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Barb’s Story
• Jim and Nick’s sister
• Worked in the IDD field for over 45 years in the 

Cleveland, Ohio area
• Worked in a variety of settings including: schools, 

residential, employment, day program
• Variety of roles
• Family caregiver (unpaid)
• Ohio Ambassador-Charting the LifeCourse
• Member of the (National) Charting the LifeCourse  

Nexus
• Mentor Trainer in the Learning Community for Person 

Centered Practices (TLC-PCP)
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HANDOUTS

• POWERPOINT
• CHARTING THE LIFECOURSE: Infographic
• CHARTING THE LIFECOURSE: Principles
• CHARTING THE LIFECOURSE PORTFOLIO
• One Page Person Centered Description with Guidance
• Vision Tool
• Integrated Support Options
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Setting the Stage
CC BY-SA

This Photo by 
Unknown Author is 
licensed under CC 
BY-SA

This Photo by Unknown Author is licensed under CC BYThis Photo by Unknown Author is licensed under 
CC BY-ND

This Pho BY

This Photo by Unknown Author is licensed under CC BY

CC BY-NC-ND
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This session: 
• Introduction to the principles and framework of 
Charting the LifeCourse 

• Introduction to some of the tools of Charting the 
LifeCourse

•Share some common language in Charting the 
LifeCourse
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National 
Community of Practice on 

Supporting Families 

Charting the LifeCourse 
Framework

HOSTED BY

NASDDDS 
&

UMKC-IHD, UCEDD

Developed by and for people with 
disabilities and their families
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Ohio Community of Practice (CoP)

Next meeting-Feb. 7, 2024 from 10-11:30 am
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Ohio’s Trajectory for Supporting and Empowering 
People with Disabilities and Families to Use Charting 

the LifeCourse 
Person/family use CtLC to 

discover, plan, problem 
solve their good life and 

identify supports
Professionals value and use 
info from person/family to 

support and empower, 
develop and use common 
understandable language

Trajectory towards things wanted

Trajectory towards things unwanted CtLC used as forms, 
info not valued, not 

perspectives of 
person/family
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What are you hoping to learn 
during this Overview of 
Charting the LifeCourse?

Please type
 in chat
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All people and their families have the 
right to live, love, work, play, learn and 
pursue their life aspirations in their 
community. 
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This Photo by Unknown Author is licensed under 
CC BY-ND This Photo by Unknown 

Author is licensed under CC 
BY-NC-ND

This Photo 
by 
Unknown 
Author is 
licensed 
under CC 
BY-SA

13

“Good Life Outcomes for ALL ”
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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
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Rehabilitation Act of 1973
SEC. 2. FINDINGS; PURPOSE; POLICY. 
(a) FINDINGS.—Congress finds that—
(1) millions of Americans have one or more physical or mental disabilities and the 
number of Americans with such disabilities is increasing; 
(2) individuals with disabilities constitute one of the most disadvantaged groups in 
society; 
(3) disability is a natural part of the human experience and in no way diminishes 
the right of individuals to— 
(A) live independently;
(B) enjoy self-determination;
(C) make choices;
(D) contribute to society;
(E) pursue meaningful careers; and
(F) enjoy full inclusion and integration in the economic, political, social, cultural, 
and educational mainstream of American society;
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Overall 
Outcomes-

Charting the 
LifeCourse, 

Person 
Centered 
Thinking, 
Medicaid 

guidance, rule

SUPPORT
-provide for, take care of
-assist

EMPOWER 
-give tools and resources 
to increase control and 
power-self determination 

VALUED MEMBER OF 
COMMUNITY
-humancentric
-shares gifts

LIFE THEY VALUE
-quality of life across 
domains
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Common Functions Across Systems

