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THE PILLARS OF PEER SUPPORT

( N

o Mutuality/ Reciprocity

Shared experience, mutual openness and vulnerability,
mutual respect and caring, reciprocity of support

e Empathy

Genuine understanding, connection, emotional
resonance, truly listening

e Empowerment

Recognizing strengths and encouraging autonomy,
uplifting, goals setting and milestone marking

e Instilling optimism and belief in positive future

possibilities, developing a sense of hopefulness can
motivate, inspire, heal, and build confidence

ESSENTIALS OF A PEER SUPPORT RELATIONSHIP

Connection is more than just listening or being
GO‘V\MW‘V\/ present—it’s feeling seen, understood, and

validated by someone who “gets” you.
Has someone just sat with you, quietly listening
without trying to fix things? In that moment, you felt
like the weight wasn'’t yours alone—that’s empathy.

Empativy

It's about being in the moment, offering your
undivided attention and focus. You can't show up to
support a peer if you're distracted.

Trust is about balancing caution and openness,
not letting fear of the unknown prevent you
from forming connections

Communication is a two-way street—it’s not
just about being heard, but also about making
space to hear others.

www.giveanhour.org/peersupport
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CREATING SUPPORT SYSTEMS

Rare Caregivers and patients often feel isolated and find it challenging to connect. 51% report difficulty in
maintaining friendships and 53% report feeling alone*. Since the rare care journey is often emotional and
difficult, it is important to prioritize support. Research has shown that supportive relationships have many
benefits. These include reducing stress, depression and anxiety; living longer; having higher levels of well-
being; and acquiring better coping skills. So how do you build strong support systems? Figure out what kind
of support you need then work on building and sustaining them. Yes it takes energy, but you will get so
much in return.

Type of Support Needed

Different relationships check particular boxes. When you have limited time and energy, be
intentional about the relationships you build & the people you surround yourself with.

p{\ A service or a favor; reinforces that it's healthy to ask
for help when needed and accept the help

Acceptance, understanding, reliable encouragement and
empathy; reminder that we are not alone

Feelings that build your motivation and respect
your efforts

Receiving positive, supportive information or new knowledge;
provides support without an emotional connection

Support Systems Build You UP!

(B/W\O Belonging to a community or peer group that understands
P’;Q{"\ your beliefs and/or situation

Tips to Sustain Support Systems

Respect boundaries

Accept help 8 .

Be available glveanhour
Mental Health. For Life.

Be honest

Be patlent"'lt takes time to develoD This toolkit was co-developed by IFOPA in collaboration with

Stay in touch Give an Hour, a national nonprofit whose trauma-informed mental

Reciprocate: support their successes health frameworks informed the structure and tools included.

and share appreciation For more information visit GiveAnHour.org/ContactUs
Engage when it's healthy @ Copyright Give an Hour 2024




My Support System

Building a strong support network is often a lifelong pursuit for many of us. According to ifopa.org
researchers, the ability to seek support is closely tied to our mental health. it's important to
emphasize that simply having access to social support is not sufficient. What truly matters is

actively choosing to utilize and engage with those social supports available to us.

Write down who is in your system and make a commitment to reach out to these people
and develop more relationships.

Center to outside: Me, Family, Extended Family &
Friends, Acquaintances, Professionals & Helpers

ME

8giveanhour

Mental Health. For Life.

This toolkit was co-developed by IFOPA in collaboration with

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

health frameworks informed the structure and tools included. © C ioht Gi H 2024
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My Support System Exercise
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3 people | trust the most: People | can text sad/happy memes to:
Quaht’es that | IOOk for ina My Support needs:
supportive relationship:
People | want to invest in: Relationships to Relationships to let go of
reinvigorate: or change:
Gaps in my support system
A person who | will let see me ugly cry and Someone | can VENT to:

talk about my feelings:

An online or in-person community where | can get support:

ggiveanhour

Mental Health. For Life,

This toolkit was co-developed by IFOPA in collaboration with
Give an Hour, a national nonprofit whose trauma-informed mental
health frameworks informed the structure and tools included.
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Reinforcing Self-Compassion I a

International Fibrodysplasia
Ossificans Progressiva

Rare caregivers experience a high burden of care, which can result in high levels of stress, Assoclation
feelings of loss of what they thought life would be like, and simply the feeling of not being ifopa.org
able to keep up with all aspects of rare caregiving, family, work, not to mention taking care

of oneself. Self-compassion can play a key role in positive emotional health for rare caregivers.
Self-compassion is the act of treating yourself as you would treat a good friend.

Three Components of Self Compassion

Self-kindness: caring and encouraging
yourself as you would to others, rather
than being self-criticizing.

Common humanity: all humans are
imperfect, experience difficulties and pain,
and make mistakes. Give yourself a break.

Mindfulness: being in the moment,
present, open, and feeling emotions while
they are happening.

The Stigma: Self Compassion is...

