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About Sheli
• Sibling of three brothers, one 

who is 35 years old with 
developmental disability

• Member, Presidents Committee 
for Persons with Intellectual 
Disabilities Appointed by 
President Obama

• Associate Director, UMKC 
Institute for Human Development
o Lead Developer of Charting the 

LifeCourse framework and tools
o Co-Director of National CoP on 

Supports to Families 
o Director of Mo Family-to-Family 

Health Info Center
o Supporter of the Self-Advocacy 

Movement for 12 years 



Introducing Ben



Outcomes
¥ Underscore the significant role families play across the 

lifespan in supporting their family members with disabilities.

¥ Illustrate how the LifeCourse Framework can be used as a 
foundation for assisting individuals with disabilities and their 
families in creating a vision at different life stages, such as 
transition from school to adult life, aging, etc.

¥ Highlight the use of the Charting the LifeCourse framework 
and tools to support problem solving and decision making.

¥ Learn about the experiences and different ways staff are 
putting the LifeCourse tools and strategies into practice.

¥ Lay the groundwork for future efforts to integrate and apply 
the LifeCourse Tools in our ongoing work and engagement 
with individuals and families.



Setting the Stage



Recognizing 
Our Role 

Navigator

Detective

Solution finder

Encourager

Emotional Support
What is Your role in Supporting 

the “Journey of Life”

Kingsley, Emily P. (1987) Welcome to Holland. 



Human Needs of Person and their Family

System Requirements (Federal, State, Organizational)

Front Door
Interaction 

Intake &
Assessment

Person Centered 
Plan Process

Check-In & 
Monitoring

Annual 
Meeting

Touchpoints between Person/Family and LTSS
Delivering 
Services

Accessing 
Supports

Human Needs vs. System Needs



National 
Agenda on 
Supporting 

Families 
(Wingspread) 

Missouri
UCEDD and 
Mo Family to 

Family

National 
Community of 

Practice 
on Supporting 

Families
(NASDDDS/

UMKC)

Supporting Families
LifeCourse Principles

Charting the LifeCourse Framework and Tools

History of 
Development



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 



Thinking that Guides 
the Framework 



National 
Community of 

Practice for
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.

National Association of State Directors of 
Developmental Disability Services

Original Funding Source



What is 
Charting the LifeCourse?? 

Guiding Framework

Tools

Practices

Guides thinking and 
problem-solve

Educational Resources 
Planning & Problem-solving 

Worksheets

Specific Area 
(action, policy, procedure) 

to enhance or change



Guiding Principles of the 
Charting the LifeCourse Framework
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Core	Belief:	
All	people	and	their	

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

community.	



All People
ALL people, regardless of 
age, ability or family role, 
are considered in the 
framework.

ALL people with disabilities 
and their families have 
choices and access to 
supports they need, whether 
they are known to the 
disability service

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

75%

National % Receiving 
State DD Services

25%

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



Where People with I/DD Live 
4.7 million estimated People with Developmental Disabilities* 

75%
3,500,000

Living at 
Home

12%
672,000

Not Known to 
Services

11%
528,000

Out of Home 
Services

Larson, S.A., Eschenbacher, H.J., Anderson, L.L., Taylor, B., Pengell, S., Hewitt , A., Sowers, M., & Bourne, 
M.L. (2017). In-Home and Residential Long-Term Supports and Services for Persons with Intellectual or 
Developmental Disabilities: Status and trends through 2015. Minneapolis: University of Minnesota, Research 
and Training Center on Community Living, Institute on Community Integration. 



