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C
ancer incidence and prevalence have 

increased globally (Jemal & Torre, 

2018; Sundhedsdatastyrelsen, 2017). 

The implications for Danish society 

are imminent in terms of expenses 

associated with aggressive and enhanced treatments 

(Danske Regioner, KL, Økonomi- Og Indenrigs-

ministeriet, Finansministeriet, & Ministeriet for 

Sundhed og Forebyggelse, 2013). Therefore, there is 

political focus on efficient use of resources (Sund-

hedsstyrelsen, 2016). The focus on efficient health-

care services has led to fast-tracked treatments and 

an increasing number of patients in outpatient clin-

ics for care and treatment (Sundhedsdatastyrelsen, 

2016). The change of setting related to treatment 

and care from the hospital to an outpatient setting 

engages relatives as caregivers, which is also re-

flected in other countries (Australian Government, 

Department of Social Services, 2018; Levit, Balogh, 

Nass, & Ganz, 2013). However, research exploring 

the needs and experiences of caregivers for individ-

uals with cancer is limited in the context of Danish 

healthcare services and often focuses on specific ill-

nesses and related symptoms instead of the general 

challenges and experiences related to caring for an 

individual with cancer. 

Caregiving for an individual with cancer has proven 

to have a severe impact on the physical, emotional, 

and psychological health of the caregiver (Deeken, 

Taylor, Mangan, Yabroff, & Ingham, 2003; Molassiotis, 

Zheng, Denton-Cardew, Swindell, & Brunton, 2010; 

Papastavrou, Charalambous, & Tsangari, 2009; Yildiz, 

Karakaş, Güngörmüs, & Cengiz, 2017). Girgis et al. 

(2013) conducted a longitudinal survey, including 

547, 519, and 443 caregivers at 6, 12, and 24 months 

after the care recipient’s diagnosis, respectively. The 

study found that unmet needs increased over time in 

relation to caregivers’ anxiety and depression. Jepsen 

(2015) found that caregivers experienced additional 

burden when care was provided in an outpatient 

treatment facility. Dieperink, Coyne, Creedy, and 

Østergaard (2018) found that, compared to patients, 
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subthemes: support through personal time, support 
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needs and perspectives of support from those of 

the patients. Caregivers’ need for support includes 

having support from peers, talking to healthcare 

professionals, and having personal time. Support of 

caregivers should allow for focusing on the family as a 

unit instead of solely addressing the patient.

KEYWORDS caregivers; support; outpatient; 

patients with cancer

ONF, 46(6), 757–767. 

DOI 10.1188/19.ONF.757-767

D
ow

nl
oa

de
d 

on
 0

4-
26

-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.



758 ONCOLOGY NURSING FORUM NOVEMBER 2019, VOL. 46, NO. 6 ONF.ONS.ORG

caregivers reported receiving less emotional support 

from nurses.

Caregivers face potential caregiver burden because 

of disrupted schedules and financial problems 

(Hartnett, Thom, & Kline, 2016). A review by Ge and 

Mordiffi (2017) found that the burden is specific to 

caregivers for older adults with cancer, caregivers who 

are of younger age, those caring for individuals with 

solid tumors, and caregivers providing assistance with 

patients’ activities of daily living. Adelman, Tmanova, 

Delgado, Dion, and Lachs (2014) also examined the risk 

factors for caregiver burden and concluded that female 

gender, low educational attainment, cohabiting, high 

number of hours spent caregiving, depression, social 

isolation, financial stress, and lack of choice in being a 

caregiver are important factors for experiencing care-

giver burden. Being a caregiver for an individual with 

cancer presents challenges for all caregivers involved, 

not only for those cohabiting with the patient. Lund, 

Ross, Petersen, and Groenvold (2014) suggested that 

challenges are not directly related to the nature of rela-

tion between caregiver and patient. 

