
Transition from High School to the Good 
Life: Using the Life Course Framework, 
Trajectory and Integrative Supports Star

May 23, 2016

AIRS

St Louis, Mo.



About Susan

• Parent of Elizabeth, Marcus and 

Connor

• Outreach Coordinator 

• AMCHP Family Scholar

• AMCHP Leadership Lab Mentor



About Jenny

Parent of Joseph

Family Information and Resource 
Specialist

Focus: Faith and Inclusion

C.I.R.S. Certified since 1997



About Georgia
• Parent of Caleb

• Family  Information and Resource 

Specialist– MoF2F

• Benefits Specialist 

• Partners in Policymaking Graduate

• C.I.R.S. Certified



About Our Organization

• Housed at UCEDD/LEND with longstanding 
focus on Family Support, Self-Advocacy and 
Self-Determination

• State and National Systems and Policy Change 

• Statewide Family Resource Center, Family-to-
Family HIC, for over 25 years, with evolving and 
on-going statewide partnerships  





Workshop Objectives

• Understand the Life Course Framework 
concepts

• Explore a Vision for a Good Life – and how to 
get there

• Discuss the integrated supports and trajectory

• Learn how to apply integrated supports in 
everyday life



GUIDING PRINCIPLES FOR THE  
SUPPORTING FAMILIES            
LIFE COURSE FRAMEWORK



Current Reality of  Service and Supports

Expectations, 
Values, 
Culture 

Capacity of 
Work Force

Federal Budget

Demand for 
Services



Services and Supports 
are Evolving

Everyone exists 

within the context of 

family and 

community

Traditional

Disability Services

Integrated Services 

and Supports within 

context of person, 

family and community 



Type of Change that is Needed

TRANSITIONAL CHANGE

“Retooling” the system and its 
practices to fit the new model

Mergers, consolidations, 
reorganizations, revising 
systematic payment structures, 

creating new services, processes, 
systems and products to replace 
the traditional one

TRANSFORMATION CHANGE

Fundamental reordering of thinking, 
beliefs, culture, relationships, and 
behavior

Turns assumptions inside out and 
disrupts familiar rituals and 
structures

Rejects command and control 
relationships in favor of co-creative 
partnerships

Creating Blue Space, Hanns Meissner, 2013 



Policy, Systems & Community Change:  
Person-/Family- Centered and Driven



Partnering with People with Disabilities 
and their Families so they can 

Engage, Lead, and Drive 
Policy and Systems Change



Pediatrician, Families and Friends, 

Faith based

IDEA Part C, Parents as Teachers, 

Health, Headstart

School, Special Education, Health, 

Recreation

Vocational Rehab, Health Employment,  

College, Military 

Disability Services, Health, Housing, 

College, Careers

Retirement, Aging System, Health

Comprehensive, Integrated & Coordinated 
Systems Across Life Domains & Stages



National
Community of 

Practice on 
Supporting 

Families

Project Goal

To build capacity through a 

community of practice across 

and within States to create 

policies, practices and 

systems to better assist and 

support families that include 

a member with I/DD across 

the lifespan.

Project Outcome

• State and national consensus on a national framework 

and agenda for improving support for families with 

members with I/DD.

• Enhanced national and state policies, practices, and 

sustainable systems that result in improved supports to 

families.

• Enhanced capacity of states to replicate and sustain 

exemplary practices to support families and systems.



Funded in 2012 by 

National Partners



Core Belief: 
All people and their 

families have the right to 
live, love, work, play 
and pursue their life 
aspirations in their 

community. 



What is YOUR Vision 
for a Good LIFE?

Vision of What I Want      
for a Quality of Life

Write down your responses on your worksheet & 

discuss with your table



What DON’T you want??

Vision of What
I Don’t Want

Write down your responses on your worksheet 

& discuss with your table



What is a good life for your family member
with a developmental disability?

What I DON’T Want

What I Want

Discuss at your table and record your responses on your worksheet.



