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About UMKC-IHD

UCEDD/LEND with longstanding focus on Family 
Support, Self-Advocacy and Self-Determination
State and National Systems and Policy Change:
National Community of Practice for Supporting Families 

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



Supporting 
Families
LifeCourse
Framework

Activities:
Local, State and    
National Levels



Outcomes for Today

• Provide overview of the Supporting Families 
LifeCourse Framework

• Share examples of how families and self-advocates 
are using LifeCourse Tools 

• Discuss how Support Coordinators are using 
LifeCourse Tools with individuals and families they 
support

• Explore how states in the Community of Practice for 
Supporting Families are using the LifeCourse
Framework to transform policies and systems



People with disabilities and 
their families have the right 

to live, love, work, play 
and pursue their life 

aspirations just as others do 
in their community. 



Focusing on ALL
ALL4.9 Million people with developmental disabilities

25%
75%

National % Receiving 
State DD Services

Individuals who:
- Unaware of disability specific services
- Do not want disability specific services
- Have a diagnosis but don’t meet “eligibility criteria”



LifeCourse Framework

Presenter
Presentation Notes
First show the person,Then show the family, then bring up the domainsAnd then the bucketsAnd then the outer layers All these things work together to make 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 Supports STAR

i-pad/smart 
phone 
apps, remote 
monitoring, 
cognitive 
accessibility, 
adaptive 
equipment

school, businesses, 
church/faith  based,
public transportation,
parks and recreation

SHS services,
Special Ed, 
Medicaid, 
section 8,

Food Stamps,
Vocational Rehab (VR)

family, 
friends, 
neighbors, 
co-workers, 
community 
members, 
church 
members

person or family resources, 
abilities, strengths, 

characteristics



Life Trajectory, Life Experiences, 
Life Stages & Outcomes

Friends, family, 
self-determination, 
community living, 
social capital and 

economic sufficiency

Vision of What 
I Don’t Want

Focusing on Past, Present and Future Life Experiences

Volunteering at church”

Learning to say “no”

“Making mistakes”

“Chores and allowance”

“Birthday parties with friends”

“Playing sports or an instrument”



People with DD and Families
Engage, Lead and Drive

Policy and Systems Change



100%

Tools for Reframing

Presenter
Presentation Notes
Transition Slide: The tools: Universally Designed for: Families	Teachers/counselors	Support coordinators	Transition liaisons, and more!Can be adapted for use by anyoneDeveloped with families and supporting professionalsNow let’s see some real life examples of the life course tools being used in different situations



LifeCourse: 
Families & Self-Advocates Drive Change



LifeCourse Curriculum for Families 
and Self-Advocates

• 4 hour interactive workshop
• Developed using Plan-Do-

Study-Act
• Families and self-advocates 

learn to use LifeCourse
tools for having 
conversations and driving 
plans

• Trained family facilitators 
• Evaluation and Family 

Aspiration pre-survey

Presenter
Presentation Notes
Copies of survey tool and family aspirations



Evaluation & Family Survey



Partnered with Organizations to 
Host LC Curriculum for Families

• Arc of St Louis
– Transition age families
– Elementary school age families 

• St. Louis Special School District
– Families, Transition Coordinators, other school 

personnel
– Held 1st “train the family facilitator”

• Progressive Community Services (county 
board/TCM)
– Families served in Buchanan County



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



Jessica’s Transition Plan:  
Self-led IEP Meeting



Jessica’s Trajectory



Vision for a Good Life



What Jessica Doesn’t Want



Support Coordination:
Tools for Exploring and Planning with 

People with Disabilities and their Families



Enhancing Skills of 
Support Coordinators

• Updating DDD Statewide 
Support Coordinator Manual

• Hosting LifeCourse Training 
Workshops and Coaching 
Sessions

• Participation in LifeCourse
Tools and Practice 
Workgroup



Developing Person-Centered Guidelines & Templates 
in Response to HCBS Person-Centered Rule