¢ A form of self-pity

¢ Makes a person vulnerable and weak

¢ Self-centered and selfish

) Practicing Self-Compassion
» Creating an excuse

e Take a compassion break
Benefits of Self Compassion P

. Forgi If
¢ Improved happiness * Forglveyourse

e Good mental health » Stop competing and comparing
¢ A stronger immune system * Practice positive self-talk
* The secret to resilience  Develop a self-compassion mantra

* Creates strength to face hardships « Focus on your wins

¢ Reinforces ability to learn from mistakes

This toolkit was co-developed by IFOPA in collaboration with
Give an Hour, a national nonprofit whose trauma-informed mental - F h ®
health frameworks informed the structure and tools included. g Ive a n hou r I_ E X I D N

Mental Health. For Life. CHARITABLE FOUNDATION
For more information visit GiveAnHour.org/ContactUs

giveanhour.org/rarecaregivers (© Copyright Give an Hour 2024




Release and Rise

Each balloon symbolizes something you wish to release, paving way for personal growth and
opportunities. Reflect on areas of your life like relationships, habits, self-doubts, and fears,
noting down what you wish to let go in each balloon. Acknowledge their impact on your life
and why you're ready to release them.

"Let go of what no longer
Visualize yourself letting serves you, not to create
go of each balloon, emptiness, but to make
allowing them to rise room for what inspires and
higher and higher until ignites your spirit."
they disappear into the
sky. As they dissapear,
embrace the space you
have created for new
beginnings.

ggiveanhour

Mental Health. For Life.

This toolkit was co-developed by IFOPA in collaboration with \
Give an Hour, a national nonprofit whose trauma-informed mental
health frameworks informed the structure and tools included.

For more information visit GiveAnHour.org/ContactUs © Give an Hour 2024



Taking Care When You Are A Caregiver: a

Tips For Accessing Mental Health Care

International Fibrodysplasia
Ossificans Progressiva
Association

WHY SEEK CARE ifopa.org
The daily impact of rare caregiving extends to each aspect of life. The ggiveanhour

emotional roller coaster that comes along with rare disease makes it even Mental Health. For Life.
more important to keep your mental health and emotional wellbeing in shape.
Think of mental health care as a gym that will give you exercise techniques
you need to get through it all. Asking for help can feel vulnerable and bring up
many feelings. Seeking therapy is positive. Therapists listen and help you
make connections. They may offer guidance or recommendations when you
feel lost. There is no single, correct approach in finding care. As a rare
caregiver, you probably know all too well that connecting with the right
provider may take some time. Prioritize YOU just like you do for the one you
care for, and with patience & perseverance, these tips will help you find your
provider.

WHEN TO SEEKCARE

« Anytime! Maintenance is essential to your mental health

* You feel like you can't do normal daily activities you previously were able to accomplish

* Thinking about or coping with an issue is taking more than one hour of your day

* You have a major life event

*You've developed habits to cope with your emotional health that are impacting you physically in a negative way

WHO TO CHOOSE

« If you have a mental health condition that may benefit from medication, consult a mental health doctor, such as a
psychiatrist or mental health nurse practitioner who has experience treating your condition (MD, DO, PMHNP, APN)
« If you're seeking help with emotions, behaviors, and patterns, consult with a therapist, counselor, or psychologist.
Like medical doctors, these professionals have specialties, so find one who knows about your specific issue
(credentials include LCSW, LPC, LMFT, PhD)

Remember You Cannot Care for Others if You're Not Healthy Yourself

This toolkit was co-developed by IFOPA in collaboration with
Give an Hour, a national nonprofit whose trauma-informed mental
health frameworks informed the structure and tools included.

Copyright Give an Hour 2024

For more information visit GiveAnHour.org/ContactUs
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Prioritizing self-care can be a challenge when providing rare caregiving to others. Self-care is
essential to prevent burnout as the healthier you are, the more energy you will have to care
for others. Self-care does not look the same for every rare caregiver. Try incorporating one of
these tips each month and with practice, taking care of yourself will become second nature.

Z
2Z
Learn & practice Attend to your own Get adequte rest
stress reducing techniques healthcare needs and nutrition

a0

L1

I?xeruse regularly . Take time off without guilt Participate in
even if only for a short time enjoyable activities,
like reading a book

Practice mindfulness:
Seek and accept the Seek counseling identify and acknowledge

help of others when needed your thoughts, emotions,
feelings, and challenges

v — g A
v V}
M\ /4 |
Practice common humanity: —
through shared experiences, . .
i.e. peer support, online Set obtainable goals Practice self-kindness

support groups

vy

-  Practice the Healthy Habits e’,;g f m A .:.
of Emotional Wellbeing 0¥ N ! S
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health frameworks informed the structure and tools included.
Copyright Give an Hour 2024

For more information visit GiveAnHour.org/ContactUs



Emotions Tracker

——
Keeping It Kpaf

This is for your personal use to help track how YOU are feeling as you balance work and life,
make a check mark if you felt any of the below. Most of these are normal emotions. However
if you've had these feelings more than two weeks, stop and take action to get the help you need.

Note: this is not a diagnostic tool. The goal is to become aware of your emotions so that you can
track your emotional baseline and recognize when you need to reach out for help.

(Feel like | have very little)
control over what
\ happens y

-
Overwhelmed

-
"Off"

L J
( N
Moody

.

Angry and
X agitated )
[ That | want to be |
alone all the time

. J
-

Like | need to escape
\. J

.

This toolkit was co-developed by IFOPA in collaboration with

Give an

Hour, a national nonprofit whose trauma-informed men

health frameworks informed the structure and tools included.

