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Abstract

Purpose—The care of cancer patients involves collaboration among health care professionals,
patients, and family caregivers. As health care has evolved, more complex and challenging care is
provided in the home, usually with the support of family members or friends. The aim of the study
was to examine perceived needs regarding the psychosocial tasks of caregiving as reported by
patients and caregivers. We also evaluated the association of demographic and clinical variables
with self-reported caregiving needs.

Methods—Convenience samples of 100 cancer patients and 100 family caregivers were
recruited in outpatient medical and radiation oncology waiting areas - the patients and caregivers
were not matched dyads. Both groups completed a survey about their perceptions of caregiving
tasks, including how difficult the tasks were for them to do. Demographic information was also
provided by participants.

Results—Caregivers reported providing more help in dealing with feelings than patients
endorsed needing. Caregivers were also more likely than patients to report the psychosocial
aspects of caregiving were more difficult for them. Lastly, caregivers were more likely to report
helping with logistical issues in comparison with patients expressing this need. Race, length of
time since diagnosis, and age were associated with patients’ expressed needs, while only number
of hours spent providing care was associated with the caregivers’ reporting of care activities.

Conclusions—Our results suggest that patients may underestimate how difficult caregivers
perceive the psychosocial aspects of caregiving to be. Also, it seems that caregivers tend to take on
the psychosocial aspects of caregiving, although patients don’t tend to report this need. Caregiving
needs were only minimally associated with demographic variables, as was participation in
caregiving tasks.
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The care of cancer patients involves multiple providers that include health care professionals
and family caregivers. Of the estimated 1,479,350 cancer patients newly diagnosed each
year, most will rely on informal or family caregivers to assist them [1]. Family caregivers are
defined as those persons who provide uncompensated care to the patient. They tend to be
female, younger than the patient, employed, and often not living in the same household as
the patient [2]. The most common relationship of the caregiver to the care receiver is an
adult child assisting an elderly parent, followed by a spouse, most often an elderly wife or
husband [3, 4]. In a survey of over 600 caregivers, the average amount of time spent
providing care was 8.3 hours per day, with 25% of caregivers providing care for more than
16 hours per day [5].

Tasks usually performed by caregivers of cancer patients include assisting with activities of
daily living, watching for side effects of treatment, managing symptoms (pain, nausea,
fatigue), and administering medication [6]. Besides the provision of direct care, caregiving
tasks include indirect care, such as comfort care, transportation support, and assistance with
information-seeking [7]. In the previously cited survey of caregivers, 52% reported
providing emotional support as part of their caregiving, while 46% reported providing
logistical or tangible support [5]. Logistical tasks, including coordination of care, often fall
to the family caregiver, and these tasks have been identified as the most time-consuming and
most difficult to perform [8].

The financial impact on the patient and family caregiver is multifaceted and may vary by
country. Caregivers are likely to report lost hours from work, especially at the time of
diagnosis, which can affect their income [9]. The tasks of managing insurance paperwork
and bills are borne by both patients and their caregivers. A significant portion of the 1.5
million adults in the U.S. who declare bankruptcy annually attribute their financial
difficulties to medical bills [10]. Predictors of financial burden and diminished quality of life
for caregivers include the caregiver’s limited income or poor health, extended time in the
caregiver role, and the care recipient’s poor performance status [11].