Berry, Dalwadi, and Jacobson (2016) described 

caregivers’ sense of control and self-efficacy as 

important relative to perceived support, and they pro-

posed empowering caregivers by assisting proactively 

in caregiver duties. 

Supportive interventions targeting caregivers 

were identified in a review by Frambes, Given, Lehto, 

Sikorskii, and Wyatt (2018) as the following:

 ɐ Psychoeducation relative to the patient’s disease

 ɐ Skill development for coping, communication, and 

problem solving

 ɐ Counseling for reactions to caring for an individ-

ual with cancer

Frambes et al. (2018) noted the importance of 

research focusing on new categories of support-

ive interventions for caregivers as standards of care 

evolve and nursing interventions continue to emerge 

for symptom management. Research underpins the 

need for further studies on advancing the develop-

ment of interventions designed to improve outcomes 

for caregivers (Kent et al., 2016). 

The overall aim of the current study was to inves-

tigate the needs of caregivers for individuals with 

cancer in Danish outpatient settings and to explore 

how to support caregivers.

Methodologic Approach

This study is a qualitative study using focus group 

interviews. Data were analyzed in a hermeneutics 

framework. When applying a hermeneutic approach, 

subjective experiences are essential for the interpre-

tation of the dataset, and understanding is considered 

to be a dialogic, practical, situated activity, which is 

essential to the process of the “fusion of horizons” 

(Gadamer, 2004, p. 256). The purpose of this study was 

to investigate caregivers’ perspectives on their need for 

support, which aligns well with choosing qualitative 

methodology using focus groups, allowing for explo-

ration of the caregivers’ experiences. To organize the 

process of the analysis, the steps from systematic text 

condensation were followed (Malterud, 2012b).

Participants and Setting

The participants were purposively recruited from 

three outpatient clinics at the Department of 

Oncology and Haematology, Odense University 

Hospital, located in the municipality of Southern 

Denmark. Participants were included in focus 

group interviews conducted from December 2017 

to January 2018. Descriptive data (age, gender, edu-

cation level, relationship to patient, and patient’s 

diagnosis) were collected from all participants 

upon attending the sessions. In the current study, 

caregivers were defined according to the following 

definition of family by Wright, Watson, and Bell 

(1996): “A group of individuals who are bound by 

strong emotional ties, a sense of belonging, and a 

passion for being involved in one another’s lives” 

(p. 46). Applying this definition made it possible to 

recruit caregivers related by blood and caregivers who 

were emotionally committed without the necessity of 

being family. 

Participation was not related to a specific cancer 

diagnosis, stage of cancer, or treatment. Caregivers 

for patients who did not give informed consent to 

contact their caregivers, and caregivers who did not 

speak Danish were excluded. The authors sought 

to vary the composition of participants in the focus 

groups with regard to gender, age, and relationship to 

patient. The selection of participants was expected to 

ensure group heterogeneity to allow discussions con-

cerning experiences and perspectives on support. 

Focus Groups

Focus groups allow access to caregivers’ experiences 

from interactions between caregivers in similar situ-

ations (Malterud, 2012a). A semistructured interview 

guide steered the focus group interviews and included 

wide and open questions that allowed participants 

to share sensitive information and experiences. 

The focus of the questions was keeping the discus-

sions on the caregivers and not the patients. The 
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guide included caregivers’ experiences and needs, 

and their opinions on support. The participants 

were encouraged to actively participate and share 

their points of view, even if they were in contrast 

to those of other participants. The first focus group 

was conducted as a pilot test of the interview guide 

and the prompts and probes (Alexandra Instituttet, 

2012; Nielsen, 2011). The probes and interview guide 

were modified based on the pilot test to ensure the 

validity of the study. The pilot test provided rele-

vant data on the topic, despite the need for adjusting 

questions and exercises; therefore, the data from the 

pilot test were fully incorporated into the analysis. 

