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Abstract

Objective—To review key aspects of family caregiving as it applies to older adults with cancer,
discuss the implications of caregiving on the physical and emotional health of caregivers, and
discuss future research needs to optimize the care of older adults with cancer and their caregivers.

Data Sources—L.iterature Review

Conclusions—The number of older adults with cancer is on the rise and these older adults have
significant caregiving needs. There is a physical, emotional, and financial toll associated with
caregiving.

Implications for Nursing Practice—As the US population ages, it will be even more
important that we identify vulnerable older adults, understand their caregiving needs, and mobilize
healthcare and community resources to support and assist their caregivers.

Keywords
Geriatric Oncology; Family Caregiver; Caregiver Strain; Older Adult with Cancer

In the year 2000, approximately 12% of the US population was 65 years old or older,! and
this number is projected to increase to 20% of Americans by 2030.2 Increasing age is
accompanied with a decrease in physiologic reserve and an increase in comorbid medical
illnesses that are associated with an increased utilization of healthcare resources. Although
patients age 65 and older comprise 12% of the US population, they utilize 34% of
prescription drugs, 35% of hospital stays, 38% of emergency response services, and 90% of
nursing home beds.3 However, much of the day to day care of the aging population is not
performed by the healthcare system, but instead is performed by family and friends, known
as “informal caregivers.” In fact, 63% of home care of older adults with cancer is provided
by “informal” caregivers.# Caregiving, although essential, can be associated with a financial,
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physical, and emotional toll. Weighing into the burden of caregiving is not only the
caregiver’s age, but also the amount of caregiving the patient requires. Furthermore, these
services are often unpaid and can come with a financial toll for both the patient and family.

With the aging of the US population, the need for these family caregivers is on the rise. This
is especially pertinent to the geriatric oncology population where the effects of either cancer
or treatment can be associated with an increased need for physical assistance. In particular
there is a projected 67% increase in the number of cancer cases in individuals age 65 and
older by 2030.° The healthcare system is ill-prepared for the growth in the aging population,
with an anticipated shortage of both oncologists® and geriatricians.3 The rise in the geriatric
oncology population will be associated with an increased need for family caregivers. In this
article we will review the physical, emotional, and financial aspects of family caregiving for
the geriatric oncology patient and discuss the implications and future research directions.

Family Caregivers: The Physical Needs of the Oncology Patient

The physical needs of older adults with cancer were quantified in a multicenter study of 500
older adults who were scheduled to begin a new chemotherapy regimen. Eighteen percent of
these patients reported to have fallen within 6 months of the study.’ Forty-three percent of
the patients reported a need for assistance with instrumental activities of daily living
(IADLS). These IADLSs are basic activities which are required to maintain independence in
the community, such as making telephone calls, taking transportation, or doing housework.
These types of activities are typically provided by informal caregivers (family and friends).
However, caregivers may have difficulty providing patients with the care they need because
of limitations from their own health conditions.® The average age of family caregivers is
63.9 In a study of over 1000 caregivers, 36% were found to be in fair to poor health or to
have a serious health condition. These caregivers (also known as “vulnerable” caregivers)
were more likely to be taking care of patients who required assistance with activities of daily
living (ADLs; such as bathing, dressing, or toileting) and IADLs than non-vulnerable
caregivers (Figure 1). For example, 52% of vulnerable caregivers provided assistance with
dressing in comparison to 36% of non-vulnerable caregivers (p=0.001). 8

Caregiving may be associated with a physical toll. For example, in the study described
above, 32% of vulnerable caregivers, in comparison to 15% of nonvulnerable caregivers
(p=0.001) felt as though their health has suffered as a result of providing care for a patient.®
In another study of 392 spousal caregivers, 56% reported caregiving strain. Caregivers who
reported caregiving strain were found to have a 63% increased risk of 4-yr mortality in
comparison to controls, even when controlling for sociodemographics and caregiver
physical health status.10

Family Caregiving: The Emotional Toll

The strain of caring for an elderly patient with cancer not only takes a physical toll on family
caregivers, but also an emotional one. Multiple studies have shown that depression is
common in family caregivers.11-15 In a cohort of 310 family caregivers, 67% were found to
be depressed using the Beck Depression Inventory and 35% percent of family caregivers
were found to have severe depression. 11 In another study of 51 family caregivers, 53% were
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depressed based on a Center for Epidemiological Studies-Depression Scale and 95%
reported severe sleeping problems based on a Pittsburgh Sleep Quality Index Score.12