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

Supporting All Ages, Across All Systems



Individuals 
live within the 
context of their 

Families and 
Community



Everyone exists within 
the context of family and community

Draw Your 
Circles



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



Lifelong Impact of 
Family on Individual

Biologically:  Likes, dislikes, 
skills, abilities

Policy:  
Dreams, Aspirations,

House rules, cultural rules, 
expectations

Environmentally:  
Neighborhood, socio-economic, 
education

Socially:  Family and friend 
network, connection with 

community members



A Traditional Family Life Cycle

Connected Stages and Cycles
Individual Life Stages



Reciprocal Roles of                   
ALL Family Members

Caring About

Affection & Self-Esteem

Repository of knowledge

Lifetime commitment

Caring For

Provider of day-to-day care

Material/Financial

Facilitator of inclusion & membership

Advocate for support 

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



Mapping Reciprocal Roles

Handout in 
Folder



Mom Mapping Roles in Son’s Life
Ben



Family Members Are
Cared about and Loved

Self-determined
Independent/interdependent  

Integrated and Included
Productive

Birth-----Early Child---School-----Transition----------------------Adulthood---------------------------Aging

Changing Roles of Family

Family Roles
Caregiver and Family
Behavior Therapist
Spiritual Guider
Psychiatrist or Counselor
Social Planner
Life Coordinator
Protector and Advocate



-Sibling Leadership Network



Supporting 
the Needs 

of the Person 
and All 
Family 

Members
Individual and family 
supports address all facets 
of life and adjust as roles 
and needs of all family 
members change. 

Discovery & 
Navigation

(Info and 
Training)

Connecting & 
Networking
(Talking to 

someone that 
has been there)

Goods & 
Services

(Day to Day, 
Medical, 

Financial)



Overarching Area 
(3 Buckets)

Focus Area of Enhancement Examples	of	Services	or	Supports

Discovery and 
Navigation

Informational Support
Instructional Skills Development
Navigation and Advocacy Skills

• Informational Support (specific disability or health 
condition, options and possibilities for employment, 
community living, relationships, recreation, future 
planning)

• Skill Building Support (navigating and access 
services, behavioral supports, medical tasks)

• Interventions that enhance the ability to advocate 
for services and policy change

Connections 
and 

Networking

Emotional Support
Affirmational Support

Relationships and Social Capital

• Support Groups
• Professional Counseling
• Peer-to-peer interventions and programs (Parent-

to-Parent, Sib-shops, Self-advocacy organizations)

Goods and 
Services

Physical Support
Financial

Material/Instrumental

• Individual and Family-Directed Supports
• Cash Subsidies and Financial assistance
• Transportation
• Respite/Childcare
• Adaptive equipment and Home modifications



Elizabeth’s Health Trajectory
As Told by Her Mother

5 Months…………….1 year…………………2 years

Charted trajectory stoma

Self determination
Choice
Privacy

VISION for a GOOD LIFE

Unnecessary medications
Unnecessary procedures
Limiting choices
Limiting self-determination

What I DON’T Want



Family Engagement is a component 
of a holistic approach to person 
centered supports that recognizes the 
context and impact of the family in 
practice and policy implementation.  

! The focus is on the “person with a disability” 
this does NOT mean that “Family 

Engagement” supersedes the INDIVIDUAL

It is not……. 
family involvement VS person centered



§ Help each other; they sacrifice for one other; 
§ Hurt each other; they apologize and forgive;
§ Have fun and celebrate with each other;
§ Have routines, customs and habits – they have their way of doing things;
§ Have secrets and things they don’t talk about;
§ Have troubles, get tired and discouraged;
§ Do the impossible;
§ Might commit abuse and take advantage of other families members;
§ Can’t do everything;

The family is the context for the person;
personal outcomes are influenced by the family

Families are complex, 
but we know that families…..



Challenging Our Thinking 
About Families

¥ “the families I work with are often a barrier”
¥ “families are too tired and overwhelmed”
¥ “families expectations are too high”
¥ “families expectations are too low”
¥ “the people I support don’t have any family”



Massachusetts CtLC in Action

Person Centered Planning Family Futures Planning 



Trajectory 
of Life 

Experiences

Individuals and families can 
reflect on prior and current 
life stages and experiences 
while focusing on the future. 

A vision creates opportunities 
for life experiences along the 
life trajectory.



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.

o -Leonard L. Sweet

Vision for a Good Life



What is YOUR Vision 
for a Good LIFE?

Vision of What I Want for a 
Quality of Life 



What DON’T you want??

