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Title  

Acknowledging cancer as a ‘family disease’: A systematic review of family research during 

cancer. 

Abstract    

Purpose 

Family members are a part of the team to improve the outcomes of the person with cancer. 

Families require support and information to optimise their care, however, their needs are often 

unacknowledged and within clinical areas there is a lack of family focused interventions. Studies 

highlight families’ needs but lack a family representation. The aim was to explore research with 

family as the unit-of-care during cancer treatment.  

Method 

The Pickering systematic quantitative literature review method; a 15-step process from 

searching, database development and analysis was followed. Research published 2008-2019 

within databases: MEDLINE, SCOPUS, PsycINFO, Cochrane, CINAHL; key words, ‘family* or 

caregiver*, and cancer*, neoplasm* and coping*, distress* in November 2019. Quality 

assessment completed using Mixed Methods Appraisal Tool, descriptive quantitative analysis 

and thematic analysis.  

Results 

Studies involving patients and family members were included in the review (N=73). The analysis 

identified participants had a mean age of 58 years and primarily lung, breast or prostate cancer. 

Over 80% were from America and European countries; 93% had a dyad sample, quantitative 
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studies (76%). There was eight intervention studies between four to sixteen weeks long, focused 

on family wellbeing. Themes described the impact of cancer on the whole family, the importance 

of communication between family members, and resources for family members.  

Conclusion  

The review identified four main scales and optimum intervention styles. Family research in the 

adult cancer needs to focus on intervention studies, increase international focus and inclusion of 

other family members such as children, friends and older adults. 

Tweetable abstract: Acknowledging cancer as a family disease, analysing the current research, 

highlighting gaps and best practice 

Key words:  Cancer, Family, Family Nursing, Interventions, Literature review, Nursing 
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Introduction 

A diagnosis of cancer will influence the person with cancer and their family over a long 

period of time (Finley, 2018). The supportive role of family in the care of person with cancer is 

well recognized, including both physical and psychosocial support (Gilliss et al., 2019), and may 

begin even before the cancer diagnosis is made, and continue through different trajectories of the 

cancer journey (Coyne et al., 2017; Rha et al., 2015). Family caregivers include partners, close or 

extended family members and friends (Romito et al., 2013). Family caregiving varies according 

to severity of symptoms, treatments required, stage of disease, or closeness to death; taking up to 

14-24 months during the active treatment phase; averaging 8.8 hours/day, and the family 

caregiving process may last up to 4 years (Given et al., 2012). The increase in survival of 

oncology patients can result in longer term of caregiving for family members. 

As cancer care has transitioned to have more of a focus on outpatient and home-based 

care, the family caregiver has become the main provider of support to the person with cancer 

(Ferrell & Wittenberg, 2017). Research has highlighted, that cancer will influence both the 

person with cancer and their family equally with significant burden from depression, physical 

health changes, declines in social functioning and reduction in quality of life (QoL) (Dieperink et 

al., 2018; Ferrell & Wittenberg, 2017). An individual caregiver’s perception of caregiving 

demand, and use of coping mechanisms are influenced by their own needs and also the person 

with cancer’s symptoms and dependence on them as family caregiver (Stamataki et al., 2014). 

The needs of family caregivers vary according to the age, sex, ethnicity, education and the 

person’s disease progression and are connected to the person they are caring for (Andersen et al., 

2019; Johansen et al., 2018). The consequences of caregiving may include physical problems 

such as fatigue, sleep disturbances, loss of weight and appetite, headaches, and psychological 
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distress including anxiety and depression, but caregiving can be both a positive and negative 

experience with the family having changes to social activities and relationships (Rha et al., 2014, 

2015; Romito et al., 2013).  

The definition of family caregiver, often referred as informal caregiver, varies across 

studies (Bell & Wright, 2015). A universal definition of a family caregiver or informal caregiver 

is the person or persons who are not paid for the care they provide (Australian Commission on 

Safety and Quality in Health Care, 2018; Shajani & Snell, 2019). The type of support provided 

by caregivers includes emotional, medical, tangible and practical support (Romito et al., 2013). 

The support provided involves different aspects of person with cancer’s care such as daily life 

assistance, symptom management, monitoring treatment complications, providing 

accommodation, scheduling visits, housekeeping, meal preparation and financial support (Rha et 

al., 2015). The family caregiving role has received increased attention in the last decade related 

not only to psychosocial aspects of care but also economic influences (Girgis & Lambert, 2017; 

Zaleta et al., 2018).  

Recent research suggests caregivers and patients should be conceptualized as a family 

unit rather than caregivers as individuals separate from patients (Bell & Wright, 2015). 

Caregiver-patient congruence and reciprocal influence highlight the effects of patients and 

family on each other (Fletcher et al., 2011; K. S. Lyons et al., 2016). To understand the 

complexity and implications of patient and caregivers’ appraisal of cancer management, a family 

as the unit care is the best approach (Coyne et al., 2017). Some researchers suggest that 

consideration of interpersonal relationships and complexity of family networks should be taken 

into account when conducting research, developing interventions and supporting persons with 

cancer (Illingworth et al., 2009).  



5 
 

 
Cancer as a family disease 

Systematic reviews have explored aspects of family research in chronic disease including 

healthcare interventions and caregiver-mediated interventions (Deek et al., 2016; Fiest et al., 

2018), and a recent scoping review on family research for older patients with cancer is published 

(Konradsen et al., 2020). The role of family in chronic disease management is established 

(Gilliss et al., 2019; Whitehead et al., 2018), however, there has not been a mapping of research 

specific to adults with cancer including their family members. The aim of this review is to 

explore studies with a focus of family as the unit of care during cancer treatment for all adult age 

groups including, prevention, treatment, supportive care, rehabilitation and early palliative care 

and to identify research gaps.  

The systematic quantitate literature review approach 

To fully explore and understand the scope of research available a systematic quantitative 

literature review was conducted. This type of review differs from a traditional systematic review 

as it allows for the inclusion and analysis of both quantitative and qualitative studies in the 

review (Pickering & Byrne, 2014). It also differs from an integrative review by mapping the data 

from the studies within a database. To guide this process a systematic quantitative literature 

review framework was used (Pickering & Byrne, 2014). The Pickering method guides the 

development of a database of variables from the included articles allows for comparison of 

variables within the database and trends in data (Pickering et al., 2015). The steps in a systematic 

quantitative review are to define the topic, inclusion and exclusion criteria, identify databases, 

complete literature searches, download into endnote, complete study assessment, finalise articles 

for inclusion, prepare database, enter first ten percent of papers and refine database, headings, 

complete binary data entry of all articles, complete quantitative analysis and qualitative analysis 

(Pickering & Byrne, 2014).  
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Method 

The following method for the systematic quantitative literature review is described according to 

the Pickering framework (Pickering & Byrne, 2014): 

Pickering framework Step 1 – identify the topic, Step 2 Formulate research question,  

A modified PICO table [population, intervention, comparator, outcome] was developed 

to capture the range of terms used for family and disease states (Carman et al., 2013). Research 

question: What are the types and common themes of research with adults with cancer and their 

family members as participants? 

