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Family Caregivers
A qualitative study to better understand the quality-of-life concerns  
and needs of this population

Betty R. Ferrell, RN, PhD, MA, FAAN, FPCN, CHPN, Kate Kravitz, RN, HNB-BC, LPC, NCC, ATR-BC, Tami Borneman, RN, MSN, CNS, FPCN,  

and Ellen Taratoot Friedmann, JD

ONE OF THE MOST SIGNIFICANT FACTORS in the oncology workforce, or among those 

who care for patients with cancer, is the availability and support of family care-

givers (FCGs). These individuals are providing complex cancer care at a time 

when such care is shifting more into the home, away from the inpatient setting, 

and when the aging population is affecting patients and FCGs (Goren, Gilloteau, 

Lees, & DaCosta Dibonaventura, 2014; National Alliance for Caregiving & AARP 

Public Policy Institute, 2015; Nielsen, Neergaard, Jensen, Bro, & Guldin, 2016). 

Older adults with cancer often have multiple comorbidities and care needs in 

addition to their cancer, and older FCGs often face illnesses themselves (Girgis, 

Lambert, Johnson, Waller, & Currow, 2013; Hudson, Thomas, Trauer, Remedios, 

& Clarke, 2011). The importance of FCGs prompted the National Academy 

of Science in 2016 to produce a report on this topic (National Academies of 

Sciences, Engineering, and Medicine, 2016). The report urges that more atten-

tion be paid to caregiving in illnesses such as cancer, as well as that related 

research be expanded and models of care be developed. 

Caregiving and serious illness are also known to take an enormous finan-

cial toll on patients and families (Zafar, 2015). Direct costs of cancer care 

include medications, diagnostic tests, and co-payments for clinic visits and 

hospitalizations. FCG expenses are also substantial, including lost work 

time, travel costs, and patient assistance to meet financial demands (Zafar et 

al., 2013). This qualitative study explored cancer caregiving in a population of 

FCGs who were experiencing financial strain because of cancer and its treat-

ment. The study findings offer direction for oncology clinicians to provide 

support to FCGs (Kamal et al., 2017).

Literature Review

A systematic review of family caregiving in cancer analyzed literature from 

2009–2016. More than 800 articles were found; of these, 50 were random-

ized trials of FCG interventions. These trials were largely psychoeducational 

(64%), with 22% that were skills-based trials and 15% that were counseling 

trials. The interventions themselves were often couples-based (53%), and all 

the interventions were evenly divided between face-to-face interviews and 

telephone-based interviews (Ferrell & Wittenberg, 2017). The most predom-

inant areas of intervention content focused on physical care or symptom 

management (72%) and FCG self-care (68%) (Ferrell & Wittenberg, 2017).

Beyond these randomized studies of interventions, numerous obser-

vational studies or review articles have described the impact of family 
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BACKGROUND: While providing physical, psycho-

logical, and spiritual care to their loved ones with 

cancer, family caregivers (FCGs) are physically and 

emotionally vulnerable to the tolls of caregiving. 

Patients and FCGs experience the uncertainty that 

comes with illness and treatment, its side effects, 

the lack of control, the emotional upheaval, the 

spiritual doubt, and the helplessness of advancing 

disease. 

OBJECTIVES: This study was conducted to better 

understand the quality-of-life needs of the FCG 

population, particularly those who encounter 

financial strain related to patients’ cancer and 

treatment. 

METHODS: This qualitative study of FCG concerns 

was conducted in association with a randomized 

trial of an FCG support intervention. Twenty FCGs 

of patients with solid tumor cancers were inter-

viewed in person or via telephone for this study. 

The FCG version of the City of Hope quality-of-life 

tool, which consists of four domains of well-being 

(physical, psychological, social, spiritual), was 

applied to the content analysis of interviews.

FINDINGS: Care for FCGs is needed across all 

quality-of-life domains.
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caregiving (Candy, Jones, Drake, Leurent, & King, 2011; James, 

Hughes, & Rocco, 2016; Thomas, Dalton, Harden, Eastwood, & 

Parker, 2017). FCGs report physical strain and symptoms (e.g., 

sleep disruption, fatigue) associated with the physical burden 

of providing care. Studies have consistently noted that the psy-

chological symptoms reported by FCGs, including anxiety and 

depression, are similar to those of the patients for whom they 

care. Social concerns of FCGs include issues of sexuality and 

intimacy, financial strain, and changes in roles or relationships 

(AARP, 2016; Kamal & Dionne-Odom, 2016; Kavalieratos et al., 

2016; Sun et al., 2015).

