
Welcome to 
the 

Community 
Engagement 

Learning 
Network!



Community engagement 

refers to the different ways in 

which health (& social) care 

organizations can reach out to, 

engage, and partner with 

people with lived experience, 

with the goal of working 

together to improve healthcare 

and achieve positive health 

outcomes.
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Please join us for our next 

session on Oct 28th from 

3-4:30pm ET

Featured presenter: 

TidalHealth



www.consumerpartnership.org/assessment





How healthcare organizations and people with 
lived experience can work together to save 
Medicaid: 

A case study in community partnerships from 
Utah.

Stephanie Burdick, Consumer Advocate 

Adam Cohen, CEO of Odyssey House 

       

Protect Medicaid Utah Coalition 



Objectives for Today 

Unlearn a common myth about Nonprofits Advocacy

Recognize the benefit that can come from having 
impactful community partnerships in advocacy 

Learn how to practice ethical community engagement 
principles while advocating for policy change 

Identify what makes a mutually beneficial partnership 
versus an exploitative or misaligned partnership

Discuss how to apply these concepts in your 
organization or in your network



We are a 
coalition of 
consumers, 
community 
organizations, 
healthcare 
providers and  
advocates united 
together to 
protect, defend, 
and improve 
Medicaid. 



Organizational Partners:

Behavioral Health Organizations: 

Odyssey House 

First Step House 

USARA

Community Based Organizations:

Holy Cross Ministries 

Take Care Utah 

Advocacy Organizations:

Voices for Utah’s Children 

United Way of Salt Lake

Utah Domestic Violence Coalition 

United Today, Stronger Tomorrow

Legal Aid: 

Disability Law Center 

Clean Slate Utah 

Other Healthcare Organizations:

Association of Utah Community Health 

Centers 

Utah Association of Family Physicians 

Weber County Human Services 

Homeless Services:

Fourth Street Clinic 



Consumer Partners 
Members of our steering committee with either current or 

past lived experience with one of Utah’s Medicaid 

programs or are parents of children on Medicaid or CHIP. 

Stephanie Burdick 

Kari Harbath 

Paul Gibbs 

Angela Turner 

Marcella Patino 

Destiny Garcia

Evan Done

Chris Robinson 

We also have a peer group that meets monthly and beyond 

our steering committee and our peer group, our coalition 

has engaged with over 100 individuals with lived 

experience with Medicaid. We plan to continue to grow 

partnerships across organizations and consumer leaders. 



Quick tangent: 
Myth-busting for Nonprofits and 
Advocacy



When you think of the typical partners that work together 
to advocate for Medicaid, who comes to mind….

 



Probably not your local sheriff and police chief? 



How do we get Police Chiefs and Sheriffs and Mayors and conservative state 
legislators and prosecutors and county commissioners and correctional 
facilities to support Medicaid?

Because we had established the internal work that it takes to navigate competing interests and conflicts, ensure that 
people can express their own self interest in certain policy efforts, and find ways to align our work, were able to 
broaden our net to capture others who may sometimes feel left out of the conversation. 

Collaboration is a muscle and the more we use it, the easier it gets. Talking to each other in siloed spaces 
where we are all on the same page and same wavelength is easy but makes us much less powerful which means 
that Medicaid is more vulnerable. We also don’t have as many good ideas individually but ideas generate when we 
think more about the whole system. 

We can have standards for what we expect for our Coalition Members to maintain but we can do all kinds of 
stakeholder engagement without selling out principles. 





Mutual 
Benefit 

“Authentic community engagement involves creating space 
that is beneficial not just for organizations but also for the 
PWLE participating and the communities they represent. Both 
organizations and PWLE should have a shared understanding 
of the goals and scope of their work together, what each is 
expected to give, and what each is expected to get. Mutual 
benefit relates to the idea of impact but emphasizes the 
importance of benefit being experienced by both sides of the 
partnership – in the outcomes as well as the process.” 

(INSPIRE Report on Nine Dimensions of Community Engagement)



Mutual 
Benefit 

Example: Working on TAM together and with broad stakeholders 



Mutual 
Benefit 

Where to begin:

Venn Diagram or a more facilitated exercise in mapping out interests. 

Organization tip: measure yourself and your organization for how 
trusted you are by PWLE – can they tell you their own experiences?  





Impactful
Authentic community engagement should make a 
difference. Both organizations and community 
members should see community engagement as a 
strategy to make meaningful improvements to things 
they care about. Feedback loops ensure that 
community members clearly understand how their 
work and partnership has led to improvements. To 
achieve the most meaningful change, community 
engagement should involve representatives who 
understand the issues and identities of the people 
being served. By designing solutions that address 
the most complex challenges, organizations can 
create positive ripple effects that benefit everyone.