Population: Research that included data from both adult patients with cancer and their 

family caregivers were considered for the study. A definition of family research was developed 

to capture the range of research available. Family research was defined as data collected from 

both patients and family members (Ferrell & Wittenberg, 2017; Shajani & Snell, 2019). 

Intervention: All interventions used in previous studies that focused on the family unit were 

included.  Comparator: All comparator types identified in original studies were included. 

Descriptive studies without comparators were also included. Outcomes: The outcomes of this 

review included the family research methods, sample, research instruments used and common 

themes across these studies. The search focussed on research during cancer treatment [within 

first year] but excluded end of life as much research is on managing supportive care for the 

person with cancer rather than the family as unit of care (Oakley et al., 2019).  

Pickering framework Step 3 – identify key words, Step 4 – identify database and Step 5 – 

complete searches 
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Searches were conducted by two researchers (JJ, EC) across MEDLINE, SCOPUS (Web 

of Science), PsycINFO, Cochrane, CINAHL databases using the key words, ‘family* or 

caregiver*, and cancer*, neoplasm* and coping*, distress* in November 2019. Searches were 

limited to English language and published between 2008 - 2019. Ganong (2011) conducted a 

review of family nursing research and highlighted the development of theory and interventions, 

the current time span enables a view of current trends in family research in cancer building from 

previous literature reviews (Bell, 2014).  Key words were developed in consultation with a health 

librarian to ensure relevant articles were included. The reference lists of included articles and 

literature reviews were searched (Moher et al., 2009). Inclusion criteria were primary research, 

peer reviewed, full text, written in English and had a sample of adult patients with cancer and 

their family. Exclusion was paediatric patients, or end of life focus.  

The initial search was downloaded in EndNote X9 into database groups, duplicates were 

removed. A stepped process of assessment within EndNote using key word search ‘family / 

caregiver and cancer’ within title and abstract. A stepped approach of review was taken, first the 

abstract and then full article was read to ensure participants were both patient and family / 

caregiver (Hopia et al., 2016). Full texts were screened by two authors (EC, NH) and disputes 

were resolved through consultation with all authors. When several articles across the same group 

of participants were found, if the articles presented different aspects of the study they were 

included (Pickering & Byrne, 2014). We followed the systematic review guidelines outlined by 

the Preferred Reporting Items for Systematic Reviews (PRISMA) (Moher, Liberati, Tetzlaff, & 

Altman, 2009). Figure 1 depicts the PRISMA flowchart for the search.  

Data extraction  
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Pickering framework Step 6- prepare database, Step 7 – enter first ten papers, Step 8 – refine 

database, Step 9- enter all papers as binary data  

An excel spreadsheet was used to collect the binary data from included articles to allow 

quantitative data analysis. Variables  such as journal, country, methodology, method, participants 

was entered as binary data [0 or 1] to enable a spreadsheet of data which can be used to generate 

tables and figures. Content of the database was developed and refined as data was extracted 

(Pickering & Byrne, 2014). For example, columns for different scale measurements were added 

as they were identified providing a clear picture of the range of tools used within family 

research.  

Pickering framework Step 12 - complete quantitative analysis and qualitative analysis 

The ‘Mixed Methods Appraisal Tool (MMAT) – Version 2018’ framework for appraisal 

of systematic mixed study literature reviews was used (Hong et al., 2018; Pace et al., 2012). Two 

researchers [EC, JJ] independently completed MMAT appraisals and compared to identify 

differences in scores. Differences were resolved through discussion with all authors. All articles 

were included irrespective of their quality appraisal, as the only aspect of missing quality was 

response rate below 50 which highlighted the question of was the sample representative of the 

target population (Hong et al., 2018). 

A descriptive analysis of the quantitative data set was completed and graphs developed to 

present the data for easy review (Pickering & Byrne, 2014). Means of ratio data were completed 

for age and sample size, frequency of other variables was completed. The analysis is presented as 

graphs and tables to supplement the results (Pickering & Byrne, 2014).  
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Using a thematic qualitative analysis approach an analysis across all the articles was 

completed to identify common themes within the included articles. Each member of the research 

team was allocated a group of the included articles to review and identify themes within the 

results and discussion section of the articles (Braun & Clarke, 2014). These themes were collated 

within the database.  

Results 

Pickering framework Step 13-15 prepare the results and manuscript 

A total of 814 articles were identified through the databases with 41 additional articles from 

reference lists. After removing duplicated 730 titles were screened within Endnote against the 

inclusion criteria and 132 full text articles screened for eligibility with 73 articles included in the 

final synthesis. Insert Table 1 Summary of articles and themes  

Descriptive characteristics 

Included studies were conducted across six countries/geographical areas with the 

majority from the United States of America (n = 45, 62%) or Europe (n = 20, 27%). 

Predominantly articles were published in ten major oncology or nursing journals with most 

published in Supportive Care in Cancer (n = 18, 25%). Most studies used a dyad approach, 

including one caregiver, mainly the spouse (n = 68, 93%). There was no statistical difference 

between the genders of the patients and however there were 15% lower male caregivers within 

the samples. Three studies identified patient and spouse dyads with gender diversity (K. Lyons et 

al., 2016; Manne et al., 2012; Robbins et al., 2014), and three studies excluded gender diverse 

couples (Morgan et al., 2011; Rottmann et al., 2015; Zwahlen et al., 2011). See Figure 2: The 

frequency of articles published grouped by country/geographical area. 
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Five studies included a range of family members which was referred to in their results 

(Ashouri et al., 2018; Coyne et al., 2017; Dieperink et al., 2018; Kissil et al., 2013; Robinson et 

al., 2010). The mean age of participants across all studies was 58 (range 25-88, SD = 9). Twenty-

two articles (29%) studied cancer in general without targeting individuals with a specific cancer 

type. Lung cancer was the most frequent cancer studied (n = 13, 18%). The mean sample size in 

quantitative studies was 327 participants (range 48 - 2007, SD = 329) and 28 participants (range 

12 - 60, SD = 14) in qualitative studies. The majority of studies (n = 45, 62%) had a response 

rate above 50% and 22 (30%) had a response rate above 75%. See Figure 3: Frequency of the 

types of cancer focused on in each study. 

Study designs 

Over three quarters (n = 56, 76%) of studies used quantitative research methods. 

Intervention designs including random control trail were used for eight studies. Interviews was 

the most common method of qualitative study designs (n = 13, 18%), focus groups and 

observation studies were also qualitative methods used to explore family response to adult 

cancer. Four studies were mixed method using survey and interview or focus group to collect 

family data. Figure 4 presents the frequency of quantitative and qualitative study design types 

used in articles included in this review. 

Study interventions and duration 

Eight studies including six RCTs tested interventions, which were developed for the 

person with cancer and family members and were delivered by a variety of modalities. 

Modalities included telephone or videophone (n = 3) (Badger et al., 2013; Mosher et al., 2018; 

Porter et al., 2011), a combination of telephone and face-to-face methods (n = 2) (Harden et al., 
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2009; Northouse et al., 2013), face-to-face only sessions (n = 1) (Dockham et al., 2016), DVD (n 

= 1) (Collinge et al., 2013), mobile phone applications or computer platforms (n = 1) (Kubo et 

al., 2018). Figure 5 presents the intervention types used in each experimental study. The 

interventions mainly focused on improving dyad or family communication. Two interventions 

provided an educational approach (Dockham et al., 2016; Porter et al., 2011), one focused on 

coping (Mosher et al., 2018), and two combined education and coping (Harden et al., 2009; 

Northouse et al., 2013). Another two studies provided psychological support (Badger et al., 

2013; Kubo et al., 2018) and one used massage as a relaxation technique (Collinge et al., 2013). 