Although there has been a substantial increase in literature 

related to patient spirituality, limited attention has been paid to 

FCGs’ spiritual needs (Sun et al., 2016). In addition, some articles 

have mentioned the positive aspects of family caregiving; many 

FCGs derive great meaning and benefit from caring for their ill 

family member (Li & Loke, 2013).

Methods

This qualitative study of FCG concerns was conducted in asso-

ciation with a randomized trial of an FCG support intervention. 

The study was approved by the institutional review board of the 

investigators’ institution, City of Hope Medical Center in Duarte, 

California, and written consent was obtained from FCGs. The 

randomized trial of the FCG intervention is in progress and will 

include 225 FCGs of patients with solid tumor cancers. After the 

first year of study accrual, the investigators recognized a need 

to gather qualitative data to better understand the needs of this 

population of FCGs across all quality-of-life domains (physical, 

psychological, social, and spiritual well-being) (Kent et al., 2016; 

National Consensus Project for Quality Palliative Care, 2013). 

The study specifically targeted FCGs experiencing financial strain 

related to patients’ cancer and treatment; this was determined in 

the screening process by asking FCGs if they or the patients for 

whom they were caring were experiencing financial distress as a 

result of the disease or treatment. 

The researchers employed a convenience sample of 20 FCGs 

enrolled in the randomized trial of the FCG intervention to partici-

pate in a one-time interview conducted in person or via telephone. 

An interview guide based on the FCG version of the City of Hope 

quality-of-life tool (Sun et al., 2016) was used and consisted of 

questions asking the FCGs to describe their own physical, psy-

chological, social, and spiritual well-being, as well as the financial 

strain they had experienced during caregiving. An additional ques-

tion asked FCGs to describe what they did to care for themselves. 

Interviews were audio recorded and transcribed, and they ranged 

from 20–40 minutes in length. Transcripts were analyzed by the 

investigators using thematic content analysis. Themes and sub-

themes were identified, and tables that had been constructed to 

summarize the quotes by theme were reviewed by members of the 

research team with extensive experience in qualitative research. 

Results

Table 1 summarizes FCG and patient demographic data. FCGs 

and patients ranged in age (28–80 years and 26–78 years, 

respectively). More than half of the FCGs were White (n =  

11), with Hispanic being the most prominent minority population 

(n = 6). Two FCGs were identified as Black, and one FCG indi-

cated other or unknown ethnicity. Fourteen FCGs were women, 

and six were men. The patients had a variety of multiple solid 

tumor diagnoses.

Physical Aspects of Care

As cancer care is shifting away from healthcare settings into the 

home, family members are often forced to take on the respon-

sibility of caring for their loved ones without training and 

preparation (Given, Given, & Sherwood, 2012). The first category 

TABLE 1.

FAMILY CAREGIVER AND PATIENT CHARACTERISTICS

FAMILY CAREGIVERS 
(N = 20)

PATIENTS 
(N = 20)

CHARACTERISTIC n n

Age (years)  

20–29 3 2

30–39 1 1

40–49 4 –

50–59 2 7

60–69 4 4

70 or older 6 6

Cancer type

Renal – 6

Prostate – 4

Bladder – 2

Gastric – 2

Cervical – 1

Colon – 1

Endometrial – 1

Ovarian – 1

Pancreatic – 1

Uterine – 1
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of themes that arose from interviewing FCGs concerned the 

physical aspects of care. Although some FCGs spoke of experi-

encing family cohesion and unity and not finding caregiving to be 

difficult, the majority of FCGs cited challenges in providing care 

to family members with cancer. FCGs reported that understand-

ing and anticipating the needs and expectations of their loved 

ones was difficult. Needs of their family members with cancer 

often shifted, and FCGs said they wanted to understand patients’ 

needs, as well as be present, attentive, and reassuring, while also 

preparing meals, offering care, and ensuring that their loved ones 

were comfortable (see Figure 1). One FCG further described this 

struggle: What has been the most challenging in caring for the 

patient’s physical needs? Trying to understand what they 

need at the moment, trying to help them . . . be there for 

them. . . . They say they don’t want this, they don’t want that, 

but you offer and don’t ever get tired.

The most repeated physical care theme was the presence and 

difficulty of dealing with treatment side effects. FCGs reported 

that patients experienced various side effects, including fatigue, 

nausea, constipation, neuropathy, headaches, mouth blisters, and 

the inability to sleep. One FCG stated, “There have been a variety 

of things over the years, and any one or two or three of these 

things may be affecting her on a given day.” Referring to treat-

ment, one FCG noted that side effects recurred weekly: “It’s been 

very challenging for her, but we’ve come to the conclusion that 

Wednesdays throughout treatment are never going to be good.” 

