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About Lisa

Å Director Training & 

TA Pennsylvania 

Retired

Å CtLCFramework

Facilitator & Coach

Å PCT Mentor Trainer

Å UMKC/NASDDDS 

Å Family Member

Å Mom, grandmother



Setting the Stage



Wingspread

A group of diverse national and state family 

support leaders and stakeholders met during a 

three-day intensive conference held on March 6-

8, 2011 at the Johnson Foundationõs Wingspread 

Conference Center in Racine, Wisconsin. The 

purpose of the conference was to generate 

recommendations for a National Agenda on 

Family Support for families of people with 

intellectual and developmental disabilities (I/DD).



Moving to Supporting Families 

Family Support Supporting Families 

Definedby eligibility, services or 

programs available, or funding 

Not a program or based on eligibility,it is 

needs defined by the families across the 

lifespan regardlessof service provision

Caregiveror parent Family is defined functionally; inclusiveof 

siblings, parents with disabilities, grandparents

Tensionbetween self-advocacy and 

family support

Enhances  opportunities for self-advocacy and 

self-determination

Crisis, immediate response Preventative, long-termplanning

Supporting caregiver in order to 

decrease demand on long-term 

services 

Creates a quality of life for person with DD 

and theirfamily by supporting their many 

roles

*National Agenda on Supporting Families 



Supporting Advocates & Families

DISCOVERY 

AND NAVIGATION

Knowledge& Skills

CONNECTING

AND NETWORKING

MentalHealth 

& Self-Efficacy

GOODS AND SERVICES

Day-to-Day 

& Caregiving/Supports 

*National Agenda on Supporting Families, 2011



Current Reality of Services and Supports

7

Expectations, 

Values, Culture Federal Budget



Services and Supports are Evolving

Everyone exists 

within the context 

of family 

and community

Traditional

Disability Services

Integrated Services 

and Supports within 

context of person, 

family and community 





Type of Change that is Needed

Transitional Change

½ òRetoolingó the system and its 
practices to fit the new model

½ Mergers, consolidations, 
reorganizations, revising 
systematic payment structures, 

½ Creating new services, 
processes, systems and 
products to replace the 
traditional one

Transformation Change

½ Fundamental reordering of 
thinking, beliefs, culture, 
relationships, and behavior

½ Turns assumptions inside out 
and disrupts familiar rituals 
and structures

½ Rejects command and control 
relationships in favor of co-
creative partnerships

Creating Blue Space, HannsMeissner, 2013 



National Community of 
Practice for

Supporting Families

½

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.

Project Outcome

Å State and national consensus on a national framework 

and agenda for improving support for families with 

members with I/DD.

Å Enhanced national and state policies, practices, and 

sustainable systems that result in improved supports to 

families.

Å Enhanced capacity of states to replicate and sustain 

exemplary practices to support families and systems.



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



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

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

100%
75%

National % 

Receiving State 

DD Services

25%

United States ñAllò People with I/DD

All Abilities 

All Socio-economics 

All Members of Family 

All People Across the Lifespan

All Types of Organizations

All Systems



Person Within Context 
of Family & Community



ALL individuals Exist within 
the Context of Family

ÅFamily is defined by the individual

Å Individuals and their family may   
need supports that adjust as roles 
and needs of all members change  

ÅNot dependent upon where the 
person lives



Where do People with I/DD Live?
TOTAL 4.7 MILLION PEOPLE WITH IDD

Own or With Family Residential Supports

Anderson, L.L., Larson, S.A., Kardell, Y., Hallas-Muchow, L., Aiken, F., Hewitt, A., Agosta, J., Fay, M.L., & Sowers, M. (2015). Supporting Individuals with Intellectual 
or Developmental Disabilities and their Families: Status and Trends through 2013.  Minneapolis: University of Minnesota, Research and Training Center on 
Community Living, Institute on Community Integration.

89% living in own 

homes and/or are 

supported 

by family



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 and 

membership

Advocate for support 

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



Family Life Cycle

Life Stages and 
Individual and Family Cycles

Individual Life Stages



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



Aunt Cleo



Life Trajectory, Experiences 
and Life Stages



ñGood Life for All ò

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



Introducing Ben 
 
 
 
 
 
 
 
 
 
 
 

WHAT PEOPLE        

LIK E & ADMIRE  

ABOUT ME 

·  I like to make other people feel good and be happy.  