The interventions delivered in acute diagnostic phase were between four weeks and three 

months. Twenty-seven quantitative studies (37%) collected data prospectively over several time 

points. Research follow up occurred at 4 or 6 months (n = 12) (Badger et al., 2013; Badr et al., 

2008; Badr & Carmack Taylor, 2008; Harden et al., 2009; Manne et al., 2012; Milbury et al., 

2012; Newberry et al., 2012; Northouse et al., 2013; Porter et al., 2011; Richardson et al., 2015; 

Segrin & Badger, 2013, 2014), with study length ranging from one month (Collinge et al., 2013; 

Hendrix et al., 2016; Mosher et al., 2018) to 24 months (Eisemann et al., 2014).  Figure 6 

presents the duration of studies collecting prospective data.  

Outcomes measured quantitatively  

In the included studies, three outcomes were commonly measured for both person with 

cancer and family members including: functional assessment, health and wellbeing and 

relationship assessment, with most studies (n=53, 73%) measuring health and wellbeing. Within 

functional assessment the most commonly used scale was the Brief Symptom Inventory (n= 15, 

20%) which measured symptom management of person with cancer and Hospital Anxiety and 

Depression Scale (HADS) (n =11 15%). Physical health was measured using the Medical 
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Outcomes Study 36-Item Short-Form Health Survey to assess health and wellbeing of both 

persons with cancer and family members (n = 8, 11%). Within relationship assessment marital 

relationships were most commonly measured using the Dyadic Adjustment Scale for both person 

with cancer and family members (n = 11, 15%). See Table 2: Presentation of scales used in the 

quantitative research. 

Themes  

The thematic qualitative analysis revealed three main themes in the included research. 

These related to ‘Who cancer affects’, ‘Communication within the family’ and ‘Family resources 

used’.  

Who cancer affects. Current research explored how the patient and family experienced 

cancer. Assessment of functional changes such as fatigue, depression, distress and symptom 

burden were measured for both patient and family highlighting that functional changes were not 

isolated to the patient and that family members experienced changes which were often similar or 

worse than those of the patient. Health and wellbeing such as QoL, physical and psychological 

health were measured for both patient and family member with a collective finding that cancer 

influenced both. Caregiver distress was often higher than patient distress. There was a positive 

relationship between patient and family burden, meaning the lower the patient burden, the lower 

the family burden. Longitudinal studies explored distress and burden over time finding that 

distress was still present years after diagnosis. Several studies found that the level of distress at 

diagnosis and functioning of the family influenced distress over time. Another finding was that 

distress and burden influenced QoL. The analysis identified that QoL was linked to social 

determinants of health such as education and access to health services.    
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Communication within the family. Communication within the family was key to better 

patient and family outcomes. Communication processes such as being open and sharing 

concerns, talking about intimacy and the burden of cancer empowered the family to access 

resources and use positive adaptation strategies. Research interventions were designed to 

improve communication strategies and appraisal of the cancer within the family, such as health 

professional facilitated discussion, therapeutic communication and intimacy strategies. Our 

analysis identified that families who could share concerns and normalise the cancer experience 

were more likely to obtain tailored support and achieve better outcomes. The patients’ stage of 

illness influenced how they communicated within the family and was related to their sense of 

burden and distress.  

Family resources used. The theme of family resources related to tailoring resources for 

the patient and family and how this changed over time as their needs changed. Assessment of 

distress, needs and priorities was important to ensure resources provided met the family’s needs. 

A range of interventions provided information resources in printed booklets, pamphlets, 

telephone and DVD. Across the studies, recommendations suggested the need to tailor the 

resource to the individuals’ learning preferences. The research interventions varied in length 

however short family focused interventions, tailored to the family stage of life and cancer stage, 

were identified as the best way to achieve better patient and family outcomes. Patients and 

family identified that clinical interventions that facilitated coping with cancer and how to support 

each other were helpful.  

Discussion 

This style of quantitative systematic review is the first to explore current family research 

where participants are persons with cancer and their family. This style of review enables 
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information from included studies to be synthesised using a quantitative approach. The analysis 

of binary data provides descriptive statistics with the development of graphs and tables to present 

data. This review was able to collect data from 73 studies across eleven years providing a view 

of family research and highlighting commonly used interventions, scales, sample sizes and 

outcomes.  

Although over 50% of the studies were conducted in the United States there was a range 

of studies across all continents highlighting the international extent of research exploring the 

family as the unit of care. The need for more family research across diverse areas such as Africa 

and Asia is needed however, to illustrate how caregivers from different cultures and potentially 

underdeveloped regions can be better supported (Gabriel et al., 2020). As global migration 

continues to change how families provide care (Whitehead et al., 2018), the ability to support 

caregivers of diverse backgrounds also needs to be informed by evidence. The literature review 

found that there was several research groups who had conducted a range of studies often 

longitudinal in design or across cancer groups (Badger et al., 2013; Badr, 2016; Mosher et al., 

2018; Northouse et al., 2012). These studies enable an understanding of family over time and 

how different interventions work to improve the quality of life and coping strategies for families.  

Initially this review was structured to include research focusing on family as a unit of 

care, however there was only a few studies involving a range of family members such as adult 

children, close friends or other relatives (Ashouri et al., 2018; Coyne et al., 2017; Dieperink et 

al., 2018; Kissil et al., 2013; Robinson et al., 2010). Knowing the complexity of family and the 

influence of relationships on personal well-being, conducting research with multiple family 

members should be a consideration as we move to support the family as a unit of care to improve 

the outcomes for the person with cancer (Illingworth et al., 2009; Van Parys et al., 2017). There 
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is a need to understand the connectedness and roles within the family to enable interventions and 

translation of research to practice to be fully family-centred incorporating cancer as a family 

problem.  

A key gap in the literature that was identified in this review was the mean age of the 

participants; 58 years old. The lack of research for the families with older cancer patients is also 

reported by (Konradsen et al., 2020). With the increasing age of the general population and 

higher risk of cancer for adults over the age of sixty, more research with a focus on the older 

adult may be warranted to develop family focused interventions which can support the younger 

family carers who may be caring for older parents as well as their own children (Magnuson et al., 

2018). The response rate and sample size differed across studies highlighting the difficulty of 

recruiting family members (Coyne, 2013; Coyne et al., 2019), however the results reflected 

quality research outcomes and transferability of ideas across studies (Kitson & Harvey, 2016).  

