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Abstract
Purpose Due to population aging, the number of older adults with cancer will double in the next 20 years. There is a gap in 
research about older adults who are the caregiver of a spouse with cancer. Therefore, this review seeks to answer the overarch-
ing research question: What is known about the association of providing care on Health-Related Quality of Life (HRQOL), 
psychological distress, burden, and positive aspects of caregiving for an older adult caregiver to a spouse with cancer?
Methods This scoping review was guided by the framework of Arksey and O’Malley and refined by Levac et al. Compre-
hensive search strategies were conducted in Medline, Excerpta Medica Database (EMBASE), PsycINFO, and Cumulative 
Index to Nursing and Allied Health Literature (CINAHL) from inception until April 15, 2021. Two independent reviewers 
screened abstracts, full text, and completed data abstraction. A gray literature search and two stakeholder consultations were 
conducted.
Results A total of 8132 abstracts were screened, and 17 articles were included. All studies outlined caregivers provided 
preventive, instrumental, and protective care to a spouse in active cancer treatment. However, the time spent on caregiving 
was rarely examined (n = 4). Providing care had a negative association on HRQOL, perceived burden, and psychological 
distress outcomes. Five studies examined positive experiences of caregivers.
Conclusion The scoping review findings highlight the informal care provided by older adult caregivers to a spouse with 
cancer and how the care provided is associated with HRQOL, burden, psychological distress, and the positive aspects of 
caregiving.
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Introduction

Cancer is the leading cause of death in Canada, predomi-
nantly affecting older adults [1]. The Canadian population 
is aging—17.5% of Canadians were ≥ 65 in 2020, and the 
number of older adults with cancer is expected to double 

in the next 20 years [2]. Statistics Canada’s General Social 
Survey indicated that 28% of Canadians are family caregiv-
ers, and 13% of all caregivers are spouses [3]. Many older 
adult caregivers can have chronic diseases like diabetes and 
arthritis [4–8]. Spousal caregivers experience more signifi-
cant mental and physical health problems related to caregiv-
ing than other informal caregivers [9]. Spousal caregivers 
have reported higher levels of physical burden, more psy-
chological symptoms such as depression, and lower overall 
well-being than adult–child caregivers [9]. Caregiving for an 
older adult with cancer may present many physical and psy-
chological challenges, especially for caregivers coping with 
their own history of chronic health conditions [4–8]. Recent 
reviews [10, 11] examining caregivers’ roles to older adults 
with cancer reported that distress in caregivers is affected 
by several factors including patient characteristics, caregiver 
characteristics, intensity of care provided (hours, caregiver 
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duration), and available supports. Adashek and Subbiah [10] 
reported that up to 40% of older adult caregivers had major 
comorbidities and 22% experienced worsened health due to 
caregiving. Similarly, anxiety, depression, and distress were 
common symptoms experienced by most caregivers during 
the caregiving trajectory [10]. However, both reviews have 
significant methodological limitations. Neither review speci-
fied the detailed review methodology, nor used a compre-
hensive search of multiple databases. Even though adverse 
caregiving outcomes have been well documented in the lit-
erature, less is known about older adult caregivers’ possible 
benefits and positive experiences. For example, previous lit-
erature has outlined that family caregivers also experience 
positive aspects of caregiving, related to being present and 
strengthening the relationship, spiritual growth, and emo-
tional healing, which may even buffer against depression 
and burden [12, 13].

While there have been efforts to document the experi-
ences of caregivers to older adults with cancer [10, 11, 14], 
there is a gap in research about older adults who are the car-
egiver of a spouse with cancer. It is unknown what care they 
provide for their spouses and how it affects the caregiver.

Step 1: Research questions
What is the type and amount of care provided to a spouse 
with cancer?
What is the association of providing care to a spouse with 
cancer on the caregiver's health-related quality of life 
(HRQOL), perceived burden, and psychological distress?
What is the association of providing care on the positive 
experiences of caregivers of individuals with cancer?

