe Health Condition 15
Comfort talking to Doctor 7

Know how to manage
health

Taking own medications

19

Making own doctor’s appt.

Using medical insurance

11
22
Beginning to keep medical

record




Becoming Independent

SB CP*

NO
%

Personal Needs 0 4

NoO

Driver’s License 67 68

Access to vehicle 52

Using Public Transportation 19 24

Laundry/Meal preparation 4 36
Grocery Shopping 15 12

Manage own money 15

Plans to live indep — 2-5 11 40
years




Emotional Health

SB CP*

Friends, once a week

Recreational Activities

Mental Health Services
Date/think about dating

Deal with stress

Happy/Satisfied

NoO

20
52

88
32
38
38




School / Work

SB Clp
No
%
Attendance at school
School assignments appro.
Doing well at school

Time and space for health
needs

Individual education plan

Transition plan at school
Choosing classes
Address need for ind. Living

School: plan for future




School / Work

SB CP*

NO
%

Plans: post secondary 22

Training for career 15

Volunteer / paying job 19

Getting to CEGEP 19

How to search for fin. Aide 37

Knowledge about disability

Resource Center =




Community Resources

SB CP*

No

%
Social Welfare 26 48
Guardianship 37 20

NoO




Adult Health Care

SB CP*

NO
%

Change to adult health care 15 36 38

Four_1d adult health care
provider

NO NO

1st appt. with adult Dr. 56 68

Have transferred records 63 68




Adult Health Care

SB CP*
No
%

15 28

NoO

Paying for health care as
adult
Paying for equipment,

: 15 36
supplies, therapy

Transition info 19

Transition plan 11

Medical summary 7



Priority Information /Services

Food / Housing
Social Security

Independent Living
School Services

Assistive Technology




Priority Information /Services

Sexual Development
Transportation

Careers
College / Scholarship
Adult Health Provider

Recreation

Disability Info

SB
19
15
41

33
33
30
36

CP
12
20
44

48
24
16
15

Ol
0

15




Giving Youth a Voice (GYV) 20

Client satisfaction with coordination of
care

Supportive & respectful relationships
(staff qualities)

Information sharing & communication
Supporting independence

Teen centered services

(Likert scale 20 questions)

Gan C, Campbell K, Snider A, "Giving Youth a VoiQeestionnaire - Brief (GYV-20)"
Bloorview MacMillan Children's Centre, 2003




GYV-20

 Valid data for 80 patients:
—SB 44
—CP 19
- Ol 12
— Arthro
— Other




Subscales by group

Supportive Information  Independence Teen-centred Total

Subscale




One way Anova comparing the 3 most
common disabllities: SB, CP, Ol do not differ
INn how client-centered they perceive the

services as being based on their disability.

- K. Campbell, 2007




Individualized Transition
Planning (ITP)

Early intervention strategies at
developmental milestones

Self advocacy/ empowerment of family

then adolescent

Encourage community based work
experiences

Goal setting with blended teams to
advocate for the young adult ( 14-18

yrs)




Adolescents with Spina Bifida
Pediatric Phase ﬂ'Traﬁsitinn Phase ‘ Adult Phase

Individualized Transition Plan

I._-_ 'I__:.'

Hospital Based | IntegratedTeam Adult Interdisciplinary
Pediatric Team Pediatric & adukt Rehabilitation Team
Medical specialities 1 representation |

Interdisciplinary rehab team : i

'Transition Plan

ey
| Community Resource Professionals (S55%, Educational Representation

* 558 = (o e Same e Services Sadiaut - FrmntLimve Mesirad & Sacial Servites




ITPS to date

2005: 6 evaluated at S

IC with CRCL

2006: 11 evaluated from MCH at CRCL
2006: 1 reevaluated from SHC at CRCL
2007: 3 evaluated from MCH at CRCL
2007: 1 reevaluated from SHC at CRCL
2007: 2 evaluated from SHC at CRCL

SHC: Shriners Hospital for Children, MCH: Montreal Childrens Hospital, CRCL: Constance Lethbridge Rehab Center




