Caregiver
Specialty Registry Report 2017

What is the Caregiver Specialty Registry?

The Cancer Support Community defines a caregiver as anyone who provides physical,
emotional, financial, spiritual, or even logistical support to someone affected by cancer.
Many caregivers are spouses and loved ones who live with patients, others are non-family
members doing paid work. Caregiving activities span a range of day-to-day and long-
term tasks, depending on the patient’s medical condition, including travel to doctor’s
appointments, help deciding on treatment options, management of finances, assistance

with eating and moving about, and provision of emotional support.

Many people do not anticipate becoming caregivers, and given the immensity of the tasks
required to care for a patient, find their physical and emotional health severely impacted
by caregiving. The Caregiver Specialty Registry, which began accepting participants in
December 2014, documents the experiences of a cross-section of people who are caring
for people affected by cancer. The Caregiver Advisory Council-—made up of health

care providers, behavioral scientists, patient advocates, industry representatives, and
caregivers—supports the efforts of the Registry by providing continued support and
guidance on outreach, research, and the dissemination of findings (see a list of Advisory

Council members at www.CancerSupportCommunity.org/RegistryIndexReport2017).
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Who is in the Registry?

This 2017 report presents analysis from 220 caregivers who reside in the United States and completed survey
questions from the opening of the Registry in December 2014 to December 31, 2016 (in the tables below,

number of responses is 220 unless otherwise noted).

reure 1 GAREGIVER REGISTRY SURVEY DEMOGRAPHICS

NUMBER OF PARTICIPANTS (n) PERCENT

EDUCATION (n =220)

High school or less 22 10%
Associate degree or some college 75 34%
Bachelor degree 585 25%

Graduate degree 64 29%




ricure 2 CANCER STAGE, TIME SINCE DIAGNOSIS
AND CANCER STATUS OF SURVEY PARTICIPANTS

NUMBER OF PARTICIPANTS (n)

PERCENT

What are we learning?

CAREGIVER ROLES

Some caregivers find it difficult to identify themselves
as such, particularly if they are unpaid family members
who live with the patient. The survey asked caregivers
whether they met the Registry’s definition of caregiving
and 88% strongly believed they did; 75% reported
that they were currently a caregiver for a person with a
cancer diagnosis. Just over three-quarters (77%) lived
with the person under their care. A majority of patients
receiving care were male (57%); care recipients ranged
in age from 5 to 89 years (average age = 57 years).
Sixty percent of caregiver respondents were caring for a
spouse and 21% for a parent, for an average duration of

3.7 years (some as long as 35 years).

Significantly, 71% of caregiver respondents reported
they had no choice in becoming a caregiver. Only 20%
of respondents reported they had any formal training as
a caregiver; of these, the largest portion (35%) received
over 40 hours of formal training, mostly (57%) from a
nurse; 9% received their training from a social worker.
Eighty-two percent reported that their training was
quite a bit or very helpful and 44% wished they had
more formal training than they received.

Caregiving can encompass help with eating, drinking,
and bathing; coordinating and transporting to numerous
medical appointments; financial planning; and emotional
support. Figure 3 shows the degree to which respondents

were involved in a wide variety of tasks.
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In the survey, 23% of caregivers reported spending
10 hours or less per week on caregiving, 17% spent
11-20 hours, and 20% spent between 21-40 hours.
Close to one in five (19%) revealed they spent
more than 100 hours per week on caregiving. It

is easy to see why some caregivers get assistance

to supplement their own caregiving. In fact, of
respondents who answered the question, 94% said
they received 10 hours or less per week of paid
caregiving help and 82% reported 10 hours or less
of unpaid help—mostly from family, friends, and
volunteers (7% received over 40 hours per week

of unpaid help). Any amount of assistance can
reduce stress and allow caregivers to focus on their
lives and their own self-care. While 50% reported
being satisfied or very satisfied with the caregiving

assistance, 18% were dissatisfied.

Figure 4 demonstrates caregivers’ views about how
much help was required by patients with basic self-

care tasks (activities of daily living or ADLs).
PERCEPTIONS OF HEALTH

Caregiving places enormous physical and emotional
demands on people who have assumed a caregiver

role for a cancer patient. In order to fulfill their role
effectively, caregivers need to pay attention to their
own health. Self-care is essential, and a majority of
caregiver respondents (61%) perceived their health

to be fair to poor, and 50% perceived their health as



ricure3 GAREGIVERS’ ROLES IN SUPPORTING PATIENTS
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worse than others (Figures 5 and 6). Twenty-three
percent rated their health as either somewhat worse
or much worse than a year prior to completing

the survey, and 42% believed their health was
somewhat to much worse than before they began

their caregiver role.

QUALITY OF LIFE

As the lives of patients across the cancer spectrum
become extended, more and more caregivers are
contending with caregiving and its impact on

quality of life.

The Caregiver Specialty Registry incorporates the
PROMIS-29, which compares how respondents
describe their quality of life to other U.S. population
groups across different areas of life."! As Figure 7

illustrates, many caregivers report substantially

worse quality of life than the national average
for anxiety (47% of respondents), fatigue (36%),
depression (31%), social functioning (17%), and
sleep disturbance (16%).

TREATMENT DECISION-MAKING AND PLANNING
One of the primary roles caregivers perform for
patients is assisting with decisions about their
treatment. Indeed, 73% of respondents to the
caregiver survey reported either quite a bit or a lot of

involvement with treatment decision-making.