For more information visit GiveAnHour.org/ContactUs
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Supporting vs. Shouldering: )a

Ossificans Progressiva
Association

Understanding the Difference

Understanding the difference between showing support and shouldering is crucial in setting boundaries;
ensuring we can provide effective emotional support without compromising our mental health.

Supporting

Supporting is being empathetic and showing concern for others without taking
on their burdens. Supporting EMPOWERS the other person, and when you
support, you maintain healthy boundaries to protect your own mental health
and well-being, preventing you from becoming overly involved or affected by
the other person's problems. Supporting doesn't mean it's YOUR job to FIX or
find solutions; instead, it is to show care and compassion to the other person
so that they can find their own solutions. Supporting is a BALANCED approach
that shows commitment to helping without sacrificing yourself.

Shouldering

By comparison, Shouldering refers to taking on responsibility for someone
else's problems. Shouldering is when you get SO involved in helping someone
that their issues begin to weigh you down. Shouldering can lead to a sense of
feeling OVERLY responsible for someone else's well-being, to the detriment of
your own mental health. You can feel drained of energy, empty, or as though
without you, everything would fall apart. Shouldering can lead to controlling
behaviors, burnout, and can cross a line from support to dependency.

Is It Supporting or Shouldering?

supporting _

Empowerment Empowers others Overly responsible for others
Boundaries Maintains healthy boundaries Sacrifices personal wellbeing
Role Shows care, not fixing Feels the need to fix others' problems
Mental Health Impact Positive, balanced approach Draining, leads to burnout
Behavioral Outcome Encourages self-reliance in others Can lead to controlling behaviors
Respect, Empa_thy, and Shows respect, en_wpathy, and Self-serving, micromanaging
Compassion compassion

This toolkit was co-developed by IFOPA in collaboration with
Give an Hour, a national nonprofit whose trauma-informed mental WWW. gIV ean h our. org

health frameworks informed the structure and tools included. - ®
glveanhour Copyright Give an Hour 2024
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THE SUPPORT
SWAP

Take a moment to reflect on a challenge or
stressor you recently faced, or are currently
facing. This could be something big or small—
anything that is causing frustration, stress,
burnout, or pressure.

A recent or current challenge/stressor:

What are some of the early “signs” to look
out for that tell me I may be struggling and
need to manage my stress?

When I feel stressed, what would be helpful
to me in the moment?

This toolkit was co-developed by IFOPA in collaboration with
Give an Hour, a national nonprofit whose trauma-informed mental
health frameworks informed the structure and tools included.

For more information visit GiveAnHour.org/ContactUs

TRACK YOUR STRESSER
IN A JOURNAL

Be sure to journal for 3 - 5 minutes to to revisit in a few
days. After revisiting, update your journal entry with how
you feel today.

e Do you feel validated?

e Any new perspectives?

» What are you going to change on the go forward?

e How did it feel to revisit?

What insights or perspective did you
gain?

One major insight from your reflection
days later?

Who are the people that support & uplift
YOU when you’re struggling? Identify a
“check-in” partner.

=)

One “rescue” self-care strategy and one
“restorative” self-care strategy.

8giveanhour®

Mental Health. For Life

© Copyright Give an Hour 2024



Self-Regulation: Strategies for i a
Emotional Balance and Resilience

nternational Fibrodysplasia
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Emotional self-regulation is about managing your emotions and reactions in
different situations. It starts with self-awareness—noticing and understanding
your feelings and what activates them. Once you're aware, self-regulation helps

you handle tough emotions and express them in a healthy way. o ®
self-regulation is important for managing stress, communicating well, and anhour
staying productive, even when things get difficult. It's not always easy, DATNHRI T o
especially when dealing with competing priorities, unexpected problems, or i ]
personal challenges.

Challenge: For the next 6 weeks, practice one Develop a Healthy Routine

of these self-regulation techniques per week.
D Establish Regular Sleep and Nutrition Habits: Adequate rest

and a balanced diet play a big role in mood and resilience,

helping you stay in control when faced with challenges.
Self-Awareness: Understand and Recognize Emotions

Set Time for Reflection: Daily or weekly, take time to reflect

C] Check-In Regularly: Take short breaks to notice how you're C] on what went well and where you could improve, allowing
feeling. Are you stressed, calm, frustrated, or content? you to make adjustments with intention.

Recognize Activators: Notice what sparks your emotions, whether
[:] it's a specific event, interaction, or thought. Understanding these
activators helps you prepare for and manage your emotional

responses more effectively. Use a Cushion Before Responding: When emotions are activated,
your rational brain needs time to catch up. Responding in the
Label Feelings: When you feel a surge of emotion, identify it. heat of the moment can escalate conflicts. Instead, create a
O Simply naming feelings (like anger, anxiety, or joy) can lessen "cushion" by pausing—take a brief walk, sip some water, or give
their intensity and help you think more clearly. yourself a moment to cool down—before you react.

Don'’t Feel Pressured to Respond: When our buttons are
pushed, we might need some time to percolate before we
respond. Sleep on it (if you can), what seems critical in the
Reframe Negative Thoughts: If you're feeling overwhelmed, moment can seem like no big deal after a good night’s sleep.
change your inner dialogue. For example, replace “I can’t do this”
with “I'm finding this hard, but | can take it one step at a time.”

