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What is Addressed in this Tip Sheet?
This tip sheet discusses different ideas for working with
consumer advisory committees (CAC) in meaningful ways. This
tip sheet summarizes a conversation on CAC engagement. The
conversation was held on September 11, 2020. You can access it
here.

What is the Admin Essentials series?
The Admin Essentials series connects the directors and business
managers of University Centers for Excellence in Developmental
Disabilities (UCEDD) with content experts. These content experts
are often retired UCEDD directors. Together they talk about
challenges faced by UCEDDs. These conversations allow
participants to share resources and come up with creative
solutions to problems.

Why is this Important?
The Developmental Disabilities Act (P.L. 106-401), or the DD Act,
requires UCEDDs to have a CAC. This is stated in Section 154 (a)3(E)
of the DD Act.

The CAC should incude:
•
•
•
•
•
•
•
•

individuals with intellectual and developmental disabilities (I/DD)
family members of individuals with I/DD
someone from the State Protection and Advocacy system (P & A)
someone from the State Council on Developmental Disabilities (DD Council)
someone from a self-advocacy organization
people from other advocacy organizations like family training and information centers
people from organizations carrying out the Assistive Technology Act
other community groups who advocate for individuals with I/DD and their families

The DD Act requires that CACs must include mostly individuals with I/DD and their family members. The
CAC must also reflect the racial and ethnic diversity of the state.

The DD Act states that the CAC has the following roles:
•
•
•
•
•
•

to work with the Director of the UCEDD in developing their 5-year plan
to participate in the UCEDD's annual review
to give the UCEDD feedback on progress in meeting their 5-year plan goals
to give UCEDD Directors recommendations for revising their 5-year plan, if necessary
to meet at least twice during each grant year
to meet as often as necessary to fulfill the role of the CAC

What are some Promising Strategies?
UCEDDs must understand the needs of their local disability community. They must do this to be successful.
This helps the UCEDD to have a positive impact. The UCEDD and their CAC must communicate regularly. This
ensures the needs of people with disabilities and their family members' opinions are known.
The members of the CAC must be diverse. People on the CAC should come from different racial and ethnic
backgrounds. They should also come from both rural and urban areas of the community. Lastly, having
participants of all ages on the CAC helps to share different points of view.
Some UCEDDs find it helpful to set a term limit for CAC
participants. This means a member of the CAC can only be on it
for a certain amount of time, such as 2 years. The UCEDD can
also set aside money to help make CAC meetings accessible. For
example, money can be used to hire an American Sign Language
interpreter. This can help reach diverse CAC participants.
Some UCEDDs find that CAC participants who have an I/DD and
their families may not participate as much as others. Next are
some strategies to encourage all CAC members to participate.

The members of the CAC
must be diverse.
Participants on the CAC
should come from different
racial and ethnic backgrounds.
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Ways to Encourage Participation from All CAC Members
• Have CAC members interact with other parts of the UCEDD.
• For example, have CAC members work on a project to learn more about what the UCEDD does.
Have the CAC members give direct feedback.
• Consider having CAC meetings that discuss current issues.
• For example, the Nebraska UCEDD once had a CAC meeting focused on emergency preparedness.
They invited guest speakers. They had different groups talk about emergency situations in their
state.
• Have a person with an I/DD lead CAC meetings.
• Leadership by people with I/DD is important for a CAC to be effective. At the meeting, have
another person take notes. Have another person handle other important meeting tasks.
• Have CAC members plan events.
• In Rhode Island, CAC members planned an event focused on access to transportation. They also
created a community grant. The grant promoted greater accessibility to arts and leisure activities.
CAC members reviewed the grant applications.
• Offer to pay for costs for CAC members to attend meetings.
• Make sure all CAC meetings are accessible.
• For example, always provide materials before the meeting. Offer all materials in easy-to-read or
in alternative formats, if requested.
• Involve CAC members in policymaking.
• Nebraska’s CAC wrote a letter to a team that was evaluating long term supports and services
under managed care. The CAC shared their key points with the team and state leadership. Their
comments were included in a final report.
• Bring outside guests to a CAC meeting.
• For example, you can have someone from the AUCD Council on Leadership in Advocacy (COLA)
visit your CAC. You can also have a CAC member attend a COLA meeting. They can tell their CAC
about COLA's activities.
• Schedule meeting dates early to make sure they are on the calendar.
• Attend other groups' meetings to see who is doing similar work. Attend these meetings as a
representative of your UCEDD. Find new CAC members from these new connections.
• Some examples of other groups' meetings are The Arc, self-advocacy organizations, or parents or
providers who are attending a training session.
• Reach out to CAC members who do not participate during meetings. You can email or call them on the
phone to see how they are doing.

Promoting Virtual Participation:
It may be harder to connect with your CAC during the COVID-19 pandemic. Some of your CAC members
may have already felt isolated before the pandemic. COVID-19 has made that isolation feel worse. It
can be hard to involve CAC members virtually. It may be hard to make sure virtual meetings are
accessible.
Some ideas for involving CAC members include:
• using social media,
• using breakout rooms in Zoom,
• inviting outside speakers to CAC meetings, or
• hosting virtual social hours.
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Recommendations
CACs are important for UCEDDs and people with I/DD and their family members. CACs help people to
improve their well-being and feel included. The tools in this tip sheet can help UCEDDs connect better with
their CAC members.
There are many ways to meaningfully involve a CAC! Each state and territory has its own needs. These needs
can impact how UCEDDs connect with their CACs. To ensure UCEDDs and their CACs remain committed to
each other, UCEDD directors need to:
• know their state or territory's unique needs, and
• know what the DD Act requires.

Links to Helpful Resources
•
•
•
•
•
•
•

Webinar: Meaningfully Engaging Your CAC Admin Essentials
Webinar: Enhancing the Effectiveness of Consumer Advisory Committees (CACs)
CAC’s Recommendations for Meaningful Participation of Individuals with Disabilities and Families
Webinar: Involvement of People with Disabilities in the Operations of the UCEDD
Checklist for the CAC to Assist with Program Compliance
CAC Orientation Curriculum
My Voice. My Participation. My Board. A Leadership Training for Individuals with Intellectual and
Developmental Disabilities

For more information, contact:
Sarah DeMaio, MSW
Email address: sdemaio@aucd.org
Phone number: 240-821-9463
Association of University Centers on Disabilities (AUCD)
1100 Wayne Ave., Suite 1000
Silver Spring, MD 20910

This report was published by the Association of University Centers on Disabilities and funded by the Office of Intellectual and
Developmental Disabilities through technical assistance contract #HHSP23320110016YC. The contents of this document do not
necessarily reflect the views or policies of the Office of Intellectual and Developmental Disabilities, Administration on
Community Living, US Department of Health and Human Services, or the US Government.
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