Materials and methods

The scoping review (SCR) framework outlined by Arksey 
and O’Malley and refined by Levac et al. [15–17] and the 
PRISMA extension for Scoping Reviews statement was used 
[18]. The framework includes six steps: (1) identifying the 
research questions (listed above); (2) identifying relevant 
literature; (3) study selection; (4) charting the data; (5) col-
lating, summarizing, and reporting the results; (6) consulting 
with key stakeholders and translating knowledge.

Step 2: Identification of relevant literature

A comprehensive search strategy was conducted on April 
15, 2021, and reviewed by a health sciences librarian in the 
following electronic databases: Medline, EMBASE, APA 
PsycINFO, and CINAHL. Search strategies were developed 
by the first author (VD), with input from the research team 
(NT, SA, KM, MP). The search was initially built in MED-
LINE Ovid before being translated into other databases. 

Searches were limited to English. The search results were 
exported into Covidence [19], where duplicates were iden-
tified and removed. A gray literature search plan included 
(1) targeted website browsing (American Cancer Society, 
Oncology Nursing Society, Association of Cancer Online 
Resources, etc.), and (2) gray literature databases (TRIP 
Pro). For the complete Medline search strategy, see Online 
Resource Supplemental File S1.

Step 3: Study selection

Studies were selected through a two-step process. First, 
titles and abstracts were screened independently by two team 
members (VD, NT). Next, full-text articles were screened by 
the same two reviewers (see Fig. 1 PRISMA flowchart). A 
third reviewer assessed the abstract or full text in case of dis-
agreements, and a consensus decision was made (AS). The 
references of all included studies were screened, and addi-
tional articles that met the inclusion criteria were included.

Eligibility criteria

Studies were eligible for inclusion if they were: Any type of 
study design reporting primary data (except editorials, opinion 
papers), older adults (aged 65 and over or the mean age in a 
study population 65 and over, or if younger included subgroup 
analysis of those 65 years and over), informal caregivers to a 
spouse with any cancer on active treatment (chemotherapy, radi-
ation, or other systemic therapy), reported on type and amount 
of care provided, HRQOL, psychological distress, caregiver bur-
den, or positive experiences of caregivers, published in English 
from the beginning of each database to April 15, 2021.

Inclusion criteria for the caregiver: Older adults (aged 65 and 
over or the mean age in a study population 65 and over, or if 
younger included subgroup analysis of those 65 years and over)
Inclusion criteria for the patient: Patients of any age, 
undergoing active cancer treatment (chemotherapy, radia-
tion, or other systemic therapy).

Conceptualization of outcomes

For this review, type of care was defined using Bower’s 
(1987) conceptualization of family care and refined by Nolan 
et al. (1995) [20], which constitutes of eight categories: (1) 
anticipatory care, (2) preventive care, (3) supervisory care, 
(4) instrumental care, (5) protective care, (6) preservative 
care, (7) (re)constructive care, and (8) reciprocal care [20, 
21]. HRQOL is defined as a multidimensional concept that 
measures domains related to physical, mental, emotional, and 
social functioning and impact on daily life. As many studies 
reported on the unmet needs of caregivers, it was addition-
ally included in our results. Caregiver report of unmet needs 
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is defined as the health care service needs, psychological 
and emotional needs, and work and information needs [22]. 
Please see Online Resource Supplemental Table S1 defini-
tions for further explanation on type of care, amount of care, 
HRQOL, unmet needs, psychological distress, caregiver bur-
den, and positive caregiving experiences outcomes.

In this review, caregiver burden and psychological distress 
were assessed separately from HRQOL. Previous studies of 
cancer caregivers have shown that an increased burden on car-
egivers has led to poor physical and psychological health and 
decreased HRQOL [23, 24]. The degree to which the spousal 
caregiver experiences distress in the caregiving role directly 

affects their ability to care for the spouse with cancer, as sug-
gested by previous literature on family caregivers of cancer sur-
vivors [25, 26]. Positive caregiving experiences were defined 
as benefit finding such as personal growth, increased meaning, 
purpose in ones’ life, extra time spent with a spouse, as outlined 
by the caregiver, and the reciprocal nature of caregiving.