Addressing the emotional and non-medical needs of both the cancer patient and the
caregiver is an essential part of preparing families for the caregiving experience. Mastering
the tasks required of a family caregiver is a challenge. The perceived burden of cancer and
degree of distress are indicators of how well or how poorly caregivers have been prepared to
take on their role [12, 13]. Caregivers feeling ill-prepared for their roles and responsibilities
have reported increased mood disturbance, such as higher levels of depression, anxiety, and
guilt [14, 15, 16]. Family caregivers experiencing role overload in providing cancer care
report that the stress of caregiving leads to an exacerbation of multiple secondary stressors,
including poor family support and increased financial stress [17]. Factors that improve the
caregiving experience include increased social support and a better caregiver-patient
relationship [18].
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The experience of family caregiving gives rise to psychosocial needs that can vary by the
patient’s stage of survival, defined as acute survival, extended survival, and permanent
survival [19]. Throughout survivorship or at cancer recurrence, opportunities arise for
healthcare providers to reassess the need for further psychosocial education and support for
both the patient and caregiver. The informational needs of cancer survivors and caregivers
are varied. Beyond information about their physical health, including side effects of
treatment and strategies for health promotion, survivors have been found to need information
about interpersonal and emational issues [20]. A minority of caregivers report that their
practical and informational needs are met [21], while caregivers who are younger, of
minority race/ethnicity, and those with more comorbid health problems have reported greater
informational needs [20].

Potter et al. [22] previously published data from the study described here concerning the
care activities cancer patients and family caregivers perform in the home, their perceptions
of the difficulty of caregiving tasks, and their need for information. Findings from the study
indicated that cancer caregivers need more nursing support, specifically to learn caregiving
skills. Differences in the type of activities patients and caregivers perform, the perceived
difficulty of caregiving tasks, and the expressed needs for assistance strongly suggest the
need for a thorough learning needs assessment and tailored educational interventions. The
study also revealed important differences in the desire for information and support. Younger
patients, recently diagnosed patients (12 months or less), and caregivers who spent less than
40 hours per week in this role all reported a greater desire for information or assistance.

In this paper, we focus on the emotional and psychosocial tasks of caregiving — particularly
dealing with feelings about having cancer, dealing with insurance and bills, and helping with
nonmedical problems - as endorsed by patients and family caregivers in the study described
above [22]. This focus was chosen given the interesting qualitative feedback received from
both patients and caregivers in the larger study and the lack of existing literature addressing
this aspect of caregiving. The specific aims were to examine and compare the responses of
family caregivers and cancer patients to questions about the above noted aspects of
caregiving. We also examined the association of demographic and clinical variables with
self-reported needs relevant to caregiving.

Methods

This survey study comparing perceptions of caregiving needs was conducted at a large
National Cancer Institute-designated comprehensive cancer center in the midwestern United
States using convenience samples of cancer patients and family caregivers of cancer patients.
The Human Research Protection Office of the associated university approved the study and
all subjects gave informed consent before participating.

Potential participants were recruited while visiting the cancer center’s outpatient medical
oncology and radiation oncology clinic waiting areas. Members of the research team
manned a display table in the waiting areas where informational fliers were posted
explaining the study. Interested participants were self-selected and received the study
materials at the display table. Participants were recruited over a 3 month period between
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October 2007 and January 2008. Eligible patients had been diagnosed with cancer and were
currently receiving chemotherapy, biotherapy, or radiation therapy; were age 18 or older; and
spoke English as their primary language. Eligible caregivers identified themselves as friends
or family members who provided a cancer patient routine care and support in the home. In
addition, caregivers were also aged 18 or older and spoke English as their primary language.
A convenience sample of 100 cancer patients and 100 family caregivers was recruited.
Patients who participated in this study did not necessarily have their own caregivers
participate, and vice versa for participating caregivers; this was not a study of patient-
caregiver dyads.

Instruments

There were no established tools designed to measure cancer patients’ or caregivers’
perceptions of their learning needs (desire for information and support) with respect to the
tasks of caregiving. The research team (nurses, social worker, and psychologist) used clinical
experience and review of the research literature to develop an instrument of 16 common
physical and psychosocial caregiving activities. The surveys were designed for a 71" grade
reading level. Because of the interest in assessing learning needs, a specific question was
included regarding whether more information was needed about each task. Both patient and
caregiver versions of the instrument were developed, with slight variations in wording (see
Table 1). Patients were asked to identify activities they do independently, activities for which
they need assistance, and activities they would like to know more about. Caregivers were
asked to identify those activities they do for the person with cancer, activities that are
difficult for them to accomplish, and activities they would like to know more about.
Participants could check any or all three options for each activity. The instrument also
included open-ended questions to determine patients’ perceptions of activities that were
most difficult to do for themselves and caregivers’ perceptions of activities that were most
difficult to do for the person with cancer. Each group also had the opportunity to identify
nonmedical problems that were a challenge for them, as well as the chance to endorse
whether or not they wanted information about how to cope with their own needs and
feelings.

