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OBJECTIVES

• Appreciate the importance of a holistic and longitudinal transition process

• Develop a framework for successful transition

• Build a tool kit for transition visits



OUTLINE

• WHY – what is the purpose of transition?

• Looks at GAP

• Look at SOLUTIONS

• Building Your Transition Tool Kit



MODEL OF VALUE

DISABILITY = DISEASE
 

 Congenital Heart Disease

 Duodenal Atresia

 Developmental / Intellectual Disability

 Behavioral Disorders
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MODEL OF VALUE

DISABILITY = DIVERSITY
 

 Employed

 Healthy Relationships

 Self Advocate

 Living Interpedently / Interdependently
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TRANSITION = INCLUSION

Valued Devalued

Included Inclusion Assimilation

Excluded Differentiation Exclusion

Inclusion:

Person belongs to the group and uniqueness is valued



TRANSFER JUMP

Transfer Leap



GAPS IN 
TRANSITION



BRIDGING  TRANSITION



LONGITUDINAL  TRANSITION



SILOS OF CARE
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HOLISTIC TRANSITION 

legal

employment

health

community

finance



TRANSITION 
TUG-OF-WAR



TEEN / YOUNG PERSPECTIVE

Teens/Young Perspective:

Worry about facing the unknown

1. develop new trust relationship

2. uncertainty about maintaining self-care

Coyne et al. Journal of Clinical Nursing. 2019; 28:4062-4076



PARENT PERSPECTIVE

Parent Perspective

• Desire greater involvement in process

• Felt undervalued in transition process

"I’m not looking forward to moving because I’m out of the picture then, you 

know what I mean, I’m gone … I can't sit in with her, I can't ask questions..."

Coyne et al. Journal of Clinical Nursing. 2019; 28:4062-4076



Age/

Time
Provider Parents Youth Adult Provider

Early
Has major 

responsibility
Caretaker Receives care Aware

Middle
Provides support 

to parent/youth
Manager Participates

Aware + set goal 

for transfer

Late Consultant Supervisor Manages
↑ communication

summary

Adult Resource Consultant
Supervisor/

CEO
Partnership in care

From: Good2Go and Bev Kosmach



TRANSITION BRIDGE



TRANSITION 
TOOLBOX

Transition Policy Statement

Individual Transition Plan

Assess Progress / Readiness

Create Goals

Portable Medical Summary
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BUILD YOUR 
TEAM

• Develop a Transition Contract

• Define responsibilities

• Define who is on the Team

• Define our goal!!!
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OPERATIONALIZE 
GOAL

Buy a Pill Tray

Start with learning to fill pill 
tray and take medication 
daily with supervision

Manage medication 
independently
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Activities of Daily Living: Dressing, Bathing, Toileting, Feeding and Hygiene



Pain: how is pain expressed and managed



Communication: skill level and supports



Preferences: Conversation starters and important things to share



Endocrinology: Dx of IDDM since age 9 currently managed with Insulin (Lantus 40 units at bedtime and carb 
counting insulin sliding scale). Most recent Hgb A1c was 8.2 in Feb 2022. Normal thyroid studies (TSH 3.2) and 
negative Celiac Screen (TTG <10) in Feb 2022.





Should include:
1. PCP
2. All subspecialist
3. Pharmacy
4. DME companies
5. Community supports



TRANSITION BRIDGE



TRANSITION 
TOOLBOX

Transition Policy Statement

Individual Transition Plan - REBOOT

Assess Progress / Readiness

Create Goals

Portable Medical Summary







LONGITUDINAL  TRANSITION



HOLISTIC TRANSITION 

legal

employment

health

community

finance



QUESTIONS
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EDUCATION 
FOUNDATION

• Pieces of Transition Puzzle

• Employment

• Finance

• Legal

• Community

• Healthcare



EDUCATION TO 
EMPLOYMENT

80% children with intellectual 
disability graduate to 
unemployment



EDUCATION TO EMPLOYMENT

• Develop a vision for future

• Build a team to support you

• Access resources

• Learn to be a self-advocate



DEVELOP A 
VISION FOR 

YOUR FUTURE

• Volunteerism is a First Key Step

• Try out career choices

• Learn the soft skills of the work 

place

• Build your resume



BUILD YOUR TEAM

• Individual Education PLAN (IEP) 

• Transition Planning starts at 14 years of age

• Designed to move a student from school to adult life: Based on 

the individual’s needs and taking into account strengths and 

vison of that student 

• To include instruction in preparation for post-secondary 

education, employment assessment, development of 

employment, community experience, self-advocacy and daily 

living skills.



BUILD YOUR TEAM 

Who’s on the IEP Team?