Step 4: Data abstraction

All studies and data were extracted and charted by two 
reviewers using Excel spreadsheets. Extracted data included 
study details and details on study population (patient and 

Fig. 1  Preferred Reporting 
Items for Systematic Reviews 
and Meta-Analyses (PRISMA) 
flowchart
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caregiver characteristics), caregiver outcomes regarding 
the type and amount of care provided, HRQOL, caregiver 
burden, psychological distress, and positive experiences of 
caregivers. A total of 11/17 authors were contacted via email 
and only two responded to provide missing data.

Quality assessment

The quality of included studies was assessed by two inde-
pendent reviewers (VD, NT), using the Mixed Methods 
Appraisal Tool (MMAT) version 2018 [27]. This tool can 
be used to assess quantitative, qualitative, and mixed meth-
ods studies. Studies were not excluded based on the quality 
assessment.

Step 5: Data synthesis and presentation of results

Data synthesis

Study characteristics are summarized narratively in the text 
and shown in summary tables in the manuscript and sup-
plementary file.

Step 6: Stakeholder consultation and knowledge transla-
tion

Stakeholder consultations were conducted with (1) the 
Registered Nurses Association of Ontario (RNAO)-Nurs-
ing Research Interest Group (NRIG), and (2) the Geriatric 
Oncology Journal Club (GOJC) monthly rounds at Princess 
Margaret Cancer Center, Toronto, Ontario, Canada, through 
informal online zoom webinars. NRIG and GOJC were cho-
sen as they have interprofessional team members with exper-
tise in geriatrics and oncology and include members with 
research and clinical expertise.

Results

After deduplication, two independent reviewers screened 
8132 abstracts and 1269 full-text papers. Twenty papers 
reporting on 16 studies were retained, and one additional 
study [23] was included through hand screening the refer-
ence lists of included articles and systematic reviews (see 
Fig. 1).

Description of included studies

The characteristics of the 17 included studies are sum-
marized in Appendix A Online Resource Supplemental 
Table S2.

Five studies were conducted in the USA [24–26, 28, 29], 
two in Israel [30, 31], two in Australia [32, 33], two in China 

[34, 35], and the rest in various individual countries. Nine 
studies were qualitative [23–25, 29, 32, 34, 36–38], five 
studies were cross-sectional [26, 31, 33, 35, 39], and three 
were mixed-methods [28, 30, 40]. All included studies were 
published between 1994 [30] and 2021 [24, 40]. The median 
sample size was 31 participants.

Characteristics of participants

Characteristics of participants are summarized in Online 
Resource Supplemental Table S3.

Caregivers

The mean age of caregivers ranged between 65 and 72 years 
(see Online Resource Supplemental Table S3). Twelve stud-
ies included a majority of female caregivers [23–26, 28, 29, 
32, 34, 38–40], and the rest were majority male caregiv-
ers [30, 31, 35–37]. Six studies included a majority of their 
sample to be predominantly White [23, 25, 26, 28, 29, 32], 
one study had a minority White sample [37], and the remain-
ing studies did not disclose ethnicity. Only one study [39] 
described caregiver chronic conditions including cancer, 
hypertension, chronic heart disease, musculoskeletal dis-
ease, diabetes, chronic lung disease, and dementia.

Patients

The mean age of patients ranged from 55.5 [36] to 78 [32] 
years. Ten studies had a majority of male patients [23, 25, 
26, 28, 30–34, 39], three had a majority of female patients 
[35, 36, 40], and the rest did not account for sex.

Cancer type of the patient varied considerably across 
studies: four studies included participants with prostate 
cancer [23, 25, 28, 39], the rest of the studies were hetero-
geneous and included multiple cancer types [26, 29–37], 
and two did not describe cancer type [38, 40]. Modalities 
used for treatment were heterogeneous across all studies. 
See for more details on the caregivers Online Resource Sup-
plemental Table S3.

Quality of included studies

The quality assessment results of the studies are reported in 
Online Resource Table 5. Most studies were of moderate to 
good quality. The five cross-sectional studies [26, 31, 33, 35, 
39], and three mixed-methods studies [28, 30, 40] were of 
moderate quality. Two studies did not outline response rates 
[26, 33], and the sampling strategy was not always clear 
[26, 30], potentially increasing sample bias. The included 
qualitative studies were of good quality [23–25, 29, 32, 34, 
36–38].
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Description of outcomes in included studies

The outcomes described in included studies are described 
in Fig. 2 and Online Resource Table 4. Figure 2 outlines the 
relationship between caregiving and the outcomes of interest 
studied. All studies reported negative associations for the 
relationship between caregiving and HRQOL and psycho-
logical distress outcomes. Of the six papers that examined 
caregiver burden, five outlined negative associations, and 
one reported lower caregiver burden and positive caregiving 
experiences.