The studies were conducted across most cancer groups with the expected focus on lung, 

breast and prostate cancer as these are the most prevalent cancer types worldwide. These studies 

provided information on the experience, interventions and outcomes which may be useful across 

other cancer groups. However there were some missing cancer groups such as cervical cancer 

(Caster et al., 2017). Cancer type can identify the gender of the person with cancer, and as 

demonstrated by the large number of partner/spouse dyads in this review, cancer type may 

therefore influence the family caregiver gender. The analysis of the included articles identified 

little significant difference in the caregiving relationship between genders. Previous research 

exploring gender and age differences in caregiving for persons with dementia identified that 

more than half of caregivers were female, who also had other caregiving burdens related to 

children (Xiong et al., 2018). This review identified the scarcity of research involving patients 
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and spouses of gender diversity. There are currently few studies available that include gender 

diverse couples and little is known about whether the unmet needs and support required by 

gender diverse couples is comparable to heterosexual couples (Gibson et al., 2017; Harding et 

al., 2012). 

This review explored differences in interventions identifying that most were delivered via 

telephone with a face to face aspect as well. This method of delivery was common for 

intervention studies aimed at improving communication and increasing coping capacity within 

the family and specifically the carer dyad. A Cochrane Systematic Review exploring 

psychosocial interventions for caregivers after cancer diagnosis highlighted a lack of high level 

evidence for the interventions (Treanor et al., 2019). There was evidence to support that an 

intervention with a family focus was likely to improve quality of life outcomes for both the client 

and the family (Treanor et al., 2019). This is a similar finding to our review which found that 

interventions with a focus on communication showed improved family quality of life and ability 

to cope. Improved communication provided avenues for supporting family members but also 

seeking help from health professionals (Dieperink et al., 2018). One of the concerns identified 

was the lack of research to explore longitudinal outcomes. Although interventions contributed to 

improved quality of life and coping these outcomes were not sustained over time and maintained 

within the survival period (Northouse et al., 2013).  

The review identified outcome measures related to functional assessment, health and 

wellbeing and relationship assessment. These measures provided a view of how the person with 

cancer and family members were coping with the cancer diagnosis and treatment and how their 

relationship as a couple or family was influenced by cancer. The relationship changes related to 

open sharing of the burden of cancer, meeting each other’s needs and learning new ways to cope 
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with the diagnosis and lifestyle changes. Previous reviews have highlighted the suitability of 

online resources in reducing unmet needs of family members when there is limited health 

professionals to address the unmet needs (Monton et al., 2019). Online health resources are being 

developed which enable family members to access information and support via Smartphone 

apps, however, resources need to be at the appropriate health literacy level as they are used 

without health professional support (Wittenberg et al., 2019). There is still a need for health 

professionals to support the family as they work through changes as a family unit, focusing on 

improving family communication and access to tailored support (Goldsmith et al., 2019).   

There was scant research on socio-economic impact of cancer on the patient and family. 

It is well known that disparities of access to treatment and ability to maintain family functioning 

are influenced by socio-economic status (Girgis & Lambert, 2017; Salehi et al., 2019). The cost 

of caregiving warrants more research to really understand the family contribution to support and 

how best to ensure health professionals enable the family to sustain support to the person with 

cancer.  

Many of the studies explored who was most affected by the cancer finding that it was 

often the family members with a higher level of distress and unmet needs. The complexity of 

family interaction and provision of information at the appropriate health literacy level was 

highlighted. Hence the need to understand the family and who they are and tailor information 

and interventions to meet their specific needs is warranted (Shajani & Snell, 2019). Intimacy and 

relationships was a focus within the dyad research exploring the effects of cancer and the 

couples’ intimacy and how this influenced their coping with the cancer. Interventions aimed at 

improving family communication either by teaching supportive behaviours such as massage, 

spirituality, or general coping skills identified positive outcomes for the family and person with 
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cancer. Teaching couples and family communication skills to encourage open the discussion 

about how the cancer influenced them was found to improve overall quality of life outcomes 

(Wittenberg et al., 2019).  

This literature review revealed the need for resources to be accessible, culturally correct, 

support the family self-efficacy and provide a connection to health profession or community 

support. The level of distress at diagnosis influenced the person with cancer and the family 

ability to maintain family functioning suggesting that family assessment and tailoring supportive 

care for the family would improve family outcomes (Fiest et al., 2018). The delivery of 

information and resources was preferred as telephone or technology based, this reduced the 

travel and costs to attend information and support sessions. Across chronic disease there has 

been a move to deliver information and tailor support using technology enhanced devices 

enabling the accessibility to be enhanced (Heynsbergh et al., 2018).  

Strength & Limitations 

While all efforts were made to identify relevant studies, it is possible that some were 

excluded due lack of clear identification of patient and family participants in the title or abstract. 

However, a systematic quantitative literature review includes a diverse range of study designs 

and has the advantage to draw a quantified map of the research within a specific time frame, and 

point out gaps for further investigation. Only studies registered in English databases were 

accessed and this may have narrowed the number of studies included, especially those studies 

from middle and low-income countries and Asian countries. The included studies used various 

methodologies, outcome measures and sample sizes, and it was challenging to conduct the 

analysis but the review method enables the analysis of research.  
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Recommendations 

Future research should aim to include a range of family participants and higher response 

rates to understand the depth of family response and how to improve outcomes. The 

development of family interventions need to be tailored to the family as a unit of care. 

Incorporating a family assessment to truly tailor information for family members and meet their 

needs is required. As society becomes increasingly connected with technology, health care must 

move to incorporate this but not lose the personal touch and value of listening to the family. 

Using video telephone support and other technology will enhance face-to-face health 

professional support (Petersson et al., 2020; Vestergaard et al., 2019). Additionally, there is a 

need for research among older family members, this review identified that, family research has 

focused on caregivers with a mean age of 58. As our populations continue to age there is an 

undisputed need for evidence on how to better support family in the outpatient setting to ensure 

resources are suitable and acceptable to caregivers.  

In current practice, nurses are at the forefront in having the opportunity to assess, respond 

to and evaluate caregivers’ needs. Improved communication between nurses and caregivers can 

be driven by nurses and is a vital step in ensuring that caregivers’ needs are acknowledged and 

resources provided.  

Conclusion 

This review has explored research which had patients with cancer and family members as 

a sample. Research gaps include support for older family caregivers and providing individualised 

support to caregivers and the need for research involving non spouse family caregivers. There is 

a research gap in interventions studies and in studies from countries outside US and Europe. This 
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review proposes that family focused interventions delivered during the acute treatment phase 

using technology, over a six month period have the highest possibility of sustained influence for 

the family functioning.  
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Highlights  

• Family caregivers such as children or friends are under-represented in the literature 

• Support for older adult family caregivers has not been satisfactory established 

• Optimum length for intervention was identified as ten weeks 

• Interventions which are multimodal improved family outcomes  



 

Table 1 Summary of studies and themes 

Author year  

Country  

Design Title  Themes  Theme Category 

(Akin & 

Durna, 2013) 

Turkey 

Survey A comparative descriptive study examining 

the perceptions of cancer patients, family 

caregivers, and nurses on patient symptom 

severity in Turkey 

Carers report patients' symptoms as 

more severe then what patients 

report.  

Who is affected  

(Ashouri et 

al., 2018) 

Iran 

Interview The perceptions of nurses, patients and family 

members regarding nurses' empathetic 

behaviours towards patients suffering from 

cancer: a descriptive qualitative study. 

