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Tools in Toolbox
Talk Therapy

Therapy Pets

Walking

Journaling

Meditation Therapies

Water Therapy

Exercise
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• Bilateral Music & Beats

-facilitates emotional processing 

& trauma integration

• Binaural Music & Beats

-promotes relaxation & mental clarity

• Virtual Travel, Cultural Experiences, Virtual Tours

-travel the world without leaving your room

YOUTUBE TOOLS



A Partnership of UMKC-Institute for Human Development and NASDDDS

ORGANIZATIONS & PROGRAMS
• Amazon Prime for Audio Books

• The Bucket Club – DDDS with Jennifer Tozer

• EPIC: Program through the YMCA

• Fit Diff

• HUB 302

• HUB 302 Workshops  with Amy Morton

• Mom’s Meals

• Partners in Policy 

• Planned Parenthood for Special Needs

• Public Library: Universal Class, Hoopla

• Special Olympics
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Healing is a journey, not a destination. Every step forward, 
no matter how small, is a step towards understanding and 
acceptance.

During difficulties, remember: you are not alone, and your 
story matters.

Find me on Instagram: 

@ZillatheSkink

@ZackKilroy
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Delaware Community of Practice
Supporting the Good Life for Delawareans with DD and their Families
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National Community of Practice for Supporting Families

Collaboration Between:

A Partnership of UMKC-Institute for Human Development and NASDDDS

Helps state DD systems look 

at their guidelines, rules and 

services and change them to 

better support people with 

IDD and their families.  

Delaware joined in 2016.



Lifespan waiver  
In 2017 Delaware Division of Developmental Disabilities Services (DDDS) made changes 
to their community services for people with Intellectual and Developmental 
Disabilities (I/DD).  The change, known as the Lifespan Waiver, allowed people with 
I/DD living with their family to be able to get DDDS services in a way they could not 
before 2017.  Also in the Lifespan Waiver, some services were added for families of 
people with I/DD who still lived with.  Delaware DDDS also began looking at what 
services people with I/DD needed from the time they were born until they were old.



States who are in the Community of Practice for Supporting Families 
get help from the National CoP team members. Every year people 
who work on the National CoP team visit Delaware DDDS and help 
them look at their services.  They focused on two things to help 
Delawareans with I/DD and their families live “good lives”

• Are families of people with I/DD being helped the best way they 
knew how and find ways to help them more

• To look at person centered planning to make that better for 
people with I/DD including their families.



Since 2016 the National CoP Team has worked with Delaware DDDS

• Learn how other states are doing person-centered planning and 
in helping families 

• Help Delaware bring people together who worked in I/DD 
services to think about what they wanted to do to make person-
centered planning better and to help families of people with I/DD 
more

• Listen more to families about what they need



What has Delaware been doing as part of 
the CoP
Worked on “trajectories”, a tool used to think about the perfect system and 
how it would look.  The trajectory also helps think about what kind of system 
states don’t want to have.

The trajectory on the next slide is from 2017.
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2017 Trajectory
Delaware DDDS wanted families to:
• Have the information they needed to help their family member with I/DD
• Get to know other family members of people with I/DD to learn from them and to 

help each other
• Find answers to their questions and things they need on their own
• Use things like the internet to find things they need
• Always have a way to get where they need to go
• Focus on their family member with I/DD working
• People with I/DD and their families have a home
• Know about all the ways to get what they need – other than just what people with 

disabilities get



Education/Awareness

Vision:  Framework/culture change 

embedded.  Independent networks 

supporting one another

GOALS

1. Schedule/collaborate – first 

point of contact

2. Increase number and type of 

ambassadors

3. Awareness events in DE 

a. Engage with organizations 

to help identify who to 

invite

4. Targeted information and 

engagements with influencers

5. Social Medial – individual 

platform, LinkedIn

6. Printed Success Stories

Family Engagement #1

Vision:  More families involved, 

families not feeling guilty, feeling 

part of the team, more members of 

family involved such as siblings, 

educating an informing to set high 

expectations for lives of family and 

person with disability

GOALS:

1. Communicate to families about 

options to help families with 

planning

2. Connect staff and families

Family Engagement #2

Vision:  Creating families who are 

informed and connected in 

partnership, feel listened to by all 

members of the team

GOALS

1. Go to families in their 

community within existing 

opportunities/activities  -

forums with Q&A

2. Use technology

3. Regularly scheduled, continuous 

opportunities that are widely 

advertised



In 2018 the Delaware CoP had more things they wanted to do to -

• Change the way everyone thought about services for people with I/DD and 
their families so they could have Good Lives and not be held back by services

• Make sure families felt they were part of the team along with providers and 
case managers to help their family member with I/DD get what they wanted 
and needed

• Help more families be part of planning services for their family member and 
help the state with services for everyone by sharing their ideas

• Spend more time with families sharing information with them and listening 
to them
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2019 Trajectory
• Delaware began talking about how to make sure that everyone 

getting their services had the same kind of person-centered plan.  Did 
not want the plan was not different for people who lived with families 
from people who did not live with their families.