1. What is the type and amount of care provided to a 
spouse with cancer?

All studies included domains related to the type of care, 
including preventive, instrumental, and protective care pro-
vided to a spouse in active cancer treatment. The proportion 
of studies that report on one of the eight included domains 
of care are listed first, and then are followed by the details 
of each care domain.

Ten of 17 studies included domains related to instru-
mental care [24, 28–32, 34, 36, 37, 40]. In 5/10 studies, 
caregivers were involved in most domestic tasks such as 
home maintenance, food preparation, shopping, laundry, 
and cooking during the postoperative phase and while 
patients were receiving chemotherapy and radiotherapy 
[30, 31, 34, 36, 37]. In particular, in 2/10 studies, husbands 
were involved in all aspects of the caregiving process, 
including helping with daily personal care (bathing, etc.), 
and they became responsible for domestic tasks previously 
performed by their wives before breast cancer surgery [34, 
37]. In 2/10 studies, caregivers accompanied the spouse 
for treatments at the hospital [24, 37], and 3/10 studies 
caregivers helped patients access and obtain medication 

[29, 32, 40]. In another study wives provided medical 
care post-surgery (i.e., dressing changes) and helped with 
medication administration [28]. Only 1/17 studies exam-
ined preventive care. In a qualitative study, spouses had a 
significant role in managing cancer-related symptoms [29].

In 7/17 studies, protective care was evaluated [23, 25, 
32, 33, 37, 39, 40]. In 4/7 studies, caregivers supported the 
patient emotionally during cancer treatment and assisted 
with managing the patient’s social life [25, 37, 39, 40]. In 
4/7 studies, it was outlined that most caregivers reported 
seeking information about cancer and cancer-related treat-
ment [23, 25, 32, 33].

Most commonly, caregivers sought information from 
health care providers, online sources, cancer support 
organizations, and friends/personal contacts [23, 32]. 
Managing anxiety and depression by promoting social 
activities and maintaining hobbies was reported in 1/7 
studies [32]. No studies examined anticipatory care, super-
visory care, preservative care, and (re)constructive care.

The amount of time spent on caregiving was analyzed 
in four studies (n = 4) [24, 26, 34, 35]. In one study, car-
egivers reported providing a median of 10 h/week, with 
the highest quartile providing ≥ 35 h of care per week, 
with 61%providing care for at least a year (n = 1) [26]. 
In another study, 69.4% of the participants provided 
care for less than 6 months, and 30.6% provided care for 
greater than 6 months [35]. Furthermore, in two qualita-
tive studies, caregivers provided round-the-clock care for 
their partners [34], and participants identified time spent 
on medical logistics, such as organizing medical care, 
attending medical and treatment appointments, and time 
impacted by symptoms as burdensome [24]. However, nei-
ther study provided a measurable amount of time spent on 
care by the caregivers [24, 34].

Fig. 2  Relationship between 
caregiving and outcomes 
reported
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2. What is the association of providing care to a spouse 
with cancer on the caregiver’s HRQOL, perceived bur-
den, and psychological distress?

HRQOL

In 3/17 studies, caregivers reported that providing care 
related to the effects of cancer treatment was associated 
with an impact on daily life and time available for personal 
and social activities [24, 25, 36]. Daily routines and hobbies 
were frequently interrupted by cancer and cancer treatment, 
and care demands limited time for personal activities and 
self-care [24, 36]. Caregivers reported that the need to rest 
up for long trips to the cancer center resulted in less frequent 
visits from participants’ children, and caregivers reported 
difficulty associated with interrupted plans and the inability 
to take vacations or take time off from cancer care [24, 25]. 
In another study, it was noted that a caregiver was forced to 
retire, as the spouse’s treatment was in another city. Due to 
this, the caregiver’s social relations with close friends suf-
fered greatly [36].