About a loved one’s lack of sleep, one FCG noted, “She’s always 

fighting her sleep. She’ll not sleep. She doesn’t get nearly as much 

sleep as she should, her being on treatment. She needs it more.”

FCGs grappled with the uncertainty that accompanied the 

treatment side effects and the cancer itself. One patient fell 

and experienced pain after the fall. Doctors could not deter-

mine if the pain was because of the fall or attributable to a new 

ailment:

I drive him there at 2 o’clock in the morning. I come home. 

. . . It’s 5. . . . They take a picture of his head. They give him 

. . . meds, and he’s feeling a little better. But he never does get 

to feeling really terrific. . . . Mind you, we had stopped . . . the 

cancer drugs. So, the question is, is it the fall, or is he devel-

oping something else? We don’t think he’s having a stroke 

because he’s been taking his blood pressure and it’s good. . . . 

We don’t know why he doesn’t feel good.

Overall, cancer brings uncertainty to the lives of patients and 

FCGs that may never go away. In addition, FCGs said that the 

support from hospital staff support was extremely valuable. 

One FCG praised the wound care nurse who taught her how 

to change the flange and drain bag. The FCG described herself 

as an “expert” at care, having read all the instructions multiple 

FIGURE 1.

PHYSICAL ASPECTS OF CARE

UNDERSTANDING NEEDS AND EXPECTATIONS

”Whether she has said, ‘Go out and do something by yourself’ or not, if 

I have [at times] gone a little bit too long, or longer than she expects for 

shopping or something, then, ‘You left me alone!’”

PRESENCE

“Basically trying to give them a hand . . . preparing meals . . . just making sure 

they’re comfortable and know that they have good and bad days, but still 

acting like . . . ‘Don’t worry. We got this, OK?’”

NOT SLEEPING

“A big thing, too, I think that is affecting his mental well-being is the lack 

of sleep. He’s been prescribed medication to help . . .  but . . . even the 

Ambien®, it doesn’t help.”

SIDE EFFECTS AND UNCERTAINTY

“A lot of us go through life not knowing what’s causing something, and it 

goes away. Well, you know what? Cancer doesn’t go away.”

DIFFICULTY OF POSTOPERATIVE CAREGIVING

“When . . . she got her surgery, it was . . . kind of hard. Like, getting my rest 

and stuff like that, because I was constantly . . . getting up, checking on her, 

and getting her to the restroom.”

CAREGIVING SUPPORT AND INFORMATION

“The wound care nurse . . . schooled me so well on dealing with changing 

her flange and her drain bag and stuff like that, and . . . I’m an expert at it. 

. . . I would ask her, ‘How’s this going?’ or ‘Should I be doing this?’ She said, 

You’re doing just fine,’ and so I have really . . . gotten it down to a science, 

mainly because . . . I read all of the material . . . two or three times to make 

sure that I fully understood.”

END OF LIFE 

“Helping my friend in her last days . . . it sounds horrible. I say ‘last days’ 

because, honestly, the way I see her health every day, I don’t know if she’s 

going to make it. It breaks my heart, but I just feel like I’m [prepared] for 

anything, and if I have to take care of her whatever number of days, weeks, 

or months, I feel like I will know how to feed her, how to nourish her body 

that . . . it can last a little longer than it should be.”

“Cancer affects all 
quality-of-life domains 
for patients and family 
caregivers.”

D
ow

nl
oa

de
d 

on
 0

5-
17

-2
02

4.
 S

in
gl

e-
us

er
 li

ce
ns

e 
on

ly
. C

op
yr

ig
ht

 2
02

4 
by

 th
e 

O
nc

ol
og

y 
N

ur
si

ng
 S

oc
ie

ty
. F

or
 p

er
m

is
si

on
 to

 p
os

t o
nl

in
e,

 r
ep

rin
t, 

ad
ap

t, 
or

 r
eu

se
, p

le
as

e 
em

ai
l p

ub
pe

rm
is

si
on

s@
on

s.
or

g.
 O

N
S

 r
es

er
ve

s 
al

l r
ig

ht
s.



JUNE 2018, VOL. 22 NO. 3 CLINICAL JOURNAL OF ONCOLOGY NURSING 289CJON.ONS.ORG

 

times; she worked with the wound care nurse and was assured 

by the nurse that she was correctly performing the caregiving 

tasks. 