Build a Support Network

Affirmations and Encouragement: Remind yourself of past

successes, and use affirmations to build confidence, like Talk It Out: Find a trusted friend or mentor you can turn to

“l am capable” or “I have managed challenges before.” C] for advice or a listening ear. Sharing challenges helps you find
solutions or see.

your goals can help you stay on track and offer

Practice Gratitude and Self-Compassion D Encourage Accountability: Having someone who knows
encouragement. Find an accountability partner!

D Focus on Positives: Spend a few minutes each day reflecting
on things you're grateful for, as this can shift your mindset
toward positivity.

Reflect: Which one(s) worked the best for you?

Forgive Mistakes: Be kind to yourself when you fall short.
D Accept that setbacks happen, and focus on learning from
each experience.

This toolkit was co-developed by IFOPA in collaboration with
Give an Hour, a national nonprofit whose trauma-informed mental
health frameworks informed the structure and tools included.
(©) Copyright Give an Hour 2024 @ www.giveanhour.org

For more information visit GiveAnHour.org/ContactUs
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A 12 Stages of Burnout A

Enthusiasm (Optimism) - High
motivation, excitement, and
commitment to work.

Onset Stress (Frustration) - Initial
stress emerges; workload feels
overwhelming at times.

Chronic Stress (Exhaustion) -
Fatigue sets in; work feels
draining and increasingly difficult.

Disillusionment (Cynicism) - Loss
of passion; skepticism and
negativity increase.

Apathy (Detachment) -
Emotional withdrawal from work
and colleagues.

Emotional Exhaustion
(Depersonalization) - Feeling
emotionally numb, disconnected
from work.

Reduced Personal Achievement
(Ineffectiveness) - Declining
productivity; sense of
incompetence.

Cognitive Symptoms
(Forgetfulness) - Difficulty
concentrating and making

decisions.

Behavioral Symptoms (Isolation)
- Withdrawing from social
interactions and responsibilities.

Physical Symptoms (Ailments) -
Headaches, insomnia, muscle
pain, or frequent illnesses.

Depressive Symptoms
(Hopelessness) - Persistent
sadness, loss of motivation,

emotional numbness.

00 0 0O
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Burnout Syndrome (Chronic
Burnout) - Total mental,

This toolkit was co-developed by IFOPA in collaboration with emotional, and physical coIIapse.

Give an Hour, a national nonprofit whose trauma-informed mental
health frameworks informed the structure and tools included.
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For more information visit GiveAnHour.org/ContactUs © Copyright Give an Hour 2024
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The Conversation Compass

The Conversation Compass is a tool that helps you navigate challenging discussions by treating conversation
like a journey with four cardinal directions. Just as a regular compass helps you find your way in physical
space, this tool helps you find your way in conversational space. Each direction serves a specific purpose:

How To Use This Tool
1.Start each difficult conversation at the compass's center
2.Check each direction before deciding how to proceed
3.Move between directions as needed during the
conversation
4.Return to center whenever you need to regroup
5.Use the provided scripts and checkpoints for guidance

The compass helps you:
* Recognize when conditions are right for
discussion
o Express yourself clearly and respectfully
o Listen effectively to others
e Exit conversations that become unproductive
* Maintain your boundaries throughout

NORTH points toward engagement, showing when to proceed
SOUTH indicates when to step back or exit

EAST guides you in expressing your views

WEST helps you receive and reflect on others' perspectives

NORTH (Engage & Proceed)

Check these conditions before moving forward:
o Both parties are calm and receptive
o Energy levels are sufficient

o Setting is appropriate

o0 Mutual respect is present

o Time is adequate

"I'd like to explore this with you..."
"Let's discuss this together..."
"I'm interested in your perspective..."

WEST (Listen & Reflect)

Practice active listening through:
o Clarifying questions

o Summarizing points

o Acknowledging feelings

o Seeking understanding

EAST (Express & Share)
o Express your position
o Cite clear examples
o Use “I” Statements

Expressing Phrases

Listening Phrases:
"Help me understand..."
"Could you explain more about..."
"What I'm hearing is..."

SOUTH (Disengage & Exit)

Watch for these signals to step back:
o Conversation becoming circular

o Emotions escalating

o Personal attacks appearing

o Energy depleting

“From my perspective..."
"My experience has shown..."
"When this happens | feel..."

' Prompt | _

"Let's pause here for now"
"We should revisit this when we're fresh"
"l need some time to reflect"

give’ O Boundaries being crossed

anhour

Mental Health. For Life.

This toolkit was co-developed by IFOPA in collaboration with
Give an Hour, a national nonprofit whose trauma-informed mental
health frameworks informed the structure and tools included.

