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Abstract

Introduction: Cancer affects patients and families, especially female spouses.
Female carers are affected emotionally, psychologically, spiritually and phys-
ically. Challenges while caring for husbands with cancer include: higher
stress; poorer health-related quality of life; emotional strain; impaired im-
mune system; low appetite; high blood pressure; depression and anxiety. Fe-
male spousal carers also experience satisfaction that they rendered appropri-
ate care to their spouse. Aim: To analyse challenges facing women caring for
a spouse on cancer treatment. Method: Systematic critical literature review
through CASP. Thematic analysis of data. Results: 16 studies met the inclu-
sion criteria; 12 were selected by critical analysis. 4 themes emerged: “Quality
of marital relationship”, “Effective communication”, “Carers” burden and
need for support’, and “Coordination of care among providers”. Discussion:
4 themes are discussed in detail and related to literature outside the review.
Conclusion: Women caring for a spouse on cancer treatment is affected by
the cancer, symptoms, hospital admission and caring. They withhold infor-
mation from their spouse to protect him. They have poor quality of life and
poor health. HCP rarely recognize their role or needs.

Keywords

Female Carers, Challenges, Men with Cancer, Cancer

1. Introduction

1.1. Background

Cancer is the second leading cause of death worldwide [1] [2]. 14 million new
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cases and 8 million cancer-related deaths worldwide were reported in 2012; over
60% of new cancer cases occur in Africa, Asia, and Central and South America,
and 70% of the world’s cancer deaths occur in these regions [3]. Cancer is in-
creasing in Sub-Saharan Africa [4].

This review highlights challenges that women face while caring for their hus-
bands with cancer, by critically reviewing and analysing relevant literature. The
researcher is a registered nurse who has practised for 10 years; she qualified as a
palliative care nurse and was head of a Palliative Care Unit for 5 years. The unit
sees patients with long-term incurable diseases such as cancer and HIV. It is in
the capital city and patients travel from rural areas for treatment; this, plus the
low socio-economic status of patients and Zambia, means that patients present
to the unit with advanced cancer. The unit aims to render palliative care services
to patients and their families, and enable them to have a good quality of life. It is
essential to understand the challenges and benefits of spouses caring for their
husbands with cancer, because they are often neglected and their needs not con-
sidered, as care centres on patients alone [5].

Over the last 20 years in Zambia, there have been increases in cervical cancer,
Kaposi’s sarcoma and eye cancer [6]. In a 16 million population, numbers of
cancer patients accessing cancer services increased from 25 in 2006 to 2431 in
2017 [7]. In 2011-2015, there were 3048 cancer cases in females and 2147 in
males, and in 2014-2017 there were 7147 cancer cases in females and 4764 in
males, a total of 17,787 over 2011-2017 [8]. The most common men’s cancer is
Kaposi’s sarcoma followed by prostate cancer, cancer of the eye, Non-Hodgkin’s
lymphoma, colorectal cancer, oesophageal cancer, stomach cancer and liver
cancer; the most common women’s cancer is cervical cancer, followed by breast
cancer, Kaposi’s sarcoma, eye cancer, Non-Hodgkin’s lymphoma, colorectal
cancer, oesophageal cancer and ovarian cancer [8].

Cancer affects carers emotionally, psychologically, spiritually and physical-
ly [9] [10]. Female carers experience greater stress; poorer health-related quality
of life, impaired immune system, loss of appetite, raised blood pressure, de-
pression and anxiety [9] [10]. On the other hand, they also experience satis-
faction at rendering appropriate care to their spouse [11]. This study seeks to
understand challenges facing women caring for a spouse having cancer treat-

ment.

1.2. Statement of the Problem

Cancer affects the family; if the breadwinner is a patient, there is a financial im-
pact [11] [12] [13] [14]. Cancer causes a family to change its daily routines, as
the disease devastates everyone in the family [14]. Cancer affects patients’ quality
of life and increases morbidity and mortality [13]. However, there is no data ex-
plaining challenges of female carers during care of their husbands with cancer,
as many studies discuss couples [15] [16] [17] [18]. This review establishes

knowledge on challenges of women caring for husbands.
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1.3. Justification for the Study

Carers’ experiences depend on the nature of their relationship with the patient
[11]. Blanchard (1997) recommends more research to understand better female
carers’ experiences so that healthcare professionals can develop interventions
and guidelines to support and prepare spousal carers to care for loved ones with
cancer [13]. Women are more involved in care of their spouses than men are,
performing more household chores and personal care than men do [19]. Know-
ledge of their challenges will provide evidence for health workers, for global

practice and for hospitals’ policies on carers and their roles.

1.4. Research Question

“What are the challenges facing women caring for a spouse having cancer treat-

ment?”

Research Objectives

1) To appraise literature on challenges facing women caring for a spouse on
cancer treatment, and thereby identify main themes on challenges of female
spousal carers.

2) To evaluate the research and identify gaps in the existing body of know-
ledge.

3) To discuss implications for an oncology setting and make recommenda-

tions.

1.5. Outline of This Paper

This paper has seven chapters, including this introduction. The other chapters
present preliminary literature review; research methodology and methods of
critical literature review; results; analysis; discussion; and conclusions and rec-
ommendations. The preliminary literature review gives an overview of literature
on needs of carers. The methodology of this research is critical literature review,
a comprehensive and systematic search, evaluation and analysis of the literature.
The methods involved reviewing 31 studies, of which 16 discussed challenges of
carers caring for their patient with cancer; of these, 12 were selected for detailed
analysis: 5 prospective cohort studies, 3 qualitative studies and 4 literature re-
view articles. These were critically analysed using CASP, examining study popu-
lations, designs and methodologies. 4 themes were found: “Quality of marital
relationship”, “Effective communication”, “Carers” burden and carers’ need for
support’, and “Coordination of care among providers”. This review concludes
that carers’ role and needs are not considered by Health Care Providers (HCP),
and advocacy is needed to influence policy to integrate carers to the healthcare
system. Challenges of carers of cancer patients must be anticipated, identified
and managed. HCP must be educated to appreciate the value and role of female
carers of cancer patients, their needs and how to support them. HCP must help

carers and their patients to communicate and express feelings openly between
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each other, and carers must be educated to understand their role for patients and

how they can support them.

2. Preliminary Literature Review

The preliminary literature review identified needs for information, emotional

support, practical support with daily life, and good patient medical care.

2.1. Need for Information

Carers of cancer patients want to be honestly informed about everything hap-
pening to their patients from the time they are diagnosed [20] [21] [22] They
want information about diet, lifestyle adjustments, how to support patients and
how to have time to discuss their condition with Healthcare Personnel (HCP)
and other carers in a similar situation [22]. When a patient is diagnosed with
cancer, they have several problems, due to the symptoms, side-effects of treat-
ment and disease progression and recurrence; these must be told in good time to
both carer and patient [22] [23] [24]. Carers may not want to talk about the ill-
ness with HCP, and instead may opt to talk about other things such as hobbies
and family issues [25]. Patient problems may overwhelm both patients and car-
ers emotionally and socially, and they have to be made aware early of how to
deal with this [22]. Several factors contribute to carers being under-informed of
their patients’ illness: not being near the patient during doctors’ visits, being
unable to read what is in the file, being unable to ask HCP, and not understand-

ing medical language [22]. It is important to meet carers’ need for information.

2.2. Need for Emotional Support

Carers need emotional support at critical times: diagnosis, disease progression,
and cancer recurrence [22]. Emotional support to carers differs according to
cultures and socio-economic status [25]. Carers need enough time and a com-
fortable, private environment while being told of the diagnosis and treatment
plan, as they need to be relaxed [22]. Carers expect HCP to be aware of their
psychological and emotional needs and devise appropriate measures to help or
refer to others [11] [20]. Carers do not want a lot of information during the di-
agnosis period as it is very hard for them to process it due to distress [26]. Sever-
al factors hinder carers from receiving adequate emotional support, including
their inability to express their fears and concerns to HCP, lack of knowledge of
who to contact and lack of openness about the disease between carer and patient

[22]. Carers need emotional and psychological support.

2.3. Inadequate Formal and Informal Support

Carers often experience additional responsibilities of caring, compounding ex-
isting roles in the household, and are insufficiently supported in hospital [26].
Carers and their patients normally cope with support available, using mainly in-

formal support networks of families and friends, to organise finances, transport
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patients and manage household resources. Formal support includes support
from specialized HCP [27], but carers do not normally know where to get sup-
port in the hospital and if it is suitable for them as they are not fully informed
about it [26]. Practical support that carers need includes transport, nursing care
assistance, pain management drug administration, paid leave from employment,
financial support, cleaning and continuous supplies of catheters, colostomy bags
and incontinence pads [22] [26]. Factors that lead to carers not obtaining prac-
tical support include the increased caring burden and inadequate information on
availability of services and how to access them [22] [23]. Caring for a cancer pa-
tient is overwhelming because it is added to existing household roles: hence the

need for extra support.