Psychological Aspects of Care

FCGs spoke about the psychological challenges faced by patients 

with cancer and the psychological effects of caregiving (see 

Figure 2). A frequent theme expressed by FCGs was being pres-

ent to offer support even when they lacked the emotional energy 

to do so. One FCG spoke about being sensitive to the patient’s 

moods while trying not to “baby” him, but also noting that “you 

want to care for them . . . and so . . . you’re kind of caught there in 

the middle.” Another reported she was careful not to bother the 

patient too much while trying to be present and in touch daily or 

every other day, either by text message or telephone call. Other 

FCGs reported the need to maintain a positive environment. One 

FCG noted actively trying to offset the negative thoughts of her 

loved one with positive thoughts, whereas another FCG said he 

used motivational audio recordings to help increase positivity 

while caring for his wife:

I certainly felt the need and the responsibility to just be very 

positive, loving, and try to make the experience as comfort-

able as possible and took on some additional roles. . . . It 

was just important to keep as positive of an environment as 

possible.

According to one FCG, physical caregiving was needed less than 

“the emotional aspect” of caregiving. Another FCG said focus was 

not placed on the cancer but rather on the patient’s health needs; 

in other words, the FCG put less emphasis on the disease itself 

and more on the issues the patient was experiencing because of 

the disease.

Multiple FCGs spoke about depression. One FCG related that 

when the patient found out that she needed more chemotherapy, 

she gave up her favorite activity—working on her car—and 

wanted to be left alone. Another FCG explained that having her 

children home from school during the summer helped to improve 

her husband’s mood; because he was not alone during the day, he 

could not dwell on his condition and physical appearance. The 

FCG stated that when she returned home at night from work, 

she did not know what kind of mood her husband would be in. 

Regardless of his mood, she could not share her day with him.  

Another FCG described her loved one as being “at a crossroad,” 

saying that “one minute she accepts it, and another minute she 

doesn’t.” Her loved one dwelled on the “why me?” question, with 

her moods alternating between happy and sad.

Uncertainty was another topic that FCGs raised. One FCG 

said that patients with cancer are never really in remission: “You 

can’t just tuck it away.” Another FCG used the term “emotional 

rollercoaster” to explain how it feels to not know about the 

course of the disease and the future. Several FCGs described this 

uncertainty as “exhausting” and “heartbreaking,” remarking on 

the helplessness they felt when watching their loved one suffer 

and being unable to relieve that suffering. One FCG said he rec-

ognized that death was inevitable and tried to live “one day at a 

time” because “we’re not promised tomorrow.” 

The topic of role reversal arose several times. Husbands took 

on expanded household roles, and a daughter tried to adjust to 

taking care of her mother, who had always assumed the role of 

parent and caregiver. The daughter said it was hard to see her 

mother in a weakened state, adding that her mother had ini-

tially hidden the extent of her condition to avoid burdening the 

daughter.

FIGURE 2.

PSYCHOLOGICAL ASPECTS OF CARE

GIVING PATIENT EMOTIONAL SUPPORT

“Sometimes I think it overwhelms him. So, I just try to be there for him as 

much as I can.” 

RESPECTING INDEPENDENCE AND PRIVACY

“I understand that she is not going through an easy situation right now. 

. . . I know her well enough to know when to call her or to reach out for 

her over the phone. . . . I don’t call her every day because I know she gets 

annoyed.”

GIVING SUPPORT EVEN WHEN LACKING EMOTIONAL ENERGY

“I think the hardest thing is not knowing when I get home what kind of 

. . . mood he’s going to be in and not being prepared for that. Some days I’ll 

come home and I’m just so tired and exhausted and . . . maybe he’s just not 

feeling in the best of moods. . . . I gotta dig deep to get enough emotional 

energy to try to put that fire out.”

REMAINING POSITIVE

“She does a real good job up until the surgery of just totally taking care of 

her own personal needs from a physical perspective. From a psychological 

perspective . . . whenever she would come out with fears or anxieties or 

something like that, try to cope with those in a positive way.” 

FEELING STRESSED, ANXIOUS, HELPLESS, AND OVERWHELMED

“It is exhausting. . . . It’s heartbreaking to know you’re, like, sitting on your 

hands. There’s nothing I can do for my mom, and then there’s some things 

that she, she can’t do for herself. . . . Watching her suffer, I guess, is the 

hardest part, and I can see where her struggle is right now.”