Respondents also described a high degree of shared
decision-making: 47% of caregivers made decisions
together with the patient, 26% reported that
patients make decisions after consulting with their
caregiver, and only 5% indicated that patients leave

all final decisions to their caregiver.
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rFicure 7 PERCENT OF CAREGIVERS REPORTING WORSE QUALITY OF LIFE

n=191
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Note: All comparisons are vs. general U.S. population, except where * denotes comparison to U.S. population group balanced to include more people with
chronic iliness. Worse quality of life is defined as having a score that is at least 1 standard deviation poorer than the respective comparison group.

The 2017 Caregiver Specialty Registry Report




UNMET NEEDS

Many caregivers are thrust into their role
unexpectedly, with little to prepare them, and feel
overwhelmed at the level of assistance they need

to provide to the patient. Eighty-seven percent of
survey respondents believed they were somewhat to
very much knowledgeable about the patient’s cancer.
However, the prospect of performing many caregiving
tasks alone can be daunting. As Figure 8 illustrates,
caregiver respondents desired support across a variety

of physical, emotional, and practical aspects of life.

In particular, self-care, time management, financial
matters, and understanding the patient’s disease were

identified as areas of elevated need for support.

In addition, Figure 9 shows how many caregiver
respondents expressed a desire for support in other
broad-based caregiving areas. The top requested
resources included support groups where caregivers
can share experiences (57%), online information
and support groups (47%), training on caregiver
self-care (47%), and long-term care planning and

financial support (46%).

57%

47%  47%  46%

Percent responding yes

44%

reure 9 DESIRE FOR CAREGIVING RESOURCES .- s
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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
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Feel stressed between caring for the patient and other responsibilities (work/family)
Feel should be doing more for the patient

Feel don’t have enough time for self because of time spent with the patient

Feel could do a better job in caring for the patient

Feel have lost control of life since the patient’s illness

Feel that social life has suffered because of caring for the patient

Feel uncertain about what to do about the patient

Feel health has suffered because of involvement with the patient

Feel strained when around the patient

Feel the patient affects relationship with family members or friends in a negative way
Feel angry when around the patient

Feel don’t have as much privacy as they normally would because of the patient




CAREGIVER BURDEN AND PREPAREDNESS

Caring for cancer patients is associated with high
degrees of stress and negatively impacts the caregiver’s
own health, leading to poor outcomes for the entire
care experience (Bevans & Sternberg, JAMA, 2012).
Caregiver registrants reported their views about the
burden associated with caregiving using the Zarit
Burden Interview.” Many caregivers expressed signs of
excess stress and strong feelings of inadequacy about
their caregiving (Figure 10). Seventy-two percent
sometimes, frequently, or nearly always felt stressed
juggling their caregiving duties with other day-to-day
activities. Forty-nine percent of respondents report at
least sometimes experiencing a sense of loss of control

over their own life. Sixty-seven percent felt at least

Figure 11 CAREGIVER MONTHLY
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some of the time that they should be doing more for
the patient and 53% felt they could be doing a better
job at providing care.

Feelings of inadequacy can be related to a sense of
unpreparedness that many caregivers experience—in
terms of providing physical support, relieving stress, and
accessing information. Although 74% felt they were

at least somewhat prepared to take care of the patient’s
physical needs, and 83% at least somewhat prepared to
handle emergencies, sizable portions were ill-prepared
for the emotional issues of caregiving. Over one-quarter
(27%) felt minimally or not at all prepared to meet the
emotional needs of the patient, and over one-third (35%)
felt minimally or not at all prepared about their ability to
manage their own stress levels. Relatedly, 69% felt quite
or very confident in their ability to provide overall care;
13% had little to no confidence in their ability to meet

the patient’s emotional needs.

COST OF CANCER AND CAREGIVING

Slightly under half (41%) indicated their income
had decreased or was otherwise negatively affected by
their role as caregiver. Importantly, they have to allot
a sizable portion of their household spending to out-
of-pocket costs for co-pays for prescribed drugs, gas
to transport patients to medical appointments, and

other relevant caregiving expenses (Figure 11).

SILVER LININGS

On occasion, caregivers find, amidst
the physical and emotional stress,
positive aspects of caregiving. Ninety-
two percent of respondents at least
sometimes felt they were growing closer
to the patient, 74% felt that they were
growing closer to their family, and 92%
expressed pride, at least sometimes, in

caring for someone in need.



ricures GAREGIVERS WANT HELP WITH...

Understanding patient’s medical condition and treatment

Managing stress

Access to financial resources

Access to emotional support resources

Support with managing feelings of being overwhelmed

Self-care

Learning about available state and federal benefits

Providing emotional support to the patient

Navigating the health care system

Time management and prioritizing

Access to health benefits and financial and insurance needs

Managing feelings of guilt related to caregiving

Communicating with the patient

Communicating with the patient’s health care team

Making decisions about the patient’s care

Providing medical care to the patient (e.g., injections)

Providing physical care to the patient (e.g., bathing, feeding)
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Financial matters were a significant area of concern: 64% were hoping for at least some

support in understanding the resources available to them, 62% wanted help understanding

state and local benefits, and 50% needed at least some assistance managing benefits.




Learn More

For more information and to see our other specialty reports please visit:

www.cancersupportcommunity.org/RegistrylndexReport2017

Breast Cancer Specialty Registry Report

Chronic Lymphocytic Leukemia (CLL) Specialty Registry Report
Chronic Myeloid Leukemia (CML) Specialty Registry Report
General Registry Report

Lung Cancer Specialty Registry Report

Melanoma Specialty Registry Report

Metastatic Breast Cancer Specialty Registry Report

Multiple Myeloma Specialty Registry Report

Prostate Cancer Specialty Registry Report

Stomach Cancer Specialty Registry Report
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