2.4. Good Medical Care for Patients

Carers need to see that their patient is receiving good medical care [22]. They
accompany patients to doctors’ visits to support them, learn about the patient’s
care plan, and ensure that patients give accurate information to HCP. Carers feel
satisfied when helping monitor their patient’s condition [22] [27]. Sometimes
carers do not receive medical support due to their fear that reporting dissatisfac-
tion with care will negatively affect the patient and fear of talking about sensitive
issues [22] [27]. Carers need the best possible medical care for their patient and

good communication.

3. Methodology and Methods
3.1. Research Methodology of Critical Literature Review

Critical literature reviews are vital to maintaining standards of evidence-based
practice and healthcare [27]. A literature review is a comprehensive study to in-
terpret the results of literature relating to a specific topic [28] [29]. For a litera-
ture review to be undertaken, there is need first to identify the research question,
then perform a literature search and analyse the significant literature systemati-
cally [30]; the more specific the research question, the more focused the litera-
ture review [31]. Literature reviews can be systematic, critical or narrative. A
critical literature review is useful where there is no agreement and no available
evidence in the literature body, but limitations include: the fact that not all rele-
vant literature may be included in the study due to an incomplete search strategy
and no access to unpublished “grey” literature, and personal opinions and biases
affecting summaries made from literature reviews [32]. Consequently, literature
reviews are important to develop new insights, summaries and a comprehensive
picture while reviewing a number of studies in the literature. A good critical li-
terature review involves a researcher comprehensively and systematically search-
ing, evaluating and analysing the literature [29]. Therefore, this research has a
specific research question which enabled the researcher to be specific and fo-
cused in the literature search, and a critical literature review was done compre-

hensively as an appropriate research methodology to answer research aims, syn-
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thesise data and draw conclusions appropriately.

3.2. Methods

The methods involved reviewing 31 studies, of which 16 discussed challenges of
carers caring for their patient with cancer; of these, 12 were selected for detailed
analysis: 5 prospective cohort studies, 3 qualitative studies and 4 literature re-

view articles.

3.3. Search Strategy—Electronic Database Search

A first search was conducted during the preliminary literature review to identify
gaps in the literature and a second to identify articles for review. The researcher
performed database searches on PUBMED, CINAHL and Journals for health
and social care (Table 1).

Search Terms Used
Medical Subject Headings (MeSH) were used to identify key terms and syn-
onyms. Search terms for the Boolean search were: female carers, challenges, men
with cancer and cancer (Table 2).

To manipulate key search terms Boolean logic “OR”, “NOT”, “AND” and
truncations such as “car*” were used to bring out different nouns, spelling and

synonyms [28].

3.4. Boolean Searches 1 and 2

Boolean searches 1 and 2 were done with the key terms using Advanced Search
and All Articles (Tables 1-4).

In Boolean search 2, other search terms were added to further narrow the
search (Table 4). The different searches were combined (#1 AND #2 AND #3
AND #4 AND #5) to identify results.

Table 1. Databases used.

DATABASE Description

PubMed Life sciences and biomedical topic data

CINAHL (Cumulative Index to

Nursi d allied healthcare dat
Nursing and Allied Health Literature) ursing anc atlied heattheare data

Science Direct Journals—Freedom Collection (OBU)  European Journal of Oncology Nursing

Table 2. Boolean search 1 terms.

Boolean Search 1

Term 1 Cancer OR men with cancer

Term 2 Female partners NOT male partners

Term 3 Car* OR caring OR care

Term 4 Cancer therapy* OR cancer treatment OR cancer treatment modalities
DOI: 10.4236/0jn.2020.101003 39 Open Journal of Nursing
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Table 3. Illustrating Boolean search 1.

Database Search Terms No. of Hits

CINAHL 1+2+3+4 31

Pubmed 1+2+3+4 285
Science Direct Journals—Freedom Collection (OBU) 1+2+3+4 350

Table 4. Illustrating Boolean search 2.

Database Search Terms No. of Hits

CINAHL 1+2+3+4+5 5

PubMed 1+2+3+4+5 143
Science Direct Journals—Freedom Collection (OBU) 1+2+3+4+5 229

3.4.1. Narrowing the Search

Boolean logic AND, OR and NOT were applied further to narrow the search and

produce relevant results concerning female carers’ experiences of caring for pa-

tients with cancer only (Table 5).

3.4.2. Inclusion and Exclusion Criteria

Studies included in the critical literature review were relevant to the research

question (Table 6).

3.4.3. Additional Means of Searching

In addition to the electronic database search results, PubMed and Science Direct

had a provision to show similar articles and some articles were extracted from

there, to give a thorough search. This enabled the researcher to get literature that

did not come out of the search process and it allowed for a thorough and com-

plete search.

3.5. Selection of Data for the Review Process

The inclusion and exclusion criteria were applied to select final results for criti-

cal literature review. Of 16 studies, 12 were appraised using Critical Appraisal

Skills Programme (CASP) (Table 7).

3.6. Data Analysis and Synthesis Method

3.6.1. Use of Critical Appraisal Framework

The articles finally selected for review were critically analysed using CASP tools

[33] [34] [35]: Qualitative study tool, Cohort Study tool and systematic review

tool.

3.6.2. Data Analysis
Step 1: Familiarization with the data

The articles were read multiple times for familiarity with data results, and to

note similarities and inconsistencies of articles [28] [30] [36] [37].
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Table 5. Illustrating “narrower terms” in the search processes.

Database Search Terms Hits

1+2+3+4+5NOT dementia
CINAHL . C 3
OR HIV OR heart disease OR delirium

1+2+3+4+5NOT dementia
PubMed X . 100
OR HIV OR heart disease OR delirium

Science Direct Journals— 1+2+3+4+5NOT dementia

176
Freedom Collection (OBU) OR HIV OR Heart disease OR delirium

Table 6. The inclusion and exclusion criteria applied.

Inclusion Criteria Exclusion Criteria

1) Primary research studies that discuss the challenges of carers
who are caring for their husbands with cancer
2) Studies which discuss both male and female challenges were 1) Articles published in non-English

included if differences between challenges were clear 2) Unpublished “grey” literature

3) Research that used adult population in their study 3) Articles published before 2000

4) Articles which are published in the English language 4) Studies on minors under 18 years
5) Literature reviews even if not primary research were of age

included because they discussed challenges of carers
6) Articles published from 2000 to date

Table 7. Illustrating the numbers of articles selected on each database which were relevant.

Number of Articles

Database Search Terms Hits .
Relevant to the Topic
1+2+3+4+5NOT dementia
CINAHL . 3 1
OR HIV OR heart disease
1+2+3+4+5NOT dementia
PubMed . 100 3
OR HIV OR heart disease
Sci Direct J Is—Freedom Collection (OBU) 1+2+3+4+5NOT dementia 176 p
cience Direct Journals—Freedom Collection OR HIV OR Heart disease
Through “similar or related articles” - 2

Step 2: Generation and assigning of codes

Codes were generated from the main findings and discussion points of each
article and again after summarizing articles’ main outcomes. Then codes were
assigned to each outcome.

Step 3: Developing themes

Similar codes were grouped together and organized to enable the development
of themes. The process was repeated several times until all codes were grouped
to develop provisional themes.

Step 4: Comparing codes and themes

The themes were visited several times to ensure that the themes were in ac-
cordance with the codes. Some new themes and codes were developed in the
process.

Step 5: Definition and naming of themes
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Developed themes were individually examined and narrowed further to avoid

repetitions and ensure they represented the data. Names were given to 12 themes.

3.6.3. Data Synthesis

Data synthesis of findings is the final stage of the research process to develop the
research report. Literature findings were compared for similarities and inconsis-
tencies. Inconsistent data was reviewed in detail for quality of research, which

explained the few inconsistencies found.

4. Results

31 studies were found in the search. 16 articles that specifically discussed chal-
lenges of carers caring for their patients with cancer were considered. 12 of these
were relevant and of good quality: 5 prospective cohort studies, 3 qualitative stu-
dies and 4 literature review articles. These were critically analyzed using CASP,
ensuring that studies had good methodology and quality. Assessing the quality

of studies included examining the study populations, designs and methodolo-

gies. Table 8 summarises the critical analysis.