For more information visit GiveAnHour.org/ContactUs

© Copyright Give an Hour 2024
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Ksy The Conversation Compass

NORTH points toward engagement, showing when to proceed
SOUTH indicates when to step back or exit

EAST guides you in expressing your views

WEST helps you receive and reflect on others' perspectives

Practice Scenarios
Use one of these situations to practice using your compass:

e Your spouse interrupts or talks over you in discussion

e Afriend pressures you to change your mind about an important decision
e Afamily member dismisses your career choices

* You get upsetting news and need to talk about it

Remember: The compass is a flexible

For each scenario: tool. You may move between
e Start at center (ground yourself) directions multiple times in a single
* Choose your first direction conversation. The goal is not to follow
e Practice relevant phrases a rigid path but to navigate
e |dentify potential challenges consciously and maintain healthy
* Plan possible direction changes boundaries throughout the discussion.

e Prepare exit strategies if needed

CHALLENGING MOMENTS:

This toolkit was co-developed by IFOPA in collaboration with

Give an Hour, a national nonprofit whose trauma-informed mental ive@‘
health frameworks informed the structure and tools included. a nhour
Mental Health. For Life © Copyright Give an Hour 2024

For more information visit GiveAnHour.org/ContactUs



Know the Sighs and What they Look Like
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Signs for Rare Caregivers to Notice

Being a caregiver for someone with a rare disease presents unique challenges that significantly impact mental health. Over
70% of caregivers experience high levels of stress, with 65% reporting depression and 53% anxiety. Many caregivers feel
guilty prioritizing their health, with 72% experiencing self-care guilt. Give an Hour's "Five Signs" provides a common language
to understand how emotional struggle can show up for rare caregivers, along with ways to show support and respond.
Recognizing these signs is crucial for family members and loved ones, as it enables them to provide timely support, reducing
the risk of burnout and promoting a healthier caregiving environment.

°« o

-/

°/

oY

PERSONALITY CHANGES

Your loved one may seem different exhibiting behaviors that
don't align with their usual self.

Stressed-out, checked-out, frequently anxious or
depressed, acts differently than ‘normal’, eerily
“at peace” or joyful when previously
stressed/depressed.

UNCHARACTERISTICALLY ANGRY, ANXIOUS,
AGITATED, OR MOODY

Your loved one may struggle frequent mood swings.

Lashing out, angry outbursts, panic attacks, self-
soothing. Always in ‘crisis mode’, feeling
repeatedly triggered. May happen with or
without a clear trigger.

WITHDRAWAL OR ISOLATION

FROM OTHER PEOPLE

Your loved one might pull away from family and
friends, signaling a need for support and
understanding.

Not responding to texts, excessive malaise or
sleeping, Needing to be alone. Not showing up
for planned activities, housebound or signs of
agoraphobia, avoidance when questioned.

MAY NEGLECT SELF-CARE AND
ENGAGE IN RISKY BEHAVIOR

Financial strain, physical limitations, and emotional
distress can contribute to neglecting self-care or
engaging in risky behaviors.

Reckless or irresponsible spending, substance
use, sedentary lifestyle/lack of physical activity,
hair matting from poor self-care, change in
appearance, “Depression House”, significant
weight gain or loss. Excessive sleeping.

OVERCOME WITH HOPELESSNESS AND
OVERWHELMED BY CIRCUMSTANCES

Your loved one may experience extreme or prolonged
grief, feelings of worthlessness, or guilt.

Verbal expressions of distress: “There’s no point
in going on”, shutting down, masking feelings,
making end-of-life plans, suicidal thoughts, self-
harm, or worrisome verbal statements, “It's
hopeless”.

For more resources for rare caregivers visit www.giveanhour.org/rarecaregivers

WHAT YOU CAN SAY:

“I've noticed that lately when we talk or hang out, you
seem distant, you don't seem like your usual self. Can you
tell me more about what's going on? | want to find ways
to support you.”

"l can’t imagine how stressful that must be. It's sound like
you're having a really tough time dealing with all of this. |
want to understand what you're going through. Can you tell
me more about how you're feeling?”

“I've noticed that you haven't been responding to my
texts like you used to, and you’ve been spending more
time by yourself. It's important to take the time you
need for yourself, but you don’t have to do this alone.
You can lean on me for support, I'm here if you need
someone to talk to.”

“This might be difficult to talk about, but I've
noticed you've been drinking more lately, and I'm
really concerned about you. | just want to make
sure everything is okay. I'm here for you. Do you
feel comfortable opening up about that?”

"l understand it can be hard to open up and | want you
to know I'm here for you. From a sincere place of
concern | want you to know that I've noticed you've
been really struggling lately. Are you having thoughts
about hurting yourself?”

© Copyright Give an Hour 2024
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	Caregiver Peer Support
	WHAT IS TIPS?

	CREATING SUPPORT SYSTEMS
	Rare Caregivers and patients often feel isolated and find it challenging to connect. 51% report difficulty in maintaining friendships and 53% report feeling alone*. Since the rare care journey is often emotional and difficult, it is important to prioritize support. Research has shown that supportive relationships have many benefits. These include reducing stress, depression and anxiety; living longer; having higher levels of well-being; and acquiring better coping skills. So how do you build strong support systems? Figure out what kind of support you need then work on building and sustaining them. Yes it takes energy, but you will get so much in return.
	Type of Support Needed
	Support Systems Build You UP!
	Different relationships check particular boxes. When you have limited time and energy, be intentional about the relationships you build & the people you surround yourself with.

