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Barb’s Story
• sister of Nick and Jim

• Worked in IDD field for over 40 years

• Cleveland, Ohio area

• Member of National Charting the 
LifeCourse Nexus Team

• Mentor Trainer in The Learning 
Community for Person Centered 
Practices (TLC-PCP)
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Alison’s story
• Grew up in Michigan with an older 

sibling with a disability

• I live in Washington, DC with my 
spouse and cats. My sibling lives in 
Wisconsin. My parents still live in 
Michigan.

• My sister visits me in DC once a year 
and we usually see each other in the 
Midwest a few times too.

• One lesson learned from this work: 
Families are complicated! While we 
may share similar experiences, we are 
all also on unique journeys. PCT and 
CtLC are also about having 
compassion for each other as we 
navigate our worlds.
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Emma’s story
• Grew up near and still live in Nashville, 

TN

• Public Information Specialist at the TN 
Council on Developmental Disabilities 
since 2011

• Coordinate the state sibling support 
chapter of the national Sibling 
Leadership Network for TN – “TABS”, 
TN Adult Brothers and Sisters

• Have 2 younger brothers, Evan and 
Brendan; Evan has autism and other 
disabilities.

• One lesson learned from this work –
all members of families need support, 
and that support will look different 
over time and life stage of all 
members.



Reframing Support Systems
Person-Centered Supports within Context of the 
Family and Community



Developed by and for people with disabilities 
and their families

Charting the LifeCourse Framework



All people and their families have the right to live, love, work, 
play and pursue their life aspirations in their community. 
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!
The focus is on the “person with a disability” 

but this does NOT mean that 
“Family Engagement” supersedes the 

INDIVIDUAL

It is not……
family involvement VS person-centered

It is…. 
Person and Family Centered Supports

Family Engagement

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.  



Individuals 
live within the context 
of their Families and 

Community

Families…..

• Are defined by the individual

• Need supports that adjust as 

roles and needs of all members 

change  

• Aren’t only defined by where 

the person lives
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Reciprocal Roles of ALL 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 
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Achieve “Good Life for All”

DISCOVERY 
AND NAVIGATION
Knowledge & Skills

CONNECTING
AND NETWORKING

Mental Health 
& Self-Efficacy

GOODS AND SERVICES
Day-to-Day 

& Caregiving/Supports 

* Hecht, E., Reynolds, M., Agosta, J., & McGinley, K. (2011). Building an agenda for supporting families with a member 
with intellectual and developmental disabilities. Report of the Wingspread Conference on building a family support 
agenda, March 6-8, 2011. Racine, Wisconsin: Johnson Foundation. 

©UMKC Institute for Human Development lifecoursetools.com



Person Centered 
Thinking

Person Centered thinking 
underlies and guides 
respectful listening which 
leads to actions, resulting in 
people who: 

• Have positive control over 
the life they desire and 
find satisfying;

• Are recognized and valued 
for their contributions 
(current and potential) to 
their communities; and

• Are supported in a web of 
relationships, both natural 
and paid, within their 
communities



Person Centered 
Thinking

Helps people 
get better lives

Not just better 
paper



Supported Decision 
Making & 

Positive Control

• How can we 
support someone 
to make as many of 
their own choices 
as possible? 

• What does that 
support look like 
for your sibling?



Core Concepts  
of 

Person Centered 
Thinking

• Identify:
• What is important TO 

the person
• People to be 

with/relationships, 
status and control, 
things to do and places 
to go, rituals and 
routines, rhythm or 
pace of life, things to 
have

• What is important FOR 
the person
• Health, safety, and 

valued as contributing 
member of community

• And find the balance 



What is important to a person includes 
those things in life which help us to be 
satisfied, content, comforted, fulfilled, 
and happy.  It includes: 

•People to be with/relationships

•Status and control

•Things to do and places to go 

•Rituals or routines

•Rhythm or pace of life 

•Things to have 

What is 
important 

TO A PERSON



Important FOR a person

• Issues of health:  

― Prevention of illness 

― Treatment of illness / medical 
conditions 

― Promotion of wellness (e.g.: 
diet, exercise) 

• Issues of safety:
― Environment 

― Well being ---- physical and 
emotional 

― Free from fear 

▪ What others see as necessary 
to help the person:

― Be valued 

― Be a contributing member of 
their community

What is 
important 

FOR A PERSON



Valued, Contributing Member of Community
-Share our Gifts

Heart HandsHead



What is a GOOD LIFE?

• Have dreams 
• Without dreams, we don’t have a life and all we get is 

what we are given

• Have people who believe in us

• Have what is important TO us

• Respected and valued as a contributing member of 
our community

• Have more good days than bad

• Feel healthy and safe

• Have control 



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)

Life Domains = Outcomes
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Vision for Good Life 
Dreams

Have what is important TO us
Have people who believe in us

Respected and valued as a 
contributing community member

Feel safe and healthy
more good days than bad

Control and Choice

Vision of What I Don’t Want

Trajectory towards Good Life
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Life Experiences = Life Outcomes

Experiences

Expectations

Opportunities

Vision
More 

Possibilities



Charting the 
LifeCourse 

PORTFOLIOS

3 TOOLS

•One Page 
Description

• Expanded 
Trajectory

• Integrated Star



LifeCourse Trajectory (Expanded Version)

• Things to consider:
• What is your vision of a 

good life for yourself/your 
family member ?