Unmet needs

Many studies (10/17) reported on the unmet needs of car-
egivers. As this is an important finding in this review, it was 
additionally included in our results [24, 25, 28, 29, 33, 34, 
36–38, 40]. The Supportive Care Needs Survey—Partners 
and Caregivers definitions of unmet needs (SCNS-P&C) 
[22] was used to categorize the unmet needs reported by the 
included studies in the manuscript. The categories of the 
SCNS-P&C that were mainly reported in the studies include 
discussion of concerns with a doctor [29, 33, 38], involve-
ment in patient care [38], communication with the patient 
[38], information needs of carer [28, 33, 38, 40], information 
needs related to prognosis [34], information patient physi-
cal needs [28], information needs about support services 
[29], emotional support for self [33, 40], emotional support 
for loved ones [40], financial support [40], and access to 
health care services [40]. The need for more information was 
outlined in 6/10 studies [28, 29, 33, 34, 38, 40]. Caregiv-
ers reported a median of 3, moderately high/highly unmet 
needs [40]. Needs emerged related to health care service, up-
to-date information, psycho-spiritual, social, and financial 
[40]. Researchers reported that spouses felt they needed to 
be provided with more information from health care pro-
viders’ (HCPs) on what is expected post-cancer treatment 
[28, 34, 38]. In one cross-sectional study, 31% of caregivers 
would have liked to be provided with clearer information 
[33]. Caregivers indicated they needed accurate and con-
sistent information post-surgery and what is expected from 
them as caregivers from HCPs and were dissatisfied with the 
inconsistencies in the information that they obtained from 

different sources, such as from other healthcare professionals 
and friends [28, 34, 38]. Also, tasks related to nursing care 
were never adequately explained, so caregivers had to exe-
cute unfamiliar tasks without knowledge and support [38].

Burden

The association of providing care on perceived caregiver 
burden was examined in 6/17 studies [26, 28, 30, 31, 35, 
40]. In 5/6 studies, caregivers reported that caregiving tasks 
are burdensome [26, 30, 31, 35, 40]. Researchers reported 
that caregivers caring for patients who required help with 
2 or more IADL’s were more likely to experience high car-
egiver burden (Caregiver Strain Index score, ≥ 7) [26]. One 
study outlined that spouses rated the burden of caregiving 
on a higher level than do the patients themselves (mean: 
2.11 caregivers versus 1.34 among patients using the Zarit 
Caregiver Burden Scale, p < 0.05) [30]. On the contrary, one 
study [28] included participants with a low caregiver burden 
(mean 15.4, possible score ranges 9 to 45) on the Appraisal 
of Caregiving Scale and 60% of wives felt that their hus-
bands were not demanding and felt that husbands showed 
appreciation for the care provided.

Psychological distress

Only 2/17 studies reported on the association of providing 
care on psychological distress [25, 33]. In both studies, psy-
chological distress was related to the cgs’ involvement in the 
treatment decision making process [25, 33]. In particular, in 
one study, almost 25% of caregivers felt the choice to have 
chemotherapy negatively affected the patient, as assessed 
on the Decisional Regret Scale, where the mean score was 
in the moderate–severe range and thought their choice had 
caused harm to the patient [33]. In another study, wives were 
involved in the decision process from diagnosis to treatment 
options, and many expressed a nagging worry about their 
future together [25]. However, 4/17 studies reported that 
cgs’ cause of distress was primarily due to cancer-related 
experiences such as the diagnoses and treatment phase, and 
not associated with caregiving [34, 36, 37, 39]. In particu-
lar, in 3/4 studies, caregivers experienced stress and emo-
tional difficulties such as fear, anxiety, and worry when they 
acknowledged the diagnosis of their spouses and needed to 
cope with it [34, 37, 39]. One cross-sectional study outlined 
that all caregivers reported at least one psychological symp-
tom on the Cancer specific-Rotterdam symptom checklist 
(RSCL) (mean 9.7, SD 5.8, with higher scores indicating 
more symptoms) [39].