	Tangible
	A service or a favor; reinforces that it's healthy to ask for help when needed and accept the help

	Emotional
	Acceptance, understanding, reliable encouragement and empathy; reminder that we are not alone

	Affirmational
	Feelings that build your motivation and respect your efforts

	Informational
	Receiving positive, supportive information or new knowledge; provides support without an emotional connection
	Belonging to a community or peer group that understands your beliefs and/or situation

	Belonging

	Tips to Sustain Support Systems
	Respect boundaries
	Accept help
	Be available
	Be honest
	Be patient...it takes time to develop
	Stay in touch
	Reciprocate: support their successes and share appreciation
	Engage when it's healthy
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	My Support System
	Building a strong support network is often a lifelong pursuit for many of us. According to researchers, the ability to seek support is closely tied to our mental health.  it's important to emphasize that simply having access to social support is not sufficient. What truly matters is actively choosing to utilize and engage with those social supports available to us.
	Write down who is in your system and make a commitment to reach out to these people and develop more relationships.
	Center to outside: Me, Family, Extended Family & Friends,  Acquaintances, Professionals & Helpers



	ME
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	My Support System Exercise
	3 people I trust the most:
	People I can text sad/happy memes to:
	Qualities that I look for in a supportive relationship:
	My support needs:
	Relationships to reinvigorate:

	People I want to invest in:
	Relationships to let go of or change:

	Gaps in my support system that I need to work on:
	A person who I will let see me ugly cry and talk about my feelings:

	Someone I can VENT to:
	An online or in-person community where I can get support:
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	Reinforcing Self-Compassion
	Rare caregivers experience a high burden of care, which can result in high levels of stress, feelings of loss of what they thought life would be like, and simply the feeling of not being able to keep up with all aspects of rare caregiving, family, work, not to mention taking care of oneself. Self-compassion can play a key role in positive emotional health for rare caregivers. Self-compassion is the act of treating yourself as you would treat a good friend.
	Three Components of Self Compassion
	Self-kindness: caring and encouraging yourself as you would to others, rather than being self-criticizing.
	Common humanity: all humans are imperfect, experience difficulties and pain, and make mistakes. Give yourself a break.
	Mindfulness: being in the moment, present, open, and feeling emotions while they are happening.

	The Stigma: Self Compassion is...
	A form of self-pity
	Makes a person vulnerable and weak
	Self-centered and selfish
	Creating an excuse

	Practicing Self-Compassion
	Take a compassion break
	Forgive yourself
	Stop competing and comparing
	Practice positive self-talk
	Develop a self-compassion mantra
	Focus on your wins

	Benefits of Self Compassion
	Improved happiness
	Good mental health
	A stronger immune system
	The secret to resilience
	Creates strength to face hardships
	Reinforces ability to learn from mistakes
	giveanhour.org/rarecaregivers
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	Release and Rise
	Each balloon symbolizes something you wish to release, paving way for personal growth and opportunities. Reflect on areas of your life like relationships, habits, self-doubts, and fears, noting down what you wish to let go in each balloon. Acknowledge their impact on your life and why you're ready to release them.
	"Let go of what no longer serves you, not to create emptiness, but to make room for what inspires and ignites your spirit."
	Visualize yourself letting go of each balloon, allowing them to rise higher and higher until they disappear into the sky. As they dissapear, embrace the space you have created for new beginnings.
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	Taking Care When You Are A Caregiver:
	Tips For Accessing Mental Health Care

	WHY SEEK CARE
	The daily impact of rare caregiving extends to each aspect of life. The emotional roller coaster that comes along with rare disease makes it even more important to keep your mental health and emotional wellbeing in shape. Think of mental health care as a gym that will give you exercise techniques you need to get through it all. Asking for help can feel vulnerable and bring up many feelings. Seeking therapy is positive. Therapists listen and help you make connections. They may offer guidance or recommendations when you feel lost. There is no single, correct approach in finding care. As a rare caregiver, you probably know all too well that connecting with the right provider may take some time. Prioritize YOU just like you do for the one you care for, and with patience & perseverance, these tips will help you find your provider.

	WHEN TO SEEK CARE
	• Anytime! Maintenance is essential to your mental health
	• You feel like you can't do normal daily activities you previously were able to accomplish
	• Thinking about or coping with an issue is taking more than one hour of your day
	• You have a major life event
	• You've developed habits to cope with your emotional health that are impacting you physically in a negative way

	WHO TO CHOOSE
	• If you have a mental health condition that may benefit from medication, consult a mental health doctor, such as a psychiatrist or mental health nurse practitioner who has experience treating your condition (MD, DO, PMHNP, APN)
	• If you're seeking help with emotions, behaviors, and patterns, consult with a therapist, counselor, or psychologist. Like medical doctors, these professionals have specialties, so find one who knows about your specific issue (credentials include LCSW, LPC, LMFT, PhD)
	Remember You Cannot Care for Others if You're Not Healthy Yourself
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	SELF-CARE FOR RARE CAREGIVERS:
	ESTABLISHING HEALTHY HABITS OUTSIDE OF CAREGIVING
	Prioritizing self-care can be a challenge when providing rare caregiving to others. Self-care is essential to prevent burnout as the healthier you are, the more energy you will have to care for others. Self-care does not look the same for every rare caregiver. Try incorporating one of these tips each month and with practice, taking care of yourself will become second nature.
	Learn & practice
	stress reducing techniques
	Attend to your own
	healthcare needs
	Get adequte rest
	and nutrition
	Exercise regularly
	even if only for a short time
	Take time off without guilt
	Participate in enjoyable activities, like reading a book
	Seek and accept the
	help of others
	Seek counseling when needed
	Practice mindfulness:
	identify and acknowledge
	your thoughts, emotions, feelings, and challenges
	Practice common humanity: through shared experiences, i.e. peer support, online support groups
	Set obtainable goals
	Practice self-kindness

	Practice the Healthy Habits
	of Emotional Wellbeing
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	Emotions Tracker

	Real
	Keeping It
	This is for your personal use to help track how YOU are feeling as you balance work and life, make a check mark if you felt any of the below. Most of these are normal emotions.  However if you've had these feelings more than two weeks, stop and take action to get the help you need.
	Note: this is not a diagnostic tool. The goal is to become aware of your emotions so that you can track your emotional baseline and recognize when you need to reach out for help.