An earlier article [22] described the general learning needs identified with this survey, while
the present article focuses specifically on psychosocial aspects of caregiving. Three of the
activities listed in the assessment tool are the focus of this paper - coping with feelings about
having cancer, helping with insurance and medical bills, and dealing with other non-medical
problems.

Patients completed a demographics form that asked their type of cancer, stage, and length of
time since their cancer diagnosis. Caregivers were asked to identify what type of cancer
affected the person they cared for, the number of hours per week they provided care, and the
length of time for which they had been caregivers. Both patients and caregivers were asked
to rate their own level of health on a 5-point Likert scale, with 1 representing “poor” health
and 5 representing “excellent” health.

In the analysis of data, patient and caregiver demographics were examined independently
since the subjects were not matched, and means or percentages were tabulated. Responses to
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the questions relating to caregiving activities were calculated as frequencies and plotted to
describe activities perceived as difficult to perform or requiring assistance, and activities for
which patients and caregivers desired further information. Chi square, Fisher’s exact test or
ANOVA were computed to examine relationships between demographic characteristics and
the caregiving activities perceived as difficult (caregivers) or for which they needed help
(patients) or for which they needed more information (caregivers and patients). For the
purpose of analysis, some variables were re-categorized based on clinical significance and
data properties in order to maximize power. For example, rather than reporting each grade of
cancer, grades 1 through 3 were combined as “lower grade” and compared with grade 4 and
with “unsure”. Age was classified into two groups: 1) younger than 65 years old and 2) older
than 65 years old. All the tests were two-sided and significance level was set at 0.05. SAS
9.1.3 was used for major statistical calculations (SAS Institute Inc., Cary, NC). Qualitative
responses were reviewed by the first two authors using thematic content analysis, a method
for identifying, analyzing, and reporting patterns or themes within data (23). Thematic
analysis was applied inductively in this study to identify common themes among the
responses.

Participants’ demographics are presented in Table 2 (patients’ information) and Table 3
(caregivers’ information). Because of our sample size, numbers and percentages are
identical; therefore only percentages are reported in the text. Our samples of patients and
caregivers were predominantly female and Caucasian. The majority of caregivers were
spouses and about half of the caregivers were working full- or part-time. The distribution of
types of cancer was different for the patient and caregiver groups, consistent with the two
groups not being related. Time since diagnosis was divided into 3 groups, roughly
approximating stages of survivorship: 1-12 months (which would include most treatment
activity), 13-36 months (representing early survivorship), and 37 months or more
(representing later survivorship). While the median length of time since diagnosis was 12.0
months, most cancer patients (57%) fell into the first group. Likewise, duration of caregiving
was divided into the same time frames. The median duration of caregiving was 8.5 months,
and most caregivers (67%) fell into the first group (1-12 months).

While 58% of patients identified “dealing with feelings” as an activity they do on their own,
33% of patients reported needing help with this and 7% indicated they needed more
information about “dealing with feelings.” When asked to identify the most difficult tasks
for them to do independently, patients indicated physical activities (7%), specifically
household activities and meal preparation (11%). Very few patients (3%) identified
emotional tasks as most difficult for them. On the other hand, 19% perceived the
psychosocial aspects of caregiving as the most difficult for their caregivers. Three patients
(3%) commented that “putting up with me” is the most difficult part of caregiving for their
loved ones.