Either the first or second author facilitated the ses-

sions, which took place in a conference room at the 

hospital. An observer was present to capture group 

interactions, write field notes, and validate the con-

tent of the discussions. The observer was the third 

or last author. The senior researchers have extensive 

experience conducting qualitative research, includ-

ing focus group sessions. The authors also have 

extensive experience working as clinical nurses with 

patients with cancer and their caregivers. However, 

no authors were directly involved in the care and 

treatment of the patients related to the caregivers 

included in the study. 

Systematic Text Condensation

For analysis of transcripts of the focus groups, 

Malterud’s (2011, 2012b) systematic text conden-

sation was followed. The focus group sessions were 

recorded, transcribed verbatim, coded, and analyzed 

by the first and second authors. Systematic text 

condensation presents a systematic approach for 

thematic analysis of qualitative data and entails a 

process of intersubjectivity, reflexivity, and feasibility 

(Malterud, 2012b). Systematic text condensation con-

sists of the following four steps:

 ɐ Total impression: from chaos to themes

 ɐ Identifying meaningful units: from themes to 

codes

 ɐ Condensation: from code to meaning

 ɐ Synthesizing: from condensation to descriptions 

and concepts

Initially, the transcripts were read in their entirety, 

separately by the authors, and then discussed to 

identify themes and codes in the data. Table 1 pro-

vides an example of the process of analysis. Coding 

TABLE 1. Examples of the First Three Steps of the Analysis

Step 2b

Step 1a Quotation Code Step 3c

Time  ɐ 40-year-old husband: “Whatever is good for the patient, is good for 

the caregivers.”

 ɐ 72-year-old husband: “It affects us, the way things happen. And it 

takes up a lot of time and energy at home, the course of the illness 

and treatment.”

 ɐ To distinguish 

oneself from the 

patient

Interdependence

Responsibility  ɐ 71-year-old wife: “They talk about me getting some help with 

caring for him. He is hallucinating and delirious. It is so hard to 

observe. He doesn’t sleep, he’s lying in bed, looking into the air, 

then he says: ‘Hi . . . what are you doing here?’ Then all the sudden 

somebody is getting chased out. It is like this all the time. So, it is 

very frustrating.”

 ɐ Tough and 

frustrating

 ɐ Roles and everyday 

life

 ɐ Practical 

assistance

Interdependence

Consideration  

and logistics

 ɐ 60-year-old wife: “I am a winter swimmer and have been for many 

years. I find it hard to find the time for it even though my husband 

thinks I should go, and he knows I enjoy so much swimming in the 

ocean. I struggle to make it. Sometimes the time is the problem, 

and we have so much else we need to do, and he needs help. I 

know I need to prioritize the time for myself, and I am not quite 

good enough for this at the moment.”

 ɐ Personal space

 ɐ Practical 

assistance

 ɐ Support

Support through 

personal time

a Total impression: from chaos to themes 
b Identifying meaningful units: from themes to codes 
c Condensation: from code to meaning
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and analysis of the data were done in NVivo, version 

11.

Ethical Considerations

Informed consent was obtained from all participants 

included in the study. Information about the study 

was given verbally and in writing. Consent to contact 

the caregiver was initially obtained from the patient 

and subsequently from the caregivers themselves. 

Sensitive information gathered in this study has been 

anonymized, and all data are managed confidentially. 

The participants were free to withdraw from the 

study at any time. All procedures performed were in 

accordance with the ethical standards of the institu-

tional and/or national research committee and with 

the 1964 Declaration of Helsinki and its later amend-

ments (World Medical Association, 2008). The study 

is registered with the Danish Data Protection Agency 

(no. 17/30425), and the data are stored securely in 

Microsoft SharePoint®. 

Findings

Participants

The authors obtained informed consent from 109 

individuals with cancer to contact their caregivers. 