UNCERTAINTY

“There’s uncertainty in life. . . . It’s just that the illness and cancer itself brings 

around, it creates a lot of uncertainty that you weren’t prepared for.”

EFFECTS OF MEDICATION

“The medication that he’s on, the Lupron®, it causes a lot of emotional 

upheaval with him, and I deal with it as best I can to try to help him because 

I know it’s the medicine. . . . Sometimes he’ll cry. He’ll start feeling really 

down.”
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When offered professional psychological assistance, patients 

did not always take advantage of it. One woman explained that 

machismo prevented her family member from accepting assis-

tance; he claimed he could “handle it” on his own. Other patients 

took advantage of professional help and support groups, as well 

as expressed gratitude that such services were available.

Social Aspects of Care

Social isolation was a recurring topic in FCG interviews (see 

Figure 3), and it was felt by the patient and the FCG. FCGs 

described their ill family members as being in a self-imposed 

social isolation, choosing not to go out when invited by friends. 

In addition, FCGs spoke of the stress that such invitations caused 

their loved ones, as well as the sadness and anxiety that accom-

panied plans to socialize. FCGs reported that the patients missed 

their work and colleagues. One FCG said the patient “misses his 

buddies.” A mother of a very ill daughter described her as having 

no social life at all: 

She’s a 32-year-old woman that hasn’t had a date in three 

years and hasn’t had a young life. . . . Fortunately, she’s had 

very supportive friends, and . . . they have just been won-

derful . . . in their connection with her. 

In terms of FCG social isolation, one FCG stated that she 

had no “social needs” and that her family, which was enough of a 

challenge, made up her social life: “I don’t really go out and catch 

a movie with a friend. I don’t do any of that stuff.” Another FCG 

spoke of the difficulty of gauging when he could “get away” by 

himself, referring to the emotional state of the patient and when 

being away would “be acceptable.” One FCG said she had with-

drawn from her family; when she was with them, all they talked 

about was the ill family member. She reported needing a break 

from caregiving responsibilities. 

FCGs reported needing support and not just information: 

“There is nothing like having a . . . chat with someone, especially 

someone . . . who is sensitive, understanding, and has the expe-

rience, the depth of experience, of talking to people in all levels 

of . . . what they’re going through.” This FCG suggested that the 

healthcare community take this need into account and “handle 

people differently.” Another FCG echoed the same theme, saying 

that the details about clinical trials available online needed to be 

supplemented with a person who could answer questions. The 

FCG found the information to be confusing, overwhelming, and 

largely indecipherable: “It’s just a lot of literature that I have no 

idea about. . . . I was really honest. I said I didn’t go to med school. 

I don’t know what I’m reading. I need help.”

Some of the FCGs praised the support provided by hospital 

staff, including physicians, social workers, and nurses. Several 

expressed that having someone to talk to when they were scared, 

nervous, or unsure, such as before a computed tomography scan 

or other procedure, would be helpful. They complimented the 

FIGURE 3.

SOCIAL ASPECTS OF CARE

SOCIAL ISOLATION OF PATIENT

“Socially . . . she . . . was a social butterfly. Now, she doesn’t really get out. 

She only sees a handful of her friends. . . . When she does have something 

planned to see her friends . . . or even family, it stresses her out and gives her 

anxiety and makes her really sad.”

SOCIAL ISOLATION OF CAREGIVER

“I’ve withdrawn from family . . . because every time I’m around them, it’s 

always the same thing. . . . It’s like, ‘OK, really? This is all we’re going to talk 

about?’”

CAREGIVER SUPPORT NEEDS

“Maybe when someone starts brand spanking new here, that everyone’s 

nervous and scared and unsure of what their path is . . . I think everyone that 

comes in should be offered this particular service: There’s someone that’ll 

listen to them.” 

HOSPITAL-PROVIDED SUPPORT

“I have seen physicians who sound like robots. I mean, they just rattle off 

what . . . the situation is. Well, these guys, both of them, were interested, 

seemed to be very interested in [the patient] as a person and in me as a 

person.” 

FIGURE 4.

SPIRITUAL, RELIGIOUS, AND EXISTENTIAL 

ASPECTS OF CARE

CAREGIVER’S SPIRITUALITY AND SPIRITUAL NEEDS

“My mom does pray every night, and she talks with God and stuff, and so do 

I. . . . Yeah, I think it helps my mom a lot, and it gives my mom security.”

DOUBTS, CONFLICTS, AND LOSS OF FAITH

“She basically told me . . . when I tried to talk to her about God and . . . 

prayers really make miracles, she just told me that she has lost faith. . . . I 

said, ‘I’ve been there before . . . but I want you . . . not to get discouraged 

because in the end of the day, God created the world and he has created us 

and he has a plan for us as well.’ She said, ‘I know . . . but I don’t want to talk 

about that anymore . . . because I have prayed so many times, [and I] doubt 

that he has really listened to my prayers.’” 