Need for patient nurse 

communication  

Communication  

(Badger et 

al., 2013) 

USA 

RCT The effect of psychosocial interventions 

delivered by telephone and videophone on 

quality of life in early-stage breast cancer 

survivors and their supportive partners 

Technology is a preferential way for 

carers and patients to seek support 

however the preferred mode of 

technology differs.  

Counselling can have positive 

improvements in social wellbeing of 

patients and carers 

Resources  

(Badr et al., 

2014) USA 

Survey Psychological distress in patients and 

caregivers over the course of radiotherapy for 

head and neck cancer. 

Patient physical distress influences 

caregiver distress 

Who is affected 



(Badr et al., 

2008) USA 

Survey Does talking about their relationship affect 

couples’ marital and psychological adjustment 

to lung cancer? 

Communication can impact on marital 

satisfaction and distress  

Communication  

(Badr & 

Carmack 

Taylor, 2008) 

USA 

Survey Effects of relationship maintenance on 

psychological distress and dyadic adjustment 

among couples coping with lung cancer 

Relationship management improves 

overall outcomes  

Communication  

(Carmack 

Taylor et al., 

2008) USA 

Survey Lung Cancer Patients and Their Spouses: 

Psychological and Relationship Functioning 

Within 1 Month of Treatment Initiation 

Counselling improves communication  Communication  

(Castellanos 

et al., 2019) 

USA 

Survey Impact of patient symptoms and caregiving 

tasks on psychological distress in caregivers 

for head and neck cancer (HNC) 

Caregiver distress associated with 

burden  

Who is affected 

(Collinge et 

al., 2013) 

USA 

RCT Touch, Caring, and Cancer: Randomized 

controlled trial of a multimedia caregiver 

education program.  

Building quality time- specially with 

physical touch in a relationship 

improves relationship and reduces 

patient distress and increases the 

caregivers self-efficacy in caregiving 

Resources  

communication 

(Coyne et al., 

2017) Aus 

Survey Strengths and resources used by Australian 

and Danish adult patients and their family 

caregivers during treatment for cancer 

Work with the family to promote 

connection to right external resources 

Resources   

(Dieperink et 

al., 2018) 

Denmark 

Survey Family functioning and perceived support 

from nurses during cancer treatment among 

Lack of communication between carer 

and patient. 

Lack of acknowledgement of the role 

of the carer 

Communication  



Danish and Australian patients and their 

families  

Social support can help to normalise 

cancer experience.  

(Dieperink et 

al., 2016) 

Denmark 

Focus group Marital rehabilitation after prostate cancer - a 

matter of intimacy 

Program improved communication 

and intimacy  

Communication  

(Dockham et 

al., 2016) 

USA 

Survey Implementation of a Psychoeducational 

Program for Cancer Survivors and Family 

Caregivers at a Cancer Support Community 

Affiliate: A Pilot Effectiveness Study 

Facilitating improved communication 

between family members improved 

overall self-efficacy and empowered 

family so they had higher quality of 

life 

Communication  

(Eisemann et 

al., 2014) 

USA 

Survey Quality of life in partners of patients with 

localised prostate 

cancer 

Cancer diagnosis affects both patient 

and family over longer term  

Who is affected 

(Elliott et al., 

2015) Aus 

Survey 

Interview 

Profiles of dyadic adjustment for advanced 

prostate cancer to inform couple-based 

interventions 

Shared burden of cancer promotion of 

communication improves outcomes  

Communication  

(Ellis et al., 

2013) USA 

Interview Coping with and factors impacting upon the 

experience of lung cancer in patients and 

primary carers 

Caring is a complex task which 

constantly changes.  

Carers adopt coping strategies to 

manage the illness period. 

Who is affected 

(Ellis et al., 

2017) USA 

Survey The influence of dyadic symptom distress on 

threat appraisals and self-efficacy in advanced 

cancer and caregiving 

Improving communication and 

support improved overall dyad 

outcomes  

Communication  



(Gansler et 

al., 2010) 

USA 

Interview Evolving information priorities of hematologic 

cancer survivors, caregivers and other 

relatives 

Changes in information needs and 

priorities over time  

Who is affected 

(Goldzweig 

et al., 2017) 

Israel 

Survey A Dialogue of Depression and Hope: Elderly 

Patients Diagnosed with Cancer and Their 

Spousal Caregivers 

Improving communication and 

support improved overall outcomes 

Communication  

(Götze et al., 

2017) 

Germany 

Survey Psychological distress of cancer patients with 

children under 18 years and their partners—a 

longitudinal study of family relationships using 

dyadic data analysis 

Dyads react as an emotional system 

rather than individual. Patients and 

partners similar levels of distress. 

Unemployment linked to lower social 

wellbeing. High social support leads to 

decreased distress for patient and 

partner  

Who is affected 

(Gröpper et 

al., 2016) 

Germany 

Survey Assessing cancer-related distress in cancer 

patients and caregivers receiving outpatient 

psycho-oncological counselling 

Caregiver stress equal or higher than 

patients 

Who is affected 

(Haj 

Mohammad 

et al., 2015) 

Netherlands 

Survey Burden of spousal caregivers of stage II and III 

oesophageal cancer survivors 3 years after 

treatment with curative intent 

Caregiver burden related to patients 

symptoms. Important to assess 

caregivers in risk 

Who is affected 

(Harden et 

al., 2009) 

USA 

RCT Factors Associated with Prostate Cancer 

Patients’ and their Spouses’ Satisfaction with a 

Family-based Intervention 

Carers and patients require support to 

learn how to cope with cancer.  

Family based face-to-face support 

programs are acceptable to carers and 

patients.  

Resources  



(Harden et 

al., 2008) 

USA 

Survey The influence of developmental life stage on 

quality of life in survivors of prostate cancer 

and their partners 

Quality of life influenced by life stage Who is affected 

(Hasson-

Ohayon et 

al., 2010) 

Israel 

Survey Women with advanced breast cancer and 

their spouses: diversity of support and 

psychological distress 

Patients and carer experience distress 

during cancer diagnosis.  

Carers perceive fewer social supports 

than patients. 

Social support can have a positive 

impact on distress. 

Who is affected 

(Hendriksen 

et al., 2015) 

USA 

Interview Worried together: a qualitative study of 

shared anxiety in patients with metastatic 

non-small cell lung cancer and their family 

caregivers 

Patients and carers experience anxiety 

and fear related to uncertainty and 

death and after death.  Change in 

roles within the partnership and 

change in what "normal" life is.  

Who is affected 

(Hendrix et 

al., 2016) 

Germany 

Survey Effects of enhanced caregiver training 

program on cancer caregiver’s self-efficacy, 

preparedness, and psychological well-being 

Short term improvement in self-

efficacy and stress management from 

support program  

Resources  

(Hsieh et al., 

2019) 

Taiwan 

Survey Dispositional mindfulness, self‐compassion, 

and compassion from others as moderators 

between stress and depression in caregivers 

of patients with lung cancer 

Caregiver mindfulness protective of 

distress  

Who is affected 

(Johansen et 

al., 2018) 

Norway 

Survey The Effect of Cancer Patients' and Their Family 

Caregivers' Physical and Emotional Symptoms 

on Caregiver Burden. 