• Assess
• Plan
• Implement
• Review
• Find Resources/Services/Supports
• Authorize/Recommend- Supports/Services/Funding
• Problem Solve
• Facilitate, Communicate, Collaborate
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Charting the LifeCourse….... 
IS:
• About having different conversations
• A different way of thinking
• Encouraging high expectations
• Having life experiences to move the trajectory in the desired 

direction
• Integrating LOTS of different kinds of support, and not just 

having a life of only Eligibility Specific Supports (“all green life”)

ISN’T: 
• JUST about the “tools” 
• A “program”

Is for ANYONE, regardless of AGE or ABILITY!
(words and actions)
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Charting the 
LifeCourse

•All People 

• Family Systems and Cycles

• Life Stages and Trajectory

• Life Outcomes and 
Experiences

8 Guiding 
Principles

19

Charting the 
LifeCourse

•  Life Domains

•  Three Buckets

•  Integrated Supports

•  Policy and Systems

8 Guiding 
Principles
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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
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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
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Sibling Leadership Network
FB Closed Group-SibNet
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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 

©UMKC Institute for Human Development lifecoursetools.com
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How do we  Support Families?
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Discovery & 
Navigation
(Info and 
Training)

Connecting & 
Networking

(Talking to Someone 
that has been there)

Goods &
Services

(Day to Day, 
Medical, 
Financial 
Supports)

https://dodd.ohio.gov/wps/portal/gov/dodd/your-family/all-family-resources/stay-connected

We ALL have these 
needs when we 
are planning in our 
lives As Professionals, we 

need to consider 
HOW we are filling 
the buckets with 
every encounter with 
people/families. 
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The Power of Words

• Convey our values and beliefs
• What words do we use?

• Deficits v qualities

• What values do they convey?
• Needy v. contributing
• Independent v. interdependent

• What are we trying to communicate?
• Needs v. support

• What words could we use to communicate to others 
the value of people? 
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Charting the LifeCourse Portfolio for Planning 
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One Page Person Centered Description

• Shift the narrative, the way people 
with disabilities are talked about, from:
• Disability-based to person-

centered/human centric
• Needs to support-based
• The One Page PCD is NOT the same 

as the Intro page of the OISP
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One Page Person Centered Description

• At least 3 sections
• What people like and admire 

about me
• What is important TO ME
• How to best support ME

• Can also include photo
• Introduces us to WHO the person is
• Can be Word document with text 

boxes and graphics that the person 
wants
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One Page Person Centered Description

• Like and Admire
• What qualities people admire
• WHO the person is -not what they do
• Human qualities: artistic, helpful, 

musical, pleasant, enthusiastic, 
friendly, honest, generous, polite, 
compassionate, courageous, 
ambitious, warm-hearted, etc. 
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LIKE AND ADMIRE-qualities (not what you do)
What are 1 or 2 qualities that people like/admire 
about you? 

• Artistic
• Musical
• Thoughtful
• Creative
• Helpful
• Organized
• Good listener
•  Loyal 
• Truthful
• Dependable
• Courteous
• Courageous
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• Warm
• Responsible
• Warm-hearted
• Reasonable
• Pleasant
• Kind
• Interesting
• Enthusiastic
• Resourceful
• Efficient
• Ambitious
• Polite
• Respectful

• Nice
• Friendly
• Honest
• Reliable
• Polite
• Generous
• Funny 
• Hard-working
• Cheerful
• Trusting
• Clever
• Pleasant
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One Page Person Centered Description

• What is important TO me
• Consider the life domains
• Consider: relationships, rituals/routines, things to 

do/places to go, rhythm and pace, status and 
control, things to have, purpose and meaning, 
culture and identity
• Consider 
• WHO-people, relationships, caring for/about
• WHAT-to do, have
• WHERE-places to go
• WHEN-routines
• WHY-have life they value and are valued 

member of community
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Important TO v Important FOR

• These terms are often include in plans-have been in Rule and 
Medicaid guidance for over 15 years
• Important TO-what the person tells us with their words and actions
• Important FOR-what others say is needed to support health, safety 

and what is needed to be seen as a valued member of community
• We DO NOT consider Important FOR when developing a One Page 

Person Centered Description
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Valued Contributing Member of Community
                             Share our Gifts

Head   

                                      Heart

                                                                                         Hands
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COMMUNITY 
????? 