	I am feeling...
	"Off"
	Moody
	Angry and agitated
	That I want to be
	alone all the time
	Like I need to escape
	Feel like I have very little control over what happens

	Overwhelmed
	Give an Hour 2024
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	Supporting vs. Shouldering: Understanding the Difference


	Understanding the difference between showing support and shouldering is crucial in setting boundaries; ensuring we can provide effective emotional support without compromising our mental health.

	Supporting
	Supporting is being empathetic and showing concern for others without taking on their burdens. Supporting EMPOWERS the other person, and when you support, you maintain healthy boundaries to protect your own mental health and well-being, preventing you from becoming overly involved or affected by the other person's problems. Supporting doesn't mean it's YOUR job to FIX or find solutions; instead, it is to show care and compassion to the other person so that they can find their own solutions. Supporting is a BALANCED approach that shows commitment to helping without sacrificing yourself.

	Shouldering
	By comparison, Shouldering refers to taking on responsibility for someone else's problems. Shouldering is when you get SO involved in helping someone that their issues begin to weigh you down. Shouldering can lead to a sense of feeling OVERLY responsible for someone else's well-being, to the detriment of your own mental health. You can feel drained of energy, empty, or as though without you, everything would fall apart. Shouldering can lead to controlling behaviors, burnout, and can cross a line from support to dependency.

	Is It Supporting or Shouldering?
	Aspect
	Supporting
	Shouldering
	Empowerment
	Empowers others
	Overly responsible for others
	Boundaries
	Maintains healthy boundaries
	Sacrifices personal wellbeing
	Role
	Shows care, not fixing
	Feels the need to fix others' problems
	Mental Health Impact
	Positive, balanced approach
	Draining, leads to burnout
	Behavioral Outcome
	Encourages self-reliance in others
	Can lead to controlling behaviors
	Respect, Empathy, and Compassion
	Shows respect, empathy, and compassion
	Self-serving, micromanaging
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	TRACK YOUR STRESSER IN A JOURNAL

	THE SUPPORT
	SWAP
	Be sure to journal for 3 - 5 minutes to to revisit in a few days. After revisiting, update your journal entry with how you feel today.
	Do you feel validated?
	Any new perspectives?
	What are you going to change on the go forward?
	Take a moment to reflect on a challenge or stressor you recently faced, or are currently facing. This could be something big or small—anything that is causing frustration, stress, burnout, or pressure.

	A recent or current challenge/stressor:
	How did it feel to revisit?
	What insights or perspective did you gain?
	One major insight from your reflection days later?
	What are some of the early “signs” to look out for that tell me I may be struggling and need to manage my stress?
	Who are the people that support & uplift YOU when you’re struggling? Identify a “check-in” partner.
	When I feel stressed, what would be helpful to me in the moment?
	One “rescue” self-care strategy and one “restorative” self-care strategy.
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	Self-Regulation: Strategies for Emotional Balance and Resilience
	Emotional self-regulation is about managing your emotions and reactions in different situations. It starts with self-awareness—noticing and understanding your feelings and what activates them. Once you're aware, self-regulation helps you handle tough emotions and express them in a healthy way.
	self-regulation is important for managing stress, communicating well, and staying productive, even when things get difficult. It’s not always easy, especially when dealing with competing priorities, unexpected problems, or personal challenges.
	Challenge: For the next 6 weeks, practice one of these self-regulation techniques per week.
	Self-Awareness: Understand and Recognize Emotions
	Check-In Regularly: Take short breaks to notice how you’re feeling. Are you stressed, calm, frustrated, or content?

	Develop a Healthy Routine
	Establish Regular Sleep and Nutrition Habits: Adequate rest and a balanced diet play a big role in mood and resilience, helping you stay in control when faced with challenges.
	Set Time for Reflection: Daily or weekly, take time to reflect on what went well and where you could improve, allowing you to make adjustments with intention.
	Recognize Activators: Notice what sparks your emotions, whether it’s a specific event, interaction, or thought. Understanding these activators helps you prepare for and manage your emotional responses more effectively.
	Label Feelings: When you feel a surge of emotion, identify it. Simply naming feelings (like anger, anxiety, or joy) can lessen their intensity and help you think more clearly.

	Pause Before Responding
	Use a Cushion Before Responding: When emotions are activated, your rational brain needs time to catch up. Responding in the heat of the moment can escalate conflicts. Instead, create a "cushion" by pausing—take a brief walk, sip some water, or give yourself a moment to cool down—before you react.