Family caregivers frequently reported helping cancer patients manage the psychological
impact of their cancer, with most caregivers (81%) reporting they help their loved one deal
with their feelings about cancer. A small portion of caregivers (13%) found this difficult to
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do and a quarter (25%) indicated they wanted more information about how to help their
loved one deal with their feelings about cancer. About a third of the caregivers (36%)
reported the hardest part of caregiving was the psychosocial aspect, with most of these
(20%) stating that providing emotional support for their loved one was the most difficult.
Caregivers described what they found to be difficult in providing emotional support:
“talk[ing] with her and helping her deal with it, especially when bad news is given,” and
“know[ing] what to say to console her when she is low in spirits.” Other caregivers reported
the greatest difficulty to be managing their own coping (8%). These challenges were
described as “keeping my feeling of worry to myself,” and “offer[ing] support when I am
having a hard time also.” A number of caregivers (13%) reported their perception that
dealing with the emotional aspects of cancer was the hardest part for their loved one with
cancer. Specific comments in this area tended to focus on coping with cancer, e.g. “deal[ing]
with feelings about cancer,” or on accepting limitations, e.g. “to accept that his routine/
eating habits, etc are altered....”

A small number of caregivers (8%) described “watch[ing] their suffering” as the most
difficult aspect of caregiving for them, with several noting the challenges of watching a
loved one decline. Patients were also aware that this was a challenge for their loved ones,
and 5% of patients reported their belief that watching their suffering was the most difficult
aspect for their caregivers. One patient described the greatest difficulty for his caregiver to
be “watching the troubles I go through.”

When asked specifically about their educational needs, 19% of patients indicated they would
like more information about how to deal with their feelings. In comparison, 31% of
caregivers responded they would like more information to help with their emotional coping.
Many added comments to expand on their responses to the question. Some spoke of
difficulty adjusting to the caregiving role, such as: “It seems it all falls on your shoulders as
the caregiver - other family members aren’t always there for support. It seems like cancer
can break apart a family too.” While others focused on the emotional impact of dealing with
cancer in the context of the family, such as this concern: “Would like more information as to
how to cope as a family and as a caregiver.” Another expressed concern for “not showing my
worry around him or kids, [I] need ways to help me cope.”

In describing the non-medical problems that challenge them, some patients’ responses
(16%) indicated these areas of concern: dealing with emotional issues, managing the
household, caring for others, and dealing with financial concerns. One patient noted her
nonmedical concerns to be “stress, anxiety, depression, childcare, would like to be able to
pay the person taking care of my children, would like help paying my hospital bills.”

A particular area in which caregivers help cancer patients is in handling the logistical aspects
of receiving cancer care, with most (69%) reporting that they help their loved one with
insurance problems (in comparison, 54% of patients indicated they needed help managing
their insurance and medical bills). While 5% of caregivers listed emational support as the
most difficult nonmedical aspect of caregiving for them, 6% identified logistical or financial
tasks as the most difficult nonmedical task.
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We examined the association of demographic variables with patients’ and caregivers’ stated
needs. For patients, the association of race and medical bills/insurance was significant, with
white patients being more likely to state that they needed help managing their medical bills
and health insurance compared with minority patients (63% versus 40%, p = .005) (see
Figure 1). Also, among all patients, those furthest from their diagnosis reported needing
more help dealing with insurance and medical bills (F = 4.59, p = .035). In addition, the
association between age and dealing with feelings approached significance, suggesting that
younger patients (under age 65) may be more likely than older patients to need help dealing
with feelings (41% versus 18%, p = .053). Finally, age was associated with needing help
with nonmedical problems, with younger patients reporting greater need for this type of help
than older patients (21% vs. 6%, p =.021) (see Figure 1). This need was reflected in specific
comments from 8% of patients about needing help with childcare.

There was only one significant association between demographics and psychosocial needs
for caregivers. The overall number of hours spent providing care was positively associated
with the likelihood of helping with managing feelings (F = 4.25, p=0.04). Another
association approached significance, specifically difficulty providing assistance with
nonmedical problems and the overall number of hours spent helping. Those caregivers
reporting greater difficulty helping with nonmedical problems tended to be those spending
more time at caregiving (X = 106 hours versus X =52 hours, F = 3.72, p = .057).