Caregivers were contacted by telephone or email 

or approached in person. Ninety-three caregiv-

ers responded to the inquiry, and 74 consented to 

participate in focus group interviews; 19 declined 

participation because they did not want to make the 

extra trip to the hospital, they could not leave the 

patient unattended, they had an illness, or they had 

no perceived needs. Twenty-seven of the 74 caregivers 

canceled or did not attend the sessions for previously 

mentioned reasons, leaving 47 caregivers for inter-

views. Nine focus groups were conducted, with three 

focus groups from each outpatient clinic: the oncology 

outpatient clinic, the hematology outpatient clinic, 

and the radiation treatment facility. Data did not 

suggest differences in demographic characteristics 

among the participants who took part and those who 

declined or did not attend. The comparison between 

participants’ and nonparticipants’ demographic 

characteristics was based on impression rather than 

statistical analysis. Each focus group consisted of 3–10 

caregivers and lasted 1.5–2 hours. The population of 

participants consisted mostly of women (n = 32) and 

wives (n = 22), and a total of 31 participants were aged 

60 years or older. Time since the primary diagnosis 

ranged from zero months to more than two years. See 

Table 2 for additional sociodemographic characteris-

tics of participants. 

Themes and Subthemes

Two main themes emerged during the analysis, and 

additional subthemes were revealed during interpre-

tation. The theme of interdependence contained the 

following subthemes: responsibility, a moral obliga-

tion and loneliness and talking. The second theme, 

different needs for support, contained the following 

three subthemes: support through personal time, 

support through peers, and support through talking 

to healthcare professionals.

Interdependence

Throughout the focus groups, it became clear that 

caregivers did not distinguish their own needs and 

perspectives on support from the needs and support 

of the patient. This was illustrated by the fact that 

they often said “we” instead of “I” when they talked 

about their needs. There is a mutual dependency 

between the caregiver and the patient with cancer; 

caregivers describe patients needing practical and 

emotional assistance, and caregivers are dependent 

because of the emotional ties between the caregiver 

and the patient. 

In addition, caregivers described having needs of 

their own that were not being fulfilled. Often, the 

unmet needs stemmed from disabilities and diffi-

culties concerning the patient but ended up being 

an important area of concern for the caregivers 

themselves. 

Responsibility, a moral obligation: Some caregiv-

ers found being a resource for the patient without 

being cared for themselves to be particularly challeng-

ing and stressful. They described that responsibility 

related to treatment, home chores, and handling med-

icine was left to the caregivers, deliberately or 

unconsciously, and this was experienced by husbands, 

daughters, friends, and wives and was not connected 

to a specific relationship between caregiver and 

patient. A 55-year-old wife talked about taking on the 

responsibilities as a moral obligation: “It’s like, from 

the day he fell ill, we turned on a switch. I discovered 

that, now, everything is my responsibility.”

The caregivers described taking on responsibil-

ity because of the patient’s illness and accepting 

this without hesitation and without question. The 

caregivers described a change in their everyday lives 

because the patients suddenly became weak from the 

illness or treatment. This resulted in caregivers not 

leaving the patient because they found their physical 

presence to be important for the patient. A 75-year-

old husband referred to his wife’s dependency on his 

assistance: 
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I have to keep an eye on her, because when her 

head drops, I have to see if she’s breathing. We 

have been picked up by the ambulance a few 

times, because she needed oxygen, so I couldn’t 

take her to hospital myself.

Taking on responsibility also refers to caregiv-

ers monitoring results of blood tests and scans, and 

keeping updated on complementary treatment. The 

focus group discussions showed that caregivers with-

drew from social arrangements and limited visits at 

home to avoid the patient being exposed to infec-

tions. Although caregivers took precautions, they also 

referred to the importance of maintaining everyday 

life as it was before the patient became ill. 

Loneliness and talking: Some caregivers strug-

gled to make room for sharing and talking about their 

situation and experiences. A 66-year-old husband 

described the following: “My wife is not particularly 

interested in talking to someone about it. She with-

draws into herself. It doesn’t make it easy either, 

because I’m more outgoing.”