Vision of What
I Don’t Want



Trajectory towards Good Life

Friends, family, 
enough money, 

job I like, home, faith, 
vacations, health, 
choice, freedom

Vision of What I Don’t Want



Trajectory towards Good Life
VISION

Family  Friends  TATTOOS
Vacations      Girlfriend

Concerts    WWE    Nascar
Money  Job/own business

Fire Station    Church
Tiger Football    Royals

Good Food    Pepsi    Beer
Active      Healthy & Fit

WHAT I DON’T WANT
Poverty/No Money

Poor Health  Diabetes
Heart Disease Guardian 

Isolated/Segregated
Institution/group home

Treated Differently



“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



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 
and issues, guardianship options and 
alternatives )

Citizenship and Advocacy
(valued roles, making choices, setting 
goals, responsibility, leadership, peer 
support)

Person and Family Level
Quality of Life Domains



Family 
Perspective
Life Domain 
Vision Tool 

Handout in 
Folder



Family 
Perspective 
Life Domain 
Vision Tool  

for Ben

Getting more 
specific in each 

life domain



Trajectory Across 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”

Disability 
System 

Transitions

Life Stages & 
Life Experiences



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

Experienc
es at age 
65



Friends, family, 
enough money, 

job I like, home, faith, 
vacations, health, 
choice, freedom

Poverty, loneliness, 
segregation, restrictions, 
lack of choice, boredom 

Dignity of Risk and Mistakes



Family and friends
Girlfriend
Vacations
Concerts; WWE; Nascar
Tattoos
Money; job or my own business
Volunteer at fire station
Being Tiger football manager 
Church 
Healthy & fit
Good food; Pepsi
Basketball  
Royals baseball
Staying active

Poor health, heart disease, diabetes; 
Poverty/no money; 
Guardianship; institution/group 
home; Segregation/isolation; being 
lonely
Being treated differently; 

Volunteer at fire station; 
Find more volunteer 
ops; Workout regularly;    
Keep in touch w/ 
friends; Increase alone 
time;  
Go out with friends;  
Spend daytime hours 
out of the house; 
Explore micro 
enterprise; 

Sitting at home 
watching TV all day;
Rely on paid 
supports; 
Gain weight; 
Eat unhealthy foods 
or drink too much 
Pepsi (caffeine); 

Chores; boy scouts; 
School inclusion/circle 
of friends; 
Birthday parties; 
Riding bike; 
Family vacations; 
Church youth group; 
Debit card; 
Football manager; 
Homecoming king; 
Volunteering 
High School diploma

Special education  low 
expectations;  
Para glued to Ben’s 
side; Pressure to 
segregate; Medication 
side effects; 
Scoliosis; 
Seizures; 
Physical barriers;  

25

Ben’s Life Trajectory



Massachusetts CtLC in Action

CtLC Healthy Living



King James
• Kernicterus (brain damage due 

to severe jaundice)
• All motor control affected, 

cognition not impacted
• Non ambulatory
• Non verbal 
• G tube fed
• Little to no volitional movement
• Hearing impaired
• Baclofen pump, DBS, spinal 

fusion



Our New Reality!



Supporting 
Healthy 
Living



Supporting 
Healthy 
Living





Today’s 
Health Care 

Visit



Integrated 
Service and 

Supports

Individuals and families utilize 
an array of integrated 
services and supports to 
achieve the envisioned good 
life



Services and Supports are Evolving

Everyone exists 
within the context 

of family 
and community

Traditional
Long Term Services 

and Supports

Integrated Services 
and Supports within 
context of person, 

family and community 



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



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 
Support

s



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 



Integrated 
Supports:

Daily Routine

¥

Morning 
or 

Evening



Integrated 
Supports:

Domain 
Specific

¥

Life 
Domains



Focus on Social and Spirituality 

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

Eric



Ben’s 
Safety & 
Security 

Star

Focus on 
Supported 

Decision Making 



Safety and 
Security

Focus on Supported
Decision Making 



BEFORE: Integrated Supports

Mom, Dad

DDD Self-Directed 
waiver PCA staff; 
Medicaid; Special 

Needs Trust   

Ben’s 
Services & 
Supports



i-pad when 
home alone; 
digital watch

Able to stay home alone for 
up to an hour; has &       

can use i-pad; 

