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can vary, but include the loss of a child, loss of expectations for 
their child, and anticipatory grief for future circumstances. Overall, 
caregivers described their grief as varied but chronic, often triggered 
by specific events and without an end in sight. 

Taking care of a child with a rare and/or serious illness can be 
both physically and emotionally taxing but can also be incredibly 
rewarding and provide a sense of purpose. Families will need to 
find new ways of doing things and create a new sense of normal. 
There is an adjustment period during which caregivers will often feel 
vulnerable and struggle to believe that things will ever get better. 

The time and effort that goes into caring for a child with a rare and/
or serious illness can make it seem hard or nearly impossible for 
caregivers to take a step back and focus on themselves. Days 
may be filled with caregiving responsibilities, family obligations, and 
sometimes work duties, leaving no time to unwind or rest. This can 
add stress to an already difficult situation. For everyone’s sake—the 
caregiver, the child, and the family—it is important for caregivers to 
take care of themselves mentally, physically, and emotionally. It is 
important to remember that caregiving is a tough job that takes a 
toll on body, mind, and spirit. Like anyone performing a tough job, a 
caregiver’s mind and body deserve breaks and rewards.

Seeking out someone to talk to, such as a family member, a friend, 
or a professional counselor, can be helpful in working through the 
initial adjustment period. A support system or network of other 
caregivers in similar circumstances, closed Facebook groups, or 
support groups can be beneficial. There is hope, and caregivers 
need to know they are not alone. 

Professional counseling may be useful, both individually and for the 
family, to help address the emotions and concerns that often impact 
family dynamics and interactions. See section below on “Emotional 
Health” for more recommendations. 

Caregivers cannot forget to carve out time for themselves. Even if it 
only ten minutes a day, it is essential to step back and recharge. It 
is possible to accept the situation and be empowered, but everyone 
needs some down time. 

HOW CAREGIVERS CAN TAKE CARE OF 
THEMSELVES

Being an effective caregiver can feel overwhelming due to a 
seemingly endless to-do list that involves an ill child as well as other 
personal and family responsibilities. It can be especially difficult 
for caregivers to meet the challenge of taking care of themselves. 
There may be barriers to caring for themselves, such as dedicating 
personal time, finding helpful resources, and determining the kind 
of activities that work best for the child. Caregivers tend to put 
themselves last, but self-care is the most important thing for all 
involved. Family caregivers carry the weight of not only providing 
personal and instrumental care (e.g., running errands, medications), 
but they often must manage other responsibilities: What do I do 
when I get tired? Keep going? What do I do when I need help? 
Keep going? What happens when I cannot go anymore? Self-care 
includes recognizing when to get help with balancing physical, 
emotional, financial, social, and spiritual needs.

There are several ways for caregivers to care for themselves in ways 
that fit their busy schedules.

Physical Health 

Physical health includes regular exercise, sufficient sleep, and 
a healthy diet. Physical activity has many proven benefits. For 
caregivers, however, it may be difficult to find the time. With 
planning, a short walk can bring many benefits and can be 
accomplished with a mindful approach. Getting outside is good 
for the spirit and soul. Following are some tips to include regular 
physical activity: 

• Set a reminder to take a walk. 

• Plan a route ahead of time. 

• Wear walking shoes or keep them in the car.

• For smartphone users, consider downloading an app such 
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as “Map My Walk” (free) to help provide motivation related to 
calories burned, distance, and so on.  
www.mapmywalk.com/app 

• Set a goal for the walk, such as twenty minutes: ten minutes 
one way, ten minutes back. 

• If leaving the home is a barrier to physical activity, look for 
opportunities to exercise at home. Climb stairs if available, run 
in place, or do floor stretches. Several online programs provide 
guidance for in-home exercises.

• Although it can be challenging at times, eating well is important. 
Eating a balanced diet is essential to overall health, and to the 
ability to care for a someone else.

• Stay hydrated by drinking plenty of water and minimize alcohol 
intake during stressful times. 

• Sleep is important. Get as much uninterrupted sleep as 
possible. When sleeping through the night isn’t possible, find 
time to nap, even for short periods of time.