Table 8. Data synthesis.

Author/Date

Pitceathly
and Maguire
(2003)

Mossin and
Landmark
(2011)

Lietal

(2013)

Moser et al.
(2013)

Aim of the Study Type of

To address prevalence of
psychiatric morbidities and
psychological distress Literature review
among carers especially

female

To explore experiences of
spouses who are present
with their loved onesin  Qualitative study
hospital during last days

before death

To explore the experience

of carers female and male,

while reviewing differences _ .
. . Literature Review

for their spouse with

cancer using the stress

process

To assess the emotional

distress levels on cancer

patients and their partners Cohort study
and how these relate to

each other

Study/Information

Main Findings/Conclusion

Spouses who use avoidance technique as a
coping mechanism indicates that the individual
has psychological issues; age, gender specifically
female and personality compound the problem

The main classification for the findings is
Maintaining presence, either for one’s own sake
or for the patients’ sake to ensure that the
couple’s relationship is maintained despite the
husband being admitted to hospital

Female carers of men with advanced cancer
disease were very anxious compared to spouses
of men with cancer disease which is not
advanced; this was related to high demands of
care by patients

Prevalence rates of anxiety and distress upon
diagnosis varied between 15% and 36%; rates
were lower in patients who are either female or
male than in female carers.

Clinically significant depression rates were
higher in female carers than female patients,
male patients and male carers. Over time
depression declined in all groups.

Follow-up assessment of a small group of female

carers showed that 3% still suffered clinically

significant distress, compared to patients of both

sexes and male partners

Strengths and Limitations

The review was narrative; the
researcher reported findings of
different literature reviewed
rather than critically analysing

The time period when
interviews took place was 2
weeks post bereavement as
participants may still going
through grief

The researcher focused only on
published research, not
unpublished “grey” research,
and so some relevant literature
may be left out

Mortality rates were high in
male patients, which caused a
reduction in numbers of follow
up of patients. There were high
rates of curative cancers; in spite
of this being a positive outcome,
results of the cohort could be
affected as patients and their
spouses would not have
emotional distress noted in
follow up assessments
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Continued
To explore ideas of spousal
carer and cancer patient
Li and Loke . p o .
(2013) dyads in terms of mutuality Literature review

and identify directives for
future research

To find out the barriers
Kimberlin et and facilitators of patients

al, (2004) Qualitative study

and carers in relation to
pain management

To explore the needs,
challenges and ways of

Sercekus ef al.
coping of carers of cancer Aualitative study

2014
( ) patients on chemotherapy

treatment

To explore cancer patient

Stenberg et al family carers’ physical and _ . .
Literature review

(2010) psychosocial health
problems
To evaluate qualities of
Kim and attachment of spouses of

Cohort stud
Carver (2007) cancer patients who are Y

now survivors

To evaluate the
psychological distress of
carers and their partners

with cancer, while
Braun et al.

measuring the contribution Cohort study
(2007)

of caring burden, marital
satisfaction and attachment
orientation to depression
in carers

To describe patterns of
Nijboer et al. experiences of carers of
(2000) patients with cancer over a
period of 6 months

Cohort study

They assessed the quality of data
from a published journal while
considering impact factors and

Good communication between couples facilitates systematic analysis of extracted

congruence between the female carer and the

data. A language bias occurred

patient, thereby strengthening their intimacy and as articles in the review were

improving the caring experience

Patient education and information exchange
between patients and healthcare workers enable
active participation of patients and female carers

in the care process, and improve coordination of

care and relationships among HCP

Female carers of cancer patients experience
many problems and display many coping
strategies, and HCP should be able to identify
these

The burden related to caring emerged due to
many responsibilities that female carers had in
addition to their role as carers

Female carers’ orientation to their relationship to

the husband plays a very important role in

written in English only.
Publication bias also existed in
that only published articles were
considered

Convenience sampling of
participants volunteering for the
study meant that subjects were
not representative of other
populations of couples dealing
with cancer. Racial differences
among couples were not
assessed

The study is of good quality.
Data collection, interpretation
and analysis were appropriately
done

Authors did not assess the
validity and reliability of
instruments they used in their
review to determine symptoms.
Self-reported problems’
frequency was not quantified in
the review

It is not explicitly indicated how

carers’ provision of care services or perception of participants were followed up

care provision as being burdensome

Advanced cancer patients have high prevalence
of depression, which can be predicted by the use
of the Subjective caring burden and relational

variables which are the female carers’ attachment

orientations and marital dissatisfaction

The effect of female carers’ burden on their
self-esteem and on interrupted diary roster
decreased throughout the period of 6 month
after discharge. On the other hand, the effect on
no or Lack of Family Support, financial
problems, and Loss of Physical Strength
remained constant over 6 months

The study did not produce
significance differences in terms
of sex differences, age
demographics and duration of
the relationship between carers
and their patients with cancer

The follow up period of 6
months was inadequate to
ascertain fully carers’
experiences
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Continued

To evaluate the effects of

pain and financial concerns
Morgan et al.

2011
( ) cancer patients and their

spouses

as stressors on the QOL of Cohort study

Mortality rates were high in
male patients, causing a
reduction in numbers of patients

The couple’s relationship quality is directly followed up. There were high
wed up. Wi

affected by intensity of pain but the quality of the
relationship with the female carer may lessen the
negative effect of pain

rates of curative cancers,
affecting results of the cohort, as
patients and their spouses would
not show emotional distress in
follow up assessments

4.1. Study Aims

The aims of the 12 studies were similar, as most aimed to explore the challenges
of “couples” or “carers” dealing with cancer [15] [16] [17] [18] [38]-[44]. Many
studies were qualitative. Literature reviews were included for data about cancer
patient carers’ challenges [38] [40] [41] [44].

4.2. Study Population

Studies included in the review did not specifically target women’s challenges, but
couples’ challenges, but differences in their challenges were described, enabling
the researcher to capture information of interest [16] [18] [39] [40] [41] [43].
Five studies looked beyond the couple to family members by focusing on family
carers’ challenges but did not exclude the couple’s experience [15] [17] [38] [42]
[44]. All studies clearly stated their population description.

4.3. Recruitment Methods

Articles included in the review recruited participants from communities, rural
comprehensive centres, a chemotherapy unit and outpatient clinics in hospitals.
The 5 cohort studies and 3 qualitative studies had similar recruitment strategies.
The 4 literature reviews did not specify the recruitment strategies as they are
secondary data research articles. One of the 4 reviews did not have a section hig-
hlighting the methodology, search strategy, and illustrating how the reviewed ar-
ticles were selected [38]. 2 qualitative studies used convenience sampling which
enables the researcher to find participants who are readily available to partici-
pate in the study [28] [30].

4.4. Sample Size

To achieve validity, reality and confidence in the results, large samples are nor-
mally taken in quantitative research [28] [30]. Sufficient large numbers of par-
ticipants are required for cohort studies to enhance confidence of the results [28]
[30]. In qualitative research studies, snowball, theoretical and purpose samplings
are used and the sample size is relatively small to extract data which is managea-
ble from the interviews from a targeted population [28] [30]. The five cohort

studies had sufficient numbers at first follow-up, except two which had poor
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follow-up due to high cure rates of participants or high mortality rates of partic-
ipants [16] [45]. One study did not give an explicit description of how partici-
pants were followed up (Kim and Carver 2007) [18], causing low numbers of
participants who were followed up, instead of equal numbers. 2 out of 3 Qualita-
tive studies used purposive sampling method which was appropriate for the
study [39] [42], while the other one used convenience sampling of participants
who volunteered for the study, and therefore the subjects were not representa-

tive of the other populations of couples dealing with cancer [43].

4.5. Study Design

The 12 articles had their aims clearly defined and their study designs matched

the aims.

4.5.1. Qualitative Studies

Three out of 12 studies used qualitative research methodology [39] [42] [43].
All 3 collected their data in an appropriate way through interviews which were
audio-recorded. Mossin and Landmark (2011) explored the challenges of
spouses present with their loved ones in hospital during their last days before
death, but interviews were scheduled to take place 2 weeks post-bereavement,
when one could still be under intense grief and may not give appropriate res-
ponses [39]. Kimberlin et a/. (2004) qualitative study aimed to find out barriers
and facilitators of patients and carers in relation to pain management, but
convenience sampling of participants who volunteered for the study was done
and the subjects were not representative of other populations of couples deal-
ing with cancer, and racial differences were not assessed among participants
[43]. Sercekus et al. (2014) qualitative study explored the needs, challenges and
ways of coping of carers of cancer patients on chemotherapy [42]. The study is
of good quality, and data collection, interpretation and analysis were appro-

priate.