Discussion

Half of the patient participants reported their spouse to be their primary caregiver, while
more than half of the caregivers defined their relationship as spouse to their loved one with
cancer. Others have indicated that adult children are the most common caregivers, followed
by spouses [2, 4]; therefore our sample may be slightly different from the norm. Our family
caregivers spent an average of 7.8 hours per day at caregiving, only slightly lower than the
8.3 hours reported previously [5], but higher than the 20 hours per week reported by the
National Alliance for Caregiving [4]. The U.S. Census Bureau reported that 46.3 million
people were without health insurance in 2008, representing 15.4% of the population [24].
Among our patients, 83% reported having insurance, which is slightly less than the national
average. Despite the majority of our sample having health insurance, slightly more than half
of the patients reported needing help dealing with insurance and medical bills and most of
the caregivers indicated that they provide assistance with managing insurance and medical
bills.

Several discrepancies were identified in patients’ and caregivers’ perceptions of caregiving.
First, a slight majority of patients indicated they manage their emotions on their own, but
almost half reported they needed help managing their emotions. In comparison, more than
80% of caregivers reported they help their loved one with cancer deal with their emotions.
This result suggests cancer caregivers may be particularly vulnerable given previous
research [25] which has indicated that providing emotional support is more burdensome than
providing personal care. Second, while only about 20% of patients thought the psychosocial
aspects of caregiving were the most difficult for their caregivers, about a third of caregivers
considered this aspect to be the most difficult. This result suggests patients may
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underestimate how difficult this component of caregiving can be. Third, in describing their
educational needs, about 20% of patients reported they would like more information about
how to deal with feelings, while almost a third of caregivers indicated they would like this
type of information.

Surprisingly, the demographic and clinical variables were minimally associated with
patients’ and caregivers’ psychosocial needs related to caregiving. The most noteworthy
associations concerned needing help with management of patients’ medical bills and health
insurance. More white patients (versus non-white) indicated they needed help managing
their medical bills and health insurance. Also, patients who had been dealing with their
cancer longer reported needing more help managing their medical bills and insurance than
newly diagnosed patients, perhaps reflecting the accumulation of medical bills over time.
This result may also suggest that patients get “worn down” when their illness fails to
resolve, requiring more assistance.

The examination of the three specific psychosocial tasks of caregiving in cancer patients
highlighted in this study indicates that, although these tasks are frequently performed by
both patients and their caregivers, both groups have reported needing more information and
assistance in performing these tasks. Taking these needs into account, an important next step
would be to develop an intervention to address these learning needs. Options to consider
include psycho-educational programs, skill building classes, and therapeutic counseling, all
of which are interventions that have demonstrated small to medium effect in reducing
caregiver burden, improving ability to cope, increasing sense of self-efficacy, and improving
quality of life (26). Another possibility includes problem-solving interventions, which not
only deliver information but are also tied to skill building, and which can help caregivers to
feel more prepared and less stressed (27).

The results of this study are limited by our use of unrelated patients and caregivers, rather
than using dyads. This leaves the possibility that discrepancies between patients’ and
caregivers’ perceptions may be due in part to different illness situations, rather than solely
due to differences in role (patient or caregiver). For example, no caregiver reported that their
loved one had breast cancer or lung cancer, although these cancers were represented in the
patient group. It would be helpful to examine whether the differences observed in
caregivers’ and patients’ psychosocial needs in this study are representative of patient and
caregiver dyads.

Another limitation is the homogeneity of our samples. Both are predominantly white and
fairly well-educated. While over 80% of both our patient and caregiver samples reported
having health insurance, this is comparable with U.S. Census Bureau reports of the
percentage of uninsured Americans [24]. A final limitation is our use of a convenience
sample, which relied on passive recruitment of participants. While this form of recruitment
was utilized because of the exploratory nature of this study, it may have limited the
generalizability of our results due to the use of a nonrandom sample.