What is 
community?

Program v belonging
Visit v contribute
Third place

What is your community?

How do you know what your 
community is?
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Important TO

From the Learning Community for Person Centered Practices (TLC-PCP)
• What person tells us with words and actions
• What helps person feel satisfied, comforted, content, fulfilled and happy
• DETAILED-not generic
• Consider 8 categories: relationships/people to be with, status and control, 

things to do and places to go, routines and rituals, rhythm or pace of life, 
things to have, purpose and meaning, culture and identity

Type in CHAT-what is important TO you? Details so we will know when we 
“see it”

36
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One Page Person Centered Description

• How to best support ME
• What others need to do
• Not just a description of needs but WHAT others 

need to do
• When teaching me something new-tell me, 

show me, watch me, tell me how I am doing
• Follow the behavior support guidelines
• Don’t tell me what to do, give me at least 2 

choices.
• Remind me to wear headphones in a noisy 

place.
• Don’t talk to me like I am a child. 
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When developing a 1P PCD, 
remember…….

• WHY-what is the purpose
• WHO-will read it
• WHAT- do they need to know

• Someone can have several 1P PCDs, for different 
environments/purposes
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Nick the Greek –only use quotes or “I” if 
person said it

• Important TO:
- Chatting with sis, Barb, 

every night
- Going to family events
- Privacy
- Time alone at home and 

about
- Greek culture, traditions 

and religion
- Listening to my music-

LOUDLY
- Hair styled, stylish 

comfortable clothing
- Going to the bar and having 

my 7-7, watching the 
Indians games

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”

-”DON’T give me fruit or juice”
-”I am most comfortable in my 

wheelchair”

Great things about 
Nick:
-Ornery
-Intuitive
-Sense of humor
-Trustworthy
-Loving
-Caring
-Devoted
-Honest 40
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©TLCPCP 2020 Remote www.tlcpcp.com  
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©TLCPCP 2020 Remote www.tlcpcp.com  

Example Pg # 4
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©TLCPCP 2020 Remote www.tlcpcp.com  

Example Pg # 5
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©TLCPCP 2020 Remote www.tlcpcp.com  

Example Pg # 8
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One Page Description 
for Hospitalization 

• Keep it simple, plain, and concise 

• PHOTO

• Focus on what they need to know

• Several copies-post one or ask that it is above bed, plastic sheet

• ”Best Support”-what they need to know and do, directions not list of 
needs or disabilities

• Focus on what is needed for comfort, safety, respect, and 
contentment

• Needed if you are present or not
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Important TO-hospitalization 

• What is needed to make sure person feels safe, 
content, comfortable and valued/respected
• Have cell phone to call ______ at ________
• To be told what is happening
• Introduce self
• Have chaplain visit
• Have their iPad, book, spiritual items, stuffed 

animal, blanket, etc.
• Watch certain channel, music, etc.
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How to best support-
hospitalization
• What others need to know and do-not a list of needs but 

of ACTIONS OR DIRECTIONS
• Show him/her how to use the call button
• Position him/her________
• If he/she is anxious, call ________
• Give medication with pudding, orange juice, etc.
• Write info on white board (RN, Dr., tests, etc.)
• Explain what you are doing in simple language
• Contact my ________ at ______ so I can talk over a 

decision
• Expresses pain______

49
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Nick the Greek-hospitalization 
(pronoun ‘I’ is used because he said these things)

Important TO:
- Chatting with sis-Barb every day and 

talking over decisions with her (xxx-xxx-
xxxx)