4.5.2. Prospective Cohort Studies

Five out of 12 studies used prospective cohort methodology [15] [16] [17] [18]
[45]. In 2 prospective cohort studies, appropriate methodology was used, but
mortality rates were high in male patients which caused a reduction in numbers
of follow-up of patients. Moreover, high rates of curative cancers were noted; in
spite of this positive outcome, results of the cohort could be affected as patients
and their spouses would not have emotional distress in follow-up assessments
[16] [45]. Braun ef al (2007) cohort study evaluates the psychological distress of
carers and their partners with cancer, while measuring the contribution of caring
burden, marital satisfaction and attachment orientation [17]. The researchers’
hypothesis was supported by the study results, but the study did not produce
significant differences in sex, age and duration of relationship between carer and
patient with cancer. Kim and Carver (2007) cohort study evaluated the qualities

of attachment of spouses of cancer patient survivors. Researchers hypothesized
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that the security of attachment closely relates to the frequency of spouse in-
volvement in patient care, hence low levels of carer burden [18]. Gender role or
orientation of carers’ relationship to the partner plays an important role in car-
ers’ provision of care to the partner with cancer or perception of care provision
as burdensome. However, the study does not state how participants were fol-

lowed up.

4.5.3. Literature Review

Critically appraising literature means assessing whether the review was done
systematically and examining how articles in the review were selected, critically
analysed and synthesised [28]. Four out of 12 studies used literature review me-
thodology [38] [40] [42] [44]. Li and Loke (2013) Literature review explored
ideas of spousal carer and cancer patient dyads in terms of mutuality and identi-
fy directives for future research [40]. However, a language bias occurred as the
articles were written in English language only and publication bias also existed
in that only published articles were considered in the review. Li et al (2013) ex-
plored experience of carers both female and male, while reviewing differences
for their spouse with cancer using the stress process [41]. However, the re-
searcher focused only on published research rather than unpublished ‘grey’ re-
search, a weakness which could imply that some relevant literature may have
been left out. Pitceathly and Maguire (2003) addressed the prevalence of psy-
chiatric morbidities and psychological distress among carers especially female,
and conversely, their review was more narrative, reporting findings of different

literatures reviewed rather than critically analysing [38].

4.6. Methodological Procedures

The authors in the 5 cohort studies ensured that before utilizing measurement
scales for the study, they were adequately measured [15] [16] [17] [18] [45].
However, Kim and Carver (2007) developed one more measurement scale just
for their study and this could mean that it is not validated [18]. Objective meas-
ures were used to obtain information from participants in all cohort studies. Po-
tential measurement error can be reduced by use of subjective measures instead

of objective measures [28].

5. Analysis

Common themes were developed from research results through thematic analy-
sis. These themes are presented and discussed in the following subsections while

answering the research question.

5.1. Thematic Analysis and Key Terms Identification

4 themes arose from critical analysis: “Quality of marital relationship”, “Effective
communication”, “Carers” burden and carers’ need for support’ and “Coordina-

tion of care among providers” (Table 9 & Table 10).
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Table 9. Illustrating the arrangement of common themes and codes.

Theme Codes

A) Masking feelings

B) Marital difficulties

C) Importance of a good marital relationship
Quality of marital relationship D) Rec1proc%1l influence
E) Carer patient congruence
F) Attachment orientation
G) Personal satisfaction

H) End of life carers’ experiences

A) Communication between a couple
Effective communication B) Communication between the HCPP and the couple
C) Couples’ needs for information

A) Caring tasks
B) Physical effects
Carers’ burden and C) Social effects
carers’ need for support D) Psychological effects

E) Carers’ need for support
F) Carer coping mechanisms

A) Improving provider relationship-building skills

B) Hospital conditions

C) Inad t i t

Coordination of ) Ina equa‘e eq}npmen .

. D) Overcoming time barriers

care services among HCP i X X
E) Involvement of patients and carers in the healthcare practice

F) Education of patient and carer

G) Fear of use of pain medication

Table 10. Common themes and codes and number of times they appear in the articles.

c = £ % ¢ F » z z
zT & -] 2. s 8 2 £ & 8
> F B = 2 =] @ o g 5 c <) ag
®g g% 8 & & = g2 & & 5 & 5
Themes Codes £z B g B 2§ P o o Q % =2
LE A v B % o5 5 B ¢ 3
33 o o S ~ o N E‘ A_L N =~ =
S B S22 = ) ) = R R < N3 o ©
g2 =S 5 = 2 5 8 8 o g8 8 8
— W 9 8 — — = i =4 =
& = o g
1A. Masking feelings v
1B. Marital difficulties 4 v 4 v v v
Quality of marital 1C. Reciprocal influence
relationship 1. Carer patient congruence
1E. Attachment orientation 4 v 4 v v
1F. Personal satisfaction v v
2A. Communication between couple v v v
Effective 2B. Communication between HCP & couple 4 v v
communication C, Couple needs for information v v o/ v
2D. Education of patient and carer 4
3A. Caring tasks v v o/
Carers’ burden  3p physical effects 4 [
and need for
support 3C. Social effects 4 v
3D. Psychological effects 4 4 v v

DOI: 10.4236/0jn.2020.101003 47 Open Journal of Nursing


https://doi.org/10.4236/ojn.2020.101003

P. Mbozi et al.

Continued
3E. Carers’ need for support 4 v o/ v
3F. Carer coping mechanisms v v o/ v
4A. Improving provider relationship skills
Coordination 4B. Hospital conditions 4

of care services 4C. Inadequate equipment

among HCP

4D. Overcoming time barriers

4E. Patients & carers involved in healthcare

RN NN
SRR N NN

5.1.1. Theme 1: Quality of Marital Relationship
6 articles are focused on quality of marital relationship [16] [17] [38] [39] [40]
[41].

1) Importance of a good marital relationship

Couples dealing with cancer with a healthy marital relationship had a good
Quality of Life (QOL), whereas those who do not have a good marital relation-
ship or are single experience poor mental and physical health, carer burden, dis-
tress and a low QOL and most may need external support; relationship quality of
close friends and intimate partners has a positive influence on QOL outcomes
[17]. The couple’s relationship quality is directly affected by intensity of pain and
quality of the relationship may lessen negative effects of pain; the QOL of both
patient and partner is affected by financial concerns but the relationship quality
is not affected [16].

Li et al. (2013) which aimed to explore experiences of carers both female and
male while reviewing differences for their spouse with cancer using the stress
process, suggests that the illness state of the patient and care demands were con-
sidered primary stressors, while spouses’ roles and their marital relationships
which comprises social and emotional support, employment attributes during
illness, unstable financial life, poor self-perception, disturbed sleep pattern, in-
terruption in life schedule and lifestyle were considered secondary stressors [41].
However, the researcher focused only on published research rather than unpub-
lished “grey” literature, a weakness which means that some relevant literature
may have been left out (Bowling 2014) [30].

Li and Loke (2013) revealed that marital adjustments were seen in couples
who supported each other during the illness and marital satisfaction was closely
associated with patients’ physical and mental health status and not the carers’
physical and mental health status [40]. The study suggests that emotion-focused
coping, role adjustment and marital satisfaction are interrelated factors that in-
fluence reciprocal support between a spouse and her husband with cancer. The
study concludes that patients’ problems in adjusting their roles emerge from
their hopelessness and spouses’ issues with role adjustment, which in turn
emerged from spouses’ level of marital satisfaction and their own role alteration
problems [40].

2) Masking feelings
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Sercekus et al. (2014) reveal that carers of cancer patients mask feelings which
were articulated through difficulties in handling emotions expressed by the pa-
tient and hiding their own feelings [42]. Carers expressed how difficult it was to
talk to their relatives about the cancer disease and its extent as they were afraid
of how the patient may react and what they could do to handle the situation
[42]. Participants expressed fear of showing how they feel about the disease sta-
tus as they were afraid that their patients may become sad. On the other hand,
some participants mentioned fear of showing happiness, as they were afraid that
their relatives would misunderstand them [42]. Braun et al. (2007) recommend
that the importance of the couple relationship to the welfare of carers and their
partners with cancer needs to be acknowledged by healthcare personnel (HCP)
as they render their health services [17].

