Navigating Crisis Responses B e

for Caregivers in the Rare
Disease Community

Caring for individuals with rare diseases comes with unique challenges and
emotional burdens. Here are some practical steps and considerations to ive@
help you navigate your emotions and maintain your well-being during 89

times of crisis.

Crisis in the Rare Community

A crisis isn't always a single dramatic event. For
caregivers, it can be a series of moments that evoke
intense emotional responses due to:

Diagnosis

The moment of diagnosis can activate
feelings of shock, grief, and fear.

o

Progression or Flare-ups

Worsening symptoms or unexpected medical
issues can create significant stress.

D>

‘9’ Losses

Whether it's the loss of a trusted doctor, a
critical medication, or financial stability, these
changes can destabilize your sense of security.

Life Changes

/]
dm. Moves, changes in care routines, or shifts in
family dynamics can all be sources of stress.

Key Reminders During a Crisis

Respond Don't React

Taking action can feel like you're doing something to exert
control over a frightening & uncertain situation, but it can
lead to impulsive decision making.

Pause Before Acting

Avoid making big decisions or offering more support
during a crisis. Take time to process and stabilize first.

Acknowledge the Emotional Burden
Recognize and validate your own emotional responses. It's

normal to feel overwhelmed, anxious, or depressed when
dealing with the constant demands of caregiving.

Avoid Unhealthy Coping Mechanisms

Substance use or excessive drinking can exacerbate stress.
Seek healthier alternatives.
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Practical Steps for Emotional Wellbeing

Create a Have a I|§t of trusted gontacts, self—
care routines, and coping strategies
ready for times of crisis.

Crisis Plan

It can be hard to say no to family &
friends. You don't need to “earn” or seek
permission to stay home & rest.

Set
Boundaries

Limit Caffeine Caffeine & alcohol can make anxiety worse
& Alcohol so cap your caffeine and alcohol intake,
and avoid them altogether after 4 PM.

Plan for Recognize that even the most supportive
Caregiver individuals can experience fatigue. Have a
Fatigue backup plan for additional support.

Use resources like this to help friends and
extended family understand the unique
challenges of caregiving to foster
compassion and long-term support.

Educate Your
Support
System

Take Regular Taking regular breaks from caregiving
Breaks duties is crucial. Respite care can provide
temporary relief, rest & recharge.

Prioritize Engaging in activities that bring joy and
self-Care relaxation can help maintain emotional
balance.
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Emotional Challenges for Rare Caregivers

Guilt & Resentment
; Caregivers often struggle with feelings of guilt,
y especially regarding the genetic aspects of rare
diseases or the level of care they can provide. Open
' .“ communication and family therapy can be helpful
in addressing these emotions.

Hypervigilance

° The constant state of alertness and worry about the
care recipient's wellbeing can lead to chronic
anxiety. Strategies like mindfulness, regular

w exercise, and engaging in hobbies can help
mitigate these feelings.

This toolkit was co-developed by MGA WPA in collaboration with @ E WWWg |Vea N h our.o rg/

Give an Hour, a national nonprofit whose trauma-informed mental =

health frameworks informed the structure and tools included. E] rareca I’eg vers
o

For more information visit GiveAnHour.org/ContactUs
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This checklist is designed to help caregivers in the
Rare Disease community manage their own emotional

wellbeing during times of crisis.

SUPPORT CONTACTS List friends, family, and professionals for emotional support:

NAME:

NAME:

NAME:

NAME:

Who | can vent to:

CONTACT:

" Association of
A Support, Educ;

Ngiveanhour’

Mental Health. For Life.

This toolkit was co-developed by MGA WPA in
collaboration with

Give an Hour, a national nonprofit whose
trauma-informed mental health frameworks

CONTACT:

informed the structure and tools included.

CONTACT:

For more information visit
GiveAnHour.org/ContactUs

CONTACT:

Who makes me laugh:

(RESCUE) Self-Care Kit Ideas
Healthy Snacks
Water Bottles
Sweet Treat
Comfort Item

Herbal Tea

Healthy Habit Checklist
Take a Break During the Day
Set Limits and Boundaries
Meditate or Deep Breathe

Hydrate and Nourish

Post-Crisis Reflection

What | learned:

Post-Crisis Checklist

Plan a Visit with Someone from
your Support Network

Practice Deep Self-Care

Copyright give an hour 2024

Soft Blanket
Scented Candles
Stress Balls

Favorite Book

Journal

Connect With a Support Person
Take a Walk or Exercise
Take a Nap/ Rest/ Sleep

Limit Alchohol and Caffeine

Get a Health Check-up for Yourself

Re-Balance your Focus (Take Time for
Siblings, Other Family Members)

Who can offer tangible support:

Who makes me feel safe:

Puzzles/ Apps
Music Playlist
Photo Album

Sketchbook or Coloring book & Pencils

Affirmation Cards

Communicate my Needs

Attend a Peer Support Group

Creative Outlet: Drawn, Paint, Sketch,
Journal, Write, Bake

Update Your Crisis Plan

Consider Peer Support or Professional
Support Options

www.giveanhour.org/rare



	Navigating Crisis Responses for Caregivers in the Rare Disease Community
	Caring for individuals with rare diseases comes with unique challenges and emotional burdens. Here are some practical steps and considerations to help you navigate your emotions and maintain your well-being during times of crisis.
	A crisis isn't always a single dramatic event. For caregivers, it can be a series of moments that evoke intense emotional responses due to:

	Diagnosis
	The moment of diagnosis can activate feelings of shock, grief, and fear.

