USING LIVED EXPERIENCE

Family Partners share a similar life experience as the caregiv-
ers they work with — that is, living with and caring for a child
with significant behavioral, mental, emotional, physical, and/or
medical needs. They may also share other family experiences such as
being adoptive parents, foster parents, grandparents, and raising siblings,
to name a few. Family Partners use their own family experience in their work
with caregivers while keeping professional boundaries and respecting
a family’s values and culture. Family Partners share their own story with
purpose and intent, which means in a way that is appropriate to the situa-
tion; supports the goals of the services; develops a shared sense of under-
standing; helps the caregiver feel that their experience is normal; builds
a trusting partner relationship; and highlights connections to resources.

A Family Partner shares a profound life experience with the caregivers they
work with. For many caregivers, the Family Partner is the first person who
fully understands what they are going through and helps them realize that
they are not alone. Because of this, the Family Partner has a unique ability
to understand and identify with caregivers and create a trusting relationship
with them. This can lead to stronger engagement in services, more empow-
ered caregivers, and stronger family voice, all of which contribute to positive
service outcomes. The Family Partner also inspires hope by showing caregiv-
ers that they have had a similar life journey and have been able to adapt to
and handle the unexpected challenges and stresses of caring for their child.
The Family Partner shows that the same is possible for the caregiver and
their family. And the Family Partner does this while respecting the privacy
of the caregiver and their family, as well as the Family Partner’s own privacy.

As part of modeling and coaching, a Family Partner

uses the skills and knowledge they developed when

getting services for their own child to support caregivers in developing
the same skills. They assess a caregiver's strengths and determine how
best to help the caregiver develop skills while building confidence. There
may be times when the Family Partner models the skill in real time — for
example, they might “do for” a caregiver by speaking on their behalfin a
meeting with other service providers or school staff to show the caregiver
what a skill or approach looks like. Other times, the Family Partner will
“do with” the caregiver, such as by helping them express their concernsin
a meeting. The Family Partner will also “cheer on” the caregiver as they
gain the confidence to speak for themselves, build up their strengths, and
develop and use their own strategies. The Family Partner will also help a
caregiver recognize that the “do for, do with and cheer on” approach is
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not always the same. In one situation, the Family Partner may “cheer on’
the caregiver, while in another situation, the Family Partner may “do for”
the caregiver. Similarly, there may be a situation where the Family Partner
has been cheering on the caregiver, but then a new development requires
different skills so the Family Partner will “do for” or “do with” until the

caregiver gets back to the “cheer on” phase.

Family Partners also use their lived experience and expertise to support
organizational change. They do this by being the voice of families within
an organization and promoting family-driven and youth-guided practices
when opportunities arise.



@ Family Partner Practice Profile: Core Elements — Using Lived Experience

Decide which parts of your story are relevant to share and when is the right time

* Reflect on your own experience finding, accessing, and participating in * Decide which parts of your story are relevant to your work with a care-
services for your own child. giver and which parts may not be.

¢ |dentify which experiences were positive; which were difficult, challeng- * Decide when it's the appropriate time to share your story and when it
ing, or negative; and how you navigated them. is not, while respecting the family’s values and culture.
» Reflect on how to share these experiences to help the family look to ¢ Speak neutrally about specific services, providers, medications, etc.

the future with hope and realistic expectations. , o
¢ Use your best judgement to empower and encourage families.

¢ Decide which aspects of your story you are comfortable sharing and
which you are not, while respecting your child’s privacy.

Share stories with purpose and intent

» Decide which stories you will share and why. * When sharing stories that are not your own, do not use names or other

. . o ) identifying information.
» Consider the caregiver’s situation, as some stories may be harmful ying

or too intense at a given moment. * Be aware of the caregiver’s reaction to your sharing, both positive and
negative, and how you may need to address this.

¢ Decide when and how you will present these stories to caregivers. ) ., .
* Help caregivers see it's not only their child’s journey that matters, but

¢ Ask the caregiver to respect your experience and family story by not their own journey as well.

sharing it with others. .
¢ Let caregivers know they are not alone.

» Talk about respecting privacy, including which parts of your story
you are comfortable having shared elsewhere and which you would
not like shared; and if they do share, to do so while respecting your
privacy.

* Remember that your priority is the caregiver and family and recognize
that your own stories can be harmful if not shared with intention.

* When sharing stories of personal experiences, be as brief as possible.



Decide how to share your lived experience when it does not match the caregiver’s

* Understand the ways the caregiver’s experience is similar to yours and
the ways it is different.

Address the impact of a caregiver’s family story on you

Consider how your own lived experience may affect the relationship you
have with the caregiver and how you can address this impact.

Pay attention to what you are feeling, thinking, saying, and showing
through non-verbal communication in response to the family’s story.

Recognize signals within yourself that you are upset or “triggered” (such
as changes in breathing and heart rate).

Reflect on why you are having the reaction.

Utilize supervision time to process what you are feeling and thinking
with your supervisor.

Be aware of ongoing triggers (such as personalities, situations, etc.)
and plan how you will respond when you experience these reactions.

If it is appropriate, tell caregivers about having a strong reaction and
model how you can take care of yourself when this happens.

Choose coping strategies to help you respond effectively (such as step-
ping back or “taking a moment” or excusing yourself from the situation
to calm down so you're able to re-engage).

Make sure to put these strategies in place. For instance, prepare before
meeting with a family by looking ahead to what might happen that could
make you react strongly, and/or set aside time after your meeting to
process your reactions.

Find ways to lower your stress and take care of yourself in between
meetings.

Consult with your supervisor, team members, peers, and other trusted
individuals while maintaining confidentiality.

Determine how your response may impact your ongoing work with the
caregiver and if you need to change how you work with them.

Recognize that your experience is your own and that the family may
respond differently to similar events.



e Family Partner Practice Profile: Core Elements — Using Lived Experience

Use your role to advance family-driven practice

e Every organization is at a different stage of embracing family-driven
practice, so decide how you will promote family-driven practice based
on your own specific work setting.

* As opportunities arise, educate the people you work with on the value of
lived experience, family/caregiver voice, family-driven practice, and how
peer roles can contribute to positive outcomes for youth and families.

At times, your voice or that of the family may be undervalued. If this
happens, consider reaching out to leadership allies for support in
promoting family-driven practice.

* Remember that the presence of Family Partners working within organi-
zations promotes family-driven practice.

* When possible, help develop trainings and encourage policy changes
that support family-driven practice in your organization.

* When opportunities arise, share your experience as a Family Partner to
illustrate and promote family-driven practice.
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