• What do you want to 
avoid?

• Consider: all the life 
domains, what is important 
to you, your dreams, being 
valued

• Be specific! (Don’t just 
write categories - family, 
home, health, finance)

• Without the details, the 
info is not clear and does 
not provide guidance

• Info should be from person 
(if from other’s perpective-
identify)



Charting the LifeCourse Trajectory



Integrated Star for Supporting Good Lives



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



Integrated  Supports STAR for 
Problem Solving and Exploring Options
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Integrated  Supports STAR for 
Problem Solving and Exploring Options
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Integrated  Supports STAR for 
Problem Solving and Exploring Options
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Integrated  Supports STAR for 
Problem Solving and Exploring Options
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Integrated  Supports STAR for 
Problem Solving and Exploring Options

©UMKC Institute for Human Development lifecoursetools.com



• Families need Support when 
Identifying and Integrating 

SupportsIntegrated 
Supports Star

• Helps us problem solve and 
plan

• Put outcome or concern in 
middle in white star for 
yourself or your sibling

• Focuses on 5 possible areas of 
support, not just services

• Way to discover and 
document possibilities, 
integrated and community 
based

• Start with personal strengths 
and assets-want to start with 
strengths based assets, not 
deficit/disability 

• End with eligibility-based 
supports

• Community resources-where 
do others get help/support?
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Yarmi’s Star
Looking for a Job!



One Page 
Profile

Shift the narrative, the 
way people with 
disabilities are talked 
about, from:

• Disability-based to 
person-centered

• Needs to support-
based



One Page 
Profile

• For a specific purpose: 

• new situations like a new  
job;  

• meeting new people; 

• at the front of the persons 
records.

• An at-a-glance positive way to 
share key information about:

• What people like and admire

• What is most important to

• How to best support

All one page descriptions have these three 
sections at minimum

For more information

http://learningcommunity.us/onepag
eprofiles.htm

http://learningcommunity.us/onepageprofiles.htm


Nick the Greek

Great things about Nick:

- Intuitive

- Sense of humor

- Trustworthy

- Loving

- Caring

- Devoted

- Honest

How best to support:

• use spoon to feed me, left side, 
between teeth

• do not read over my shoulder or listen 
to my conversations

• I can hear and understand you, do not 
yell, use a ‘parent’ voice; I could be 
old enough to be your father

• put me on my stomach in bed with a 
pillow between my knees

Important TO:

-Chatting with sis, Barb, every night

-Going to family events

-Privacy

-Time alone at home and about

-Greek culture, traditions and religion



LIKE AND ADMIRE-qualities (not what you do)

• Artistic

• Musical

• Thoughtful

• Creative

• Helpful

• Organized

• Good listener

• Loyal 

• Truthful

• Dependable

• Courteous

• Courageous

• Nice

• Friendly

• Honest

• Reliable

• Polite

• Generous

• Funny 

• Hard-working

• Cheerful

• Trusting

• Clever

• Pleasant

• Warm

• Responsible

• Warm-hearted

• Reasonable

• Pleasant

• Kind

• Interesting

• Enthusiastic

• Resourceful

• Efficient

• Ambitious

• Polite

• Respectful



One Page Description-Like and Admire

• What would the following say?
• Family

• Friend

• Co-worker

* What is the best compliment you have ever received? 



How to best support me

• Describe what others need to do, not a diagnosis, 
for example:
• Give me directions in writing, using pictures, video, etc. 

• Don’t talk to me like I am a child

• Remind me to wear my headphones if I am in a noisy 
place

• Help me learn to cook the food that I like

• When teaching me something new, show me, tell me, 
make a video, and then tell me how I am doing

• help me to take my medications (per my Self-
Administration Medication assessment)



Person Centered Description

• Many uses: transitions (early intervention, school, 
job, respite, residential)

• Medical appointments

• Job Seekers

• Interview providers

• Orientation for staff (day and residential)

• Part of résumé



Charting the LifeCourse

PORTFOLIO

• A succinct way for people 
with disabilities and families 
to collect, document and 
organize their vision for the 
person they love, WHO the 
person is, and guide 
planning 

• User friendly 

• Can be shared with others 
to keep them focused on 
the person’s outcomes

• “How can you help me have 
my good life?” not “Can you 
help me?”

• Easy quick resource

• Can change over time
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www.lifecoursetools.com

Self-Advocate 

Tools & Resources

Family Perspective 

Tools

Formal Planning 

Tools and Forms
Planning for Life Outcomes 

and/or 

Service Planning



www.supportstofamilies.org
www.ucucedd.com
www.frnohio.org
www.tlcpcp.com

Where to get 
more 

information:

Facebook

Lifecoursetools.com

Group: Charting the LifeCourse in Action



Presenter Contact Information

• Barb  
• bsapharas@aol.com

• 440-227-2338

• Emma
• Emma.shouse@tn.gov

• 615-253-5368

• Alison
• alison.whyte@dc.gov

• 202-727-8005 
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