	Progression or Flare-ups
	Worsening symptoms or unexpected medical issues can create significant stress.

	Losses
	Whether it's the loss of a trusted doctor, a critical medication, or financial stability, these changes can destabilize your sense of security.

	Life Changes
	Moves, changes in care routines, or shifts in family dynamics can all be sources of stress.

	Key Reminders During a Crisis
	Respond Don’t React
	Taking action can feel like you’re doing something to exert control over a frightening & uncertain situation, but it can lead to impulsive decision making.

	Pause Before Acting
	Avoid making big decisions or offering more support during a crisis. Take time to process and stabilize first.

	Acknowledge the Emotional Burden
	Avoid Unhealthy Coping Mechanisms
	Substance use or excessive drinking can exacerbate stress. Seek healthier alternatives.

	Crisis in the Rare Community
	Practical Steps  for Emotional Wellbeing
	Have a list of trusted contacts, self-care routines, and coping strategies ready for times of crisis.
	Create a Crisis Plan
	It can be hard to say no to family & friends. You don’t need to “earn” or seek permission to stay home & rest.

	Set  Boundaries
	Caffeine & alcohol can make anxiety worse so cap your caffeine and alcohol intake, and avoid them altogether after 4 PM.

	Limit Caffeine & Alcohol
	Plan for Caregiver Fatigue
	Recognize that even the most supportive individuals can experience fatigue. Have a backup plan for additional support.
	Use resources like this to help friends and extended family understand the unique challenges of caregiving to foster compassion and long-term support.

	Educate Your Support System
	Taking regular breaks from caregiving duties is crucial. Respite care can provide temporary relief, rest & recharge.

	Take Regular Breaks
	Engaging in activities that bring joy and relaxation can help maintain emotional balance​.

	Prioritize Self-Care

	Guilt & Resentment
	Caregivers often struggle with feelings of guilt, especially regarding the genetic aspects of rare diseases or the level of care they can provide. Open communication and family therapy can be helpful in addressing these emotions​.

	Hypervigilance
	The constant state of alertness and worry about the care recipient's wellbeing can lead to chronic anxiety. Strategies like mindfulness, regular exercise, and engaging in hobbies can help mitigate these feelings.

	Emotional Challenges for Rare Caregivers
	Recognize and validate your own emotional responses. It's normal to feel overwhelmed, anxious, or depressed when dealing with the constant demands of caregiving.
	www.giveanhour.org/rarecaregivers


	Crisis Response Journey
	Support, Stability
	Crisis Management
	Engage Support Networks
	Reach out to your established support network for help.

	Stay Hydrated and Nourished
	Ensure proper nutrition and hydration.

	Take Regular Breaks
	Taking regular breaks from caregiving duties is crucial. Respite care can provide temporary relief, rest & recharge.

	Reflection, Healing
	Post-Crisis Reflection
	Reflect but Don’t Ruminate on the Experience
	Analyze what happened and how you responded. Acknowledge that you prepared yourself for situations that you cannot control.

	Learn From the Experience
	Write down insights and lessons learned. What helped you? Who showed up? What can you do differently?

	Engage in Deep Self-Care
	Dedicate time to activities that promote deep relaxation and recovery. Catch up on sleep: you cannot pour from an empty cup.

	Return to Baseline
	Reintegration
	Reestablish Routine
	Gradually return to normal activities.

	Balance Focus
	Ensure the member who experienced the crisis doesn’t remain the sole primary focus to the detriment of other needs—attend to siblings, friends, family, & yourself as well.

	Update Crisis Plan
	Revise your plan based on what you’ve learned.
	Take a moment to breathe deeply and manage immediate emotional reactions.
	Implement quick self-care techniques like deep  breathing or a brief walk.
	Try not to let past experiences run your emotional response
	Engage professionals and support networks about the emerging crisis. It’s okay to admit that you’re struggling. Seeking help isn’t a sign of weakness.

	Anxiety, Vigilance
	Refrain from making significant decisions during this phase of the crisis.

	Preparedness/Awareness
	Stress, Anxiety, Fear
	Hit the Pause Button
	Don’t Catastrophize
	Avoid Major Decisions
	Engage in Rescue Self-Care
	Recognize and Name Emotional Responses
	Communicate Needs
	Develop a detailed plan with emergency contacts, self-care routines, and coping strategies.
	Connect with clinical oversight, resources, and mental health professionals.
	Be aware of early emotional responses like anxiety and fear.
	Early detection can help you manage the crisis more effectively.

	Create a Crisis Plan
	Build a Support Network
	Immediate Response
	Pre-Crisis
	Crisis Detection
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