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Who is a Caregiver?

caregiver (KAYR-gih-ver)

A person who gives care to people who need help taking care of themselves.
Examples include children, the elderly, or patients who have chronic illnesses or are
disabled. Caregivers may be health professionals, family members, friends, social
workers, or members of the clergy. They may give care at home or in a hospital or
other health care setting.

(National Cancer Institute Website, 2019)



Who is a Caregiver?

caregiver (KAYR-gih-ver)

Anyone who provides physical, emotional, financial, spiritual, or even logistical
support to someone affected by cancer.

(Cancer Support Community, 2017)




Who is a Caregiver?

98% provided emotional support

96% went with their loved one to medical appointments
82% helped with decision-making

79% coordinated medical care

80% provided transportation

74% helped manage finances

(Cancer Support Community, et. al., 2004)






Cancer’s Impact on the Family System

Person with the diagnosis
Partner

Dependent Children & Adult Children
Parents

Siblings
Extended Family

Close Friend Network




Risk Factors for Families

® Cancer turns up the volume of what is already there--Stress Pileup

O

O

Mental illness/AODA
Additional medical issues
Strained relationships

Poor family communication

Socioeconomicstatus and access to resources
Financialand workplace stress
Supportcircle (single parent families, little or no family/friends/community)

Low self-esteem



Protective Factors for Families

e Established sense of trust and belonging
e Strong family and peer bonds

e Healthy communication

e Emotional vocabulary and expression

e Family functionality pre-cancer

e Connection to outside support

® Resilience
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neuse 1 GAREGIVER REGISTRY SURVEY DEMOGRAPHICS

NUBRER OF PARTICIRAN TS fn) PERCEMNT
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Bachilor degres
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ricure 2 GANCER STAGE, TIME SINCE DIAGNOSIS
AND CANCER STATUS OF SURVEY PARTICIPANTS

NUMBER OF PARTICIPANTS (n) PERCENT




ricures GAREGIVERS’ ROLES IN SUPPORTING PATIENTS
oavs

GOING TO MEDICAL APPOINTMENTS WITH THE PATIENT 96%
HOUSEHOLD CHORES (E.G., COOKING, CLEANING, GROGERIES) 84%
TREATMENT DECISION-MAKING 82%

a0%
T N 7+

COORDINATING THE PATIENT'S DAILY SCHEDULE 65%

COORDINATING HEALTH INSURANCE 64%

ADMINISTRATION OF TREATMENT/MEDICATIONS 64%
Percent of Caregivers Answenng
Somawhi Much
EVERYDAY ACTIVITIES (E.G., DRESSING, BATHING) [EXE) o wl '78




= reures HELP NEEDED BY PATIENT WITH DAILY ACTIVITIES =

0 22%
20% 479 16%  15% ., im 16%

BATHING DRESSING TOILETING TRANSFERRING FEEDING

12%

M reeds some help
M recos a iot of help or total help % Caregivers Reporting Help Needed by Fatient

Figure 4 demonsirates caregivers’ views about how much help was required by palients with basic self-care fasks
(activities of daily Wwing, or ADLs).

n= 172




Ficure s PERCEPTIONS OF ricure 6 CAREGIVER PERCEIVED HEALTH
OVERALL HEALTH AS COMPARED TO OTHERS a

- 1% - 1%

B \uch better
M cicolient W sightiy better
B very good B Noeither better
o qud nor worse
M- m Slightly worse
W coor

jim| Much worse
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Ficure 7 PERCENT OF CAREGIVERS REPORTING WORSE QUALITY OF LIFE

n=151

ANXIETY FATIGUE DEPRESSION SLEEP SOCIAL ROLE
DISTURBANCE* FUNCTION*®

Mare: Al comparisons ane ve. general LLS. population, excapnt wheare ™ denoles comparison fo ULS. popuiation group balanced o include more people with
chronic fness. Worse quality of ife is defined as having a score that is at least 1 standand deviation poorer than the respective comparison group.




rieure 9 DESIRE FOR CAREGIVING RESOURCES .- 1
7% 47% 47% 46% 44% 40% 36% 32% 28%

Caregiver Online Education/ Help with Legal and Education/ Professional  Community Finding
support caregiving training on planning care  financial training on counseling resources someone
group or information self-care for patient resources how to care (e.g., meal to help care
opportunity and support (e.g., financial (e.g., durable for the patient delivery, for patient
to talk with groups benefits, long- power of transportation  during the
people in term care attorney, living service) day / short-
a similar planning) will, trusts, term respite
situation legal guardian) facilities
Percent responding ves




reure 10 GAREGIVER BURDEN

72% |GG  Fcc! stressed between caring for the patient and other responsibilities (work/family)
67% _ Feel should be doing more for the patient

57% | Fce! don't have enough time for self because of time spent with the patient
54% [ Fec! could do a better job in caring for the patient
49% I Fcc! have lost control of life since the patient’s illness
48% [ Fcc! that social life has suffered because of caring for the patient
47% I Fec! uncertain about what to do about the patient
41% [ Fce! health has suffered because of involvement with the patient
31% BB Fee! strained when around the patient

Percent of Caregivers ~ 30% MMM Fee! the patient affects relationship with family members or friends in a negative way

Answering Sometimes ;
23% Feel an when around the patient
pnswerig S - e
n=154 21% Bl Feel don't have as much privacy as they normally would because of the patient