	Use Positive Self-Talk
	Reframe Negative Thoughts: If you’re feeling overwhelmed, change your inner dialogue. For example, replace “I can’t do this” with “I’m finding this hard, but I can take it one step at a time.”
	Affirmations and Encouragement: Remind yourself of past successes, and use affirmations to build confidence, like “I am capable” or “I have managed challenges before.”
	Don’t Feel Pressured to Respond: When our buttons are pushed, we might need some time to percolate before we respond. Sleep on it (if you can), what seems critical in the moment can seem like no big deal after a good night’s sleep.

	Build a Support Network
	Talk It Out: Find a trusted friend or mentor you can turn to for advice or a listening ear. Sharing challenges helps you find solutions or see.

	Practice Gratitude and Self-Compassion
	Encourage Accountability: Having someone who knows your goals can help you stay on track and offer encouragement. Find an accountability partner!
	Focus on Positives: Spend a few minutes each day reflecting on things you’re grateful for, as this can shift your mindset toward positivity.

	Reflect: Which one(s) worked the best for you?
	Forgive Mistakes: Be kind to yourself when you fall short. Accept that setbacks happen, and focus on learning from each experience.
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	12 Stages of Burnout
	Enthusiasm (Optimism) – High motivation, excitement, and commitment to work.
	Chronic Stress (Exhaustion) – Fatigue sets in; work feels draining and increasingly difficult.
	Apathy (Detachment) – Emotional withdrawal from work and colleagues.
	Reduced Personal Achievement (Ineffectiveness) – Declining productivity; sense of incompetence.
	Behavioral Symptoms (Isolation) – Withdrawing from social interactions and responsibilities.
	Depressive Symptoms (Hopelessness) – Persistent sadness, loss of motivation, emotional numbness.
	Onset Stress (Frustration) – Initial stress emerges; workload feels overwhelming at times.
	Disillusionment (Cynicism) – Loss of passion; skepticism and negativity increase.
	Emotional Exhaustion (Depersonalization) – Feeling emotionally numb, disconnected from work.
	Cognitive Symptoms (Forgetfulness) – Difficulty concentrating and making decisions.
	Physical Symptoms (Ailments) – Headaches, insomnia, muscle pain, or frequent illnesses.
	Burnout Syndrome (Chronic Burnout) – Total mental, emotional, and physical collapse.
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	The Conversation Compass
	The Conversation Compass is a tool that helps you navigate challenging discussions by treating conversation like a journey with four cardinal directions. Just as a regular compass helps you find your way in physical space, this tool helps you find your way in conversational space. Each direction serves a specific purpose:
	The compass helps you:
	Recognize when conditions are right for discussion
	Express yourself clearly and respectfully
	Listen effectively to others
	Exit conversations that become unproductive
	Maintain your boundaries throughout

	How To Use This Tool
	Start each difficult conversation at the compass's center
	Check each direction before deciding how to proceed
	Move between directions as needed during the conversation
	Return to center whenever you need to regroup
	Use the provided scripts and checkpoints for guidance

	NORTH points toward engagement, showing when to proceed
	SOUTH indicates when to step back or exit
	EAST guides you in expressing your views
	WEST helps you receive and reflect on others' perspectives
	NORTH (Engage & Proceed)
	Check these conditions before moving forward:
	□ Both parties are calm and receptive
	□ Energy levels are sufficient
	□ Setting is appropriate
	□ Mutual respect is present
	□ Time is adequate

	"I'd like to explore this with you..."
	"Let's discuss this together..."
	"I'm interested in your perspective..."
	WEST (Listen & Reflect)
	Practice active listening through:
	□ Clarifying questions
	□ Summarizing points
	□ Acknowledging feelings
	□ Seeking understanding

	EAST (Express & Share)
	□ Express your position
	□ Cite clear examples
	□ Use “I” Statements

	Expressing Phrases
	“From my perspective..."
	"My experience has shown..."
	"When this happens I feel..."
	Listening Phrases:
	"Help me understand..."
	"Could you explain more about..."
	"What I'm hearing is..."

	SOUTH (Disengage & Exit)
	Watch for these signals to step back:
	□ Conversation becoming circular
	□ Emotions escalating
	□ Personal attacks appearing
	□ Energy depleting
	□ Boundaries being crossed

	"Let's pause here for now"
	"We should revisit this when we're fresh"
	"I need some time to reflect"
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	The Conversation Compass
	NORTH points toward engagement, showing when to proceed
	SOUTH indicates when to step back or exit
	EAST guides you in expressing your views
	WEST helps you receive and reflect on others' perspectives
	Practice Scenarios
	Use one of these situations to practice using your compass:
	Your spouse interrupts or talks over you in discussion
	A friend pressures you to change your mind about an important decision
	A family member dismisses your career choices
	You get upsetting news and need to talk about it

	For each scenario:
	Start at center (ground yourself)
	Choose your first direction
	Practice relevant phrases
	Identify potential challenges
	Plan possible direction changes
	Prepare exit strategies if needed
	Remember: The compass is a flexible tool. You may move between directions multiple times in a single conversation. The goal is not to follow a rigid path but to navigate consciously and maintain healthy boundaries throughout the discussion.

	CHALLENGING MOMENTS:
	SUCCESSFUL STRATEGIES:
	LESSONS LEARNED:
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	FACE
	the

	FIVE
	Signs for Rare Caregivers to Notice
	Know the Signs and What they Look Like
	WHAT YOU CAN SAY:
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