FAITH AS AN IMPORTANT SUPPORT

“[We] really moved away from the church. . . . Over the last year or two . . .  

we’ve started to go to church again, and I think that’s been a good . . . move 

for us. . . . It has been a support and a community for us.” 

ENJOY TODAY

“Enjoy today like there is no tomorrow. . . . Only God knows what he has 

ahead for us.” D
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City of Hope resource center and helpline telephone service, 

saying that these were resources they could go to for information 

and guidance regarding who could address their concerns. One 

FCG said, “I did have some issues where . . . things had gotten 

overwhelming . . . and they sent me to the right people.” Of the 

helpline, an FCG said, “We have always known we had a resource 

. . . out here, and we’ve used it.” Group meetings for patients 

made up of “either survivors or [people who are] living it” were 

praised as a good source of patient support. An FCG said it was 

nice to talk with others who had faced similar issues to know they 

were not alone in their feelings: “Some of your reactions are very 

normal, and it’s OK to have them.” In addition, FCGs found the 

social workers and physicians who listened to and responded to 

their needs to be invaluable.

Spiritual, Religious, and Existential Aspects of Care

FCGs reported praying for “patience and tolerance and under-

standing” to help their loved ones (see Figure 4). Others 

expressed questions in their prayers and dismay about why their 

loved ones had to suffer from disease. Some stated that their 

family members had lost their faith and that they themselves 

were angry with “God’s ways.” One FCG said, “I think he forgives 

me for my irritation with some of his decisions.” Other FCGs 

expressed that they and their loved ones were relieved that there 

was a “God to pray to and to know that he’s listening.” One FCG 

stated that God answers prayers; these answers were “not always 

in the way you want him to . . . but he does answer.” Another 

FCG stated that faith was such an important support and that a 

“deep-seated faith” allowed her loved one to “continue on this 

journey and not feel the depths of despair that some people do.” 

The act of having faith provided a community, which was a source 

of support. Several FCGs voiced a “live for today” philosophy, not 

putting off trips or other things they wanted to do, because “only 

God knows what he has ahead for us.” 

Financial Aspects of Care

Financial concerns of FCGs were plentiful. They reported the 

burdens, stresses, hardships, and strain that accompany illness 

and treatment (see Figure 5). Although a few FCGs had set aside 

money for emergencies such as illness or had good healthcare 

benefits, the majority said they were struggling, balancing dis-

ability payments with housing expenses or using savings to get 

by. FCGs worried about the impact of the illness on their credit 

or about gaps before Medi-Cal (California’s Medicaid program) 

began, which left patients responsible for co-payments or out-

of-pocket expenses (“We got . . . the bill, and she had a panic 

attack”). The costs associated with medical care were abundant, 

but the most common ones reported by FCGs were the expenses 

associated with last-minute flights, gasoline, overnight hotel 

stays, restaurant meals, and vehicle maintenance. Even those 

FIGURE 5.

FINANCIAL ASPECTS OF CARE

FINANCIAL HARDSHIP, BURDEN, AND STRAIN

“I said, ‘Don’t even . . . right now, don’t even look at that. . . . We’ll deal with 

it when we get to that. Right now, we just want to make sure your health is 

number one. . . . You know, get you back 100 percent, and then we’ll deal 

with that financial aspect of it.’” 

USING SAVINGS

“It has been a financial drain. . . . We’ll be OK, but when you look at it, it’s 

been harder on her than on us, and she made the statement, ‘Mom, I’m sorry 

I’ve gone through you and Daddy’s money.’ And I said, ‘Well, fortunately, you 

have it, and we’d saved it for a rainy day. We just didn’t know who was going 

to get rained on, and unfortunately you were the one in the shower.’”

FOREGOING TRIPS

“I mean, if he can’t walk around, why bother going on a trip?”

CREDIT

“Maybe they’ll drop it off his credit report because my husband . . . freaks out 

about things like that. . . . I’m trying to cushion him to protect him from any 

kind of bad news.” 

COSTS

“There were days where I was like, ‘Wow. How am I going to do this?’ . . . I 

guess there’s a good old credit card, and you gotta eat, and you gotta gas up 

the car because . . . tomorrow you gotta get up and go to work again.” 