3. What is the association of providing care on the posi-
tive experiences of caregivers of individuals with can-
cer?
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In 5/17 studies, the association of providing care on the 
positive experiences of caregivers and the reciprocal nature 
of caregiving [25, 28, 34, 36, 37] was described. Several 
domains related to positive aspects of caregiving were 
reported by caregivers including appreciation of the rela-
tionship [28, 34], comfort and togetherness [28], increase 
in spiritual well-being, finding meaning in the disease [36], 
extra time spent with spouse and family [25, 37], improve-
ment in relationship [34], and increased meaning and pur-
pose in one’s life [37]. In one study, the disease process 
provoked an internal change in spouses, and a greater aware-
ness and understanding of the disease process [37]. In this 
study, the husbands stated that they regularly took time to 
reflect on their existence, as referenced by the patient quote, 
“as a product of the whole process, I had an experience: we 
think that we will never confront a similar problem. I see that 
death is a natural thing. I changed very much. Nowadays, I 
help my wife more than before, to avoid health problems; I 
became aware of the importance of my wife in my life” [37].

Gray literature findings

The National Cancer Institute’s (2021) Physician Data Query 
(PDQ) document on “Informal Caregivers in Cancer: Roles, 
Burden, and Support” [41] summarizes that older family 
caregivers often feel unprepared, receive minimal guidance 
from the oncology team in providing patient care, and have 
inadequate knowledge. However, the findings of this report 
should be interpreted with caution, as the summary reflects 
a narrative review by the PDQ board members.

Step 6: Consulting with key stakeholders and translating 
knowledge

Stakeholder consultations were conducted with NRIG 
on September 21, 2021, and the GOJC monthly rounds on 
September 28, 2021. Stakeholders reported that this is a 
very relevant topic that is understudied and a population 
they regularly cared for in their clinical setting. Stakehold-
ers mentioned that it is vital to assess what the caregiver 
needs in terms of support. Some stated that caregivers have 
personally reported that they need help in terms of supports 
to assist with caregiving.

Both groups also addressed the importance of examining 
the influence of COVID-19 on caregiver experiences, such 
as restricted visits and the effect of education related to care 
provided post-treatment, and how the lack of the caregiver 
being present may affect the care provided post-treatment. 
Stakeholders mentioned that caregivers with chronic condi-
tions, such as cancer, might be hesitant to begin treatment 
due to the caregiving needs of the spouse. The stakehold-
ers recommended that future research focus on supportive 
interventions based on the caregiving needs.

Discussion

The review focusing on spousal caregivers of older adults 
in active cancer treatment identified that caregiving was 
negatively associated with HRQOL burden and psycho-
logical distress on the caregiver. This finding is consist-
ent with previous literature on the association of being a 
cancer caregiver on the caregivers’ HRQOL burden and 
psychological distress [42–45]. In our review, caregiv-
ers experienced unmet needs related to inconsistencies in 
information and what is expected of them as caregivers 
[28, 33, 34, 38]. Furthermore, caregivers that provided 
care to spouses requiring assistance in ADL’s and IADL’s 
experienced greater caregiver burden [26, 30, 35], and 
caregivers experienced psychological distress related to 
the treatment decision making process [25, 33]. [25, 34, 
36, 39]. However, there were some reciprocal and positive 
aspects to providing care to spouses, such as closeness and 
strengthening of the relationship [28, 34]. Only a few cat-
egories of caregiving were identified in this review includ-
ing preventive, instrumental, and protective care provided 
to a spouse in active cancer treatment. None examined 
other important categories including anticipatory care, 
supervisory care, preservative care, and (re)constructive 
care. Caregivers provided instrumental care post treat-
ment in most studies included in this review. This find-
ing builds on previous reviews where caregivers provide 
a broad range of support most often focused on aspects of 
routine and daily life [10, 11]. However, the time spent by 
the spouse in providing care was seldom discussed.

Gender differences were highlighted in 1/17 studies 
[40]. Females were more likely to report negative health 
consequences, and detriment to social relationships due to 
caregiving than male caregivers [40]. These findings are 
consistent with the results of previous literature, where 
female caregivers experienced greater negative health con-
sequences and decreased quality of life than men [46, 47]. 
However, consideration of important gender differences in 
this population was largely unexplored.