·  I have a great smile and a contagious laugh.  I frequently ñget the gigglesò!  

·  Iôm fun, silly and friendly! 

·  I am a dedicated volunteer in my community 

·  I am an Eagle Scout and an adult leader in scouting - been involved in service through 
scouting since first grade.  

·  I am a man about town!  

·  My tattoo!!  

·  My great hugs! 

·  I am willing to try new thingsé 

·  I remember songs and who sings them 

·  I am not usually a complainer, even though sometimes I am in pain or uncomfortable  
                        
 
 

I PITY THE FOOL 
WHO DOESNõT LIKE 

·   

WHATõS IMPORTANT TO ME 
·  My family and friends 

·  Volunteering at the Fire Station, wearing my 
uniform and badge 

·  Going to the library  

·  Going to church 

·  My TV, DVR, and radio/CD player (I like to play 
them all at once sometimes) 

·  My iPad  

·  WWE wrestling ï I love when my brother Matt 
takes me to live shows 

·  Nascar Racing(Jeff Gordon is my favorite driver) 

·  Going to country music concerts 

·  Feeling like I belong 

·  Being like everybody else, not being treated 
differently 

·  Getting a tattoo (already planning my next 
tattoo) 

·  Having control over my life as much as possible 

·  My Excelsior Springs Tigers ï especially football 

·  Riding horses at NTRC 

·  Facebook friends  

·  Having an occasional beer with friends 

·  Having a purpose and being productive 
 
 

BENôs ONE PAGE 
PROFILE!  
 

HOW BEST TO 
SUPPORT ME 

·  I need help remembering things, 
like what I did or who I saw today. 

·  I get confused easily so I need help 
not getting lost or turned around 
when I am out and about.  

·  I know what times I am supposed to 
take my meds, but I need help 
getting them out and getting refills. 

·  I get anxious sometimes, need to 
be reassured that people I care 
about will be there for me.  

·  I donôt like to spend time alone, but I 
am working on it, help me not be so 
anxious when I am alone for short 
periods of time.   

·  I sometimes need someone to 
steady me if I get off balance. 

·  I need to rest or extra support if I 
have to do a lot of walking or 
standing.  If I am shopping, it helps 
if I am the cart-pusher. 

·  I need support keeping in touch with 
friends and family and practicing 
having good conversations.  

·  Iôm friendly even though I may not 
look you in the eye at first 

 



Trajectory towards Good Life

Friends, family, 

enough money, 

job I like, home, faith, 

vacations, health, 

choice, freedom

Vision of What I Donõt Want

Friends, family, 

enough money, 

job I like, home, faith, 

vacations, health, 

choice, freedom



Benôs 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

Poverty/No Money

Poor Health  Diabetes

Heart Disease Guardian 

Isolated/Segregated

Institution/group home

Treated Differently



Trajectory Across Life Stages 
and 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

Life Transitions

And

Disability System 

Transitions



Trajectory Across Life Experiences

Chores and allowance

Scouts, 4H, faith groups

Playing sports or an instrument

Making Mistakes

Learning to say ònoó

Birthday parties with friends 

Summer jobs, babysitting 

òAnticipatory Guidance for Life Experiencesó

Dating & Heartaches



Life Experiences = Life Outcomes

²Ƙŀǘ ²Ŝ 5hbΩ¢ ²ŀƴǘ

What We Want

Experiences 

at age 5

Experiences 

at age 13

Friends, family, 

enough money, 

job I like, home, faith, 

vacations, health, choice, 

freedom

Experiences 

at age 65



Benôs Life Trajectory



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



Life Domains, Life Outcomes, 
and Life Possibilities



Achieving Outcomes for 
Connected 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 )

Citizenship and Advocacy
(valued roles, making choices, 

setting goals, responsibility, 

leadership, peer support)