There are patient and caregiver characteristics which are associated with an increased the
risk of depression in family caregivers (Table 1).11: 16-17 |n a study of 618 family caregivers
of older adults with newly diagnosed cancer, the following characteristics were associated
with caregiver depression: the caregiver’s health status, the caregiver’s age, the patient’s
symptoms, and the patient’s ability to complete ADLs and IADLs. 17 In another study of
310 family caregivers in Korea, caregiver depression was significantly associated with the
following caregiver characteristics: being female, being the patient’s spouse, having a poor
health status, feeling burdened, and having poor adaptation. The following patient
characteristic was significantly associated with caregiver depression: Eastern Cooperative
Oncology Group (ECOG) performance status of 3 or 4. 11

The spouse caregiver of the patient may be at even higher risk for depression than the
patient themselves. In a study of 101 spouse caregivers of patients with advanced
gastrointestinal or lung cancer, 39% of caregivers versus 23% of patients met threshold for
depression based on the Beck Depression Inventory-2 scale. 13 Predictors of depression in
spouse caregivers included caregiver burden, caregiver anxiety, marital satisfaction, and
having an avoidant personality. 13

Children caregivers are also at risk for caregiver strain and psychological side effects. In a
secondary data analysis of the National Hospice study, husband and daughter caregivers of
213 patients with metastatic breast cancer were compared. Daughter caregivers, in
comparison to husband caregivers, were found to have increased caregiver strain, anxiety,
and depression. 14 Among both husbands and daughters, older caregiver age was associated
with better bereavement adjustment. In another study of 87 caregivers of adults with cancer,
younger caregivers were found to have increased difficulty with caregiving, global strain,
depression, fatigue, and mood disturbances.1® Young women, in particular, were at an
increased risk of caregiving strain. This is speculated to be because of the added
responsibility of caregiving on top of their daily responsibilities with their own families as
well as work responsibilities. 14-15

Family Caregiving: The Financial Toll

The yearly value of caregiving services provided by informal caregivers is approximately
$450 billion. 18 This overwhelming value unfortunately does not come without financial
repercussions for the family. In a study involving 310 family caregivers, 48% were found to
have lost a major source of income and 62% used up their family savings. Some families
were forced to delay medical care (13%) or change education plans (27%) for another
family member (Figure 2).11

More than half of family caregivers are employed but approximately a third lose time at
work due to the caregiving services they provide. 1 Family caregivers are more likely to
miss work if the patient they are providing care for requires assistance with IADLs. 19 Sixty-
nine percent of caregivers who were employed reported having missed work due to
careigiving responsibilities. 20 This negative impact on work is worse during the terminal
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period when compared to during the palliative period. A study of 89 caregivers who were
followed from the beginning of the palliative period to the beginning of the terminal period
revealed that 53% of caregivers missed work during the palliative period compared to 76%
during the terminal period. During the terminal period, more caregivers were found to be
depressed (30% in terminal period versus 9% in palliative period) and have increased
anxiety (39% in terminal period versus 35% in palliative period). 20

Improving the Family Caregiver’s Quality of Life

There is much that healthcare professionals are able to do to help improve quality of life for
family caregivers. In a study of 194 family caregivers of patients receiving chemotherapy
for leukemia, the participants were asked to identify gaps in their knowledge regarding
caregiving which the healthcare team could provide assistance with. They identified the
following 3 areas: giving medications (72%), managing side effects of medications (84%),
and managing symptoms (pain — 78%, nausea and vomiting — 80%, and fatigue — 82%).
Family caregivers were also asked to identify other areas in which nurses could help
improve their quality of life as a caregiver. The following topics were identified: improved
communication; coordination of schedules (between the patient, the healthcare provider and
the caregiver’s schedules); provide support; provide education; and provide a positive
attitude.?1