- Tell me who you are and what you are 
doing

- Greek Orthodox religion-will want to 
see the priest/chaplain

How best to support:
-use spoon to feed me, left side, between teeth
-I can hear and understand you, do not yell
-ask me ‘yes/no’ questions, I will nod or move my eyebrows
-put me on my stomach in bed with a pillow between my 

knees, I am in pain when on my back, no pillow under my 
head

-I cannot feel pain on my right side
-I need a plate switch call button by my left hand
-put me in my wheelchair-that is where I am most 
comfortable 
-you can give me pills in ice cream
-leave the TV or music on 

Great things about 
Nick:
-Ornery
-Intuitive
-Sense of humor
-Trustworthy
-Loving
-Caring
-Devoted
-Honest

50

50

What you may like and admire about Sam

He always wants to help others before he 
takes care of himself

He is a jokester. 

He loves his family and friends

What’s important to Sam about his support while in 
hospital …

• Calls from and to each of his kids (Tina, Dixie)

• Tina R., 555-555-5555, daughter, HCPOA

• -Dixie D., 444-444-4444, daughter.

• His connections with his kids

• Sam’s phone and charger are on the bedside table. 

• Tina and Dixie are Emergency Contacts 1 and 2

Things you can do to best support Sam as you care for him…

• Has feeding tube, distract him when assisting with the feeding tube.

• Tell Sam what is going to happen before you touch him or administer care…he may strike if 
startled.

• Call Tina if Sam becomes agitated.

• Distract Sam with conversation about feeding birds or growing plants when administering meds 
or therapies.

• Chocolate pudding or chocolate ice cream helps with swallowing pills.

Sam is severely hearing impaired.  Speak loudly and slowly and 
make sure he can see your mouth
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Martin’s One Page Profile in a Healthcare Setting
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Jim
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Tara’s Hospital Tale

• 40 Year old nonverbal autistic woman
• Fell and knocked out all her front teeth, broken nose, broken 

eye socket
• Parents 2 hours away. Exhausted caregiver was with her
• Came up from ER: 
• No pain meds
• Large dose of Ketamine
• Zipped into a confining bed
• Not cleaned up 
• Absolutely  no clothing
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“I know you have something that can help”

• Tara called me for help
• Sent her the One Page Person 

Centered Description and walked 
her through it.
• She went in and talked to the 

patient and the caregiver
• Discussed 

• Like and Admire
• Important to
• How to best support

• Put the paper on the wall above 
her bed

• Results:
• Patient better cared for and happier
• Caregiver able to step out and get 

food 
• Nursing staff better equipped to 

provide care
• Doctor’s on rounds loving the OPPCD 

and asking why they don’t do it for 
everyone
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Uses of One 
Page Person 
Centered 
Descriptions-
WHY?
*introductions
*summary
*self-esteem
*accomodations

• General (as part of plan)
• Any Life Transition (age, live, staff, respite, etc.)
• Health care appointments
• New staff or program/service (school, provider, day)
• Orientation for staff (onboarding, sub folder)
• Extended family 
• Hospitalizations
• Employer
• Roommates
• Staff or teams (intro to others)
• Etc., etc., etc.
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Trajectory for Supporting and Empowering People with 
Disabilities and Families Using a One Page Person 

Centered Description  
Humancentric, WHO the 
person is, qualities, what 
others need to do-respect 
and comfort, simple, can 
have several, developed 
for a PURPOSE, photo to 
show person, developed 
by person/family/those 

who know best
Trajectory towards things wanted

Trajectory towards things unwanted NOT demographic 
info, NOT list of 
services, NOT 

disability-centric
57
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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 
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NICK
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Good life:
• Dreams
• Important TO
• Respected and valued
• More Good Days than Bad
• Feel healthy and safe
• Have control over decisions 

affecting his life
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Chris Nikic-
IRONMAN
(2.4 mile swim, 112 
bicycle ride, 26.22 mile 
run-completed in 16-
17 hours)
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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
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These are THEMES, when we have conversations, 
we need to ask, “What does that mean? What 
does it look like?”
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Trajectory-
Exploring

64
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What is your good life?
Type in Chat
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• Be specific, not just “friends and family”
• What does it look like?
• What will we see?
• How will you know?