3) Personal Satisfaction

Mossin and Landmark (2011) reveals that personal satisfaction is voiced by
spouses of cancer patients, as being there for their husbands was satisfying and
they said that they could not miss that opportunity for anything [39]. Their ex-
perience allowed them to cope well during bereavement and preserve good
memories of their husbands. This correlates with Li et al. (2013) which also
shows that personal growth is a positive sign seen in women more than in men
[41]. The study also revealed that spouses of men with advanced cancer disease
were very anxious compared to spouses of men with cancer disease which has
not advanced; this was more related to the condition of the patients and high
demands of care by the patient [41].

a) Personal desire to care for a partner

Mossin and Landmark (2011) report that the uncertainty of spouses about
their role in the whole healthcare system and in the hospital was disheartening,
as spouses thought that they were not being recognized, and talked less of iden-
tifying their emotions as they took care of their husbands [39]. The study sample
in this case is a group of Norwegian women and generalisation of results may be
limited as there could be cultural differences with other countries. Mossin and
Landmark (2011) reported that despite lack of recognition in their role as carers,
women overlooked the way they were considered by HCP and were there for
their husbands throughout the hospital stay and had such great desire to support
their husbands [39]. Male partners stated that support from spouses was posi-
tive, as it maintained their identity and self-esteem and women felt an active part
of the team in care of their husbands [39]. Li and Loke (2013) state that higher
self-efficacy, rated in terms of physical activity in both patients and spouses, was
associated with the couple’s good adjustment towards the illness, less anxiety,
reduced carers’ strain and good mental wellbeing [40]. However, the review re-
vealed that spouses with lower self-esteem viewed the role towards their patients
negatively. Similarly, Mystakidou et a/ (2013) states that high anxiety levels are
more common in carers with low self-esteem than in carers with high self-esteem
[46].
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4) Attachment orientation

Kim and Carver (2007) evaluate qualities of attachment of spouses of survivor
cancer patients, and assess aspects of care provided to patients and how carers
provided the care [18]. They explore the relationship between attachments to
patient care tasks and sex differences (Kim and Carver 2007) [18]. They hypo-
thesised that the security of attachment closely relates to the frequency of spouse
involvement in patient care, and hence low levels of carer burden. On the other
hand, they hypothesised that avoidance of attachment is closely related to lower
frequency of spouse involvement in patient care, and hence high levels of carer
burden. They go on to assume that attachment anxiety closely relates to fre-
quency of involvement in patient care but high levels of caring burden [18]. Kim
and Carver (2007) study was done on participants who were fluent speakers of
English or Spanish, and therefore generalisability of the results is limited to car-
ers who are educated, affluent and Caucasian carers [18]. The study reports that
carers with attachment avoidance have problems in rendering emotional care to
their partners with cancer, and these carers would benefit from health education
interventions, good communication, and empathetic listening to help them pro-
vide emotional support to their partners, and should be advised to use family or
community resources available to them [18]. Braun ef al (2007) recommend
that HCP should be sensitive in dealing with carers, as their role as carers is
based on their attachment orientation, and high levels of depression are asso-
ciated with higher carers’ attachment anxiety and avoidance [17]. Morgan et al.
(2011) suggest that carers of advanced cancer patients have a high prevalence of
depression, predicted by the use of the subjective caring burden and relational
variables which are the carers’ attachment orientation [16].

5) End of life carer experiences

One study brought out an important issue of end of life experience of carers
[39]. Mossin and Landmark (2011) qualitative study explored experiences of
spouses who are present with their loved ones in the hospital during their last
days before death. Different themes emerged from the study, the main one being
maintaining presence, either for one’s own sake or for the patient’s sake to en-
sure that the couple’s relationship is maintained despite the husband being ad-
mitted to hospital [39]. Spouses were not even willing to be at home and the
spouse’s presence seemed to calm the patient and give them the desire to be with
their wife all the time [39]. Support to patients was regarded as direct support
and was appreciated, in that good quality of care to the patient showed that the
couple was supported and the patient received good pain and symptom control
[39]. Mossin and Landmark (2011) reported that despite their husbands’ illness,
none of the spouses discerned that their husbands would die during the admis-
sion in the hospital, and understood being there for their husbands as a normal
extension of married life [39]. Termination was a very difficult time for spouses,
as it not only stopped the caring role of the women but also the end of their ma-
rital relationship [39].

6) Summary of theme 1
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The studies showed that cancer has a definite effect on the female carers’ and
patients’ marital relationship. Good prior marital relationships have a positive
impact on the couple, while negative effects propagated by marital dissatisfaction
show increased distress in both the female carer and patient. Female carers tend
to withhold information from their spouses by not communicating openly with
them as silence is perceived as protecting the patient from additional stress. The
studies showed that interactions between female carers and patients with cancer
are directly affected by the cancer disease itself, the symptoms, the period of ad-
mission in the hospital and caring roles. Despite this, female carers appreciate
being present at the end of life because they felt that they had an opportunity to

say goodbye to their loved one despite carer challenges.

5.1.2. Theme 2: Effective Communication
2 issues arose: communication within a couple and communication between HCP
and couple.

1) Communication within couples

Li and Loke (2013) explore ideas of spousal carer and cancer patient dyads in
terms of mutuality and directions for future research [40]. The results are grouped
under three mutuality concepts: communication, reciprocal influence and
carer-patient congruence. Factors that influence good communication between
spouse and husbands with cancer are prior good marital relationships, good
couple communication about cancer disease and treatment, good prior memories
of their relationships, couples having sufficient time for each other, previous
good problem-solving skills, couple’s mutual plans for the future, marital ad-
justments and low distress [40].

2) Communication between healthcare personnel and couple

Kimberlin et al (2004) explore the barriers and facilitators of patients and
carers in relation to pain management and gives suggestions to improve com-
munication with patients, carers and providers [43]. Improving provider rela-
tionship-building skills is a major theme, under which two behaviours emerged:
Inhibiting behaviours and Facilitating behaviours. Inhibiting behaviours com-
prise behaviour of healthcare providers, who tend to create communication bar-
riers between them and patients and carers, such as insensitive care and de-
meaning communication. Facilitating behaviours include healthcare providers’
behaviours that create a caring relationship between providers and patients to
facilitate effective communication [43]. Sercekus et al (2014) discuss communi-
cation problems between couples dealing with cancer and HCP, as carers and
patients complain that they are not fully informed and educated on the patient’s
condition, treatment options, treatment side-effects, extent of disease and course
of treatment [42]. This correlates with Kimberlin et al (2004) which states that
communication is another area where carers feel left out, even when their pa-
tients request their involvement in the conversation and it is frustrating for car-
ers when their patient is found depressed because of the information given to
them without the carer present to give appropriate care and support [43].
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Li and Loke (2013) show that the Quality of Life (QOL) of couples dealing
with cancer is improved with good communication from the HCP around can-
cer [40]. A reduction in uncertainty and the negative outcome of the illness im-
prove patients’ and spouses’ QOL. Mossin and Landmark (2011) reveal that
HCP behaviour, such as talking to spouses or good communication skills and
physical contact such as greeting and showing concern, contribute positively to
the patient and their spouses, as they see the team’s consideration towards them
[39]. Conversely, Kimberlin et al (2004) highlight that carers complain that
healthcare providers were not allowing them to be knowledgeable about their
patient’s illness, and this is frustrating [43].

3) Summary of theme 2

HCP tend to ignore female carers of cancer patients by informing only the pa-
tients and not informing and updating carers about patients’ information, a
practice that is so discouraging to female carers, because it is important to keep
carers well informed about their patient’s illness, extent and current state. Good
communication skills of reassurance, greeting and showing concern have posi-

tive impacts on female carers and on patients with cancer.

5.1.3. Theme 3: Carers’ Burden and Need for Support

1) Carer tasks

The 6-month cohort study of Nijboer et a (2000) reveals that the effect of
carer burden on carers’ self-esteem and on interrupted diary roster decreased
over 6 months [15]. Carers derived less self-esteem from caring, and care offered
to patients was perceived as less interruptive over the 6 months. However, Sten-
berg et al (2010) report that the burden related to caring emerges due to many
responsibilities that carers have and in addition to their role as carer [44]. Caring
consumes a lot of time as patients need support in activities of daily living, emo-
tions, company, monitoring symptoms and transporting the patient to hospital
[44]. Carers find it hard to balance this with meeting needs of other family
members who are not sick [44].