Caregiver burden related to patients 

symptoms. Important to assess 

caregivers in risk 

Who is affected 



(Kauffmann 

et al., 2016) 

USA 

Survey Addressing psychosocial needs of partners of 

breast cancer patients: a pilot program using 

social workers to improve communication and 

psychosocial support 

Partners are equally likely to feel 

unsupported by their partner (patient) 

and feel down or depressed. 

Who is affected 

(Kershaw et 

al., 2008) 

USA 

Survey Longitudinal Analysis of a Model to Predict 

Quality of Life in Prostate Cancer Patients and 

their Spouses 

Coping mechanisms have an impact 

on quality of life in carers and 

patients.  Personal characteristics and 

illness related factors can impact on 

quality of life. 

Resources  

(Kim et al., 

2008) USA 

Survey Quality of Life of Couples Dealing with Cancer: 

Dyadic and Individual Adjustment among 

Breast and Prostate Cancer Survivors and 

Their Spousal Caregivers 

Carers and patients respond to each 

other’s levels of distress.  

Distress can predict quality of life.  

Who is affected 

(Kim et al., 

2011) USA 

Survey Individual and dyadic relations between 

spiritual well-being and quality of life among 

cancer survivors and their spousal caregivers 

Spiritual wellbeing impacts on carers 

and patients quality of life. Wellbeing 

of one person in the carer/patient 

dyad impacts on the wellbeing of the 

other person in the relationship. 

Who is affected 

(Kim et al., 

2015) USA 

Survey Effects of gender and depressive symptoms on 

quality of life among colorectal and lung 

cancer patients and their family caregivers. 

Couple communication improves 

outcomes  

Communication  

(Kissil et al., 

2013) USA 

Focus group  I knew from day one that Im either gonna 

fight this thing or be defeated': African 

American parents experience of coping with 

breast cancer  

Culturally aware support groups are 

beneficial 

Resources  



(Kubo et al., 

2018) USA 

Survey 

Interview  

A Pilot Mobile-based Mindfulness Intervention 

for Cancer Patients and their Informal 

Caregivers.  

Mindfulness app feasible to reduce 

distress 

Resources  

(La & Yun, 

2017) Korea 

Survey Effects of stress appraisal on the quality of life 

of adult patients with multiple myeloma and 

their primary family caregivers in Korea 

Interventions designed to reconstruct 

negative perspectives and improve 

self‐efficacy may help both patients 

and caregivers to improve their quality 

of life 

Resources  

(Lageman et 

al., 2015) 

USA 

Survey Exploring primary brain tumor patient and 

caregiver needs and preferences in brief 

educational and support opportunities 

Targeted interventions that are short 

improve outcomes  

Resources  

(Lambert et 

al., 2013) 

Aus 

Interview “You need something like this to give you 

guidelines on what to do”: patients' and 

partners' use and perceptions of a self-

directed coping skills training resource 

Books brochures to information 

sources preferred booklets rather 

than DVD  

Resources  

(Li et al., 

2018) China 

Survey The impact of depression and anxiety on 

quality of life in Chinese cancer patient-family 

caregiver dyads, a cross-sectional study.  

Caregiver dyad distress influenced 

overall distress  

Who is affected 

(Liang et al., 

2019) USA 

Survey Rates and Risk Factors for Post-Traumatic 

Stress Disorder Symptomatology among Adult 

Hematopoietic Cell Transplant Recipients and 

Their Informal Caregivers.  

Caregiver experienced greater distress Who is affected 



(Libert et al., 

2013) 

Belgium 

Survey The ability of informal primary caregivers to 

accurately report cancer patients' difficulties 

Caregiver reported patient difficulties 

may not always be accurate  

Who is affected 

(Locher et 

al., 2010) 

USA 

Interview Disruptions in the organization of meal 

preparation and consumption among older 

cancer patients and their family caregivers. 

Spouse experience mental health 

worse than patients    View of unit of 

care, family cohesion influence mental 

health  

Who is affected 

(Lyons et al., 

2014) USA 

Survey Symptom Incongruence Trajectories in Lung  

Cancer Dyads 

Patients' symptoms are reported as 

more severe by carers than patients 

self-reports.  

Who is affected 

(Lyons et al., 

2016) USA 

Survey The Roles of Dyadic Appraisal and Coping in 

Couples With Lung Cancer 

Importance of food preparation and 

diet in reducing distress in daily living  

Resources  

(Manne et 

al., 2012) 

USA 

Survey A longitudinal analysis of intimacy processes 

and psychological distress among couples 

coping with head and neck or lung cancers 

Communication can impact on distress 

and intimacy in carers and patients  

Communication   

(Manne et 

al., 2015) 

USA 

Survey Holding Back, Intimacy, and Psychological and 

Relationship Outcomes Among Couples 

Coping With Prostate Cancer 

Carer and patients have reluctance to 

communicate sexual concerns during 

cancer diagnosis. 

Hesitancy to communicate has 

negative impacts on intimacy.  

Communication  

(Milbury et 

al., 2012) 

Survey The Role of Blame in the Psychosocial 

Adjustment of Couples Coping with Lung 

Cancer 

Smoking status in patients and carers 

correlates with blame associated with 

lung cancer diagnosis. 

Who is affected 



(Mishra et 

al., 2018) 

USA 

Interview Health related quality of life during cancer 

treatment: Perspectives of young adult (23-39 

years) cancer survivors and primary informal 

caregivers. 

Support specific to life phase  Who is affected 

(Molassiotis 

et al., 2011) 

UK 

Survey Unmet supportive care needs, psychological 

well-being and quality of life in patients living 

with multiple myeloma and their partners 

Carer experience additional unmet 

needs to patients which relate to 

practical tasks of caring. Carer and 

patients experience negative mental 

wellbeing up to 5 years after diagnosis 

Who is affected 

(Morgan et 

al., 2011) 

USA 

Survey Cancer Patients with Pain: The Spouse/Partner 

Relationship and Quality of Life 

The quality of the relationship 

between carer and patient can impact 

on quality of life  

Who is affected 

(Moschopoul

ou et al., 

2018) UK 

Survey Post-traumatic stress in head and neck cancer 

survivors and their partners 

Distress years after diagnosis  Who is affected 

(Mosher et 

al., 2018) 

USA 

RCT Examining the effect of peer helping in a 

coping skills intervention: a randomized 

controlled trial for advanced gastrointestinal 

cancer patients and their family caregivers. 

Patient and caregiver outcomes did 

not change overtime  

Who is affected 

(Mosher et 

al., 2016) 

USA 

Interview Family caregiving challenges in advanced 

colorectal cancer: patient and caregiver 

perspectives 

Assessment of concerns   Challenges 

related to physical aspects of 

caregiving  

Who is affected 



(Mosher et 

al., 2015) 

USA 

Interview Coping with physical and psychological 

symptoms: a qualitative study of advanced 

lung cancer patients and their family 

caregivers.  

Social network often used for 

emotional and practical assistance  

Resources  

(Newberry et 

al., 2012) 

USA 

Survey Identifying family members who are likely to 

perceive benefits from providing care to a 

person with a primary malignant brain tumor 

Level of distress at diagnosis 

influenced changes overtime   focus 

on assessment to tailor care 

Who is affected 

(Northouse 

et al., 2013) 

USA 

RCT Randomized clinical trial of a brief and 

extensive dyadic intervention for advanced 

cancer patients and their family caregivers 

Improving communication and 

support improved overall dyad 

outcomes  

Communication  

(Nund et al., 

2015) Aus 

Interview Communication changes following non-glottic 

head and neck cancer management: The 

perspectives of survivors and carers.  