Presenter
Presentation Notes
Change to generic Portfolio image 



Self-Directed DDD Services:
Ben’s GOOD LIFE 



Tools Used for Planning 
and Day-to-Day 

Supports
for DMH

Division of DD

Ben’s One Page 
Profile



Ben’s Good Life Trajectory



Ben’s

I-pad, apps, 
Facebook,
Facetime, 
Digital watch, 
Vibrating 
toothbrush,
Glasses

Omni bus, Walmart, 
24 Hour Fitness, 
library, Price Chopper, Dr. T.,
St. Ann’s church, ES Fire Dept,
joint bank account,  direct 
deposit,  Power of  attorney

Dad, Mom, Matt, 
Zac, Ali, Chad,   
Ericka, Sheli,

Firemen friends,
Ange, Pam, Wally, 
Josh B., Matt S., 

Mike, Nick, 
Scouting friends

PCA –DDD, self-
directed supports
Social Security,
Medicaid, Special
Needs Trust 

Outgoing personality, 
friendly, Eagle Scout, 

can ride city bus

Ben’s 
Integrated 

Services 
and 

Supports 
Star



Integrating Supports into Real Life



Ben’s 
Integrated 
Activities:

Personal 
Assistant Plan



Shay’s Life Trajectory



LifeCourse:  Organizational Change



Organizational Strategic Thinking:
LOQW and PCS 

Presenter
Presentation Notes
CyndiWhy did you use the life domains?  What do they mean?  What do they help you understand or organize?Its back to our light bulb moment….  We became comfortable with the framework….  It just naturally made sense to us… that hey… we could use this same idea and apply it to any type of planning…. Not just individuals.So we did!  We used the life domains and the guiding principles of the Charting the LifeCourse framework to ensure we were “Remembering Why We Do What We Do”…. Back to that lightbulb moment.	Life is a Journey – Our lives are not static, they change everyday.	Its all about Vision – Anything is possible with the right vision and focus.	Everything is connected – What you do today affects your life in the future.	Our overall compass for people and their families is “Quality of Life”.(I don’t have those little icons handy… but they should really go with these if you actually put those things in the slides.)It isn’t much of a stretch to make those things apply to an organization right???So keeps us on point… etc.   The little icons actually being added in are really just visual reminders…… we tend to be pretty visual people and something about having those right there helps us focus.



LifeCourse: DD Systems Change 



• State DD System
– Existing initiatives focused 

on person centered 
planning

– Enhance role of case 
managers and intake 
workers to focus on support 
to families 

• Governors Blue Ribbon 
Task Force using LifeCourse
framework to guide 
conversations and plan 
development 

Oklahoma



Oklahomans with I/DD

15%
73%

(44,002)
Enrolled State 
DD Services

Waiting for State 
DD Services

12%

Based on 1.58% prevalence of 3.815 million citizens, US Census

60,277 estimated Oklahomans with Developmental Disabilities 



Reframing Wait List Discussion

Information about Oklahomans with DD on Waiting List 

0-5 6-18 19-64 65+ Total Details

624 2579 3714 59 6,976 Names on 
Waiting List

114 620 850 11 1,695
On list, No 
known public 
benefits

510 1959 2864 48 5281
On list, Getting 
Some Public 
benefits



Governor’s Blue Ribbon 
Task Force

Strategies:
1. Strengthen Information Access
2. Provide Resource Navigation 

and Improve Inter-Agency 
Service Coordination

3. Provide family-to-family support 
to individuals and families who 
are currently on the Waiting List 
or who apply for Waiver 
Services.

