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Life Course Planning
A  U n i v e r s a l  P e r s o n - C e n t e r e d  P l a n n i n g  O p t i o n
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Setting the Stage: Current Reality



100%
4.7 Million 

people with 

developmental 

disabilities 

** Based on national definition of developmental disability with a prevalence rate of 1.58%

75%

National % 

Receiving State 

DD Services

25%

1 in 4 Persons with I/DD 
Receive Formal State DD Services

©  2 0 1 5  |  U M K C  I n s t i t u t e  f o r  H u m a n  D e v e l o p m e n t ,  U C E D D  |  S U P P O R T S T O F A M I L I E S . O R G



Where do People with I/DD Live?

Anderson, L.L., Larson, S.A., Kardell, Y., Hallas-Muchow, L., Aiken, F., Hewitt, A., Agosta, J., Fay, M.L., & Sowers, M. (2015). Supporting Individuals with Intellectual 
or Developmental Disabilities and their Families: Status and Trends through 2013.  Minneapolis: University of Minnesota, Research and Training Center on 
Community Living, Institute on Community Integration.

TOTAL 4.7 MILLION PEOPLE WITH IDD

Own or With Family Residential Supports

89% living in own 

homes and/or are 

supported 

by family
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Guiding Principles of the Supporting 
Families LifeCourse Framework



Focusing on Life Experiences and 
Life Transitions

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

Chores and allowance

Scouts, 4H, faith groups

Playing sports or an instrument

Making Mistakes
Learning to say “no”

Birthday parties with friends 

Summer jobs, babysitting 

“Anticipatory Guidance 

for Life Experiences”
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Focus on ALL: 
Public Health Framework

Medical 

System

Flu Shot

Hand Washing

Anti-Bacterial Soap
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Construct Universal Strategies for Supporting 
Individuals with Disabilities and Families 

Across the LifeCourse

Long Term 

Services and 

Supports

Examples:

• Life Course Planning

• Asset Coordinators

• Assistive Technology

• Respite for Independence

• Positive Behavior Health

• Self-Directed Supports

Livable Communities
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Supporting the Needs of the 
Person and Their Family

Discovery & 

Navigation

(Info and 

Training)

Connecting 

& Networking

(Talking to 

someone who 

has ‘been there’)

Goods &

Services

(Day to Day, 

Medical, 

Financial 

Supports)
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Self Advocacy

Self Determination

Peer Advocacy

Safety

Relationships

Quality Life 

Outcomes



Focusing on Quality of 
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)
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Focusing on Quality of 
Life Domains
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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

One Page 

Profile







Before Life Course Planning





Key Recommendations 

• Support a lifespan approach
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Key Recommendations 

 Support use of Life Course common language and images
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Key Recommendations 

 Support strategies that support family-to-family and 
peer mentoring connections
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Key Recommendations 

 Support strategies that focus on the ALL
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Key Recommendations 

 Support strategies that help families build a strong 
foundation of support
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Comprehensive, Integrated & Coordinated 
Systems Across Life Domains & Stages

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
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Partnering with People with Disabilities and 
their Families so they can Engage, Lead, and 

Drive Policy and Systems Change
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