(INSPIRE Report on Nine Dimensions of Community 
Engagement)



Impactful
Even though we did not succeed in removing 

Medicaid cuts from HR 1, what are some 

examples where we each saw impact from our 

work together? 

Sometimes it’s helpful to look at process goals 

and interim goals, especially because that helps 

build collective power for the future. 



Impactful
Where to begin:

Social Service Appropriations Committees

 

Medicaid Advisory Committees Budget 

presentations 





Integrated 

Authentic community engagement should not 
be an afterthought or a mere sign-off after 
decisions have been made. Instead, it involves 
authentic partnerships with PWLE from the 
very beginning. By involving community 
members throughout the process, 
organizations can benefit from their insights, 
avoid tokenism, and ensure that decisions are 
made collectively. Community engagement 
should not only be integrated into the 
governance and decision making processes of 
organizations, but it should also be continuous 
and ongoing.

(INSPIRE Report on Nine Dimensions of 
Community Engagement)



Integrated 

• Tokenizing is being told what to represent versus 

having a full voice in the experience and using my 

voice. 

• From the initiation of our Coalition, there was always a 

discussion about how to collaborate together to 

achieve our goals. We ask our lived experience 

coalition members what they want to see change. 

• Lived experience members can participate in a number 

of ways, from steering committee to our monthly 

informal peer group to showing up to events every now 

and then. 

• Integrating people with lived experience is much easier 

when you take an asset-based approach. We have had 

our consumer leaders tell us what else they want to 

work on and help contribute to. 

• Adam’s experience with Odyssey House patients. 

 



Integrated 

Where to begin:

• Create idea generating activities at health fairs. For 
example, when tabling , you can have a box that 
says “Imagine you are in charge of Medicaid and 
were given 5 million dollars to improve the program, 
what would you do with it? 

• Create opportunities for patients to sign up with 
trusted organizations that may do advocacy. 

• Bring Government Relations to your Patient Advisory 
Committee and work through a patient chosen 
project to ask for the GR team to incorporate in the 
next year. 

• People with lived experience who sit on patient 
advisory cmtes or other engagement activities– ask 
if there are opportunities to share patients insight 
with policy teams or public affairs teams 

• Reach out to advocacy organizations and see if 
there are community advisory opportunities that you 
can participate in  

 





Other ideas for where to begin:
Organizations: 
• What consumer groups do you 

interact with? Does it appear that 
they are driven by actual 
consumers? 

• If you are responsible for 
philanthropic or grant decisions 
in your org or have an influence 
there, can you help give money 
to community organizing groups? 

• If you organize resource fairs, are 
you inviting organizations who do 
advocacy to table?

• Is your organization 
communicating clearly about the 
impact that Medicaid has on your 
organization? 

People with lived experience:

• Do you participate in facebook groups or other local forums that 

have patients or disability groups? Often they will share information 

about social service appropriations and other relevant items. 

• Have you asked healthcare organizations that you partner with to 

connect you to their policy team? 

• If it feels intimidating to reach out to your state’s hospital 

association, what about the community health center, behaivoral 

health provider, or organizations that support 1115 waiver 

demonstrations (like HRSS). 

• If you cannot find a group of people that have Medicaid organizing, 

what if you just started a monthly meeting with 3 other Medicaid 

members and then worked from there? The next month have 

everyone bring one more person. A group of 10 Medicaid members 

is actually a powerful force – you really can start small! Then bring 

in a provider or advocacy organization and see if there is a way to 

start collaborating a bit more. 



Group 
Activity 

Hypothetical Scenario to Play Out:

Your state is having budget cuts and a local news article says they are expecting that 

Medicaid budget will be significantly impacted. They may remove dental services, 

restrict eligibility, impact people with disabilities funding, and cut rates to primary 

care, behavioral health and specialty care. 

Divide into breakout rooms and talk through the following.  

1. Speaking either from your organization or lived experience, collectively 

brainstorm some of the potential impacts. 

2. Identify areas of alignment that come up while listening to perspectives in the 

breakout. 

3. What do you bring to the table as an organization or as a lived experience 

partner? How can you contribute in a collective work to preserve funding for 

Medicaid?  

4. While listening to other talk, do you start noticing any ideas for collaboration? 

As you listen and participate, note any ideas that you have for how to 

implement this in your home state. 

5. Is there an organization or a lived experience partner that pops up in your mind 

during today’s discussion? Make a note to reach out to them and grab coffee 

sometime before the Holidays and see if you can start to collaborate with for 

aligning  advocacy efforts. 
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