“Good Life for All ”

The Individual will achieve self-determination, 

interdependence, productivity, integration, and 

inclusion in all facets of community life

Families will be supported in ways that maximize 

their capacity, strengths, and unique abilities to 

best nurture, love, and support all individual 

members to achieve their goals



ALL People



Focus on “ALL”

100%

All 4.9 Million people with 

developmental disabilities 

** Based on national definition of developmental disability with a prevalence rate of 1.49%

75%

National % 

Receiving State 

DD Services

25%



Person Within Context 
of Family & Community



All individuals exist within    
the context of family

• Family is defined by the individual

• Individuals and their family may 
need supports that adjust as roles 
and needs of all members change  

• Not dependent upon where the 
person lives



Relationships and Roles of              
Family in a Person’s Life

Caring About

Affection & Self-Esteem

Repository of knowledge

Lifetime commitment

Caring For

Provider of day-to-day care

Material/Financial

Facilitator of inclusion and 

membership

Advocate for support 

*Adapted from Bigby & Fyffe (2012), Dally (1988), Turnbull et all (2011)



Families Support 
Members with I/DD

528,000	
13%	

672,000	
12%	

3,500,000	
75%	

Receiving	Services	Out	
of	Home	13%	

Receiving	Services	
Living	at	Home		12%	

Not	Receiving	Services	
-	Living	at	Home		75%	

4.7	Million	people	with	I/DD	

Larson, S. A., Lakin, K. C., Anderson, L., Kwak, N., Lee, J. H., & Anderson, D. (2000). 

89%  of People I/DD receiving services are Supported by Family



Life Trajectory, Experiences 
and Life Stages



The future is not something we enter.  
The future is something that we create.  
And creating that future requires us to 
make choices and decisions that begin 
with a dream.

-Leonard L. Sweet

Vision for a Good Life



Trajectory towards Good Life

Friends, family, 

enough money, 

job I like, home, faith, 

vacations, health, 

choice, freedom

Vision of What I Don’t Want



The road is not always easy…..
and the trajectory isn’t always straight.



Family Life Cycle

Life Stages and 
Individual and Family Cycles

Individual Life Stages



Life Stages:  Think Across Generations

Age 0-5 6-18 19-64 65

Total MO 
Population

362,650 
(6%)

1,045,641 
(17.3%)

3,747,386 
(62%)

888,537 
(14.7%)

Approx. 
DD

(1.58%)
5729 16,521 59,209 14,038



Life Experiences

Getting New 

Diagnosis

Parents Turn 65 

Medicare & SSDI

Leaving Early 

Childhood/ 

enter school 

Transition 

planning

Living 

Adult Life

My parents have 

passed away, 

what do I do?

Turning 18. 

Leaving 

school at 18 

or 21

Volunteering              Chores and allowance

Learning to say “no”

Birthday parties with friends 

Playing sports or an instrument

Scouts, 4H, church groups

Making Mistakes



Life Experiences = Life Outcomes

What We DON’T Want

What We Want

Experiences 

at age 5

Experiences 

at age 13

Friends, family, 

enough money, 

job I like, home, faith, 

vacations, health, choice, 

freedom

Experiences 

at age 65



Adapting and Accommodating 
Life Experiences

What I DON’T Want

What I Want
What adaptations 

can you make for 

a 13-21 year old?

Discuss at your table and record your responses on your worksheet.



Joe’s Life Trajectory



Friends, family, 
enough money, 
job I like, home, 
faith, vacations, 
health, choice, 

freedom

Vision of What I Don’t Want



Life Domains, Life Outcomes 
and Life Possibilities 



Achieving Outcomes for 
Connected Life Domains

Daily Life and Employment
(school/education, employment, 

volunteering, routines, life skills)

Community Living
(housing, living options, home 

adaptations and modifications, 

community access, transportation)

Social and Spirituality
(friends, relationships, leisure 

activities, personal networks, 

faith community)

Healthy Living
(medical, behavioral, nutrition, 

wellness, affordable care)