Identifying Geriatric Oncology Patients with Increased Needs: the Role of

the Geriatric Assessment

A geriatric assessment is a tool utilized by geriatricians to identify the needs of older
adults. 22 This assessment includes an evaluation of the patient’s functional status,
comorbidities, nutritional status, psychosocial state, cognition, and review of medications.23
This geriatric assessment has now been integrated into oncology practice to identify the
needs of older adults with cancer as well as to identify those older adults who are at risk of
chemotherapy toxicity. A challenge in integrating the geriatric assessment into oncology
care has been the time needed to perform this assessment. Investigators have been working
towards developing an assessment which can be primarily self completed by the patient,
thereby minimizing healthcare provider time.22 Subsequently the time required by the
healthcare provider is spent reviewing the results of the assessment and developing the plan
for care. For example, the assessment could identify patients who need assistant with ADLSs
and IADLs. These patients could be referred for a visiting nurse and social work
evaluations. This could help mobilize resources in the community to provide assistance for
the patient and their caregiver. If the patient is found to have depression or anxiety, they
could be referred for a psychology and/or psychiatry consultation. If the patient is found to
have unintentional weight loss, they could be referred for a nutritional consultation. In
summary, the needs of these patients would be identified early in the treatment course and
assistance would be provided, thereby increasing support for the patient and the caregiver.’

A geriatric assessment could also be utilized to identify older adults at risk of chemotherapy
toxicity. For example, the following questions from the geriatric assessment specifically
identified older adults at risk for chemotherapy toxicity (based on NCI Common
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Terminology Criteria for Adverse Events grade 3-5 toxicity): hearing impairment,
limitations in walking one block, need for medication assistance, decrease in social activities
because of either physical or emotional health, and falls (=>1 within 6 months of the

study). 7 The CRASH (Chemotherapy Risk Assessment Scale for High-Age Patients)
identified risk factors for hemtalogic and non-hematologic toxicity from chemotherapy. The
following factors were associated with an increased risk of hematologic chemotherapy
toxicity: diastolic blood pressure >72; IADL score of 10-25 (using the Lawton 9-item |IADL
scale); lactate dehydrogenase >459 U/L; and a Chemotox score (toxicity of a given
chemotherapy regimen) >0.44. The following factors were associated with an increase risk
of non-hematologic chemotherapy toxicity: ECOG performance status >0; Folstein Mini-
Mental Status score <30; Mini-Nutritional Assessment score <28; and a Chemotox score
>0.44. 24

Future Research Implications

While the health care system typically focuses primarily on the patient, the current literature
demonstrates that the family caregiver also needs specialized care. In an ideal healthcare
system, the healthcare team would understand both the patient’s and the family caregiver’s
perspectives which would result in better care for the patient. In effect, both parties’ needs
are a part of caring for the patient. Currently, an office visit is comprised of the healthcare
team focusing on the patient. These office visits may need to be expanded to incorporate the
family caregiver and their needs.

Incorporating the family caregiver into the office visit and addressing their needs as related
to caring for the patient may have financial implications for the healthcare system. Patient
and caregiver needs can be evaluated early in the treatment course. By doing so, we may be
able to decrease the number of hospitalizations and emergency room visits. By identifying
patients early who have an increase need, we could also decrease caregiver strain and
potentially prevent detrimental effects caregiving may have on family caregivers. Future
research is needed to identify whether implementing this support for patients and caregivers
early in the treatment plan can decrease the economical and psychosocial strain associated
with caregiving.

Conclusion

The number of older adults with cancer is on the rise and these older adults have significant
caregiving needs. There is a physical, emotional, and financial toll associated with
caregiving. As the US population ages, it will be even more important that we identify
vulnerable older adults and provide assistance for their caregivers. Integrating geriatric
principles into oncology care through a geriatric assessment may be a way of identifying
those older adults who have the greatest need and thereby making it possible to mobilize
healthcare and community resources to assist their caregivers.
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Figure 1. Assistance Provided by Caregivers*8
*Graphed values were found to be significant
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Financial impact of Caregiving on Family1!
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Table 1

Risk Factors for Depression in Family Caregivers!l 17

Caregiver Characteristics Patient Characteristics

. Poor health status . Symptoms
. Age . ADLs and IADLs
. Female . ECOG PSof 3 or 4

. Patient’s spouse
. Burdened

. Poor adaptation

Abbreviations: ADLs — activities of daily living; IADLs — instrumental activities of daily living; ECOG PS — Eastern Cooperative Oncology Group
Performance Status
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