• Wanted a type of electronic person-centered plan.  Electronic 
meaning, plans could be written with the help of a computer.

• Wanted to make sure that a set of planning tools called Charting the 
LifeCourse tools were part of the person-centered plan.



My LifeCourse Portfolio is a template of the UMKC IHD, UCEDD. More materials at lifecoursetools.com                                  OCTOBER 2016 

DDDS’S Person-Directed Planning Life Trajectory Worksheet 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

Future Life Experiences  

LIST current/ future life experiences that continue 

supporting your good life vision. 

• Develop hiring practices that bring DDDS staff who 

have aptitude at providing respectful services in a 

person-directed way 

• Develop a comprehensive review of DDDS staff 

performance and ways to address areas where they 

may not be upholding the Divisions Mission and 

Vision 

• Develop a way for people receiving services, their 

families and their communities to evaluate the way 

DDDS is providing services 

• Acknowledge that ALL behavior is communication 

– develop a way to help teams understand the 

communication without the priority being 
elimination of the behavior first 

Past Life Experiences 

• Sometimes people are supported to 

choose services based only on their 

personal criteria and not on 

“availability” 

• Some people have been able to 

choose their roommates  

• Some people have been supported 

to marry and have families of their 

own 

• Some people can work with 

contracted service providers to 

customize services just for them 

(i.e., employment, where they live) 
  

LIST life experiences to avoid because they push 

you toward things you don’t want. 

• Hiring to “fill a spot” rather than because they 

exhibit skill in the work 

• Failing to  address when a DDDS staff member 

is not upholding the DDDS Mission and Vision 

• Failing to acknowledge that sometimes a 

person’s behavior means they are telling us 

they have made a choice (not that they are 

“broken” and must be fixed) 

• Assigning people to “slots” in day and/or 

residential settings. 

• Not checking in with people to see how WE are 

doing 

• Not explaining to people exactly what we do, 

and don’t do, as we provide services 

 

LIST past life experiences that pushed 

the arrow toward things you don’t 

want. 

• People don’t have a choice and are 

“assigned” who supports them, 

where they live, who they live with 

and what they do during the day 

• Supports sometimes leave people 

performing “meaningless” 

activities all day long  

• People’s support teams sometimes 

plan with the focus purely on 

“safety & compliance” without 

consideration of the life the 

person wants to have 

• Support teams sometimes let 

limited resources limit the 

person’s options and/or potential 
rather than seek creative solutions 

• DDDS staff fit people into “service slots” 

• DDDS staff make referrals only to fill open “service slots” 

• The focus of services is compliance rather than personal growth and 

independence  

• People do not have choices and control of their lives 
• People are lonely and isolated/segregated from their communities 

• DDDS staff form respectful, professional RELATIONSHIPS with the people 

who receive their services 

• People choose services based on what is important to THEM (i.e., proximity 

to family, work, places of interest, etc.) 

• Employment, or employment-readiness are the focus of everyone’s plan 

(unless there’s a reason they don’t want employment) 

• People engage in and receive services in their community and control their 

own resources 

• People are provided the information they need, in a way that’s 

understandable TO THEM, to make informed decisions 

• All planning and review of services is documented in a way that THE 

PERSON understands 

• The person’s desired outcomes are the focus of supports and services 

• All referrals are made with the full knowledge and consent of the person 

• Health, safety and risk factors are addressed within the context of the 

person’s life choices 

• Future planning addresses the person’s preferences and strengths and the 

way THEY would like to increase/build strengths 

• People choose where and with whom they live, including the choice to live 

alone (as their budget permits) 

• DDDS staff review progress monthly and address any shortfalls immediately 

• Meetings are scheduled at the convenience of the person receiving services 

• DDDS Case Managers assure the person’s funds are safeguarded 

• DDDS and Provider staff treat each other with dignity and respect, providing 
an example of healthy relationships in action 
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• The National CoP team worked with DDDS staff from all areas of 
DDDS to help them think about how the work their did helped people 
with I/DD and their families

• Wanted to make sure DDDS staff, case managers and providers all 
showed respect to people with I/DD and their families

• People with I/DD and their families should have choices about their 
services and get those services where they want
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• Not only did we do a lot of planning with DDDS staff, providers, case 
managers, families, people with I/DD and others who want to help.

