Tips for involving people with lived experiences of trauma
in policymaking and program design

Historically, government agencies and organizations that have a hand in developing policies
and programs designed to support marginalized populations have not effectively included the
voice and perspective of the people who are intended to be served. Seeking input from people
with lived experience of poverty, discrimination, adversity, and trauma can reduce the risk of
creating and/or perpetuating policies that are traumatizing or can cause retraumatization. By
working with individuals who have begun the healing process, policymakers can consider how
best to foster safety, healing, and resilience. Following are several strategies that can help to
meaningfully engage people with lived experience:

Acknowledge expertise: We all outsource to experts when a task falls beyond the
scope of our knowledge. As such, people with lived experience are the experts of their
environments — they have a firsthand understanding of the potential impact of policies

and programs designed to help them. Consider tailoring job descriptions and recruitment
strategies to include and prioritize people with lived experience. Not sure how to find the
experts you need? The National Mental Health Consumers’ Self-Help Clearinghouse hosts a

directory of national and local peer-led organizations.

Engage early, often, and at all levels: There are a variety of ways to involve people

with lived experience in policy and program design. They can serve as advisors in the

9\/{@?"’9‘ development of initial research goals, inform reports, and react to policy recommendations.
R~ People with lived experience can serve as storytellers providing qualitative data to support

and focus the initiative; pilot test programs and practices; serve as strategic partners to

provide training, technical assistance, and consultation; and work as project staff.

Honor the value of experience: Consulting on policies and programs is not the full-
time job of most people with lived experience. As such, it is important to honor the value of
‘ people’s time by providing financial compensation. Organizations should compensate these
individuals as they would any other field expert, with hourly or daily rates, honoraria, and
stipends for meals, mileage, and other incidentals. Providing gift cards or other small gifts

can be insulting and de-values the individuals’ contributions.
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Make participation accessible: Equip individuals with lived experience with tools for

success by providing background information and context as needed. Individuals may not

be experts in the technical aspects of a given agency or organization’s work, so briefings
i may be needed. Making that additional effort can help increase familiarity with issues,

build confidence, and reduce perceived power imbalances. In addition, it is important

to acknowledge people’s competing priorities and decrease barriers to participation by

offering flexible meeting times and locations, covering the cost of transportation, providing

a meal as part of the meeting, and reimbursing for childcare when needed.

Be trauma-informed and avoid re-traumatization: Ensuring a safe working
experience is critical to any successful partnership. Individuals with lived experience do

not need to share the details of their story to be effective -- employing their expertise
should not require disclosing personal experiences. When people do choose to share their
stories, create a supportive environment by and holding space for processing issues that
may elevate emotions and provide training to staff on trauma-informed principles. Hearing
stories may also trigger emotional reactions among others. Be prepared to acknowledge

and create space for these experiences.

Understanding the perspective of people with lived experience is critical to successful and
sustainable policy and program development. State and local agencies and organizations
that prioritize inclusion of these individuals in their processes will see a positive return on
investment, both from a human perspective and in program implementation.

For further reading:

Engaging People with Lived Experience Toolkit. 100 Million Healthier Lives and the Institute for
Healthcare Improvement.

Methods and Emerging Strategies to Engage People with Lived Experience: Improving Federal
Research, Policy, and Practice. Office of the Assistant Secretary for Planning and Evaluation U.S.

Department of Health and Human Services

Find additional information and research in our Resource Library.

Pathways to Resilience supports the inclusion of all people with lived experience and those

who have historically been excluded from decision-making. We thank Cherene Caraco, Expert
Advisory Committee member and founder and CEO of Promise Resource Network, and William
Kellibrew, international advocate for survivors of trauma, for their contributions to this body of
work. For more information about strategies for engagement with people with lived experience,

you can view our Learning Network Session from November 2022.
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