Communication key influencing factor 

for adjustment  

Communication  

(Ovayolu et 

al., 2015) 

Turkey 

Survey Pain in cancer patients: pain assessment by 

patients and family caregivers and problems 

experienced by caregivers. 

Inclusion of family in teaching pain 

management improves patient 

outcomes  

Resources  

(Pasipanodya 

et al., 2012) 

USA 

Survey Social Constraints on Disclosure Predict Daily 

Well-Being in Couples Coping With Early-Stage 

Breast Cancer 

Poor communication about cancer 

related topics impacts on self-esteem, 

willingness to share positive and 

negative events, intimacy and 

happiness 

Communication  

(Petruzzi et 

al., 2013) 

Italy 

Survey Cross sectional analysis of quality of life of 

dyads living with brain tumour. 

Caregivers need ongoing support to 

adapt to the patient's illness 

Who is affected 



(Porter et al., 

2008) USA 

Survey Self-efficacy for managing pain, symptoms, 

and function in patients with lung cancer and 

their informal caregivers: Associations with 

symptoms & distress 

Patients feel better about to managing 

their disease then carers  

Carers’ self-efficacy is influenced by 

patient’s self-management of 

symptoms. 

Who is affected 

(Porter et al., 

2011) USA 

RCT Caregiver-assisted coping skills training for 

lung cancer: results of a randomized clinical 

trial. 

Influence of patient caregiver 

adjustment and self-efficacy 

Communication  

(Posluszny et 

al., 2015) 

USA 

Survey Posttraumatic Stress Disorder (PTSD) 

Symptoms in Newly Diagnosed Head and Neck 

Cancer Patients and their Partners 

Carers are more likely to experience 

PTSD related to a cancer diagnosis 

than patients  

Who is affected 

(Richardson 

et al., 2015) 

NZ 

Survey Psychological support needs of patients with 

head and neck cancer and their caregivers: A 

qualitative study. 

More psychological support is needed 

for patients and caregivers 

Who is affected 

(Robbins et 

al., 2014) 

USA 

Survey 

Focus group 

Cancer Conversations in Context: Naturalistic 

Observation of Couples Coping with Breast 

Cancer 

Carers and patients are unlikely to talk 

about cancer. Carer and patients 

communicate about different aspects 

of cancer diagnosis and to different 

people. Communication type  

Communication  

(Robinson et 

al., 2010) 

Canada 

Interview Just Because You’ve Got Lung Cancer Doesn’t 

Mean I Will”: Lung Cancer, Smoking, and 

Family Dynamics. 

Family influence not always present in 

cancer diagnosis  

Who is affected 



(Rottmann et 

al., 2015) 

Denmark 

Survey Dyadic Coping Within Couples Dealing With 

Breast Cancer: A Longitudinal, Population-

Based Study 

Depression and relationship quality 

can be impacted on by couples coping 

skills  

Communication  

(Segrin & 

Badger, 

2013) USA 

Survey Interdependent Psychological Distress 

Between Latinas With Breast Cancer and Their 

Supportive Partners 

Carers and patients respond to each 

other’s psychological wellbeing in 

cultural sub-groups  

Communication  

(Segrin & 

Badger, 

2014) USA 

Survey Psychological and physical distress are 

interdependent in breast cancer survivors and 

their partners 

Patients and caregivers psychological 

wellbeing can impact on each other 

Who is affected 

(Song et al., 

2012) USA 

Survey Study of dyadic communication in couples 

managing prostate cancer: a longitudinal 

perspective 

Dyadic communication about cancer 

decreases over the illness trajectory. 

The stage of illness and role in the 

person in the dyad impact on 

communication patterns over time.  

Communication  

(Yoo et al., 

2018) Korea 

Survey Attitudes toward early palliative care in cancer 

patients and caregivers: a Korean nationwide 

survey 

Perception of palliative care can 

impact on uptake. 

Communication  

(Zwahlen et 

al., 2011) 

Switzerland 

Survey Adopting a family approach to theory and 

practice: measuring distress in cancer patient-

partner dyads with the distress thermometer 

Female carers experience more 

distress than male carers and patients 

of both gender. 

Who is affected 
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Table 2  Presentation of scales used in the quantitative research  

Variables                              Measurements  

Functional 
assessment  

Fatigue Pain 
Sleep 

Lee Fatigue Scale (Johansen et al., 2018)  
Brief Fatigue Inventory (Kubo et al., 2018; Porter et al., 2008) 
Multidimensional Fatigue Inventory (MFI) (Segrin & Badger, 2013) 

Fatigue scale of the Functional Assessment in 
Chronic Illness Therapy (FACIT) measures 

(Lyons et al., 2016) 

Functional Assessment of Chronic Illness Therapy 
measure. 

(Lyons et al., 2014)  

Brief Pain Inventory (Lyons et al., 2016; Morgan et al., 2011; Porter et al., 2008) 

Visual Analogue Scale (Ovayolu et al., 2015) 
General Sleep Disturbance Scale (Johansen et al., 2018)  
Pittsburg Sleep Quality Index (PSQI) (Kubo et al., 2018) 

Depression  Centre for Epidemiological Studies-Depression Scale (Badger et al., 2013; Hendrix et al., 2016; Johansen et al., 2018; Kim et al., 
2015; Robbins et al., 2014; Rottmann et al., 2015; Segrin & Badger, 2014)  

Beck Depression Inventory (BDI) (Porter et al., 2008) 

Hospital Anxiety and Depression Scale (HADS) 
 
 
 
 

(Ashouri et al., 2018; Götze, Friedrich, Brähler, Romer, Mehnert, & Ernst, 
2017; Haj Mohammad et al., 2015; Kubo et al., 2018; Li et al., 2018; Libert et 
al., 2013; Molassiotis et al., 2011; Moschopoulou et al., 2018; Petruzzi et al., 
2013; Posluszny et al., 2015; Segrin & Badger, 2013)  

State Trait Anxiety inventory (STAI) (Porter et al., 2008; Segrin & Badger, 2013, 2014) 
PTSD Checklist-Civilian Version (PCL-C) (Liang et al., 2019; Moschopoulou et al., 2018; Posluszny et al., 2015) 

Distress Distress Thermometer 
 

(Badr et al., 2014; Goldzweig et al., 2017; Zwahlen et al., 2011) 

Risk for Distress Scale (RFD) (Ellis et al., 2017; Northouse et al., 2013)   



Profile of Mood States (POMS) (Kim et al., 2008; Porter et al., 2008)  
Impact of Events Scale (IES) (Robbins et al., 2014)  
Perceived Stress Scale (PSS) (Collinge et al., 2013; Dockham et al., 2016; Segrin & Badger, 2013) 
Cancer and Treatment Distress Scale (CTXDS) (Liang et al., 2019)  

Inventory of Current Concerns (ICC) Scale (Harden et al., 2008) 
Symptom 
management 