• DDDS made a lot of changes and got a lot done.
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DDDS Lifespan 1915(c) Waiver 2017
• 1115 Demonstration Amendment affecting DDDS/Lifespan waiver

•People with I/DD could stay with their Medicaid health insurance 

•Included family support focused services

(COVID Appendix K)2020–2021
• Emergency authority added temporary flexibilities:  Changed some service rules | Different kinds of providers were 

able to provide services | Services could be done through a computer or phone | Providers were paid differently 
because services had to be done differently

(COVID Appendix K)2022
• Some rules were changed because there weren’t enough workers to provide services
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DDDS Lifespan 1915(c) Waiver 2022
• 1115 Demonstration Amendment affecting DDDS/Lifespan waiver

• People with I/DD could stay with their Medicaid health insurance 

• Included family support focused services

Lifespan waiver amendment added:2020–2022
o Higher rate for people with worked with people with I/DD who needed services to help 

with how they felt

CMS renewal DE.0009.R09.00Updated:2024
Changed the rules so more services could be done through a computer or phone

Added a new kind of provider for shared living 



Delaware Department of Developmental Disabilities - 2025 Accomplishments

• Raised what Direct Support Professionals got paid
• Help people with I/DD plan for when they get older
• Looked at the different types of homes people could live in in Delaware
• One of 6 states picked to learn from the Administration on Community Living’s 

(ACL) Direct Care Workforce Strategies
• Working with the Department of Services for Children, Youth Services,  and Their 

Families to have a plan to share how services look for children
• Working to help families who care for their family member with I/DD have what 

they need.  



National Community of Practice for
Supporting Families

Collaboration Between:

A Partnership of UMKC-Institute for Human Development and NASDDDS

Helps state DD systems look 

at their guidelines, rules and 

services and change them to 

better support people with 

IDD and their families.  



The National Community of Practice for 
Supporting Families



I/DD Services We Have Now

Money for 
Services



We Need to Work to Help Families in the US Now
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• Supporting individuals with intellectual and developmental disabilities to live and be 
part of their communities all of their lives is an important right and people who make 
rules and give services have to think about that

• Families need help across their lives because half of the people who get services live
at home with their families and many more aren’t getting any services.

• Disability policies, funding and systems must understand and support the important
work and help families give to make sure their family member can individual to live in
the community and to pursue independence, integration and full participation



Outcome: Moving from Family Support to Supporting Families

Family Support Supporting Families

Based on who can get it, what help is offered, or 
how it is paid for

Not a program or based on who can get it, it is needs defined
by the families across the lifespan regardless of services

Caregiver or parent Family includes siblings, parents with disabilities, grandparents

Balancing what the person wants with what their family 
wants

More chances for self-advocacy and self-determination

Crisis, immediate response Planning for life to keep crisis from happening

Supporting caregiver in order to lower the need long-
term services

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

A Partnership of UMKC-Institute for Human Development and NASDDDS



National Agenda 2011 | Supporting Families

DISCOVERY 
AND NAVIGATION
Knowledge & Skills

CONNECTING 
AND NETWORKING

Mental Health & Self-Efficacy

GOODS AND SERVICES
Day-to-Day & Caregiving/Supports

National Agenda on Family Support at Wingspread Conference Center (2011)
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National Agenda 2011 | Needs Across the Life Span
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Discovery and Navigation Connections and Partnership Goods and Services
- Information on disability
- Knowledge about

what works best
- Skills to understand and

access services
- Ability to advocate for services 

and policy change

- Parent to Parent Support
- Self-Advocacy organizations
- Family Organizations
- Sib-shops
- Support Groups
- Professional Counseling
- Non-disability community 

support

- Self/Family Driven Services
- Transportation
- Respite/Childcare
- Adaptive Equipment
- Home Modifications
- Financial Assistance
- Cash Subsidies
- Short/long term planning
- Caregiver supports and 

training



Goal of National CoP on Supporting Families
The reason for having this project is to build capacity across and
within states to create policies, practices, and service systems to
better help and support families that include a member with IDD
across their entire lives.

More specifically, the two project outcomes are:
• Better state policies, practices, and service systems that result in

improved supports for families with a member with IDD through
the development of a layered community of practice.