4. Assess needs of families 
currently on the Waiting List.

5. Build capacity of services and 
supports outside of those 
provided through DDS waivers.

OK



Self-Advocate and Family 
Educational Training

• Statewide Joining Forces Family 
Leadership Conference 

• Rural Leadership Institutes
• Partners in Policymaking 



• Currently Legacy System
– Adults with Intellectual 

Disabilities only
– Commitment to community 

based supports
– Stalled at reforming the law

• Developing new Legislation for 
DD Services

• Budget Line Item for Supports to 
Families 

• Initiated Supporting Families 
Advisory Council

• Connecting System Reform 
Initiatives Together (Employment 
First, Person Centered Thinking: 
Trained Family Facilitators, 
Supporting Families CoP)

District of 
Columbia



Individuals in DC with I/DD

23% 
(2,228)

77%
(7,404)

Receiving DDS Services

*Based on 1.49% prevalence, S. Larson, University of Minnesota (2013)

9,632 individuals estimated to have Developmental Disabilities* 

Inside the State System

Living independently or with 
family

796

IDD Waiver 1,655

ICF/IDD 330

Waiting List 0

Not Receiving 
DDS Services



No Wrong Door SYSTEM
Focus of 

CoP Supports to 
Families and 
DD System:

• Support Coordination
• Person Centered 

Thinking, Planning, 
and Facilitation

• Family Navigation 
and Family Neworks

• LifeCourse Framework 
and Tools

• Responding to new 
CMS HCBS rule

• Focusing on Front 
Door of DD Services 

Developmental Disability Field 
has been evolving from an 

institutional based to system to 
a person centered system for 

many years



No Wrong Door SYSTEM

LifeCourse Tools 
focusing on Adapting, 
Accommodating and 
Integrating Supports:

• Own Strengths, Assets 
and Resources

• Technology
• Relationships
• Community Resources 
• Eligibility Specific 

Services and 
Supports

Planning may require 
identifying, developing and 
adapting supports beyond 
private and public supports



LifeCourse: Domain Specific



Daily Life: 
Focus on Employment



Connecting the Dots and 
Integrating Missouri Initiatives 

Missouri SELN



Family Involvement 
and Employment Outcomes

Community

Person with 
Disability

Policy 
& Practices

Family 
Involvement

Advocate for 
and advise on 

policy & 
practice 

improvements

Can bring citizens, 
employers, etc. 

to the table

Influence on 
other families 

and community 
members



SHOW-ME-CAREERS:
Family Involvement Initiative

Develop materials to enable local pilot community teams to:
• Enhance family expectations related to integrated 

employment and post-secondary education as a preferred 
outcome

• Increase family capacity to effectively utilize available 
resources that support movement toward integrated 
employment and post-secondary education

- Awareness of expectations of employment for people with 
disabilities (federal/state policies, cultural shift)
- Knowledge about possibilities for employment, career and post 
secondary education options for people with disabilities 
- Access to resources and supports to learn about, plan for and 
make employment a reality



Daily Life: 
Focus on 

Employment

Domain 
Booklet



Daily Life: 
Focus on 

Employment

Integrated 
Supports Star



Who is Using LC Employment Tools?

• Vocational Rehabilitation
– PETS (Pre Employment Transition Specialists)
– Employment Specialists

• School Districts
– Special Ed Teachers
– School Counselors

• State DD System
– Employment & Youth Transition Specialists
– Support Coordinators



Adult Employment Trajectory



Abilities First
One Page 
School Profile

Presenter
Presentation Notes
Change to image of generic portfolio



Safety and Security: 
Focus on Supported Decision Making

Presenter
Presentation Notes
The ability to communicate – with anyone at any time…



Mo Guardianship: Understanding 
Options and Alternatives

• Developed and launched in 
2009/2013

• Workshops for families, 
self-advocates, and 
professionals 

• Promoted making 
informed decisions about 
guardianship with 
emphasis on supported 
decision making



Safety and 
Security:  
Focusing on 

Supported Decision 
Making

Integrated Supports 
Star



Safety and 
Security:  
Focusing on 

Supported Decision 
Making

The Stoplight Tool



CONNECT WITH US ONLINE



Questions, 
Reflections and 
Discussion
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