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Beyond the Diagnosis Module 5:

Clinical Companion Resources

Emotional, Social, and Systemic Challenges Within the Rare Disease Community

This companion document was developed to support mental health providers participating
in Module 5 of the Beyond the Diagnosis Rare Disease Training focusing on Emotional, Social
and Systemic Challenges within the Rare Disease Community.

Rooted in trauma-informed care, this resource includes clinical tools and language guidance
designed to:

e Normalize and validate the emotional experience of those affected by rare disease.

e Support safe, shame-sensitive client engagement

e Equip providers with practical, evidence-informed interventions

Contents Include:

The Journey to Community Model
Supporting Commnunity Engagement
Resource and Referral Pathways

Usage

This document is designed for use alongside the Module 5

slide presentation and facilitator guide. It may be distributed
to CE participants, clinical trainees, or supervisors seeking to
implement trauma-informed support for rare disease patients.

Contributor Note

These materials were developed in collaboration with Al Freedman,
PhD., Psychologist, Educator, & Dr. Kathleen Bogart
Professor of Psychology Oregon State University

Copyright © 2026 Give an Hour | All rights reserved.

providers@giveanhour.org $ www.giveanhour.org
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Supporting Community Engagement
A Clinical Practice Tool for Healthcare Professionals

Community participation can be a meaningful component of psychosocial care for individuals and
families living with a rare disease. Beyond providing information, community can foster connection,
belonging, hope, identity development, and opportunities for advocacy and meaning-making. At the
same time, community experiences can evoke complex emotions, including grief, comparison,
uncertainty, and emotional fatigue.

Clinicians play an important role in helping individuals identify appropriate community resources,
prepare for participation, process their experiences, and integrate the benefits of peer connection into
ongoing care. This practice guide provides practical considerations and conversation prompts to
support thoughtful, person-centered referrals and meaningful community engagement throughout the
rare disease journey.

Prepare Clients for Mixed Emotions
Normalize that community experiences can evoke many emotions simultaneously.
Clients may experience:

* Hope

¢ Relief

e Excitement
. Va!idation One
e Grief

e Comparison
° Anxiety may nOt meet

e Emotional exhaustion every need.

community

Encourage Flexible Participation
Remind clients that there is no "right" way to participate.
They might choose to:

* Observe before engaging

e Attend virtually before attending in person

¢ Participate occasionally rather than regularly

e Step away temporarily if they become overwhelmed
Community participation should feel supportive, not obligatory.

Help Clients Find the Right Fit

Encourage exploration of different options:
¢ Disease-specific support groups
e (Caregiver communities
* Young adult groups

Bereveament Groups

Peer mentoring
Conferences

Cross-disease communities
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Supporting Community Engagement
A Clinical Practice Tool for Healthcare Professionals

Support Healthy Boundaries

Peer support complements professional care but should not replace it.

Discuss:
* Managing emotional energy
* Avoiding over-identification with others' experiences
* Balancing giving and receiving support

e Recognizing when additional professional support may be helpful

Integrate Community Into Clinical Care
Rather than asking only:
"Did you go?"
Explore:

* What surprised you?

* What gave you hope?

¢ What challenged you?

* What relationships felt meaningful?

* How did the experience influence how you see yourself?
Community experiences often become rich opportunities
for therapeutic reflection and meaning-making.

Watch for "Conference Hangover"
Following emotionally meaningful community experiences,
clients may experience:
e Fatigue
¢ Sadness
¢ Loneliness
e Grief
Difficulty returning to everyday routines

Normalize these experiences and encourage:
* Rest
* Reflection
¢ Maintaining new connections
¢ Follow-up support when needed

Questions to Ask Before You Refer
e What is this client hoping to find?

* |s this the right type of community for their current needs?
* What strengths or challenges might influence participation?

Clinical Takeaways

v Community complements
clinical care; it does not replace it.

v Match the resource to the
individual's goals, not simply their
diagnosis.

v Prepare clients for both the
benefits and the emotional
complexities of community
participation.

v Encourage reflection to help
clients integrate meaningful
experiences.

v Reassess community needs
throughout the rare disease
journey.

* How can | prepare them for both the benefits and emotional complexities?

* How will we process the experience together afterward?
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v Grief in Community give'

Understanding Loss, Connection, and anhour
Belonging in Rare Disease Communities Mental Health. For Life.