2) Psychological effects

a) Psychological problems experienced during caring

Carers of advanced cancer patients have high prevalence of depression, which
can be predicted by use of the subjective caring burden and relational variables
which are the carers’ attachment orientations and marital dissatisfaction; high
levels of depression are associated with higher carers’ attachment anxiety and
avoidance and 49% of spousal carers reported psychological effects, including
feelings of sadness, powerlessness, depression, fear of loss of a loved one, dis-
tress, anxiety, shock, hopelessness, suffering, weakness, guilt, irritability in the
caring process, and mood disturbances [17]. Emotional distress is evident in
carers who perceive the patient’s illness negatively irrespective of the patient’s
condition or the patient’s view of the disease status [38]. The correlates with Li
and Loke (2013) who report that psychological distress is evident in couples, as
they have depression, stress and poor physical health, closely related to age of the
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patient, negative perceptions of outcomes of the illness by the spouse, high level
of hopelessness in the patient and poor health in the patient [40]. Spouses who
use avoidance technique as a coping mechanism have psychological problems,
and age, female gender and personality compound the problem [38]. This relates
to Moser et al (2013) which assesses emotional distress in cancer patients and
their partners and how these relate to each other; their study was done over 3
years, after cancer diagnosis [45]. Prevalence rates for anxiety and distress upon
diagnosis varied from 15% to 36%, and rates were lower in patients who are ei-
ther male or female than in their spouses [45]. Depression rates which were
clinically significant were higher in female partners than female patients, male
patients and male partners, and over time depression declined in all groups [45].
After 3 years, a follow-up assessment on a small group of female partners, 3% of
the sample population, discovered that they still suffered from distress which
was clinically significant, compared to patients of both sexes and male partners
[45].

b) Psychological support

Carers raise the need for psychological support from their sick partners, HCP
and family and friends, to help them cope during the caring process [42].
Spouses state that being around their husband during his hospital stay is neces-
sary as it helps them feel at peace and calm, showing that spouses suffer a great
deal when their husbands are suffering from cancer, and allowing them to be
around their husbands during a hospital stay is necessary to their psychological
wellbeing [39]. Braun et al (2007) recommend that HCP create, plan patient and
implement carers’ couple interventions, integrating them to healthcare [17].

3) Physiological effects

Stenberg et al (2010) explore cancer patient family carers’ physical and psy-
chosocial health problems reported in literature, and discover how carers de-
scribe their responsibilities and problems [44]. Carers of cancer patients expe-
rience physical problems such as pain, loss of strength, sleep problems, appetite
loss and loss of weight [44]. This correlates with Sercekus ef al (2014) who ex-
plore the needs, challenges and ways of coping of carers of cancer patients on
chemotherapy treatment. Carers go through physiological effects of caring, such
as weight loss, grief, fatigue, hypertension, headaches, insomnia, eczema and
stress [42]. Loss of physical strength remains constant during a 6-month cohort
and its effect is perceived more negatively in females than in men; carers’ expe-
riences should be looked at in both negative and positive ways, as these expe-
riences change over time, and inter- and intra-individual patterns must be stu-
died through different subgroups of carers [42].

4) Social effects

a) Socio-economic problems

Nijboer et al (2000), describing experiences of carers of patients with cancer
over 6 months, reveals that lack of family support and financial problems re-
mained constant over 6 months [15]. This is similar to findings of Sercekus et al.

(2014) qualitative study, which reports that participants experience social effects,
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including quitting their jobs, role strain, financial difficulties, isolation and re-
strictions on social life because of increased care needs of the patient and in-
creased burden of care [42]. Financial difficulties arise due to costs of transport,
and effects of quitting employment and transport difficulties arise due to long
distances from home to hospital where cancer treatment is received, as it is dif-
ficult for patients to commute to and from hospital, causing them to require
admission to ease the process of receiving cancer treatment (Sercekus et al. 2014)
[42]. Quality of life of both spouses and husbands with cancer is improved by
adequate social support [40]. Sercekus et al (2014) recommend social support
networks to be availed to carers [42].

5) Carers coping mechanism

Similarities and differences in perceptions of health-related Quality of Life
between patients and their spouse are seen in coping strategies, disease evalua-
tion, disease adjustments and protective buffering [40]. Coping strategies are
used differently between female carers and their patients. In terms of disease
evaluation, carers view their patients’ good physical and psychosocial function as
an indicator of patients’ improvement, unlike the way patients view themselves
[40]. Sercekus et al (2014) adds that coping behaviours that relieved carers and
were exhibited by them include turning to God, doing housework such as clean-
ing that keeps them busy, taking walks, playing games on the computer, crying,
thanking God, being with friends, watching movies, performing handiworks and
praying during the caring process [42]. Nijboer et al (2000) state that
self-esteem in male carers did not change over time but a less positive influence
on self-esteem was reported by female carers and this could be due to differences
in coping styles, emotional attentiveness and caring roles of women and men
[15]. Pitceathly and Maguire (2003) identify that informal support has a positive
effect on carers’ coping styles [38].

a) Carers’ need for support

Mossin and Landmark (2011) report that support, a major factor that emerged
from the study, is revealed when spouses voice a need to be supported by their
sick husbands, family and the healthcare team, and this support plays a positive
role in their experience [39]. Despite being sick, women felt a need to be sup-
ported as they were being supported at home, because that made them feel good
and maintained their role and value [39]. Nonetheless, Kim and Carver (2007)
suggest that gender role or orientation of carers’ relationship to the partner plays
a very important role in carers’ provision of care to the partner with cancer or
perception of care provision as burdensome [18]. Nijboer et al (2000) add that
female and younger carers are the most vulnerable carers who need a plan of
healthcare and support [15]. Braun et al (2007) study recommends that HCP
constantly assist carers in their demanding role of caring [17].

6) Summary of theme 3

Female carers of husbands with cancer experience poor quality of life, poor

physical and mental health and lack of satisfaction of life. They tend to expe-
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rience serious negative physiological, social and psychological effects, due to
their caring role and the devastating and overwhelming nature of the cancer
disease. Taking care of cancer patients is absorbing and restricts one’s ability to
fulfill social responsibilities. Due to the longevity of cancer treatment and the
process families go through during cancer diagnosis and treatments, female car-
ers normally reach a stage of financial crisis. Fears, anxiety and tension are evi-
dent in female carers, due to their concerns about their patient’s condition, the

nature of the disease and how society understands it.

5.1.4. Theme 4: Proper Coordination of Care among Providers

1) Complaints about healthcare personnel and hospital conditions

Patients and carers feel really discouraged and helpless when HCP caring for
them go into disagreements and lack cooperation and proper communication;
HCP must be open to second opinions outside consultation times for work to
move smoothly [43]. Participants complain of problems that arise from the
healthcare system such as: difficulties with small clinics in their residential area
when they request referral to tertiary centres to continue receiving cancer treat-
ment; long waiting times for treatment due to inadequate human resources; un-
comfortable conditions of the hospital; and not enough equipment such as
wheelchairs to ease patients’ movement [42]. Kimberlin et a/. (2004) reports that
participants complain of time barriers such as waiting for appointment dates,
excessive waiting before seeing HCP, waiting for telephone calls to be returned
and inadequate time during meetings between patient and HCP, and these dis-
couraged patients [43]. Participants complain that generally in hospital, needs of
patients are regarded as more important than needs of carers, and this makes
spouses think their own need to rest is not considered [39].

2) Involvement of the patient and carer in healthcare

Kimberlin et al (2004) recommend that information exchange be improved
between HCP and couples dealing with cancer [43]. It highlights a need for
greater recognition of patients as sources of information. The study was con-
ducted through diaries, in which patients documented when pain medication
was administered and side-effects, their questions and suggestions, and type of
care which was helpful to them. This helped patients focus on their needs as they
could not forget the type of questions to ask the doctor during review clinics.
Kimberlin et al. (2004) suggest that information exchange between patients and
healthcare workers enables active participation of patients and carers in care and
the whole healthcare system, improving coordination of care and relationships
among HCP, overcomes time barriers and addresses fears of pain medication
use [43].

3) Education of patients and carers

Improving education of patients and carers is a dominant theme, as couples
dealing with cancer express the need to understand the disease itself, its progno-
sis, signs and symptoms, pain medication choices, available treatment, treatment

modalities, treatment side-effects and their management, care of the patient at
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home, and care for carers at home to enable them to be well informed [43]. This
is in line with Sercekus et a/ (2014), which adds that patients and carers must be
informed to ensure adherence of the patient to treatment prescribed and
self-care activities [42]. All participants stress the importance of allowing them
to participate in decision-making about care, ask questions and research their
disease and available treatments, to enable them to have control over their illness
and be part of the medical care [43].