The caregivers reported that some patients were 

silent and rejected talking about their illness. A 

43-year-old daughter talked about needing to ver-

balize the situation to make sense and counteract 

hopelessness:

I am the kind of person who needs to talk about 

everything, about the practicalities, about going 

to the hospital, and things like this. But I was 

cut off, and . . . she did not want to talk about it, 

she did not want to hear about it, and she could 

not handle hearing about it. . . . Then, there was 

silence. And I had to respect her wish, and yet I 

hope she will be ready to talk about it.

The caregivers needed to talk to someone and 

address their experiences and the patient’s illness. 

However, they found it stressful if they constantly 

TABLE 2. Sample Characteristics (N = 47)

Characteristic n

Gender

Female 32

Male 15

Age (years)

20–29 3

30–39 3

40–49 5

50–59 5

60–69 16

70–79 15

Education level

Secondary school 7

University degree in progress 2

Trade 21

College degree 12

Postgraduate degree 5

Children living at home

No 38

Yes 9

Distance from residence to hospital (km)

0–20 16

21–40 16

41–60 6

More than 61 8

Other 1

Relationship to the patient

Wife 22

Husband 15

Daughter 7

Friend 2

Other 1

Patient’s primary cancer diagnosis

Lymphoma or bone marrow 10

Lung or esophageal 7

Breast 6

Head and neck or skin 6

Colorectal, liver, or pancreas 4

Bladder, kidney, glioblastoma, or prostate 3

Leukemia 2

Ovarian or cervical 2

Unknown 7

Time since diagnosis (years)

0–0.5 17

0.6–1 7

Continued in the next column

TABLE 2. Sample Characteristics (N = 47) 

(Continued)

Characteristic n

Time since diagnosis (years) (continued)

1.1–1.5 8

1.6–2 3

More than 2 10

Other 2
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had to talk about the illness with the patient, relatives, 

friends, and healthcare professionals, and constantly 

were confronted with challenges and the uncertainty 

associated with the illness.

Different Needs for Support

Support through personal time: Some caregivers 

found it hard to find personal time despite support 

from the patient. Caregivers described regulating 

their personal time depending on the well-being of 

the patient. A 66-year-old husband described having 

to fight for personal time; as the illness progressed, 

it became harder for him to prioritize himself: “It is 

something I’ve had to fight for. Even though I’m not 

away much, my wife thinks I am gone too much. And, 

it has become more distinct with time.”

Caregivers described activities, such as making 

chocolate, cycling exercises, or bird watching, that 

allow them to spend time away from the patient 

and prioritize their own interests, depending on 

the well-being of the patient. The need for personal 

time was described by caregivers of newly diagnosed 

patients and caregivers for patients who had been ill 

for years.

Support through peers: Caregivers stressed the 

significance of having peer support. However, the 

establishment of contact between peers was some-

what random and depended on their own efforts. A 

62-year-old husband talked about his experience with 

support from a peer: “I still work a little, and at my 

job there’s a female colleague, almost my age, who 

had experienced something similar, . . . and I felt that 

we supported each other and talked openly.” 

In all group sessions, the participants discussed 

the importance of peer support. Peers were consid-

ered to be contributing to support on a different level 

than support provided by healthcare professionals. 

Caregivers were unable to point out a specific need 

but agreed on having unmet needs. A 29-year-old 

daughter referred to peers and not being able to spec-

ify her needs: “Your family has their own life. It is hard 

to find a confidant to turn to and admit you need help. 

This is hard for me. Also, I don’t always know what I 

need help for.”

The discussions revealed that caregivers find it 

problematic that they themselves are responsible for 

seeking out the needed peer support. Despite most 

caregivers being aware of existing peer group facilities, 

most caregivers did not make use of the available coun-

seling. A 52-year-old wife talked about the discrepancy 

between knowing and going: “I have been wanting to 

go, but I have not managed to do it on my own.”