• Agreement on a national way of supporting families that addresses
the needs of families with a member with IDD across the life, and
supports states to develop and keep the best family support
practices.
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Type of Change that is Needed
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Transitional Change

• Changing the way the system works and

its practices to fit the new model

• Combining organizations, reorganizations,

revising how services are paid for,

• Creating new services, processes, systems and

products to replace the traditional one

Transformational Change

• Essential reordering of thinking, beliefs, culture,

relationships, and behavior

• Turns what people believe inside out and 

disrupts familiar habits and structures

• Rejects command and control relationships in

favor of creating together partnerships



2013 National CoP Supporting Families Framework and Principles
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Guiding Framework

Key principles and simple
pictures to guide

transformational thinking and
change
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Specific Strategies & 
Supports Targeting 

Families

Improving HCBS Services 
and Supports that focus on 
Person in Context of Family

Focusing on Other 
Support Areas and 

Outcomes

A Partnership of UMKC-Institute for Human Development and NASDDDS
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Why Focus on “Families” in DD Services
Making Person-Centered Supports Better

• Understanding the person as part of
their family

• Family’s point of view enhances the 
planning process

• Family is a critical member of the
person’s support formal and 
informal team

State Systems Supporting Families

• Family unit is core to our society

• Person with a disability is a
member of the family unit

• Every member has needs

• Family and family caregivers have
additional support needs 
related to disability



Making Person-Centered Supports Better 
By Understanding Family



Person as Part of their Family and Community

Everyone exists as a part of
family

and community
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Person in relation to 
Traditional 
Services

Services and Supports that 
Work Together with the

person, family and community



Lifelong Impact of Family on Individual
BIOLOGICAL
Genetics, Eye color, 
Height, Health 
Characteristics

Traditions, Food 
Language, Religion

House rules, Expectations
CULTURAL

Neighborhood, 
Schools,Access, 
Laws,SocialInjustice 
ENVIRONMENTAL

SOCIAL
Family structure, 

friends, reputation
social groups

Understanding 
family can make
a lifelong impact
on its members
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People with I/DD
can also create

their own groups 
of important 

people and what 
shapes choices



Family is defined by the person
Family members can be blood-related, 

friends who are like
family, live with you or far away.

Defining Family

A Partnership of UMKC-Institute for Human Development and NASDDDS
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Supporting Families is Person Centered

Supporting Families is a part of a looking at the whole person to get person-
centered supports that recognizes the role families play in practice and policy 

implementation

Person-centered support recognizes that each family member has different roles, 
experiences, and needs.



A Partnership of UMKC-Institute for Human Development and NASDDDS

Guideline: 
Person with Disability and their Families
Engage, Lead, and Drive 
Policy, Practice and Community Change
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Importance of Engaging Person with DD and their Families at 
All Levels of Change
• Bring their real life, unique experiences to the table

• Keep it REAL (keep the focus on what’s important)

• Point out what’s missing or not quite right

• Suggest possible solutions

• Vital contributors at all levels of policy development

• Organizations and communities are strengthened
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Why Family Engagement at all Levels is Important?

• Written into federal and state policy 

• National professional organizations promoted

• Grants and funding requirement

• Data and research supports 

• Professional and individual belief about its importance

• Families are core unit in society 

• Families know what they need 
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Why Engaging Families at All 
Levels Helps

Community

Person with 
Disability

Policy 
& Practices

Family 
Involvement

Advocate for and 

advise on policy & 

practice 

improvements

Community 

Awareness impacts 

policies and services

Influence 

community 

services and 

community 

members
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Engaging People with IDD and their 
Families At All Levels of Change

Levels of Engagement
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Families Engaged in Policy 
and Systems Change

• Sharing family experiences with legislators, 
statewide policy makers

• Talking to decision makers at hearings

• Participating in the legislative process

• Serving on statewide advisory councils, 
committees, etc. 

• Assisting with quality improvement efforts 

• Running for office
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Family Engaged in Person’s Outcomes  
• Providing supports to their family member (formerly or informally)

• Actively part of the person-centered planning process 

• Educated on possibilities 

• Assist with understanding and using services and supports

• Friend to person to support advocacy 
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Barriers for Engaging Person and Families
• Person and/or their families maybe be struggling in their own life

• Limited time and resources, need to be paid for time and expenses   

• Professional reluctance to overburden person or families

• Reluctance or fear of assuming new roles

• Administrative and/or organizational barriers

• Requires a different way of thinking for organizations/systems

• Train and Support Person/Family to be Involved 



A Partnership of UMKC-Institute for Human Development and NASDDDS

How are Families Involved in your State
• How are families involved in your state at each level?

