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Welcome from the CoP Leadership Team 



Meet Jenny Wilson, 
LCSW • Sibling of two sisters, one who is in her 30s with a 

disability & one who is 17 and adopted
• Licensed as a Clinical Social Worker 
• Formerly a Support Coordinator and Director of a 

Provider Agency
• Co-Director of the National Community of 

Practice for Supporting Families 
• Assistant Director of LifeCourse Nexus, Lead for 

Organizational and System Change Initiatives



Meet 
Stephanie Mote

• Mom of two kids, plus an overgrown boxer and a tiny 
kitten

• More than 15 years working in field of disability and 
mental health services

• Formerly Director for provider agency

• 6 years with Commonwealth of VA; regulation and 
policy management, HCBS program development, 
waiver operations, and waitlist management

• Joined NASDDDS in July 2022



Setting the Stage
History of the CoP for Supporting Families 



Evolution of Person-Centered and 
Family-Centered Services and Supports

1800s   Blame---Damaged---Over-Burdened---Coping---Supported---Resilient   

1800s Exclusion---Segregation---Specialized---Inclusion---Self-Determination



Moving from Family Support to Supporting Families

Family Support Supporting Families 
Defined by eligibility, services or programs 
available, or funding 

Not a program or based on eligibility, it is an 
approach to supporting families across the lifespan 
regardless of service provision and where a person 
lives

Caregiver or parent Family is defined functionally by the person; 
inclusive of siblings, parents with disabilities, 
grandparents, friends who provide supports

Tension between self-advocacy and family 
support

Enhances  opportunities for self-advocacy and self-
determination

Crisis, immediate response Preventative, long-term planning

Supporting caregiver in order to decrease 
demand on long-term services 

Creates a quality of life for person with DD and 
their family by supporting their many reciprocal  
roles



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. 



Current Reality of Services and Supports

ChangingDemographics

Expectations, 
Values, Culture 

Federal 

Policies

Demand for 

Services

Federal 
Budget

Capacity of 
Work Force



Center for 
Medicaid 
Services -
HCBS Final 
Rule: Settings

Individuals have the right to receive services 
in the community to the same degree as 
those not receiving home and community 
based waiver services:
Individuals must be allowed to select the services 
they receive, where they live among available 
options, and the providers of those services. 
Individuals have the freedom to control their own 
schedules, personal resources, and other aspects 
of their living arrangement. 
Individuals must be treated with dignity and 
respect and be free from coercion or restraint. 

Home and Community Based Services (HCBS) Final Federal Rule 
Presentation, 11/10/18



Center for 
Medicaid 
Services-
HCBS Final 
Rule: Person 
Centered

• Service plans for HCBS must be developed 
through a person-centered planning 
process that provides necessary 
information and support so that the 
individual can direct the process and make 
informed choices. 

• The process must be directed by the 
individual and the individual’s freely 
chosen representative and must reflect 
individual preferences and goals. 

• The plan must be written so that the 
individual can understand the plan. 

From The Arc. National Policy Matters. The 2014 Federal Home and Community-Based 
Services Regulation:  What You Need to Knowhttp://www.thearc.org/document.doc?id=4596

http://www.thearc.org/document.doc?id=4596


Transforming Services and Supports

People not receiving formal 
services

People with receiving 
formal services

People receiving integrated 
services and supports



The National 
Community of 

Practice for 
Supporting Families

Enhances and drives 
policy, practice, 

and system transformation 
to support the person within 

the context of their family 
and their community. 

Collaboration Between:

National Association of State Directors of 
Developmental Disability Services



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 than 

include a member with intellectual 
and developmental disability 

across the lifespan.

National Community of Practice on Supporting Families

Outcomes 
• State and national consensus on a 

national framework and agenda for 
improving support for families with 
members with I/DD

• Enhanced national and state policies, 
practices, and sustainable systems that 
result in improved supports to families

• Enhanced capacity of states to replicate 
and sustain exemplary practices to 
support families and systems

OK



Forming a National Community of Practice 

A community of practice is a  learning 
environment for an intensive 

exploration into current policy, 
practices, trends, and barriers. 

The key to a community of practice is 
understanding that the sum of the 

community knowledge is greater than 
the sum of individual knowledge.



Starting with Why 



Type in the chat or unmute and share: 

• What do you want for people and families? 
• What don’t you want? 