It became evident that caregivers found it hard to 

find and contact peers themselves. Some participants 

considered participating in the focus groups a relief 

and a place to be met with understanding regarding 

the frustration and challenges they experience pro-

viding care. Two caregivers exchanged telephone 

numbers before parting because they mirrored and 

related to each other. 

Support through talking to healthcare profes-

sionals: It became apparent when discussing support 

and healthcare professionals that caregivers were 

responsible for seeking out support themselves. The 

participants’ experiences with support indicated that 

support for caregivers is not systematic and is defined 

by the person they encounter. 

Some of the caregivers did not want more infor-

mation than what the patient asked for, whereas 

other caregivers considered talking to healthcare 

professionals without the patient being present as 

potential support. A 35-year-old daughter shared the 

following:

I could have benefited from talking to a doctor or 

a nurse without my mom being present. She and 

I have had a rough time, so I’ve constantly been 

considerate of my mom. I didn’t want to make 

her sad, because she’s the one who’s ill.

The need for talking to healthcare professionals 

without the patient being present was not related to 

a specific time; rather, it was considered supportive 

in the context of individuals with multimorbidity and 

life-threatening illness. In addition, the caregivers 

said that caregivers could be supported by seemingly 

ordinary actions, such as healthcare profession-

als greeting the caregivers or offering them a cup of 

coffee.

Discussion

This study explored the needs of caregivers for indi-

viduals with cancer in an outpatient setting and how 

caregivers can be supported. The overall findings of 

this study showed that caregivers’ need for support 

is influenced by the interdependency between the 

caregiver and the individual with cancer. Caregivers 

have unmet needs, and they described the need for 

conversations with healthcare professionals without 

the patient being present, as well as support through 

peers. Caregivers also explained that having personal 

time is crucial for their well-being because of the 

extensive responsibilities they take on by providing 

care.
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Interdependency and Interventions

One main finding in this study was the caregivers’ 

experience that their needs are inseparable from the 

needs of the patients. The connection between the 

needs and experiences of caregivers and patients 

is consistent with a review by Northouse, Williams, 

Given, and McCorkle (2012), which described that 

interventions targeting caregivers alone or target-

ing caregivers and patients jointly have a positive 

effect on caregiver and patient outcomes. Ferrell 

and Wittenberg (2017) explored interventions tar-

geting caregivers in 50 randomized controlled trials 

(RCTs) from 2010 to 2016 and found an increasing 

number of RCTs and interventions focusing primarily 

on caregivers, despite the study also demonstrating 

couple-based interventions to be most effective in 

improving communication, distress, and relationship 

functioning. 

Nursing based on a family nursing method of care 

derived from systemic theory addresses patients and 

their caregivers and the interdependency in the rela-

tionship between the two (Wright & Bell, 2009; Wright 

& Leahey, 2012). This is in line with the findings of the 

current study, demonstrating that caregivers want to 

be addressed by healthcare professionals and need to 

be recognized not only as a caregiver for the patient, 

but also as an individual with needs of his or her own. 

Therefore, optimizing support for caregivers, in terms 

of design and targeting of support interventions, 

should include the caregiver and patient together. 

Support When Needed 

Caregivers in the current study described being 

supported randomly depending on the healthcare 

professional they encounter, rather than by system-

atized support interventions. Caregivers are not sure 

what they need help for but are in need of emotional 

and practical support from peers, regardless of the 

patient’s cancer diagnosis, stage, and prognosis. This 

is in line with Walshe et al. (2017), who described 

caregivers themselves being responsible for seeking 

out support from healthcare professionals. Peer sup-

port, as described by Solomon (2004), is seen as an 

embodiment of a strong message of hope and expe-

rience that reaches beyond the scope of traditional 

treatment and can be used in many different contexts 

(Repper et al., 2013). The finding that peer support 

is not dependent on the specifics of the illness is in 

keeping with Timm, Glasdam, and Vittrup (2007), 

who argued that the wider the effect of the illness and 

symptoms, the greater the burden on the caregivers. 

