
Engaging with People who have 
Lived Experience

February 11, 2022

Becky Burns, MSSW
National MCH Workforce Development Center Engagement and EBDM Specialist

University of Wisconsin Waisman Center UCEDD



• Why engage?
• Who to engage?
• When to engage?
• How to engage?

Today’s Agenda



What is your project?

Examples: 
• Redesign your website 
or brochure
• Update RFA process
• Needs Assessment
• Program, policy design 
and implementation

What are you seeking 
from people with lived 
experience?

Examples:
• Buy-In
• Ideas
• Discussions
• Advisor
• Partnership in the 

project

Why?



• The WHY directs the WHO

• Relevant expertise at this moment?

• Community, a population, an agency, 
your own staff

• Changes throughout a project

• Sub-sets of a community

• People who receive your service or those 
who have not received your service?

Who?



People with Lived Experience Across the Stages

Example: 
Who is going to 
be a team 
member 
throughout the 
project?

Example:
Who needs to buy 
into this proposal 
for it to be most 
successful? 
Who can tell us 
what people need 
for support to 
participate?

Example:
Who will try out 
our innovation 
and provide 
comprehensive 
feedback?

Example:
Who will provide 
ongoing feedback 
for improvement?
Who deserves credit 
for this outcome? 

Full 
Implementation

Initial 
ImplementationInstallationExploration



Who?

• Internal Process
• Restructuring a Unit

• Changing RFA process

• Who are People with Lived Experience
• State staff

• Grantees – Local Partners

• Community



• Optimal time for action:
• Ask too early – people don’t know why they 

are there

• Ask too late – people feel tokenized

• Multiple times throughout a project

• The moment you realize you need others 
to impact a decision

• Never after the decision has been made

When?





WHY BECAUSE

TOMORROW

WHATI DON’T 
GIVE A 
DARN

WHO

TODAY

I DON’T 
KNOW



• Most challenging step of the process

• Takes months, if not years, to develop a 
relationship

• Poorly executed engagement leads to 
mistrust and reduces likelihood of 
offering to engage again

How?



Your Experience



Outcome – Meeting the needs 
of families and children
Event – Working for people who 
have lived experience

Behaviors – we use surveys, we 
use jargon, we maintain the 
power differential

Structures – There is a hierarchy 
between the people receiving 
our support and the us, the 
professionals

Mindset – We are the 
professionals with the 
education, we understand 
complexities like systems and 
people with lived experience 
only know about their one 
experience

Outcome – Meeting the needs 
of families and children
Event – Partner with people who 
have lived experience

Behaviors – supporting them 
and providing the content they 
need to contribute

Structures – Relationships with 
people who have lived 
experience are valued, we 
eliminate the power difference

Mindset – Staff believe people 
with lived experience have the 
knowledge we need to improve 
the system

Historical Now



• Willingness, capacity, and commitment to co-
design 

• People representing the program learn to listen 
and share power. 

• Be open to vastly different ideas.

• Don’t approach decisions expecting to get rubber-
stamped

Organizational Readiness



1.Respect me: Take me seriously and treat 
me fairly.

2.Include me: Involve me in decisions that 
affect me.

3.Collaborate: Work with me to solve 
problems and reach goals.

4.Let me lead: Create opportunities for me 
to take action and lead.

Shared Power



• Front line staff are all about engagement but 
leadership doesn’t support the idea.

• The program likes the idea of engaging with 
people who have lived experience but will not 
release funds to support it.

• Everyone likes the idea of engagement but the 
program wants the proposal to be fully flushed 
out before sharing it with anyone from the 
community.

Challenges



• Recognize and welcome cultural 
differences. 

• Understand the history of the community, 
especially their experience with your own 
organization.

• Know and honor their culture – Current 
and historical

• Plan and prepare for this work.

Consider Culture



Consider Culture

Cultural 
Humility

Cultural 
Competence

Cultural 
Intelligence

National Institutes of Health:

Cultural Competence is the ability to collaborate 
effectively with individuals from different cultures 

Cultural Humility is a lifelong process of self-
reflection and self-critique whereby an individual not 
only learns about another's culture, but starts with 
an examination of their own beliefs and cultural 
identities 

Cultural Intelligence is the ability to make sense of 
unfamiliar contexts and then blend in.



• Impacted by the program or initiative

• Multiple identities and intersectionalities

• The work teams represent the community 
by race, disability, sexual orientation, 
language, etc.

• Prioritize unheard perspectives.

Diversity 



• Offer a clear invitation to initial 
participation.

• Everyone starts on the same page.

• What are you hoping to gain from the 
relationship.

• Who has expertise and want to share.

Clear Purpose



• Direct connection already exists 
between you and the community.

• If you don’t have the relationship, 
who does?

• Honor and protect other’s 
relationships. No hijacking! 

Who has the relationship?



Want to Engage

Do you have 
a relationship 

with the 
community?

Do you want 
to build Spend time (years) 

building a relationship

Does 
someone you 
know have a 
relationship?

See if they can bring your 
or your project into their 

discussions

Can you 
identify a 
trusted 

respected 
person from 

the 
community? 

See if they can introduce 
you to key members

Engage!

Yes No

Yes

No

No

Yes

No

Yes
relationships?



• Provide enough information so others can 
make choices

• Collective self-determination is the 
responsibility and right of all people in a 
community. 

• People are more committed to and vocal 
about issues they are passionate about.

• Respect people’s boundaries.

Self-Determination 



• Recognize the capacity of the people you are working with 
beyond the reason they are receiving supports or service.

• By leading with an asset-based approach, the outcome is 
more likely to be a good fit for the community. 

• People who have lived experience have equally valid and 
useful ideas.

• Create opportunity for people to generate their own ideas. 
This takes more time and often a different structure.

Appreciate Strengths and Assets



• An environment and rapport where everyone 
feels safe to share authentic perspectives.

• More honestly transparent, the greater the 
trust .

• Ensure everyone feels comfortable asking for 
help, sharing suggestions informally, or 
challenging the status quo without fear of 
negative social consequences.

Trust



Why can’t you trust atoms?

Because they make up everything!



• Work together toward mutually 
agreed upon and shared goals.

• Group creates the purpose moving 
forward. 

• Create opportunities leadership.

• Include everyone in the process.

• Avoid acronyms or office talk.

Collaborative Process 



• Deepen the relationship and continue to work 
together for the long haul.

• Fosterer an atmosphere of resilience.

• If the process ends early, mistrust may develop.

• Ensure communication is ongoing and everyone 
is getting the same message.

• Evaluate the processes you use.

Commitment 



• Publically recognize the involvement of 
communities.

• Acknowledge people’s participation in the final 
product.

• Share the final product (distribute flyers, speak at 
external meetings or conferences).

• Promote policies and practices to support 
engagement and leadership within organizations.

Sustain Engagement



• Organizational Readiness

• Consider Culture

• Diversity

• Clear Purpose

• The Relationship

• Self-Determination

• Strengths and Assets

• Trust

• Collaborative Process

• Commitment

• Sustain Engagement

Why – Who – When – How



Key Takeaways
• It is critical to engage with people who have lived 

experience.

• There are many factors to think through prior to 
engaging, especially if the people you want to engage 
with are from a community different than your own.

• When we engage with people who have lived
experience, the burden is on us to make that 
experience a positive one.



Thank you!

Please feel free to contact me, 
Becky Burns

rkburns@wisc.edu