Emotional Health

Caregiving can be an emotional journey. Often, caregivers need 
emotional support from friends, family, or others on a similar journey. 
Knowing that there are others with similar experiences who are 
available for support can provide much-needed comfort. Emotional 
self-care provides the strength to continue the caregiving journey. 
There are many ways to improve emotional health: 

• Caregiver support groups are a wonderful way to connect with 
others who have similar experiences. There are many types of 
groups such as condition-specific, gender-specific, online, or 
in-person groups. 

• Social support is critical to emotional health. Set aside time on 
a regular basis to meet a friend for coffee or have a friend visit, 
if only for a short time. 

• Mental health is important and requires looking after for 
everyone, not just caregivers. Counselors and therapists 
provide critical support and help you work through your 
everyday life and the challenges you encounter. 

• Practice self-care by doing something solely for oneself. Go to 
a movie or dinner. Finding the time may be a challenge but it 
is important to realize that taking good care of someone else 
depends on taking good care of oneself. Caregivers must find 
some time for their own needs so they can continue to care for 
the care recipient. 

Financial Health

Self-care means tending to finances. Caring for a child with serious 
illness can often mean out-of-pocket expenses that quickly add 
up. Meeting with a financial advisor can provide a sense of financial 
control and help make informed decisions about the care situation. 
See Economic Impact of Caregiving in this Guidebook for more.

Spiritual Health 

Many believe that humans are hardwired to seek the ground of 
their being. Humans in distress find attending to their spiritual 
needs essential. Attending to spiritual health can take many forms, 
including prayer, meditation, yoga, spending time in nature, personal 
writing, or attending worship services. An additional benefit of 
spiritual practice for caregivers is the dedicated alone time. One 
thing we know about caregiving is that it leaves very little time for 
the caregiver. There are many ways to infuse spiritual activities into 
daily life:

• Begin each day with a few moments of spiritual focus.

• Take a walk in a peaceful or quiet place.

• Go online for a few minutes to participate in an online yoga 
class, meditation lesson, or writing group. 

• Escape to the local library, even if only for a moment. There are 
many books with topics related to spirituality and many libraries 
offer online reading. 

• Find local groups through www.meetup.com. Community 
centers can often provide resources.

Some caregivers of children with a rare and/or serious illness 
embrace spirituality to make sense of the suffering, to overcome 
loneliness, anxiety, and depression, and to improve overall emotional 
well-being. Focus group participants reported a need for emotional 
and spiritual support throughout the caregiving experience and 
when dealing with bereavement or other grief. Further research 
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agrees with this finding. As many as nine in ten (94.7 percent) of 
parents caring for children with progressive conditions experienced 
a high degree of spirituality.38,39 Research suggests that spirituality 
effectively mitigates some of the adverse emotional outcomes that 
rare caregivers face.40,41 

Recognizing that caregivers are diverse in their belief systems, 
this guidebook does not prescribe a spiritual method. Instead, it 
encourages caregivers to lean on their core spiritual beliefs for hope, 
strength, and courage. Health providers and communities might 
also suggest helpful resources. Chaplains or clergy members in 
health centers are accessible spiritual resources who have received 
training to support patients and families. Chaplains are typically 
trained to work across faiths and cultures and to advocate for 
patients and their families. Patients and families have a choice to 
access this service, and many find it helpful. Caregivers can, at 
any point, choose to discontinue the relationship or to seek other 
supports, such as those offered by their faith communities. The key 
is to access support that agrees with one’s core beliefs.

Caregivers might explore some evidence-based spiritual practices, 
such as prayer, assigning a purpose or meaning to one’s hardship,42 
and maintaining a gratitude journal.

RESPITE

From time to time, caregivers will need a break from caring for 
a child with a rare and/or serious illness. Even if the care of the 
child is shared with others, caregivers who take “me time” often 
feel refreshed and better prepared to care. The more effectively 
caregivers care for themselves, the stronger they will be to care for 
their child. There are different types of respite care available. These 
include an alternate caregiver coming into the home, daily or weekly 
programs hosted by a family, residential facility, or a sleepaway 
camp for the child. Respite care can be expensive, but there are 
public and private programs that can  
help with funding. Access to Respite Care and Help (ARCH) is a 
respite care assistance organization that can be a useful resource  
to locate respite services and caregiver supports in a community 
and offers funding guidance. More information is available at  
www.archrespite.org.