Therefore, caregiver burden makes it harder to create 

balance in life as a caregiver, because of a change in 

social, economic, physical, and emotional condi-

tions (Timm et al., 2007). Benzein, Olin, and Persson 

(2015) described the effect of family interventions in 

relation to chronic illness and caregivers’ challenges 

regarding obtaining the support they need. Therefore, 

caregivers could benefit from peers with whom they 

can relate to in terms of burden and challenges and 

whom they could use as a role model, leading the way 

when they feel insecure.

Coping Interventions

Family nursing is a nursing theory that integrates 

assessing techniques based on systemic theory and 

identifies caregivers as part of intertwined and com-

plex systems (Wright & Bell, 2009; Wright & Leahey, 

2012). Family nursing provides healthcare profession-

als with an approach to accommodating caregivers’ 

individual needs for support so they can grow as a 

family, considering the interdependency between the 

caregiver and the patient. 

Likewise, family nursing could be a way for health-

care professionals to accommodate caregivers’ need 

for personal time, with insight through the unique 

knowledge of which functions support or strain 

a family, allowing for healthcare professionals to 

provide support for the family as a unit as required 

(Wright & Leahey, 2012). In the study by Walshe 

et al. (2017), caregivers described the impact of 

self-management on their coping. This is consistent 

with the current study, in terms of the caregivers 

describing activities like making chocolate, cycling 

exercises, or bird watching as activities that allowed 

them to spend time away from the patient and priori-

tize their own interests. 

The participants had different relationships with 

the patients; some cohabited, and others did not 

share living arrangements. The sense of responsibil-

ity and burden was related to caregivers’ possibility of 

having time away from the patient, leaving caregivers 

KNOWLEDGE TRANSLATION

 ɐ Support for caregivers should include the caregiver and patient 

together.

 ɐ Caregivers receive support from having conversations with health-

care professionals without the patient being present, as well as 

from relationships with peers. 

 ɐ Caregivers do not reach out for support themselves; therefore, the 

support of caregivers requires framing and system atization.
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who lived with the patient to struggle more to create 

personal time. In addition, the experiences and 

feelings of burden among the participants differed, 

depending on the role they filled, such as mother or 

daughter. Spouses, by definition, took on the caring 

role, whereas others, such as daughters, also took care 

of the patient but often had trouble balancing caregiv-

ing with the other parts of their lives, like studying, 

working, or parenting.

Addressing the Interdependency

Caregivers in the current study described experienc-

ing support by talking to healthcare professionals 

without the patient being present; this interaction 

provides caregivers with an overview and allows 

healthcare professionals to convey information to 

the caregivers. Also, for some caregivers, the possi-

bility of asking questions provides possible relief and 

resolution because, with the patient present, care-

givers hold back their own needs and questions for 

the sake of not hurting the patient. Conversations 

could be with healthcare professionals associated 

with the outpatient clinic or healthcare profession-

als with no association with the patient’s treatment. 

The topic of a team working around the patient 

was discussed by Foxwell and Scott (2011), who 

described the cooperation related to the patient 

as important for gaining trust between caregiv-

ers and healthcare professionals. In the study by 

Walshe et al. (2017), communication with health-

care professionals was also highlighted as important 

to caregivers’ perception of support but was not 

described without the patient being present. The 

population of the study by Walshe et al. (2017) inves-

tigated caregivers and patients together rather than 

caregivers on their own, as in the current study. The 

differences in design and sample could allow for dif-

ferent perspectives on caregivers’ experience of and 

perspectives on support. This may explain Walshe 

et al. (2017) not describing the need for talking 

with healthcare professionals without the patient 

being present. There may be legal problems if the 

patient does not allow the caregivers to talk with 

healthcare professionals on their own. The need for 

talking to healthcare professionals with or without 

the patient being present could be identified through 

family nursing by making ecomaps and outlining the 

responsibilities and considerations internally in the 

family. This contributes to healthcare professionals 

gaining insight into families being dysfunctional and 

patients needing assistance from family during the 

illness. This is important with regard to assessment 

of the need for support interventions for the family 

(Carlstedt, 2016).