• What exists to train or educate person or family to be 
involved?

• How does your state engage or communicate with 
families?

• How are families who come from different places, 
backgrounds, needs, ways of thinking, and languages 
involved?
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Strategies to Support Family Engagement

Build More Family Member 
Skills

-Provide training and education to families on systems and policy advocacy

Support 
Family to Family 
Interactions

-Encourage families to get involved in Family Networks or organizations 
-Connect families to opportunities of connecting with other families
-Fund and partner with Family Networks

Involve Family in the Way 
Organizations Work

-Build capacity of organization to support family involvement
-Implement practices incorporate “family” into planning and the intervention/services, where it makes sense
-Seek feedback and advice from families on satisfaction and impact of services
-Hire ”Self-Advocate and Family Leaders” in key positions

Develop Policies and
Capacity of System to 
Involve Families

-Policies support two-generational practices
-Policies support family involvement at all levels
-System has opportunities for family involvement in systems and policy change
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Strategies & Supports 
Targeting Families

• Information and Education

• Help getting support

• Formal Peer to Peer Services

• Support Groups

• Professional Counseling 

• Crisis Prevention and Intervention

• Temporary services so families can rest

• Changes to the home to help people live there

• Health and Wellness of Caregivers
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Discovery and Navigation

• Information and Education 

• Person/Family Centered 
Planning

• Help with Understanding How 
Supports and Services work
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Connecting and Networking
• Formal peer to peer services
• Support Groups 
• Professional Counseling Services
• Informal Networking Opportunities
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Goods and Services 
• Crisis prevention and intervention 

• A break for families to rest

• Cash Assistance 

• Training on Support /Care for Individuals 

with IDD

• Health and Wellness of Caregiver
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Enhancing 
HCBS  
Services and 
Supports 
that focus on 
Person in 
Context of 
Family

• Changing the way the first contact with the system is 
(intake, eligibility, navigation)

• Person-centered planning process to include families 
and to also identify families needs 

• Service Options: Self-Directed Services, Paid Family 
Caregivers, Technology Supports, Shared Living 
Models

• HCBS Waivers: wait lists, services for family members, 
self-directed options

• Working with families at all levels 
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Families Accessing Services and Supports 

• Assist with Information, Referral and 
understanding support at front door of state 
DD system

• Online, easy access information about supports
• Partnering with family organizations
• Easier way to get started with state services 
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Family and Person-Centered Planning 

• Making Person-Centered Planning forms and process (ISP
development) that focuses on person with the context of the
family

• Family-specific goals or plans that identify family support
needs

• Training for Support coordinators/case managers/PC
planners build skills to better work with and support families
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Families, Providers, Other Service Delivery

• Supporting families that self-direct
• Families as paid caregivers
• Improving providers ability to involve families as 

a part of the support team
• Increasing technology-based supports
• Developing shared living options 
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Focusing on Families in HCBS and 
Other Funding Streams 

• Focusing on People Waiting for Services
• Developing Self-Directed Waiver services 
• Including services for families in available services
• Identifying or utilizing  other funding sources for 

supporting families  
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Family Engagement Opportunities 
• Communications with families about systems 
• Jobs in systems for self-advocates and family leaders
• Advisory or engagement opportunities for families 

with system
• Finding out what help is needed by families or data 

collection about families
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Focus on Family Initiatives in Other Systems
• Self-Advocacy Organizations 

• Early childhood and School Age

• Transition to Adulthood and Employment
• Community Integrated Employment
• Meaningful Days

• Access to Technology for Everyday Life

• Aging Systems and No Wrong Doors
• Futures Planning for Person and/or Family
• Aging Caregivers and Grandparents

• Housing and Transportation 

• Supported Decision-Making, Guardianships, and Alternatives 
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Focus on Family Initiatives in Other Systems
• Focusing on other family members(siblings, father, grandparents, spouse)

• Reaching cultural and linguistic diverse families 

• Supported decision making, guardianship and alternatives 

• Self-determination, self advocacy, allyship

• Community integrated employment 

• Technology for everyday life 

• Transition to adulthood

• Family futures planning 

• Aging for person and family 

• Research on family support 



Want to learn more?  Please visit our National Community of Practice website.



Thank You!

Laura Vegas, National Association of State Directors of Developmental Disabilities Services
lvegas@nasddds.org
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