4) Fear of use of pain medication

Morgan et al. (2011) assess effects of pain and financial concerns as stressors,
the nature of the couple’s relationship and the coping style of spouses as out-
comes and mediators, to determine the direct effect on carers’ QOL and that of
their patients [16]. The intensity of pain has a direct negative effect on the pa-
tient’s QOL and not on the partner’s QOL [16]. Kimberlin et al. (2004) suggests
that a number of fears of use of pain medication emerged from interviews, in-
cluding: fear of opioids, addiction, being judged, being seen as a weakling for
admitting pain, loss of control and expressing need for medication [43]. These
were largely expressed by patients. Carers expressed the fear of feeling that they
are unable to manage pain anymore and of thinking that opioids actually hasten
the patient’s death.

5) Summary of theme 4

If HCP do not recognise the important role that female carers play for their
patients and in the healthcare system, or their needs, then carers may feel inti-
midated. When female carers are actively involved in patient care, adequately
informed about their patients’ illness and treatment plan, and involved in deci-
sion-making, a good relationship develops between them and HCP and they be-

come active members of the healthcare team.

6. Discussion

6.1. Interpretation of the Results

The critical literature review explored and analysed challenges facing women
caring for a spouse having cancer treatment. Key themes which emerged from
the data include: “quality of marital relationship”, “effective communication”,
“burdens related to caring” and “proper coordination of care among health care

providers”.

6.1.1. Theme 1: Quality of Marital Relationship

The quality of a marital relationship has a great influence on the way couples re-
late to each other when dealing with difficult situations like a cancer diagnosis
[16] [17] [38] [39] [40] [41]. A healthier marital relationship enhances couples’
QOL, improves their physical and mental health and reduces caring burdens on
the carer; pain and financial burdens have no negative effects on a couple with a
good marital relationship [16] [17] [38] [39] [40] [41]. Quality of marital rela-

tionship is not really appreciated in practice as HCP tend to be too “patient-
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focused” while forgetting some fundamental aspects to enhance the patient’s
wellbeing and the spouse’s caring experience. Carers of cancer patients tend to
feel isolated and not supported by HCP because HCP are too patient-focused
and do not share patient information with carers [47].

The “patient focus” makes HCP not appreciate presence of the patient’s close
family near the patient, and sometimes these family members are constantly
chased out of wards with the argument that the patient should receive total
nursing care and be nursed in a quiet environment, because HCP regard carers
as barriers to good care, which is actually very wrong, as patients themselves
want to be around their loved ones, to receive moral support [5].

1) Masking feelings

Masking feelings are common in clinical practice as carers choose to “die in-
side” rather than talk openly with their patient or express their emotions openly
with their patient; this causes a “conspiracy of silence” between a couple, where
each is pretending to the other without talking or expressing their feelings.
Houldin (2007) reports that carers have problems balancing emotions, such as
when getting angry or sad as they are afraid that the patient may misinterpret
the emotions. Moreover, attending to needs between patient and family, espe-
cially showing children love and affection, is another reported challenge [48].
Spouses of cancer patients have serious difficulties in honestly expressing their
feelings about the cancer disease, handling negative emotions expressed by the
patient and talking about the cancer disease with the patient, as they are uncer-
tain how the patient may react. On the other hand, some spouses had difficulties
in smiling or showing happiness with other members of their family as they are
afraid of being misunderstood [17] [42].

2) Personal desire and satisfaction in caring for a partner

Carers, especially women, feel satisfied at being there for their partners and
mostly treasure the time spent with them. Women do not really mind how they
are viewed in hospital as long as they are there for their patient, as they under-
stand the responsibility to care as part of their role as wives and to maintain their
identity and self-esteem [39] [41]. On the other hand, carers of cancer patients
often decide not to let their situation of caring weigh them down, and try to
maintain their hope, self-efficacy and readiness for death of their loved one [48]
[49]. Carers go through a difficult situation after learning the diagnosis of their
patient, but try to balance their emotions and try to behave as if everything is
normal despite the complexity of the situation [49] [50].

3) Attachment orientation

Carers with attachment avoidance experience problems rendering emotional
care to their partners with cancer, and these carers would benefit from health
education interventions, good communication, and empathetic listening to help
them provide emotional support to their partners; High levels of depression are
associated with higher carers’ attachment anxiety and avoidance. Carers should

be advised to use family or community resources available to them. Carers of
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advanced cancer patients have a high prevalence of depression [16] [17] [18]
[19] [49]. Due to women’s attachment to their husbands, they are there for their
partners because they want to observe their marital vows and commitments
promised to each other and this leads carers to be there for their partners till
death [51] [52].

4) End of life carer experiences

Termination is a very difficult time for spouses, as it stops not only women’s
caring role but also their marital relationship. Women appreciated being present
at the end of life because they felt that they had an opportunity to say goodbye to
their loved one [39]. Fears regarding the future and loss of the loved one to take
care of the children fully are the main contributing factors to high levels of an-
xiety during caring, especially during end of life care [53] [54]. Pearce et al
(2006) also state that the meaning of life and death is always questioned by pa-
tients and carers and they both experience helplessness, anger and sadness at
their situation [55]. On the other hand, carers often fail to plan for the future at
the end of life and are highly aware that their loved one will die soon (Olson
2014) [56].

6.1.2. Theme 2: Effective Communication

1) Communication barrier between couples

Couples dealing with cancer have challenges during the illness if they did not
have prior good communication and coordination to make plans together, good
problem-solving skills and create memories before the illness. This communica-
tion barrier causes couples to be unsure what to communicate to each other,
causing silence during caring [40] [43]. Lack of or poor communication is evi-
dent in couples dealing with cancer because of the negative impact of the diag-
nosis on a couple and previous communications problems within a couple [57].
In clinical practice, there are instances where spouses ask HCP to withhold cer-
tain information from the patient, in an attempt to protect their patient, as they
are afraid that when the patient knows the truth, they will be stressed and de-
pressed; therefore, the spouse hears the information, keeps it and withholds it
from the patient. Couple assessment must be included in healthcare especially
for couples dealing with cancer, so that problems identified can be managed and
couple interventions implemented accordingly.

2) Communication barriers between HCP and patient and carer

There are existing communication barriers between HCP and patients and
their spouses, as information is not honestly, freely, empathetically and ade-
quately given to them regarding patient condition, treatment options and side-
effects, extent of disease and course of treatment. Some HCP only give informa-
tion to patients without consideration of carers [40] [43]. Many HCP think
withholding the truth from the patient means relieving the patient of additional
stress without knowing that they are causing more harm than good. Other HCP
give the information but in a sarcastic and intimidating manner which is not

helpful to the patient. Hence training in effective communication should be in-
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cluded in clinical practice so that HCP can break bad news to patients and prac-
tise truth-telling in an effective and efficient manner. In clinical practice, carers,
especially spouses, need to know what is going on with their patient, and once
this is ascertained, they become an active part of the healthcare system, very
calm, easily adjusting to the situation and coping well, because they have know-
ledge of the patient’s illness. Truth-telling becomes vital, and false hope must
never be practised. However, this truth must be said in a skilled manner, in a
breaking bad news session. Carers of cancer patients need to be informed about
their patient’s condition and how they can perform basic needs assessments and
care at home [58] [59]. Due to lack of recognition of carers’ roles in hospital,

carers become inactive and demoralized [53].

6.1.3. Theme 3: Burdens Related to Caring

Caring for a cancer patient is not easy as the role consumes a lot of time and in-
terrupts daily activities. In addition to being at the bedside and giving moral and
emotional support, carers actively assist with self-care of the patient, monitor the
patient’s symptoms and find ways to source income to feed and transport the
patient to and from hospital. Carers find themselves in a vulnerable situation
where they equally need support, not only from HCPs, but also from the patient
himself, family and the community at large. Houldin (2007) reports that respon-
sibilities of carers of cancer patients increase during the caring process as they
fail to balance and plan priorities in the household and marital relationship
strain [48]. The caring role of carers of cancer patients receiving treatment nega-
tively affects their QOL and wellbeing [60]. Carers of cancer patients experience
permanent alterations of their normal schedules due to the caring burden [48]
[61].

In practice, especially where human resources are inadequate, carers end up
giving total nursing care to the patient and HCP only give the treatment where
and when it is due. Therefore, HCP must be able to provide nursing care to the
patient and relieve carers to concentrate on other things that are less stressing, to
relieve them.