Strengths and Limitations 

Overall, the large sample of participants represents 

variation in diagnosis, time since diagnosis, patient–

caregiver relation, gender, and age, providing a 

comprehensive picture of the caregiving experience. 

Caregivers who agreed to participate in the study may 

represent caregivers who are resourceful and have the 

prerequisites to cope in a way that reduces their stress 

and burden. However, the study showed that partic-

ipants in the focus group interviews described and 

discussed the challenges and experiences consistent 

with previous research in the field (Girgis et al., 2013; 

Harding, List, Epiphaniou, & Jones, 2012; Leonidou & 

Giannousi, 2018).

Participants representing different cancer diag-

noses and stages in their family could be a possible 

limitation, supposing experiences and challenges 

related to the specific diagnosis and stage of the ill-

ness trajectory had the consequence that participants 

would not be able to address their need for support 

and relate to each other. However, this was not an 

issue; in fact, the similarities regarding experiences, 

challenges, and perspectives on support were across 

diagnosis, stage, gender, age, and patient–caregiver 

relation, making diversity a strength of this study. 

It is unclear the exact number of patients who 

initially were approached, which complicates the 

overall assessment of representation. Some care-

givers declined participation because they did not 

perceive any needs in their caring role, which could 

present a limitation in this study. Mainly including 

caregivers who did experience caregiving as bur-

densome may influence the generalizability of the 

findings.

The sample size and heterogeneity of participants 

is a strength, allowing for capturing of challenges and 

opinions related to a wide range of patient–caregiver 

relations. The results cannot claim statistical general-

izability, but analytical generalization emerges based 

on the interactions between theory and practice 

(Tanggaard & Brinkmann, 2010). 

The heterogeneity of participants included care-

givers at multiple points of the cancer trajectory, 

presenting experiences and views on support spe-

cifically related to a variety of challenges, making it 

possible to explore the needs of caregivers and to 

explore how caregivers can be supported. In addi-

tion, the study is strengthened by following the steps 

of systematic text condensation, which contributes 
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to maintaining academic rigor through a process of 

reflexivity, ensuring the relevance and validity of the 

study (Malterud, 2011, 2012b).

Implications for Nursing

To improve care for caregivers currently and in 

the future, it is important to assess, recognize, and 

respond to caregivers’ need for support through 

having personal time, peer support, and opportu-

nities to talk to healthcare professionals. This may 

help caregivers cope with their caregiving tasks 

and roles and involves taking accessible resources 

into account. The incorporation of a family nurs-

ing approach of care within the outpatient oncology 

settings may assist nurses and facilitate care with 

regard for the interdependency between the care-

giver and the patient. Family nursing involves the 

whole family (Wright & Bell, 2009). Family nursing 

could possibly encompass the challenges and needs 

experienced by the patient and caregivers, allowing 

for healthcare professionals to take individual needs 

and conditions into account.

Conclusion

The current study showed that supporting care-

givers in the outpatient setting should focus on the 

interdependency within the family, instead of solely 

addressing the patient or supporting caregivers by 

educating about patients’ needs. Support of caregiv-

ers should include support from peers, the possibility 

to talk to healthcare professionals, and personal time 

for self-care. Future studies could take into account 

the inclusion of caregivers who are less resourceful to 

ensure the heterogeneity of the participants. It would 

be of interest to expand the study to explore the lived 

experiences of caregivers with no perceived needs to 

determine the resources they have in caring for an 

individual with cancer.
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