INSURANCE

“At one point, the insurance was covering it, and that was fine, but then, after 

that, it was like, ‘Oh, all of a sudden the insurance is cutting back,’ or changes 

have been made, and OK, so now we’re having to rethink everything.”

FIGURE 6.

SELF-CARE FOR CAREGIVERS

IGNORING SELF-CARE

“As far as me ambitiously looking out for my own health right now, I proba-

bly have put that on the back burner.” 

LACK OF SLEEP AND EXHAUSTION

“Sleeping-wise, it was hard, but you get used to it. . . . Right now, we’re at 

home, and she still sleeps with me. . . . I wake up to give her medicine, taking 

her to the restroom. But in the end . . . I honestly feel like it all pays off for it 

because she’s getting better, and I know I’m the one that’s helping her.” 

CAREGIVER TAKING CARE OF HIM- OR HERSELF

“In order to take care of someone like my . . . [friend], I need to take care of 

myself first. I need to be physically and mentally healthy.” 

CAREGIVER MAINTAINING ACTIVITIES

“Well, that’s why I go to work. . . . It’s brainless work. . . . It’s just activity. . . . 

You’re just busy doing something that doesn’t require . . . a lot of thinking . . . 

but it’s activity. And so going to work is kind of nice.” D
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who said they currently were financially stable and had healthcare 

coverage voiced serious anxiety about the future of healthcare 

coverage. Many also spoke about insurance concerns: deduct-

ibles and co-payments, sudden cutbacks or changes in coverage, 

or concern for the political environment that was threatening 

insurance, Social Security, and Medicare benefits. These consid-

erations caused FCG distress and additional burden.

Caregiver Self-Care

Based on responses to the question of how FCGs cared for them-

selves, the majority of FCGs were neglecting self-care and were 

too busy taking care of their loved ones to care for themselves 

(see Figure 6). Some FCGs reported lack of sleep and exhaustion 

because the ill patient required their full and immediate atten-

tion. One FCG said that the hospital had not provided a cot or 

reclining chair when he stayed overnight with his wife, but that 

they were not there to take care of him: “If I had to make a choice 

between supreme medical care and my own comfort, I’ll take the 

supreme medical care every time.” Another FCG suspected that 

he had some health issues that needed to be addressed, but he did 

not want to worry his wife: 

I have held off on that because . . . I wanted to make sure that 

I didn’t somehow find out that I have an issue that needed to 

be addressed, where all of a sudden my wife would be more 

worried about me, which would be kind of standard. 

Similarly, an FCG said that “whatever medical situations” he had, 

they had to take care of his wife’s first. 

Other FCGs recognized they needed to care for themselves 

to take care of their loved ones (“I knew that I had to . . . make 

sure that I was . . . as healthy as I could be to take care of her”), 

so they planned ahead for meals, exercised, went to doctors’ 

appointments and checkups, took walks, participated in hobbies 

FIGURE 7.

ONLINE RESOURCES FOR CAREGIVERS

AARP

Tools, worksheets, and tips on how to prepare for and succeed as a caregiver

 ɔ www.aarp.org/caregiving

AGINGCARE

Information and tools regarding patient care and self-care

 ɔ www.agingcare.com/caregiver-support

AGING PARENTS AND ELDER CARE

Caring for aging parents and other older adults

 ɔ www.aging-parents-and-elder-care.com

CAREGIVER ACTION NETWORK

Library of information and educational materials

 ɔ http://caregiveraction.org

CAREGIVING.COM

Caregiving at home

 ɔ www.caring.com/local/in-home-care

CARINGBRIDGE

Free service providing personalized webpages to keep family and friends 

informed of life events

 ɔ www.caringbridge.org

CARING FROM A DISTANCE

Website for distance caregivers; helpful for crisis and emergency assistance

 ɔ http://cfad.org

FAMILY CAREGIVER ALLIANCE

Information on public policy and research for caregivers, as well as advice, a 

navigator to help find services in a particular area, and discussion groups

 ɔ www.caregiver.org

FAMILY CAREGIVING 101

Basic tools, skills, and information that are needed to protect the physical and 

mental health of caregivers while they provide high-quality care to loved ones 

with illness

 ɔ www.familycaregiving101.org

LOTSA HELPING HANDS

Online communities that organize daily life (e.g., preparing meals, running 

errands); provides free, easy-to-use private group calendar designed for 

organizing helpers

 ɔ http://lotsahelpinghands.com

MEDICARE WEBSITE FOR CAREGIVERS

Helps with managing financial issues, provides legal assistance, and addresses 

caring for self

 ɔ https://medicare.com/caregiver-resources

NATIONAL ALLIANCE FOR CAREGIVING

Support for family caregivers

 ɔ www.caregiving.org/resources

NATIONAL ASSOCIATION OF HOSPITAL HOSPITALITY HOUSES

List of facilities that provide lodging and other supportive services to families 