Looking at Life Possibilities 

Innovative
Very new or 

undiscovered

Islands of 
Excellence

Exists in a lot of 
places but not 

everywhere

Traditional 
Options

Services that have 
existed for a long 

time



Where I Live
Housing Options

Innovative

Å Not YetDiscovered 

Islands of Excellence

Å Ownhome

Å Shared Living Space

Å Co-op

Å EnvironmentalAdaptations

Å Independent Supported Living

TraditionalOptions

Å TrainingCenters

Å IntermediateCare

Å Group Homes



How I am Supported

Long Term Services & Supports

Innovative

Å A new possibility

Islands of Excellence

Å Remote Monitoring

Å AssistiveTechnology

Å Time banks

Å Human-service coops

Å Self-directed Services

Å Respite

Å Micro-boards

Å Companion Model

Traditional Options

Å Staff hiredby Provider



What I do During the Day
Daily Life and Employment

Innovative

Å A new possibility

Islands of Excellence

Å Micro-enterprise

Å College/Tech Schools

Å Career

Å Military

Å SupportedEmployment

Å Volunteerism

Å AmeriCorps/VISTA

TraditionalOptions

Å ShelteredWorkshops

Å Day Habilitation



Benôs 
Tool for Developing 

a Vision

Getting 
more 

specific in 
each life 
domain



Individualized Supports 
to Achieve a Good Life



Supporting the Needs of 
All Family Members

Discovery & 

Navigation
(Info and 

Training)

Connecting & 

Networking
(Talking to 

someone that    

has been     

there)

Goods &

Services
(Day to Day, 

Medical, 

Financial 

Supports)



Types of Supports-the 3 buckets 

Discovery& Navigation
Knowledge and Skills

Connecting& Networking
Mental Health and Self-efficacy

Day-to-Day Services 
Instrumental Supports

Å Knowledge on disability best 

practices, values and life 

expectations

Å Skills for problem-solving and 

planning for now and future

Å Skills to advocate and 

navigate access services and 

supports

Å Parent-to-Parent Support

Å Self-AdvocacyOrganizations

Å Family Organizations

Å Sib-shops

Å Support Groups

Å Professional Counseling

Å Non-disability community 

support 

Å Self/Family-Directedservices

Å Transportation

Å Respite/Childcare

Å Adaptive equipment

Å Home modifications

Å Financial assistance

Å Cash Subsidies

Å Short/Long term planning

Å Caregiver supports and  

training



Integrated Star
for Problem Solving & Exploring Options 



What We Want to Seeé

75% 
People with I/DD not 

receiving formal       
DD services

25% 
People with I/DD 

receiving formal DD 
services

100%
People with I/DD 

receiving integrated 
services and supports



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

LifeCourse Integrated          
Supports STAR

100%



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 

Supports



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 



Problem 
Solving:

Life Domain

½

Life 

Domain



Domain Specific

Daily Life: 
Focus on 

Employment



Safety and Security

Focus on Supported

Decision Making 



Benôs 
Safety & 
Security 

Star

Focus on 

Supported 

Decision Making 



LifeCourse Star to Calendar



BEFORE: Integrated Supports

Mom, Dad

DDD Self-Directed 

waiver PCA staff; 

Medicaid; Special 

Needs Trust   

Benõs 

Services & 

Supports
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i-pad when 

home alone; 

digital watch

Able to stay home alone for 

up to an hour; has &       

can use i-pad; 

AFTER Integrating 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   

Benõs 

Services & 

Supports
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Benôs Life Activities

Can stay home alone 

for up to one hour 

I-pad to 

watch WWE 

network and 

music 

videos; 

facebook

Benõs Life 

Activities 

Fire Station, Wal-Mart, 

movies, bowling, Sonic, 

Price Chopper, Church, 

High School, IHD

Mom, Dad, Matt, 

Zac & Ali; firemen 

friends; Nick, 

Spohn, Mike, 

Ange, Chad, Ericka 

& twins 

Paid staff thru SD waiver 

help with activities, ADLõs 

& access community; 

therapeutic riding



Policy, Systems & Community Change:  
Person-/Family - Centered and Driven



Partnering with People with Disabilities and 
their Families

So they can Engage, Lead, and Drive 

Policy and Systems Change





Charting the LifeCourse                  
Tools in Action



Where do you ñplanò with 
professionals and others?

½ Schools

½ Doctors

½ Lawyers

½ Support Coordinators

½ Vocational Rehabilitation

½ Family Members

½ Community Settings 



Using with Students

Å Prepare for IEP  
meetings

Å Presentation or 
speaking event

Å Working on self-
directing or self-
determination skills 

Å Exploration (ie about 
me exercise)
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Joshua
3 years old



¶Whatõs Important 
TO and FOR 
Joshua?  

¶Whatõs the Best 
Way to Support 
Him?



Important To Joshua How Best to Support 
Joshua