38Siden, H. & Steele, R. (2015). “Charting the Territory: Children and Families Living with Progressive Life-threatening Conditions.” Pediatrics & Child Health 20(3), 139–44. Doi: 10.1093/pch/20.3.139. 
39Anandarajah, G., & Hight, E. (2001). “Spirituality and Medical Practice: Using the HOPE Questions as a Practical Tool for Spiritual Assessment.” American Family Physician, 63(1), 81. https://www.aafp.org/
afp/2001/0101/p81.html
40Tarakeshwar, N., Vanderwerker, L. C., Paulk, E., Pearce, M. J., Kasl, S. V., & Prigerson, H. G. (2006). “Religious Coping is Associated with the Quality of Life of Patients with Advanced Cancer.” Journal of 
Palliative Medicine, 9(3), 646–657. https://doi.org/10.1089/jpm.2006.9.646.
41CAPC. (2020). Addressing the Spiritual Care Needs of Patients with Serious Illness.
https://www.capc.org/toolkits/addressing-spiritual-care-needs-patients-serious-illness/
42Frankl, V.E. (1962). Man’s Search for Meaning: An Introduction to Logotherapy. Beacon Press.
43Newman, K. N. (2015). How Caregivers Can Cultivate Moments of Positivity. Retrieved from https://greatergood.berkeley.edu/article/item/how_caregivers_can_cultivate_moments_of_positivity.

From How Caregivers Can Cultivate 
Moments of Positivity :43 

• Noticing positive events: Being aware of the good things in 
your life, an antidote to narrowly focusing on the negative.

• Capitalizing on positive events: A way of extending and 
savoring your good feelings, such as by telling someone 
else, writing them down, or remembering the event later.

• Mindfulness: Being aware of the present moment without 
judgment. Participants learn a guided mindful breathing 
exercise and incorporate mindfulness into daily activities 
like brushing teeth and washing dishes.

• Noting personal strengths: Recognizing the personal 
resources you have at your disposal and how you enact 
them in your life, an antidote to feeling helpless.

• Setting attainable goals: Choosing aims that are challenging 
but not too challenging, allowing you to feel accomplished 
and successful.

https://greatergood.berkeley.edu/article/item/how_caregivers_can_
cultivate_moments_of_positivity
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In addition to the programs and camps described previously (see Education and Recreation in this guidebook), the following are examples 
of respite retreats specifically for caregivers:

ANGEL AID
www.angelaidcares.org

ANGEL AID is a nonprofit organization dedicated to source research, relief, and 
inspiration for mothers of children with rare diseases.

David’s Refuge 
www.davidsrefuge.org

David’s Refuge is a faith-based organization located in upstate New York that 
provides respite, resources, and support to parents and caregivers of children with 
special needs or life-threatening medical conditions. Additionally, they offer virtual 
support and resources on health and wellness as well as spirituality. 

A Mother’s Rest 
www.amothersrest.org

A Mother’s Rest is a nonprofit charity that specializes in coordinating therapeutic 
respite retreats for parents of children with extra and special health care needs. It 
offers retreats to mothers and fathers to get away and address caregiver fatigue, 
both physiological and mental. The organization partners with nationwide hotels, 
inns and lodging providers to make recuperative respite available and affordable for 
caregivers. 

HELPFUL WEBSITES

American Counseling Association: Find a Counselor  
www.counseling.org/aca-community/learn-about-counseling/what-
is-counseling/find-a-counselor

A Mother’s Rest  
www.amothersrest.org

Access to Respite Care and Help  
www.archrespite.org

ANGEL AID 
www.angelaidcares.org

David’s Refuge  
www.davidsrefuge.org

Map My Walk  
www.mapmywalk.com/app 

Meet Up  
www.meetup.com 

Caregiving in the U.S. 2020  
www.caregiving.org/wp-content/uploads/2021/01/full-report-
caregiving-in-the-united-states-01-21.pdf

Psychologist Locator  
https://locator.apa.org

Rare Caregiver Respite Program  
www.rarediseases.org/wp-content/uploads/2019/05/NRD-1182-
RespiteCare_SS_1up_FNL_NoCrops_Fixed.pdf
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