Go to mentimeter.com 
• Type in the code on your screen 
• Answer the question by typing in 

your response 



Thinking About How 



Charting the LifeCourse



What is Charting the LifeCourse ?
Created for people and 
families of all abilities and 
all ages to:
• Explore life possibilities 
• Share ideas, hopes, and fears 
• Set higher expectations 
• Navigate Future
• Advocate for Vision
• Problem-Solve and Plan



What is 
Charting the 
LifeCourse

Guiding 
Framework

Tools

Practices

Key principles and icons to 
guide thinking

Resources for informing, 
Planning & 

Problem-solving

Specific action, policy, or 
procedure

to enhance or change



CtLC Supports 
All Team Members • Individuals 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

• Professionals and Other Support Team 
Members will have the capacity to 
provide person-centered services to 
support the individual and their family 
to achieve their good lives 



ALL People
All people, regardless of age, ability or family role, are considered in our vision, values, policies and practices for 
supporting individuals and families.  All families have choices and should have access to the supports they need.



WHY We Must Think Differently About Supports

% %

ONLY A SMALL % OF PEOPLE ACCESS 
FORMAL OR PAID SUPPORTS WITHIN 
THE DD SYSTEM

WHAT ABOUT THE OTHER %?



Person in Context 
of Family & Community
People exist and have reciprocal roles within a family system, defined by that individual. Roles adjust as the 
individual members of the family system change and age. The entire family, individually and as a whole, needs 
support to ensure they all are able to successfully live their good life.



ALL Individuals Exist within 
the Context of Family

• Family is defined by the 
individual
• Not dependent on where a 

person lives
• Includes the uniqueness of 

our relationships, culture, and 
family norms 



Life Long Impact of Family

Individual Life Stages

Family Life Cycle

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



Caring 
About



Caring 
For

People that help you with speaking up for yourself or 
that you trust to speak and advocate for you. They 
might also help you with making decisions by helping 
you under-stand choices, communicate what you 
decide, or following through with your decisions. c





Tools for Exploring Roles and Relationships



Life Trajectory, Experiences 
and Life Stages
Individuals and families can focus on a specific life stage, with an awareness of how prior, current, and future 
life stages impact and influence their trajectory. It is important to have a vision for a good, quality life and have 
opportunities, experiences, and support to move the life trajectory in a positive direction.



Vision of a 
Good Life 

What I Want for 
Quality of LIFE

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



What DON’T You Want??

Vision of What
I Don’t Want



Vision & Trajectory for a Good Life

Friends, family, 
enough money, 

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

Poverty, abuse, boredom, 
lack of control, no sense 

of purpose, isolation 

Trajectory towards Life Outcomes

Trajectory towards things unwanted



Trajectory Across Life Experiences



How the Story Began: Sarah

How Others Described Sarah

• Cerebral Palsy: “mobility 
issues”

• Moderate Intellectual 
Disability: “requires 
significant support”

• Chronic Hydrocephalus 
with multiple shunts: 
“medically fragile” 

• Low vision/hearing: “can’t 
navigate independently”

Sarah’s Family’s View 



Shaping the Rest of the Story: Sarah

PT/OT/
Speech 
Therapy

“part of the 
family” 
responsibilitie
s

What We DON’T Want

What We Want

“special” 
treatment at 
school

Church 
programs 
with others

KS State 
School for 
the Blind 

Self-
identifying 
symptoms

BASE 
Program for 
High School 

Volunteering 
@ CARE 

Dating 

Mentoring 
program

• Live independently
• Get married and have 

kids
• Work with animals or 

kids
• Close relationships with 

friends and family 

• Reliant on others for 
medical care

• Taken advantage of
• Bored, low self-esteem
• Others make all 

decisions choices for her. 

Inexperienced 
medical team 
who did not 
listen 

Moving 
to a 
new city 
and 
starting 
over 



Life Experiences = Life Outcomes = Good Life

Vision

Expectations

ExperiencesOpportunities

More 
Possibilities



Tools for Exploring and Planning



Distinguishing the Voice of All Family Members



Planning for a Good Retirement



Joshua’s Trajectory 
Meeting With His Waiver & Transition Teams



Hiring for Self Directed Supports



Life Domains, Outcomes and Possibilities
People lead whole lives made up of specific, connected, and integrated life domains that are important to a 
good quality of life. Life domains are the different aspects and experiences of life that we all consider as we age 
and grow.