S ————————————SS



ricure 11 CAREGIVER MONTHLY
OUT-OF-POCKET COSTS

15%

LESS THAN $50

240/0

$101-250

25%

$251-$500 1 40/0

$501-$1,000

14%

OVER $1,000




suse e CAREGIVERS WANT HELP WITH...
Understanding potiont’s modical condition and troatmont _ 72%

e v ——— _
Acoess 10 financal resources — 64%
Accoas 10 emotionad sUpport resources _ 64%
Support with managing fealings of being overwhelmed _ 63%
oo N '
Learning about avallable state and foderal benefits — 62%
Providing emationad support to the patient _ 60%
Nawvigating the health care systom _ 56%
———
Access to health benefits and financia! and insurance neods _ 50%
Managing feefings of guit refatod to caregiving _ 47%
Communicating with the patient _ 47%
Communicating with the pationt’s hoalth care team — 45%
Making decisions about the pationt's care _ 44%

Providing medical cace o the patient (0.9., injections) _ 28%
Parcent of Cavopwers

Aswonng Somonhat
Providing physical care to the patient (0.9.. bathing, feeding) _ 23% % Vory Msh

fw ol
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Challenges of a Parent’s Cancer Diagnosis

e Approximately 1 in 5 cancer patients have dependent children
(Weaver, et al., 2010)

® 66% of parents answering a Cancer Support Community survey said that
their child(ren) did not talk openly with them or share their feelings about
cancer (2014)

® 25-39% of children may experience adjustment disorders for up to 5 years
after a parent’s diagnosis (Nelson & While, 2002)



Challenges of a Parent’s Cancer Diagnosis

Strikingly, the rate of clinically elevated
stress response symptoms was actually
higher among the children of parents
treated for cancer than among children
who had experienced cancer
themselves. This suggests that
witnessing cancer in a family member
may have a more profound impact on a
child than being a cancer victim oneself.

(Huizinga, et. al., 2004)

“WorriBe ione onator 5000” iGC Childi




What is Resilience?

Ability to “Bounce Back” (“Spring Back”)
Hardiness

Elasticity, Flexibility
Bend without breaking

Capacityto endure, adapt

Stability

= dowtbreadomthe/storwv -



What is Resilience?

® Resiliencyis more than recovery

® Resilienceis dynamic
e There are multiple and sometimes unexpected |
pathways to resilience

® Resilienceis more common than we thought

(Boss, 2006; Masten, 2014 & 2015 &2016)







Factors of Resilience

Belonging

Close attachment relationships, community bonds, empathy, authenticity, agreeableness

Control

Internallocus orientation, regulation, balance

Problem Solving

Flexibility, creativity, motivation to overcome challenges

Confidence

Positive self-view, mastery of skill, responsibility

Insight

Perspective, reframing

Perseverance

Realistic oitimismi hoieI meanini—makiniI belief in somethini biiier




Factors of Resilience
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...combines “optimism with a realistic look at the

tragic” (Ann Graber).
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Children can THRIVE in the face of a cancer
diagnosis if they are:

1. Safe, loved and cared for

2. Treated with respect (honesty)
3. Connected with support and resources as needed




Silver Linings

e Maturity

® Empathy (How to be a good friend/partner/parent)

® Empowerment and Self-Confidence

® Resilience

e Life Perspective & Appreciation (Gratitude)



“The greatest gift you can give your children is not protection from change, loss, pain,
or stress, but the confidence and tools to cope and grow with all that life has to offer
them.”

Wendy Schlessel Harpham, MD, “When a Parent Has Cancer: A Guide to Caring for Your Children” (2004)

“Our job is to walk with our children through their difficult moments with connection
and empathy, allowing them to feel, to be active participants in problem-solving, and
to discover the depth of their own capacity. It’s out of our deep love for our children
that we want to protect them, but their capacity will be greater if we allow that love
to lead us to our own courage, so that we can feel strong enough to let them discover
their own strength.”

Daniel J. Siegel, MD & Tina Payne Byson, PhD, “The Yes Brain: How to Cultivate Courage, Curiosity, and
Resilience in Your Child” (2018)



Hope

Gambling on absolute optimism or
pessimism--the challenge and
opportunity of HOPE

“In the short term, hoping for a return to the status
quo helps maintain resilience... Unrelenting hope that
is static and rigid erodes resilience and health” (Boss,
2006).




Hope

“The ability to create, resurrect, challenge, modify, and even renounce our hopes is as
good as any definition of healthy as | have come across.” Steven Cooper

“Life is not fair. Life hurts. Life is good. These three seemingly incompatible
expressions are really three parts of the whole of living. They are threads woven
through the tapestry each one of us creates as the visible expression of our being a
part of humanity. To accept these three is not to abandon hope or optimism, or to
deny our real grief. To accept them is to rid ourselves of the unnecessary suffering
that comes from struggling against these three truths and trying to make them
something they are not.” (Coloroso, 2000).



Resources

-National Resource List

-Book list--When a Parent Has Cancer
-Bibliography

carissa@gildasclubmadison.org
CANCER
TOGETHER

JOIN.. GINE, ACT,

WwWw.cancersupportcommunity.org



mailto:carissa@gildasclubmadison.org
http://www.cancersupportcommunity.org