Consider:
-what is important TO you?
-your dreams
-respected and valued
-feel healthy and safe
-have control
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What do you want to avoid?

Type in chat

-What you do not want in your life?
-More than just the opposite of what you want
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INDEPENDENT-what does it mean?
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As Disability Rights advocate Judy 
Heumann put it, “Independent Living 
is not doing things by yourself; it is 
being in control of how things are 
done.” 1947-2023
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Charting the 
LifeCourse 
Trajectory-
Planning
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Your Trajectory-Pandemic

• Think about your Trajectory for your life during the pandemic:
• What is your ‘good life’
• What do you want to avoid/not a ‘good life’
• What past experiences have helped you (previously worked at home, tech 

knowledge, etc.)
• What past experiences impacted what you don’t want
• What did you have to develop/work on 
• What do you want to avoid so you don’t go towards life you don’t want
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Trajectory

• Facilitates conversation about “personal outcomes” –is not a “team tool” or done 
in a meeting, belongs to person/family and should be done by them

• Others can provide input on a Trajectory from their perspective

• helps team focus on common outcome-person has life he/she values

• Keeps team on track
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Trajectory

• EI staff want to use this during EI and to support family to share vision 
during transition

• Need to review it when there is a life change

• Can be broad (whole life) or specific (domain, short span)

72
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73

73
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Achieving Outcomes for 
Connected Life Domains

Daily Life and Employment
What a person does as part of everyday life
(school/education, employment, 
volunteering, routines, life skills)

Community Living
Where and how someone lives
(housing, living options, home 
adaptations and modifications, 
community access, transportation)

Social and Spirituality
Building friendships and relationships
(friends, relationships, leisure 
activities, personal networks, faith 
community)

Healthy Living
Managing and accessing, staying well
(medical, behavioral, nutrition, 
wellness, affordable care)

Safety and Security
Staying safe and secure
(emergencies, well-being, legal rights & 
issues, guardianship options & 
alternatives )

Advocacy and Engagement
(valued roles, making choices, setting 
goals, responsibility, leadership, peer 
support)
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Life Domain 
Vision Tool

• Individual Perspective

• Family Perspective

Lifecoursetools.com
   LifeCourse Library
          Foundational Tools

                Person Centered
      

76
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Vision 
Perspectives

Provides opportunity for people to share 
their view and feel heard

Helps identify common areas to address.

Helps identify where there are differences 
and what needs to be clarified.

Helps identify overlapping areas that can 
be addressed. 
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Charting the LifeCourse

Experiences and 
Questions Booklet

Lifecoursetools.com
 Library
  Exploring Life Stages
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Anticipatory Guidance-look at next stage to prepare

Also, look at previous stage to see if you missed any 
considerations, experiences or opportunities. 
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Quick Guides in Life 
Experiences-4 pagers 
lifecoursetools.com
-LifeCourse Library
    -Exploring Life Stages

80
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ADULTHOOD
Quick Guide

Lifecoursetools.com
-Library
-Exploring Life Stages
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ADULTHOOD
• Daily Life and 

Employment

• Community Living

• Safety and Security
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ADULTHOOD
• Social and 

Spirituality

• Healthy Living

• Advocacy and 
Engagement
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ADULTHOOD
• Services and 

Supports

• Family Unit

84



Ohio’s Trajectory for Supporting and Empowering 
People with Disabilities and Families to use The 

Trajectory
Person/family gather their 
thoughts of vision of good 

life, staff can start the 
conversation and record 
on Trajectory what the 
person/family says, can 

have Trajectory from 
different perspectives-
person, family, staff; 

belongs to person/family

Trajectory towards things wanted

Trajectory towards things unwanted NOT done in team 
meeting, NOT done 

by team
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Integrated Star

• Put outcome/concern in the 
white star

• Brainstorm possible 
supports

• Start with Personal 
Strengths and Assets

• End with Eligibility Specific
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NATURAL SUPPORTS