and patients receiving medical treatment away from home

 ɔ www.nahhh.org

UNIVERSITY OF CALIFORNIA, SAN FRANCISCO, OSHER CENTER 

FOR INTEGRATIVE MEDICINE

Information and resources for family caregivers related to navigating the 

healthcare system, communicating with physicians, understanding insurance 

coverage, and supporting self-care

 ɔ www.osher.ucsf.edu/patient-care/self-care-resources/caregivers

VETERANS AFFAIRS CAREGIVER SUPPORT SERVICES

Support and services for family caregivers

 ɔ www.caregiver.va.gov
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(e.g., quilting classes), or worked, all of which served as a refuge 

or respite from caring. 

Clinical Implications

The themes identified through FCG interviews provide import-

ant direction for nursing care. In terms of physical aspects of 

care, it is clear that the management of patient symptoms is 

a key area of caregiving, as well as an area where FCGs need 

preparation and support. Similarly, FCGs also may be experi-

encing symptoms of their own, and nurses should ask FCGs 

about those physical needs and symptoms. In regard to psycho-

logical aspects of care, FCGs are involved with assessing and 

responding to the many emotions and psychological needs of 

the patient. FCGs also may have many emotions and symptoms, 

and nurses can acknowledge those concerns and encourage 

FCGs to seek counseling and pay attention to their own symp-

toms. In addition, when asked about social aspects of care, 

patients and FCGs voiced their need for support and other 

resources. Figure 7 includes some key resources that can be 

used by oncology nurses to support FCGs. Related to spiritual, 

religious, and existential aspects of care, FCGs have spiritual 

needs and rely on their faith to support them in the difficult role 

of cancer caregiver. Nurses routinely ask patients if they wish 

to see a chaplain, but they also should be attentive to the spiri-

tual needs and requests for chaplaincy support of FCGs. As for 

the financial aspects of care, FCG responses serve as a reminder 

that these concerns add stress to the already difficult role of 

caregiving. Nurses are key to assessing for financial strain and 

involving social workers or financial counselors. Finally, most 

FCGs recognize their lack of self-care. Nurses should discuss 

self-care needs with FCGs and direct them to all available 

resources. 

Conclusion

From interviews with FCGs, it is evident that more attention 

needs to be paid to the effects of caring for loved ones with 

cancer. For instance, cancer exacts a financial toll, and oncol-

ogy clinicians need to advocate for and provide support to help 

address the significant financial strain and burden that is placed 

on patients and FCGs. On the whole, cancer affects all quality- 

of-life domains for patients and FCGs. Nurses can support FCGs 

in caring for patients with cancer and for themselves.
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 ɔ Assess family caregivers (FCGs) of patients with cancer, who may 
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CNE ACTIVITY

EARN 0.5 CONTACT HOURS

ONS members can earn free CNE for reading this article and completing 

an evaluation online. To do so, visit cjon.ons.org/cne to link to this article 

and then access its evaluation link after logging in. 

Certified nurses can claim no more than 0.5 total ILNA points for this 

program. Up to 0.5 ILNA points may be applied to Psychosocial OR Coor-

dination of Care OR Navigation. See www.oncc.org for complete details 

on certification. 

QUESTIONS FOR DISCUSSION

USE THIS ARTICLE FOR JOURNAL CLUB

Journal club programs can help to increase your ability to evaluate the 

literature and translate those research findings to clinical practice, educa-

tion, administration, and research. Use the following questions to start the 

discussion at your next journal club meeting.

 ɔ Based on this qualitative study’s findings, will you change your 

approach when supporting family caregivers (FCGs), and, if so, how will 

you change your approach?

 ɔ What are some strategies that you have used to reduce FCGs’ anxiety 

related to the financial burden of cancer care?

 ɔ From your practice experience, what are some of the subtler signs that 

an FCG may be neglecting his or her own self-care?

 ɔ How do you start a discussion with FCGs who are neglecting their own 

self-care?

Visit http://bit.ly/1vUqbVj for details on creating and participating in a jour-

nal club. Photocopying of this article for discussion purposes is permitted.
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