Safety and Security
(emergencies, well-being, legal 

rights & issues, guardianship 

options & alternatives )

Citizenship and Advocacy
(valued roles, making choices, 

setting goals, responsibility, 

leadership, peer support)



Tool for 
Developing 
a Vision 



Individualized Supports 
to Achieve a Good Life



Three Types of Supports

Discovery & 

Navigation

(Info and 

Training)

Connecting & 

Networking

(Talking to 

Someone that 

has been 

there)

Goods &

Services

(Day to Day, 

Medical, 

Financial 

Supports)





Integrated Star
for Problem Solving & Exploring Options 



Integrating Services and Supports 

75%

People with I/DD not 

receiving formal 

DD services

25%

People with I/DD 

receiving formal 

DD services

100%

People with I/DD 

receiving integrated 

services and supports



Friends, family, 

enough money, 

job I like, home, 

faith, vacations, 

health, choice, 

freedom

Poverty, loneliness, 

segregation, 

restrictions, lack of 

choice, boredom, 

institutions

Focusing ONLY on Eligibility Supports

Eligibility 

Supports



Friends, family, 

enough money, 

job I like, home, 

faith, vacations, 

health, choice, 

freedom

Relying ONLY on Family & Friends

Relationships

Poverty, loneliness, 

segregation, restrictions, 

lack of choice, boredom, 

institutions 



Life Course Integrated  Supports STAR

i-pad/smart phone 

apps, remote 

monitoring, cognitive 

accessibility, 

Adaptive

equipment

family, friends, 

neighbors, co-

workers, church 

members, 

community   

members

school, businesses, church 

faith based, parks & rec, 

public transportation

SHS services, Special Ed, 

Medicaid, Voc Rehab, 

Food Stamps, Section 8

R

resources, skills, abilities 

characteristics



Daily 
Routine

Morning 

or 

Evening



Problem 
Solving:

Life Domain



Eric’s Focus on Social and Spiritual 

Happy, Funny and loving

Likes to help people

Likes to try new things

Police cars, tow trucks, 

fire engines and racecars

Golf Cart

See his girlfriend more

Connect with his family

Spend more time with 

friends

Scouts

Red Robin

Race Tracks

Companion 

Supports 

day-to-day

I-pad

Smart Phone



Domain Specific

Daily Life

Focus on 
Employment



Caleb’s  
Career 
Planning 
Star



Domain Specific

Safety and 
Security

focus on  
Supported 
Decision 
Making 



Ben’s 
Safety & 
Security 

Star

Focus on 
Supported 
Decision 
Making 



PROBLEM 
SOLVING 

FOR A 
SPECIFIC 
ISSUE OR 

GOAL



HEALTHY 
LIVING 

PROBLEM 
SOLVING 

FOR  A 
SPECIFIC 
ISSUE OR 

GOAL

Healthy 
Living



The Arc 
St Louis

Problem 
Solving

for
Information 
and Referral



Putting the Framework Together!



LifeCourse Real Life Examples



Introducing 
Ben

 
 
 
 
 
 
 
 
 
 
 
 

WHAT PEOPLE        

LIKE & ADMIRE  

ABOUT ME 

· I like to make other people feel good and be happy.  

· I have a great smile and a contagious laugh.  I frequently “get the giggles”!  

· I’m fun, silly and friendly! 

· I am a dedicated volunteer in my community 

· I am an Eagle Scout and an adult leader in scouting - been involved in service through 
scouting since first grade.  

· I am a man about town!  

· My tattoo!!  

· My great hugs! 