Community is one of the greatest sources of strength for individuals and families
living with a rare disease. It offers connection, belonging, hope, shared
understanding, and opportunities to learn from others with similar lived experiences.
At the same time, becoming part of a community also means becoming part of its joys
and its losses. Over time, individuals may witness illness progression, mourn the
deaths of friends and family members, grieve changing futures, or experience
emotional fatigue after deeply meaningful community events.

Grief can show up in community in numerous ways:

QO

Conferences Can Peer Support Can

Holding Hope

Grief Can Be

Part of Be Emotionally Surface Difficult G';;\?ler:r?au}i:éfe and Grief
Community Activating Emotions g Together
Individuals may : : Community can Community teaches
Over time, experience: Listening to sometimes highlight us that hope and
friendships often e Hope from another person's differences between grief are not
develop within meeting others story may bring expectations and opposites.
rare disease e Joy in feeling awareness to: reality. It is possible to
communities. The understood * Personallosses  |ndividuals may experience:
loss of a fellow e Grief when e Uncertainty grieve: « Gratitude and
community witnessing + Changesin e Opportunities sadness
member can be disease identity e Changes in e Joy and loss
experienced as progression * Anticipatory independence e Belonging and
the loss of a e Anxiety about grief o Family plans heartbreak
friend, mentor, the future » Fear about the o Career goals e Optimism and
advocate, or e Emotional future e Physical abilities uncertainty
source of hope. exhaustion after e Milestones These emotions
returning home often exist together.

Supporting Yourself Through Community Grief

—
—
—
e
-

Recognize that grief is a normal response to meaningful connection.

Talk openly with trusted peers or healthcare professionals.

Take breaks from community engagement when needed.

Maintain relationships that feel supportive.

Practice self-compassion following emotionally intense events.

Remember that stepping back temporarily is different from disconnecting permanently.

After conferences, support groups, or significant community events, consider asking:
What felt most meaningful?

What emotions came up for you?

What gave you hope?

What felt difficult?

Is there anything you are grieving today?

What support do you need moving forward?

Community can be one of the greatest sources of connection, hope, and belonging throughout the
rare disease journey. At the same time, meaningful connection can also bring experiences of grief
and loss. If you find yourself grieving within your community, know that your feelings are valid.
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	Emotional, Social, and Systemic Challenges Within the Rare Disease Community
	This companion document was developed to support mental health providers participating in Module 5 of the Beyond the Diagnosis Rare Disease Training focusing on Emotional, Social and Systemic Challenges within the Rare Disease Community.
	Rooted in trauma-informed care, this resource includes clinical tools and language guidance designed to:
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	The Journey to Community Model
	From Information to Advocacy and Impact
	Connecting with others creates relief from isolation & a sense you are not alone
	Clinical Takeaway: Clinicians can use this framework to understand that community needs often evolve over time. Assessing where an individual is in their journey may help guide referrals, peer support, and advocacy opportunities.
	Clinical Considerations Before Making a Referral
	Rather than automatically recommending community participation, consider:
	Readiness: Is the client emotionally ready to engage with others?
	Goals: Are they seeking information, emotional support, friendship, or advocacy?
	Fit: What type of community best aligns with their diagnosis, role, life stage, and current needs?
	Barriers: Are there financial, accessibility, transportation, technology, or language barriers that may limit participation?





	Supporting Community Engagement
	A Clinical Practice Tool for Healthcare Professionals
	Prepare Clients for Mixed Emotions
	Encourage Flexible Participation
	Help Clients Find the Right Fit

	Supporting Community Engagement
	A Clinical Practice Tool for Healthcare Professionals
	Support Healthy Boundaries
	Integrate Community Into Clinical Care
	Watch for "Conference Hangover"

	Questions to Ask Before You Refer

	Clinical Takeaways
	Resource and Referral Pathways
	Consider...
	Disease-specific advocacy organizations
	Peer Mentor
	Facilitated support groups
	Conference and community events
	NORD , Global Genes
	Advocacy or volunteer programs
	If a Client is Looking for...
	Disease education
	Practical advice from someone who’s been there
	Emotional Support
	Friendship and Belonging
	Navigation across rare diseases
	Opportunities to give back
	Community isn't a single destination. It's an ecosystem of resources that can support people in different ways and at different points in their journey.
	Connecting clients to the right type of community support, at the right time, can foster connection, belonging, hope, and empowerment throughout the rare disease journey.
	Clinical  Pearls: ✓ Ask about the client's goals, preferences, and comfort level. ✓ Introduce one resource at a time. ✓ Needs and interests may change over time. Revisit regularly. ✓ Offer ongoing support before, during, and after engagement.
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