• Basically, natural supports are help and care that someone gets from their 
friends, family or community for free. This could include supports that family 
members provide, like basic personal care, transportation, attending social or 
recreational activities, laundry, meal preparation, or grocery shopping. It could 
also include supports that friends, neighbors and others in the community 
provide.
• The Medicaid agency often assumes (sometimes incorrectly) that family 

members or other people who live with an individual can and will provide natural 
support. But federal law says that natural supports must be provided to 
someone voluntarily. The federal regulation that says this is 42 C.F.R. § 
441.301(c)(2)(v). In other words, no one should be forced to provide natural 
support. Individuals who receive services should also have a choice about 
whether they want to receive natural support from a particular person.

Disability Rights Ohio
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Split Integrated 
Star

• helps you identify 
current supports and 
future supports
• helps problem solve, 
brainstorm, map 
resources, plan and 
review

89



Charting the LifeCourse         
Integrated Supports 

STAR

100%

CMS Settings Rule:
- Promote full access to community 

life
- Promote lives that people want to 

live
90
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Charting the 
LifeCourse         
Integrated 

Supports STAR

100%
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Charting the 
LifeCourse         
Integrated 

Supports STAR

100%
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I=information
C=connections
E=experience
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Charting the 
LifeCourse         
Integrated 

Supports STAR

100%
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Charting the 
LifeCourse         
Integrated 

Supports STAR

100%
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Charting the 
LifeCourse         
Integrated 

Supports STAR

100%
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Integrated Star

• Start with Personal Strengths and Assets
• End with Eligibility Specific
• Facilitates conversation about other resources
• Assists staff to look at non-eligibility resources
• Supervisors use it to support staff when public funding is not available
• Broadens service coordinators knowledge
• Challenging-best done over time with practice and with practical 

examples
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Ohio’s Trajectory for Supporting and Empowering 
People with Disabilities and Families to use The 

Integrated Star
Person/family/staff 
brainstorm possible 

supports, can be done by 
team, start with Personal, 

end with Eligibility 
Specific, helps all be 

innovative, community 
resources-what everyone 

accesses
Trajectory towards things wanted

Trajectory towards things unwanted DO NOT start with 
Eligibility Specific 

???????
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When we use a PCT skill or CtLC tool 

100

We need to know WHY we 
are selecting that skill/tool

Explain to person/family the 
purpose

Know that we do not need 
to use a specific skill/tool 

with everyone or all 
skills/tools with someone

We need to use the skill/tool 
on ourselves before using 

them with others

The paper (One Page PC 
Description, Trajectory, 

Integrated Star, Portfolio, etc.) 
belongs to the person/family, 

you keep a copy. "Paper 
power/paper courage"
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How can you use CtLC and PCT to support 
and empower?
FUNCTIONS
• Assess
• Plan
• Implement
• Review
• Find Resources/Services/Supports
• Authorize/Recommend- 

Supports/Services/Funding
• Problem Solve
• Facilitate, Communicate, 

Collaborate

RESOURCES

• 1P PCD (other than for ISP)

• Trajectory

• Vision Tool

• Integrated Star

• Integrated Support Options

• Experiences and Questions Booklet

• 4 Page Life Stage Quick Guides
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Ohio Highlights-frnohio.org      
Annual Ohio Showcase-March 14 and 15, 2024 in 
Columbus
Variety of presentations-sign up on frnohio.org
Guided Implementation-series of 7 sessions, move 
from knowledge to USE AND INTEGRATION 
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• Sign up on frnohio.org to access events, get updates, resources, etc. 
• Like our Facebook page-Family Resource Network of Ohio-FRNO
• Post/share on our FB page how you have used Charting the LifeCourse and the impact on 

you/your family/people you support
• Let us know if you know of any groups who would benefit from hearing about Charting the 

LifeCourse

103