The results of this study suggest that patients and family caregivers are acutely aware of the
psychosocial aspects of caregiving, with a noteworthy minority of patients endorsing their
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ed for assistance in managing the emotional aspects of their cancer and a strong majority
caregivers reporting they provide this type of assistance. There were some discrepancies
how psychosocial aspects of caregiving were perceived by patients and by caregivers.

These results suggest that attention to psychosocial needs is an important topic to be

ad

dressed in educational programs designed for caregivers about providing care to cancer

patients. Future research is needed to determine the best way to address the psychosocial

ne

eds of cancer patients and family caregivers in the context of informal caregiving.
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Table 1

Relevant Items from Assessment Tool

Page 12

Caregiving Domains

Patient Version

Caregiver Version

Feelings about Having
Cancer

Deal with feelings about having cancer

Help the person deal with feelings about having cancer

Insurance and Medical Bills

Deal with insurance and medical bills

Deal with insurance and medical bills

Non-Medical Problems

Deal with other non-medical problems

Help with other non-medical problems

Response Options

Check all activities that you do on your own.

Check all activities that you do for the person with
cancer.

Check all activities that you need help to perform.

Check activities that are difficult for you to do or
perform.

Check all activities that you would like to know
more about.

Check all activities that you would like to know more
about.

Open-Ended Questions

What activity is the hardest for you to do for
yourself?

What activity is the hardest for you to do for your loved
one?

What activity do you think is the hardest for those
who take care of you?

What activity do you think is the hardest for your loved
one to do for himself or herself?

Would you like information to help with your own
needs and feelings?

Would you like information to help with your own needs
and feelings?

If you have comments or other needs not on this
survey, please write them below.

If you have comments or other needs not on this survey,
please write them below.
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Table 2

Demographic Characteristics of Patients

Characteristic

N (with sample size, N approximates % unless noted)

Age (range = 18-85 years)

Mean = 57.2, SD=14.3

Time since Diagnosisl (range = 2-348 months)

Median = 12.0 mos.

1-12 months 51 (57%)
13-36 months 20 (22%)
37 months or more 19 (21%)
Sex?.
Female 65
Male 34
Race:
White 80
Other 20
Education:
Some College 73
No College 27
Employment:
Full or Part-Time Work 20
Retired 39
Disabled, Unemployed 26
Other 15
Insurance Status:
Yes 83
No 3
Missing data 14
Type of Cancer:
Hematologic 19
Breast 18
Colorectal 11
Lung 11
Other 11
Stage of Cancer?
1,2,0r3 26 (28%)
4 21 (23%)
Unsure 46 (49%)
Type of Treatment:
Chemotherapy 49
Radiation 10
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Characteristic N (with sample size, N approximates % unless noted)
Combined Chemo & Radiation 25
Other 16
Relationship of Caregiver:
Spouse 46
Parent 33
Child 9
Other 12

'Zmissing data n=10
Zmissing data n=I

3missing data n=7
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Table 3

Demographic Characteristics of Caregivers

Characteristic

N (with sample size, N approximates % unless otherwise noted)

Age (range = 18-76)

Mean = 53.513, SD =13.43

Duration of CaregivingZ (range = 1 — 348 months) | Median=8.5
1-12 months 62 (67%)
13-36 months 17 (18%)

37 months or more 13 (14%)

Hours per Week Spent Caregiving (0 — 168)

Mean = 54.6 hrs., SD = 62.4

Sex:

Female 69

Male 31
Race?:

White 86

Other 13
Education:

Some College 79 (81%)

No College 19 (19%)
Employment:

Full or Part-Time Work 33

Retired 16

Disabled, Unemployed 26

Other 25
Insurance?:

Yes 87

No 12
Patient’s Type of Cancer:

Hematologic 32

Colorectal 14

Upper Gl 13

Other 41
Type of Treatment:

Chemotherapy 49

Radiation 10

Combined Chemo & Radiation 25

Other 16
Relationship to Patient:

Spouse 64

Child 15
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Characteristic N (with sample size, N approximates % unless otherwise noted)
Parent 7
Other 14

1 . .

missing data n=8
2 . .

missing data n=I

3missing data n=2
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