Only one study utilized a developmental perspective 
based on the association of caregiving on older adult car-
egivers by age cohort [25]. The findings in this literature 
review may not reflect the experience of caring for an older 
adult patient with cancer since the age of the patients in 
this review varied. For example, it has been previously 
noted in the literature that with aging, older adults tend 
to use accommodation (psychological reorientation, rea-
lignment of priorities, revision of goals, and cognitive 
appraisal of life) as a method to counteract problems [25]. 
Furthermore, chronic illness in later life may impact both 
spouses, and could be associated with specific stressors 
and coping abilities that are unique to older adults [48]. 
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However, consideration of important developmental per-
spectives in this age group was not captured.

Research implications and research 
recommendations

Future studies should explore the needs of spousal older 
adult caregivers, the needs for supports needed for them to 
provide care, and to explore how their caregiving experi-
ences are impacting their health and psychosocial HRQOL 
domains, such as financial concerns. Also, studies should 
explore how caregiver chronic conditions may impact the 
type and amount of care provided to the patient.

Future studies should conduct a caregivers’ needs assess-
ment to understand what supportive interventions are needed 
to help support caregiving. Moreover, future studies should 
address essential gender differences and how providing 
care may affect men and women caregivers differently and 
whether the need for supports differ by gender.

Limitations of literature

Four databases were searched for studies published in Eng-
lish. There may be studies in other databases or languages 
that were not identified. Based on the gray literature search, 
the authors found only one PDQ document [41] on can-
cer caregiving; there could be literature that was missed. 
Most studies included White, retired, and higher educated 
female spouses, which affect the generalizability of find-
ings to other caregiver populations. A limited number of 
articles examined caregiver chronic conditions and how this 
was associated with the care provided, and the time spent 
on providing care to the patient. Also, the variation in the 
patients studied, including cancer type, disease stage and 
treatment modalities, and heterogeneity of instruments used 
to assess outcomes of interest, made it challenging to com-
pare studies. Due to the nature of the population and topic 
of interest, most studies used non-probability sampling to 
recruit patients and caregivers, therefore decreasing the gen-
eralizability of the findings to the target population. As the 
findings are limited to the studies published, the quality of 
the reviewed quantitative studies should impact interpreta-
tion of the results of this review. As all five quantitative 
studies were cross-sectional, limiting the ability to measure 
the impact and effects of the predictors on the outcomes 
of interest. Also, two studies did not outline response rates 
[26, 33], and the sampling strategy was not always clear 
[26, 30], potentially increasing sample bias. Moreover, most 
of the cross-sectional studies focused on female caregivers, 
which limits the generalization to other populations. Only 
one study [25] reported the results based on age groups (i.e., 
young-old, old-old, etc.).

There was a limited exploration of important psycho-
social HRQOL domains, such as financial concerns, such 
as the association of caregiving on personal and house-
hold finances. Also, no study analyzed the association of 
chronic caregiver conditions on the care provided. It remains 
largely unknown how the conditions and the experiences 
of spousal caregivers with their chronic conditions, such as 
cancer, might impact the health, well-being, and care of the 
spousal caregiver and their care recipient. Since the majority 
of spousal caregivers will have one or more chronic condi-
tions, it is important that the association and impact of hav-
ing a chronic condition(s) on the care provided is examined 
in future studies. An additional limitation of the review is 
the focus on spousal caregivers. Older adults with cancer 
may receive care from other caregivers, especially adult chil-
dren. Furthermore, a limitation of the literature is a failure 
to assess and consider the unique context of caring for an 
older adult. For example, only one study utilized a develop-
mental perspective based on the association of caregiving by 
age cohort [25]. Future research should capture the unique 
context of caring for an older adult. As the studies were 
conducted prior to the COVID-19 pandemic, future studies 
should explore how the pandemic has interfered with car-
egiving for spouses with cancer.

In conclusion, providing care to a spouse undergoing 
active cancer treatment had a negative association on the 
HRQOL, burden, and psychological distress in older spouse 
caregivers. Future studies need to focus on addressing these 
gaps and implementing supportive interventions for this 
population.
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