
Engaging people with complex 
health and social needs in advocacy 
(and beyond!)

Rebecca Esparza, MBA, 2019-2020 National Consumer Scholar
Miguel Rodriguez, Camden Coalition Community Advisory Board, 2019-2020 National Consumer Scholar 



- Introduction – Evelyne Kane

- Housekeeping – Evelyne Kane

- Presentation: 
-Rebecca Esparza, MBA
-Miguel Rodriguez

- Q&A

- Wrap-up & next steps – Evelyne Kane

Agenda

2



- This event will be recorded

- The recording and slides will be emailed to you

- Please keep yourself on mute (by phone or on the Zoom platform)

- All questions and resources should be submitted through the chat feature

Housekeeping
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We know many of you in the audience already see the value of engaging 
people with lived experience in your work so today we plan to:

• Discuss several approaches and examples of how people with lived 
experience (aka “consumers”) can participate in advocacy work

• Share examples from our first-hand experience advocating for issues 
important to us

• Offer some important considerations for working with consumers 
including recruitment, compensation and accessibility

Purpose & Objectives
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• Advocacy includes any actions one takes in order to effect change for a 
cause they are invested in.

• Advocates do many things, including:
• work to affect change on the organizational, local, state, or national level
• provide support to those living with a disease or condition 
• raise public awareness about social, political, and health issues effecting 

their communities
• help by advancing research and improving the quality of care 
• address legislative and regulatory issues that affect care and research

What is Advocacy?
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• People With Lived Experience (“consumers”/”patients”) provide a unique 
perspective from their lived experiences

• They are often better able to relate and understand others with similar 
situations & experiences

• The empowerment and participation of people with lived experience is 
considered a human rights movement by some

• We’re seeing an increase in awareness and participation of consumers with 
lived experience take part in studies, program design, policy, legislation, 
service delivery and evaluation.

Partnering with People With Lived Experience
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There are many different ways consumers advocates do their work:
• Legislative advocacy- meeting with elected officials at the local, state and 

federal levels
• Patient advocacy– sitting on advisory boards or coordinating a local support 

group
• Research – assisting clinicians with providing a patient point of 

view/perspective
• Awareness raising – educating the public about a specific disease or 

disorder (screening, early detection)
• Community education & mobilization – fundraising, participation and 

organizing walks/runs

Roles of a Consumer Advocate
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Examples of our Advocacy Work



Considerations for organizations that 
partner with consumers



• Think about what representation you need – how can you involve 
consumers that truly represent the community you serve?

• Tap into your own patient/consumer base – outreach to people who have 
received services from your agency/organization.

• Familiarize yourself with your community – where do people socialize, 
volunteer, worship, convene and receive services? Outreach there. 

• Work your networks – connect to consumers through the mayor's office, city 
officials, information and referral agencies, other non-profit and healthcare 
orgs and community and faith based organizations.

• Other helpful ideas here: https://ctb.ku.edu/en/table-of-
contents/participation/encouraging-involvement/involve-those-affected/main

How can I connect with consumers?

https://ctb.ku.edu/en/table-of-contents/participation/encouraging-involvement/involve-those-affected/main


• Foster authenticity, and avoid tokenization:
• Define in advance the role you hope consumers will play in your project 

and the level of engagement you want to have (see IAP2’s Public 
Participation Spectrum)

• Assess what skills and experience -in addition to lived expertise- people 
will need in order to fully participate, and find a balance between the 
training/support your organization can offer and what people need to 
come in knowing

• Listen. Set expectations. Follow through. Close the loop. Be transparent.
• Other helpful ideas here: 

https://academic.oup.com/fampra/article/34/3/290/2503177

Foster authentic engagement 

https://academic.oup.com/fampra/article/34/3/290/2503177
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• Obstacles can include access to resources such as transportation, 
technology, childcare, and time; or lack of accessibility for people living with 
disabilities and people who speak languages other than English.

• Obstacles can also include previous experiences that lacked authenticity and 
follow through, or community mistrust

• Plan ahead to address these obstacles, and ask participants what 
accommodations they need.

• Ensure inclusion of diverse voices (Black, Indigenous & People of Color)

• Other helpful ideas here: https://www.chcs.org/resource/best-practices-for-
convening-a-community-advisory-board/ and here 
https://ctb.ku.edu/en/table-of-contents/participation/encouraging-
involvement/involve-those-affected/main

Overcome obstacles to engagement

https://www.chcs.org/resource/best-practices-for-convening-a-community-advisory-board/
https://ctb.ku.edu/en/table-of-contents/participation/encouraging-involvement/involve-those-affected/main


• There are often disparities in the way organizations pay consumers 
compared to the way other experts are paid for their work. 

• Consumers should be compensated fairly for their time and effort. 

• At a minimum, consumers should not incur expenses for participating. 
Systemic income inequality impacts many individuals' ability to pay for 
things up front and wait for reimbursement, so covering costs directly and 
paying stipends in advance can help.

• Be sensitive to the impact additional income can have on public benefits, 
work with participants to provide payments options that work for them.

• More helpful ideas here: 
https://www.tamarackcommunity.ca/hubfs/Resources/Publications/10-
Engaging%20People%20With%20LivedLiving%20Experience%20of%20Pov
erty.pdf

Compensation

https://www.tamarackcommunity.ca/hubfs/Resources/Publications/10-Engaging%20People%20With%20LivedLiving%20Experience%20of%20Poverty.pdf


While we wanted to specifically highlight “advocacy” work, there are many 
other ways organizations can partner with people with lived experience in 
work including: program design, evaluation, service delivery, employing a 
peer workforce, etc.

The same considerations we shared for partnering with people with lived 
experience in advocacy work can be applied to all the many other ways 
organizations can and should work alongside the people and communities 
they serve!

Not just advocacy!
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Questions? 

Submit your questions through the 
chat feature



• National Center for Complex Health and Social Needs: 
nationalcenter@camdenhealth.org

For more information
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mailto:nationalcenter@camdenhealth.org


Share resources, 
opportunities, and 

questions among peers

Join today!
http://bit.ly/complexcareresourceexchange

Complex Care Resource Exchange 
LinkedIn group
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We want your feedback!

An evaluation survey will be sent 
out after this webinar



Camden Coalition of Healthcare Providers

National Center for Complex Health and Social Needs
An initiative of the Camden Coalition of Healthcare Providers

www.nationalcomplex.care
@natlcomplexcare

800 Cooper St., 7th Floor
Camden, NJ 08102

Thank you!