AFTER: Integrated Supports

Mom, Dad, Matt, 
Zac, Ali, Chad, 

Ericka, Roy,    
Carol, Nick, 

Spohn,    

Firemen at ESFD; 
coaches & staff at ES 
high school; Omni bus;  

DDD Self-Directed 
waiver PCA staff; 
Medicaid; Special 

Needs Trust   

Ben’s 
Services & 
Supports



Integrated Options 
& Star Cheat Sheets



Massachusetts CtLC in Action

CtLC Self-Direction



Partnering at 
Every Level
for Change

Every program, organization, 
system and policy maker must 
always think about a person in 
the context of family

Individuals and families are 
satisfactorily involved in policy 
making so that they influence 
planning, policy, 
implementation, evaluation and 
revision of the practices that 
affect them. 

.

Person with Disability and their Families
Engage, Lead, and Drive 

Policy, Practice and Community 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



CtLC in Action



Human Needs of Person and their Family

System Requirements (Federal, State, Organizational)

Front Door
Interaction 

Intake &
Assessment

Person Centered 
Plan Process

Check-In & 
Monitoring

Annual 
Meeting

Touchpoints between Person/Family and LTSS
Delivering 
Services

Accessing 
Supports

Human Needs and System Needs



Tools for All Team Members

Self-Advocate 
Tools & Resources

Family Perspective 
Tools & Resources

Support Team 
Tools & Resources

Planning for Life Outcomes 
and/or 

Service Planning



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



Conner’s Trajectory for IEP Meeting



Impact on All Family Members



Max
Early Childhood Transitions



Elementary School Trajectory



Mapping 
Supports 

for 6th

Grade Year 



Jessica
Planning Her Future for Success



Caleb’s  Career 
Planning Star



Technology

Community Based
Personal Strengths 

and Assets

Relationship Based

Eligibility 
Specific

Job Search

Job 
Shadow

Ask Questions

Transportation

Sense of 
Humor

Speak Your Mind

Physically Capable

Communicate

Social Skills



John
26 yrs old
Homeless
Moves from 
house to 
house of 
others



John

TCM only



Sylvia
Lives with mom 
Never leaves the 
house

TCM only



Star plus 6 months later



Taylor - 2015



Taylor 2015
Mom’s vision



Specific Application of LifeCourse
Known 
No Paid 
Services
(TCM, 

Wait List)

Not Known to 
DD State System

Less 
than 
24 

Hours

24 
Hours

Different Types of Situations
- Living with Family
- Living in Own Home
- Self-Directed
- Any Age Group
- Parent with Disability
- Aging Parents/Caregivers



¥ Family to Family at Missouri UCEDD
¥ Early Childhood, Part C

¥ School Districts, Special Education
¥ PNS Show Me Career Grant Pilot Sites

¥ State Division of Developmental Disability
¥ Special Health Care Needs

¥ Dept. Health and Senior Services
¥ Vocational Rehabilitation 

Reframing for All Stakeholders:
Developing Materials



Educating Self-Advocates and Families

¥ Disseminating LC Materials 
and Tools

¥ Developing New Materials 
using LC framework

¥ Organizing Websites using 
LC Framework



Supporting Self-Advocates and Families 
to Problem Solve and Plan on Own

¥ Hosting Family and 
Self-Advocate 
training workshops

¥ Providing 1-1 
support to coach on 
using tools for 
different reasons



Taylor – one year later



Enhance monitoring to 
focus on quality 

outcomes 



Brandie – Plotting Outcomes



4 yr old
quarterly
service 
monitoring



Other Examples of 
LifeCourse Application

• Job Descriptions
• New Positions
• Hiring & Interviews
• Performance Reviews
• Team Meetings



Job Descriptions



Human Resource: 
Hiring and Performance Reviews



WEBSITE: LifeCourseTools.com



SELF-
DIRECTING 
SUPPORTS 

VIDEO SERIES

www.lifecoursetools.org



How Family 
Supports Ben 
to Hire Self-

Directed 
Staff



Family 
using 
Vision and 
Trajectory 
for 
Supportin
g Ben to 
Hire Staff





Contact Information
Sheli Reynolds
reynoldsmc@umkc.edu
816-235-1770