Focusing on 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 )

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



LifeCourse 
Domains Social Determinants of Health (Healthy People 2030)

Education:
• High School Graduation
• Enrollment in Higher Education
• Language & Literacy
• Early Childhood Education & 

Development

Economic Stability:
• Poverty
• Employment
• Food Security 
• Housing Stability

Neighborhood & Built Environment:
• Quality of Housing
• Environmental Conditions
• Access to Healthy Foods
Neighborhood & Built Environment:
• Crime & Violence
• Social & Community Context
• Discrimination
Health & Health Care
• Access to Health Care
• Access to Primary Care
• Health Literacy

Economic Stability:
• Food Security 
Neighborhood & Built 
Environment:
• Access to Healthy Foods

Social & Community Context
• Social Cohesion
• Incarceration

Social & Community Context
• Civic Participation

Connect 
Person-Level 
Outcomes to 

SDoH



Using Life Domains to 
Understand, Narrow, 
Pinpoint the Vision

Life Domain Vision Tool: 
Person Centered



Life Domain 
Vision Tool: 

Sarah’s Example



Balance Health/Safety with All Domains



Life Experiences = Dignity of Risk

• Dignity of risk is the right to 
take risks when engaging in 
life experiences, and the right 
to fail in those activities.
• Lack of experiences and over-

protection can result in 
lowered expectations, learned 
dependency, low self-esteem 
and underachievement

Dignity 
of Risk; 

Self-Determination

Health 
and 
Safety



Individualized Supports 
to Achieve a Good Life



Supporting 
the Needs of 
ALL People 

The 
“3 Buckets”

Discovery & 
Navigation

(Info and 
Training)

Goods &
Services

(Day to Day, 
Medical, 
Financial 
Supports)

Connecting 
& Networking

(Talking to                           
someone that    

has been     
there)



The Three Buckets 
and Antarctica



Filling All Three Buckets

Information, education and training on best practices within and outside of 
formal services, accessing and coordinating community supports, and 
advocacy and leadership skills.

Connections and networks of family members connected with other 
family members with similar lived experiences and mutual partnerships 
with professionals that lead to empowerment

Services and goods that are specific to the daily support and/or 
caregiving role for person



Further Defined Family Supports

Discovery & Navigation
Knowledge and Skills

Connecting & Networking
Mental Health and Self-efficacy

Day-to-Day Services 
Instrumental Supports

• Knowledge on best 
practices, values and life 
expectations

• Skills for problem-
solving and planning for 
now and future

• Skills to advocate and 
navigate access services 
and supports

• Parent-to-Parent Support
• Self-Advocacy 

Organizations
• Family Organizations
• Sib-shops
• Support Groups
• Professional Counseling
• Non-disability community 

support 

• Self/Family-Directed 
services

• Transportation
• Respite/Childcare
• Adaptive equipment
• Home modifications
• Financial assistance
• Cash Subsidies
• Short/Long term 

planning
• Caregiver supports and  

training

*National Community of Practice on Supports to Families, initiative of NASDDDS 
and UMKC-IHD, UCEDD originally funded by Administration on Community Living.  



What do 
people and 

families 
need? 

Go to mentimeter.com 
• Type in the code on your screen 
• Answer the question by typing in 

your response 



Integrated Supports Star
Individuals and families access an array of integrated supports to achieve 
their envisioned good life. 



Transforming Services and Supports

People not receiving formal 
services

People with receiving 
formal services

People receiving integrated 
services and supports



Charting the 
LifeCourse 
Integrated 

Supports Star



Personal 
Assets and 
Strengths



Relationship 
Supports



Technology 
Supports



Community 
Supports



Eligibility 
Supports

100%



Relying ONLY on Eligibility Supports

Friends, family, enough 
money, 

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

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

institutions

Eligibility 
Supports



Relying ONLY on Family & Friends

Friends, family, 
enough money, 

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

Relationships

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

institutions 



Mapping Supports: 
Starter Stars for Life 

Domains



Identifying 
Supports for 
Now and the 

Future 



Mapping 
Supports if a 

Caregiver is Not 
Available





Go to mentimeter.com 
• Type in the code on your screen 
• Answer the question by typing in 

your response 



Thank You and Next Steps 





Jennifer “Jenny” Wilson, LCSW
turnerje@umkc.edu

mailto:turnerje@umkc.edu