1) Psychological effects

The caring role is psychologically distressing; in addition to the burden of
care, carers experience psychological problems which indicate that they are in a
poor state of mind as they sit at the bedside. Female carers are so vulnerable and
have suffered from anxiety and depression in addition to the roles of caring [17]
[39] [42]. Sanders et al (2006) which reports that carers often go through ongo-
ing psychological distress and worries regarding the cancer diagnosis, prognosis
and chance of recurrence [62]. Mystakidou et al. (2013) report that higher levels
of anxiety are more common in spouses of advanced cancer patients and female
carers than in male carers [46]. Likewise, Andrade et al (2001) reveal that an-
xiety is scored higher in women than in men, even than those who have been
with their patients for a long time [63]. Female carers love to be around their

husbands despite their length of stay in the hospital for psychological wellbeing
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[17] [39] [42]. Carers undergo psychological and social distress and need appro-
priate interventions to support them [64]. Psychosocial interventions given to
carers and their patients reduce their symptom burden and improve their QOL
[65].

Support from family, friends, HCP and community to carers is needed to help
them cope during caring. HCP must explore diverse networks with different
communities to come up with community volunteers or find existing communi-
ty organizations to support these carers even at their homes.

2) Physiological effects

Physical problems experienced by carers include: pain, loss of physical
strength, problems with sleep, appetite loss, loss of weight, grief, fatigue, hyper-
tension, headaches, insomnia and eczema, and these are more common in
women than in men [15] [41]. Caring for a cancer patient is very distressing and
a long journey; patients go through long admissions because of the longevity of
treatment for cancer, and being at the bedside for a long time causes carers to
have physiological problems due to excessive fatigue and tiredness; this is evi-
dent when carers keep asking for painkillers as they suffer headaches during the
hospital stay.

3) Social effects

Cancer treatment is very involving; carers end up experiencing social prob-
lems such as role strain, quitting employment, financial difficulties, transport
difficulties to and from hospital, isolation and restrictions in social life because
of the increased care needs of the patient and increased care burden [40] [42].
Carers of cancer patients often experience disruptions to their social and domes-
tic activities due to the burden of caring tasks [57]. Total disruption of daily life
is evident in carers of cancer patients and it affects social aspects such as em-
ployment and financial difficulties [48].

In Cancer Diseases Hospital, Lusaka, almost all cancer patients and their car-
ers undergo social problems, because of the location of the cancer hospital in the
capital city of Zambia. Patients come from all over the country to access cancer
treatment, and the treatment timeframe for treating cancer is generally long. On
a positive note, the Government of Zambia pays for treatment for all Zambian
citizens so that they can access free treatment. Therefore, patients and their car-
ers just pay for transport to the cancer hospital, daily self-care, diagnostic ser-
vices and food, because accommodation is free, unless one wants to benefit from
high cost services which are charged. Due to expenses of food and diagnostic
services, carers and patients tend to deplete resources until they do not even
have transport money to go back to their home town. The social welfare unit
then comes in to assist these families with transport money from hospital budg-
ets for social welfare of cancer patients and their families. Social welfare, diagno-
sis and care services must be planned and put in place in hospital to ensure that
cancer patients and their families are taken care of adequately.

4) Carers coping mechanisms

Coping strategies used by carers include: turning to God, keeping busy with
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housework, taking straws, playing games on the computer, crying, thanking
God, being with friends, watching movies, performing handiworks and praying.
Informal support has a positive effect on carers’ coping styles [15] [34] [40] [42].
Different carers express different coping strategies; some carers employ negative
coping mechanisms such as excessive alcohol consumption. Some use coping
strategies such as talking to friends and praying while using faith and self-control

of emotions [48].

6.1.4. Theme 4: Proper Coordination of Care among Providers

1) Complaints about healthcare personnel and hospital conditions

Disagreements and lack of cooperation among HCP, long waiting times for
treatment due to inadequate personnel, lack of recognition of carers’ roles, un-
comfortable conditions of hospital and insufficient equipment such as wheel-
chairs to ease patients’ movement affect patients and carers negatively [39] [42]
[43]. HCP do not recognise the role of carers of cancer patients, which is devas-
tating to them [52]. Carers have many needs which are not identified and met by
HCP [64].

2) Education and involvement of the patient and carer in healthcare

Education and active involvement of patients and carers is important to ena-
ble them to be well informed to understand the disease, its prognosis, signs and
symptoms, pain medication choices, available treatment, and treatment modali-
ties, side-effects and management, as this enables them to be active and have
control over their illness [42] [43]. Carers are often ignorant about the patient’s
cancer condition and if HCP have not taken time to educate them, they will not
be able to identify and manage basic symptoms [64].

Some carers portray behaviours that indicate need to receive information
from HCP so that they understand how to take care of their patients and relieve
their uncertainty and anxiety about the disease; however, some carers do not
show need to receive any information about their patient’s illness as they are
afraid of how they will react once they hear the bad news [66]. Support from
HCP, family and friends positively influences carers [52].

3) Fear of use of pain medication

The intensity of pain has a direct negative effect on patients’ QOL and not on
partners” QOL [16] [43]. Patients’ fears of the use of pain medication emerged
from interviews and include: fear of opioids, addiction, being judged, being seen
as a weakling for admitting pain, loss of control and expressing need for medica-
tion. Carers expressed fear of feeling unable to manage pain anymore and of

thinking that opioids hasten the patient’s death.

6.2. Limitations of the Review

Study limitations in the current review include difficulties of accessing relevant
unpublished or grey literature. Only studies published in English language were
included in the review, meaning that relevant studies published in other lan-

guages were not included. The number of good quality studies found to be in-
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cluded in the review was limited, and so relevant literature reviews were in-
cluded; however, these tend to be vulnerable to reviewer biases [30]. The litera-
ture review was done independently by one researcher who was in training, and
this meant that analysis by one independent individual was applied, and the
study was not peer-reviewed by another researcher to achieve a balance. Effec-
tive analysis was achieved through use of a validated critical analysis tool. Con-
stant supervision and guidance was sought from the research supervisor, creat-
ing an opportunity for questioning, challenging results, discussions and conclu-
sions of the review [30].

Notwithstanding these limitations, the results of the current review provide a
worthwhile and exceptional understanding of challenges that spouses of cancer
patients face when caring for their patients with cancer and these results add to

the existing body of knowledge in this area.

6.3. Dissemination of Review Findings

The review findings added to the current body of knowledge and dissemination
of the findings to HCP is vital. Therefore, review findings were distributed to
clinicians and colleagues, through presentations in clinical meetings, conferences

and workshops, and through this publication.

6.4. Recommendations for Future Research

The review highlighted the need to integrate female carers of cancer patients to
the healthcare system by promptly recognizing their roles, needs and challenges.
More research is needed to find out more about effective support strategies that

could improve female carers’ QOL.

7. Conclusion and Recommendations

7.1. Conclusion

The first is quality of marital relationship, which states that female carers and
their patients with cancer are directly affected by the cancer disease itself, symp-
toms, the period of admission in hospital and caring roles. Many challenges face
women caring for a spouse having cancer treatment. Four key themes are: Qual-
ity of marital relationship (female carers and their patients are directly affected
by the cancer, symptoms, period of admission in hospital and caring roles); Ef-
fective communication (female carers withhold information from spouses by not
communicating openly with them as silence is perceived as protecting the pa-
tient and protecting their patient from additional stress; skills of reassurance,
greeting and showing concern help carers and patients with cancer); Burdens
related to caring (female carers of husbands with cancer experience poor quality
of life, poor health and serious negative social and psychological effects); and
Proper coordination of care among health care providers (HCP do not recognise
the important role that female carers play for their patients and in the healthcare

system, nor their needs, hence carers feel intimidated).
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7.2. Healthcare Clinical Implications

Female carers of cancer patients face several challenges, and this review creates a
basis from which HCP will practise, to improve carers’ QOL. HCP do not con-
sider carers’ role and needs; therefore, advocacy must be done to influence poli-
cy to integrate carers to the healthcare system. Policy guidelines should be put in
place to guide HCP to care for not only patients but also their spouses. Chal-
lenges of carers of cancer patients must be promptly anticipated, identified and
managed using the health care assessment system in clinical practice by HCP.
HCP should be educated to appreciate the value and role of female carers of
cancer patients, their needs and how to support them. HCP must facilitate for
carers and their patients to express feelings openly between each other. Carers
must be helped to understand their role for patients and how they can support
them. HCP must identify carers’ support groups and create networks to support
carers effectively. In conclusion, the challenges of female carers must be identi-
fied and managed, to enable their access to healthcare services. Care services for

carers will improve their QOL and patients’ QOL.

Operational Definitions

Spouse: partner or wife of someone in the civil state of marriage, or who has
lived with a patient for over 3 months or has been acknowledged by the patient
as his or her partner.

Breadwinner: the person in a household who earns most money and supports

the family most.
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