• The Student

• Parents/Guardians

• Teacher and Support Staff

• Transition Coordinator

• Special Education Director

• Social Worker / Therapist

• Office of Vocational Rehabilitation Counselor / 

Supports Coordinator







ACCESS RESOURCES • Office of Vocational Rehabilitation

• Post-Secondary Program

www.thinkcollege.net

Group 

Services

Individual 

Services

Ready to

Work

Employed

90 DAYS

14yr and 9th 

grade

Last 2 yrs 

of HS

Job 

Training

IPE:

INDIVIDUAL PLAN 

FOR EMPLOYMENT



SELF-ADVOCACY

• CHANGE

• Children’s Hospital’s Advisory Network for Guidance and Empowerment

• PA Youth Leadership Network



EDUCATION 
FOUNDATION

• Pieces of Transition Puzzle

• Employment

• Finance

• Legal

• Community

• Healthcare



BRIDGING THE 
FINANCIAL GAP

• Supplemental Security Income

• Social Security Disability Income

• Special Needs Trusts / ABLE Act

• Waivers



SUPPLEMENTAL SECURITY INCOME

Before 18 years of age:

• Based on Diagnosis

• Based on Parents Income

After 18 years of age:

• Based on Function

• Based on Individuals 

Income



SUPPLEMENTAL SECURITY INCOME

1

YOU MUST REAPPLY, DOES 
NOT ROLLOVER

2

Make sure you are 
considering FUNCTION

• People with intellectual 
disability will need IQ testing

3

Based on individual’s 
income

• Resource Limit of $2000

• Excluded in resource count 
are home, car, and trusts



SUPPLEMENTAL SECURITY INCOME

• Cap $750/month benefit for individuals

• Linked to Medicaid Benefit

• Eligible for Waivers

BENEFITS



FINANCIAL BENEFIT OF WORKING
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Employment

SSI



SOCIAL SECURITY DISABILITY INCOME

• Eligibility: 

• Adequate work history (40 quarters) and 

chronic/permanent disability

• Parent with adequate work history who

• Becomes Disabled

• Dies

• Retires



SOCIAL 
SECURITY 

DISABILITY 
INCOME

• Based on wage earner’s contributions 

and number of dependents drawing 

from  work history

• Linked to Medicare



TRUST 
FUNDS

• Administered by non-profit organization

• At death, money stays in trust

POOLED TRUST

• Administered privately

• At death, payback Medicaid benefits but then 
disperse remainder to designated beneficiaries

PAYBACK TRUST

• Administered by third party and not individual

• At death, distributed to family

THIRD PARTY



ABLE ACCOUNTS

state-offered program that gives individuals with qualifying disabilities a tax-advantaged way to save or invest 

without impacting their government benefits

• No initiation fee, maintenance fee $45/yr

• Annual max contribution $15,000.00

• Save up to $100,000.00 before counting as a resource toward SSI benefits

• No taxation on money paid towards qualifying expenses

PAABLE.gov



WAIVERS

Federal government “waives” Medical 

Assistance/Medicaid rules for funds that pay for care 

services in the community that allow an individual to 

avoid institutionalization.



CONSOLIDATE
D WAIVER

designed to help individuals with an intellectual disability, autism or 

developmental disability to live more independently in their homes 

and communities and to provide a variety of services that promote 

community living, including self-directed service models and 

traditional, agency-based service models.



CONSOLIDATED WAIVER
• Family/Caregiver Training and Support

• Home Accessibility Adaptations

• Homemaker/Chore

• Housing Transition and Tenancy Sustaining Services

• In-Home and Community Support

• (Licensed and Unlicensed) Life Sharing

• Music, Art and Equine Assisted Therapy

• (Licensed and Unlicensed) Residential Habilitation

• Respite

• Community Participation Support

• Companion

• Consultative Nutritional Services

• Education Support

• Shift Nursing

• Small Group Employment

• Specialized Supplies

• Supported Employment

• Supported Living

• Supports Broker

• Supports Coordination

• Therapy 

• Transportation

• Vehicle Accessibility Adaptations

• Advanced Supported Employment

• Assistive Technology

• Behavioral Support

• Benefits Counseling

• Communication Specialist



EDUCATION 
FOUNDATION

• Pieces of Transition Puzzle

• Employment

• Finance

• Legal

• Community

• Healthcare



LEGAL TRANSITIONS

Power of Attorney vs. Guardianship

Decision Making Capacity



DECISION MAKING CAPACITY
CAPACITY:

An adult’s ability to receive and evaluate information effectively and communicate decision



POWER OF ATTORNEY

Shared Decision Making Capacity

Health Care Power of Attorney:

Allows an individual to name an agent who can act on his or her behalf to make medical 

decisions for the individual in the in event the individual cannot.

• Authorize Treatment

• Withdrawing Treatment

• Implementing a DNR

• Hiring medical professional/Support Staff

• Admit or Discharge from the hospital

• Admit or Discharge from a nursing home

• Access to Medical Record

• Participate in Appointments



POWER 
OF 

ATTORNE
Y

Healthcare Power of Attorney

Financial Power of Attorney

Durable Power of Attorney



GUARDIANSHIP

• An individual is determined to be incapacitated

• Medical Evaluation / Court Review

• Court appoints a agent to be decision maker for the individual

• Costly

• Invasive

• Time consuming

Limited vs Plenary Guardianship



EDUCATION 
FOUNDATION

• Pieces of Transition Puzzle

• Employment

• Finance

• Legal

• Community

• Healthcare



COMMUNITY BUILDING

Valued Devalued

Included Inclusion Assimilation

Excluded Differentiation Exclusion

Inclusion:

Person belongs to the group and uniqueness is valued



SEXUALITY AND RELATIONSHIPS

• Body Boundaries

• Privacy
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