Transition Framework

The Disability Creation Process - GlheRelerence Model

Risk Factors

I'-‘l-rl-nnnl Factors _ ' '. Environmental Factors




MHAVIE (LIFE HABITS 3.1)
Domains




MHAVIE Life Habits
Accomplishment Scale

Score Difficulty Level
No difficulty

Assistance Type

No assistance

No difficulty

Assistive device (or adaptation)

With difficulty

No assistance

With difficulty

Assistive device (or adaptation)

No difficulty

Human assistance

No difficulty

Assistive device (or adaptation) and human
assistance

Human assistance

With difficulty

Assistive device (or adaptation) and human
assistance

Accomplished by a proxy

0
8
7
6
5
4
With difficulty
2
0

Not accomplished

Not applicable




MHAVIE
Domains Results

Mhavie Domains N=23 Min Max Mean

e Nutrition 1.9 10 6.9
e Fithess 3.1 10 8.3
* Personal Care 2.9 10 8.2

« Communication 4.2 10 9.4

* Housing 1.6 10 6.5

* Mobility 0 10 6.6




MHAVIE
Domains Results

Mhavie Domains N=23 Min Max Mean Median

* Responsibilities 10 7.3 7.8
e Interpersonal relationships 10 8.9 10
o Community life 10 7.0 7.9
e Education 10 6.2 6.7
« Employment 9.8 5.1 6.9

* Recreation 10 7.0 7.1
e Total : 9.7 ! 7.3
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LIFE HABITS

ACCOMPLISHMENT SCALE
(Weighted Score)
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Vocation & Career Planning
Steps to Post-Secondary Success

School
accomplishments

Employment
Information

Meet school counsellor
Attend |IEP meeting
Register for SAT exams
List career options

Job clusters

research, visit CEGEPS
College applications

| etters of
recommendations
— Teachers

— Employers

— coaches

Apply for financial aid
scholarships

VOLUNTEER
Complete a CV

It’s your Future: Go for
It




Fostering a successful transition
as health providers

o |TP- start at 14 yrs, review annually.

« Communicate directly with the adolescent
about transition and comprehension of
condition.

« Empower the adolescent through
participation in priority setting and treatment
options.




Fostering a successful transition
as health providers

e Encourage resilient behavior: chores, school,
volunteerism, vocational evaluation, CEGEP,
mentorship

Prepare medical summary and coordinate the
transfer to adult services ( CSSS, school, rehab
center, hospital)

* Promote participation in community activities




There should be more activities for disabled in our area.
We should be told where & how to hook up with
organizations.

My daughter says she is basically happy but would like to
be way more independent; to get out more . Hang out with
kids like her (disabilities).

She does not really understand her future or know how to
make plans for it. She doesn’t know her rights or services
offered and neither do we.

(a parent)
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The Shr ospital in

collaboration with the Mackay
Rehabilitation Center held a
Pizza and Sports Fiesta on
Friday evening February 9th at
the rehab center. This was our
first joint venture.

Teens from the Shriners
Transition Program, the Mackay
Center and the St-Lambert
United Church youth group all
played wheelchair soccer and
basketball. The able bodied
adolescents got their taste of
what it is like to propel a
wheelchair: not so easy.
Domi Gendron and
Stephanie Gould were our
sports experts and gave
the group a great
work-out.

0ul There

Przza apd Spertsy Fiesta

We were lucky to have Cynthia
Roberton with us to provide
excellent nursing care for Alexis
who scraped his finger.

Joanne Ruck:

We finished the evening with a
well deserved supper of pizza
and beverages. Three door
prizes of $30.00 Future shop gift
cards were given out to Christel,
Alexis and René. As Maryna said,
every time she brings a friend,
the friend wins a prize.

The Transition Committee would
like to thank Karine Lacaille from
Mackay for having organized the
evening.

Suggestions for the next event
include the AMC Entertainment
Center on Atwater as well as a
return to the Disco Bowling
Lanes. Some of the teens who
attended that last Disco Bowling
Party are now regular bowlers.
We are looking forward to more
joint social events with Mackay.




Life Participation
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