· I am willing to try new things… 

· I remember songs and who sings them 

· I am not usually a complainer, even though sometimes I am in pain or uncomfortable  
                        
 
 

I PITY THE FOOL 
WHO DOESN’T LIKE 

·  

WHAT’S IMPORTANT TO ME 
· My family and friends 

· Volunteering at the Fire Station, wearing my 
uniform and badge 

· Going to the library  

· Going to church 

· My TV, DVR, and radio/CD player (I like to play 
them all at once sometimes) 

· My iPad  

· WWE wrestling – I love when my brother Matt 
takes me to live shows 

· Nascar Racing(Jeff Gordon is my favorite driver) 

· Going to country music concerts 

· Feeling like I belong 

· Being like everybody else, not being treated 
differently 

· Getting a tattoo (already planning my next 
tattoo) 

· Having control over my life as much as possible 

· My Excelsior Springs Tigers – especially football 

· Riding horses at NTRC 

· Facebook friends  

· Having an occasional beer with friends 

· Having a purpose and being productive 
 
 

BEN‘s ONE PAGE 
PROFILE! 
 

HOW BEST TO 
SUPPORT ME 

· I need help remembering things, 
like what I did or who I saw today. 

· I get confused easily so I need help 
not getting lost or turned around 
when I am out and about.  

· I know what times I am supposed to 
take my meds, but I need help 
getting them out and getting refills. 

· I get anxious sometimes, need to 
be reassured that people I care 
about will be there for me.  

· I don’t like to spend time alone, but I 
am working on it, help me not be so 
anxious when I am alone for short 
periods of time.   

· I sometimes need someone to 
steady me if I get off balance. 

· I need to rest or extra support if I 
have to do a lot of walking or 
standing.  If I am shopping, it helps 
if I am the cart-pusher. 

· I need support keeping in touch with 
friends and family and practicing 
having good conversations.  

· I’m friendly even though I may not 
look you in the eye at first 

 



Ben’s Life Trajectory



Ben’s STAR 
for 

Exploration 
and 

Discovery
(mapping)

Ben’s 

Integrated 

Supports



Moving to Integrating Supports



Ben’s Life Activities

I-pad to watch 

WWE network and 

music videos; 

facebook

Mom, Dad, Matt, 

Zac & Ali; firemen 

friends; Nick, 

Spohn, Mike, 

Ange, Chad, 

Ericka & twins 

Paid staff thru SD waiver help 

with activities, ADL’s & access 

community; therapeutic riding

Fire Station, Wal-Mart, 

movies, bowling, Sonic, 

Price Chopper, Church, 

High School, IHD

Can stay home alone for 

up to one hour 

Ben’s Life 

Activities 



Elizabeth, 
age 6



Elizabeth’s Life Trajectory



Elizabeth’s
Integrated 
Star:
Mapping 
Supports



Peyton’s Plan 
for Inclusion 

in 
School

Using the 

LifeCourse Tools 

to Transform the 

Way the School 

Thinks about 

Inclusion for 

Peyton



Peyton’s Good Life Trajectory

Friends

Family

Productive Employment

Happiness

Living Independently

Meaningful Relationships

Love

Community Involvement & Inclusion

Sheltered Workshop

Group Home

Isolation

Dependency on paid supports

Lonely

Unhappy, unproductive, bored

Poverty



Peyton’s Integrated Supports



Adult Employment Trajectory



Abilities First

One Page 
School Profile

Max’s 

School 

Portfolio



Cognitively Accessible Trajectory



LifeCourse
Educational Materials 

LifeCourse
Tools

Lifecoursetools.com



Integrated Options 
Support Stars



Focus on…. Life stages



Life Domain & subtopic guides



Coming 
soon…

Guide 
focused on 
supporter/
caregiver



Ways to Get 

Involved:

-Webinars

-CoP Listserv

-Website Links

supportstofamilies.org

lifecoursetools.org

mofamilytofamily.org



Life isn’t 
about how to 
survive the 
storm, but 

how to dance 
in the rain.

-unknown



Questions, 
Reflections and 
Discussion



Contact Information

Susan Bird

birdsk@umkc.edu

Jenny Hatfield-Callen

hatfieldcallenj@umkc.edu

Georgia Mueller

muellergl@umkc.edu

800-444-0821

mailto:reynoldsmc@umkc.edu
mailto:hatfieldcallenj@umkc.edu
mailto:stjohnj@umkc.edu


Thank You!

Please complete your evaluations. 