Edmonton Symptoms Assessment Scale (Akin & Durna, 2013)  
Memorial Symptom Assessment Scale (MSAS)  (Johansen et al., 2018; Morgan et al., 2011) 

General Symptom Distress Scale  (Badger et al., 2013; Gröpper et al., 2016; Segrin & Badger, 2013, 2014) 
Shortness of Breath Questionnaire (SOBQ) (Lyons et al., 2014) 
Functional Assessment of Cancer Therapy-General 
 

(Collinge et al., 2013; Dockham et al., 2016; Harden et al., 2009; Lyons et al., 
2014; Lyons et al., 2016; Mosher et al., 2018; Northouse et al., 2013; Petruzzi 
et al., 2013; Porter et al., 2011; Porter et al., 2008) 

Cancer Self Efficacy Scale 
 

(Dockham et al., 2016; Harden et al., 2009; Harden et al., 2008; Johansen et 
al., 2018; Kershaw et al., 2008; La & Yun, 2017; Li et al., 2018)  

Expanded Prostate Cancer Index Composite (EPIC) 
scale 

(Harden et al., 2008; Song et al., 2012)  

Brief Symptom Inventory BSI (Badr et al., 2008; Badr & Carmack Taylor, 2008; Carmack Taylor et al., 2008; 
Hasson-Ohayon et al., 2010; Kubo et al., 2018; La & Yun, 2017; Lyons et al., 
2016; Manne et al., 2012; Milbury et al., 2012; Morgan et al., 2011; 
Northouse et al., 2013; Ovayolu et al., 2015; Porter et al., 2008; Rottmann et 
al., 2015; Segrin & Badger, 2013) 

Health and 
wellbeing  

QoL Patient Reported Outcomes Measurement System 
(PROMS) 

(Castellanos et al., 2019; Hendrix et al., 2016; Kubo et al., 2018; Morgan et 
al., 2011; Mosher et al., 2018; Porter et al., 2011; Porter et al., 2008) 

Cancer Rehabilitation Evaluation System (CARES (Libert et al., 2013; Manne et al., 2012) 

Functional Assessment of Cancer Therapy – Lung 
Cancer (FACT-L) 

(Porter et al., 2008)  

Cancer Survivors’ Unmet Needs measure (CaSUN) (Molassiotis et al., 2011) 
Karnofsky Performance Status scale (KPS) (Petruzzi et al., 2013) 

Zarit Burden Interview (Elliott et al., 2015; La & Yun, 2017; Mosher et al., 2018) 



Linear Analog Self-Assessment (LASA) (Lageman et al., 2015) 

Physical 
health  

Medical Outcomes study 12-item short form health 
survey 

(Harden et al., 2009; Harden et al., 2008; Kershaw et al., 2008; Kim et al., 
2015; Li et al., 2018)  

Medical Outcomes Study 36-Item Short-Form 
Health Survey 

(Eisemann et al., 2014; Kim et al., 2011; Kim et al., 2008; La & Yun, 2017; 
Lyons et al., 2014; Lyons et al., 2016; Morgan et al., 2011; Newberry et al., 
2012; Petruzzi et al., 2013) 

Omega Screening Questionnaire (OSQ) Symptom 
Scale 

(Kershaw et al., 2008; Song et al., 2012) 

Quality of Life in Chronic Illness: FACT-G (Hendrix et al., 2016) 
OARS Multidimensional Functional Assessment 
Questionnaire (OMFAQ) 

(Hendrix et al., 2016) 

European Organization for Research and Treatment 
of Cancer Core Quality of Life Questionnaire EORTIC 
QOL 

(Eisemann et al., 2014; Haj Mohammad et al., 2015; Hsieh et al., 2019; 
Molassiotis et al., 2011; Moschopoulou et al., 2018)  

Benefits of Illness Scale (Dockham et al., 2016)  

Self-Efficacy Scale (La & Yun, 2017; Porter et al., 2008) 

Adult Comorbidity Evaluation-27 (Kim et al., 2015)  

Mastery Scale (Newberry et al., 2012) 
Psychological 
health 

Spiritual wellbeing (Badger et al., 2013)  
Functional Assessment of Chronic Illness Therapy-
Spiritual Well-Being Scale (FACIT-Sp) 

(Mosher et al., 2018)  

Mental Health Inventory (Manne et al., 2012; Manne et al., 2015) 
Positive and Negative Affect Schedule (PANAS) (Pasipanodya et al., 2012; Segrin & Badger, 2013, 2014) 

Satisfaction Questionnaires (Harden et al., 2009)  
Goldberg Adjective Scale (Newberry et al., 2012)  
Measure of Current Status (MOCS) (Mosher et al., 2018) 
Cancer Behavoiur Inventory (CBI) (Johansen et al., 2018)  
Inventory of Complicated Grief (Lyons et al., 2014) 



COPE  
Brief Cope 

(Carmack Taylor et al., 2008)  
(Harden et al., 2009; Kershaw et al., 2008; Northouse et al., 2013) 

Appraisal of 
illness 

Beck Hopelessness Scale (Eisemann et al., 2014; Harden et al., 2009; Kershaw et al., 2008; Northouse 
et al., 2013; Porter et al., 2011; Porter et al., 2008; Song et al., 2012)  

Appraisal of Illness Scale (Ellis et al., 2017; Harden et al., 2009; Harden et al., 2008; Kershaw et al., 
2008; Northouse et al., 2013) 

Appraisal of Caregiving Scale (ACS) (Harden et al., 2009; Harden et al., 2008; Kershaw et al., 2008; Northouse et 
al., 2013)  

Mishel Uncertainty in Illness Scale (Harden et al., 2009; Hsieh et al., 2019; Song et al., 2012) 

Cancer Self-Efficacy Scale (CASE scale) (Dockham et al., 2016; Ellis et al., 2017; Harden et al., 2009; Harden et al., 
2008; Johansen et al., 2018; La & Yun, 2017; Northouse et al., 2013; Porter et 
al., 2011)  

Marital Lewis Mutuality and Interpersonal Sensitivity Scale (Dockham et al., 2016; Harden et al., 2009; Lyons et al., 2016; Northouse et 
al., 2013; Song et al., 2012) 

Dyadic adjustment 
 
 
 

(Badr et al., 2008; Badr & Carmack Taylor, 2008; Carmack Taylor et al., 2008; 
Götze, Friedrich, Brähler, Romer, Mehnert, Ernst, et al., 2017; Manne et al., 
2012; Manne et al., 2015; Milbury et al., 2012; Morgan et al., 2011)  

Dyadic Coping Inventory (DCI) (Rottmann et al., 2015) 
Quality of Marriage Index (Pasipanodya et al., 2012) 
Marital Adjustment Scale (Newberry et al., 2012)  
Communication Patterns Questionnaire (CPQ) (Manne et al., 2012) 

Marital assessment (Haj Mohammad et al., 2015) 
Personal Assessment of Intimacy in Relationships 
(PAIR) 

(Manne et al., 2012; Manne et al., 2015) 

Emotional-Intimacy Disruptive Behavior (EIDB) (Lyons et al., 2016)  

Relationship Maintenance Strategies Measure (Badr & Carmack Taylor, 2008) 

General 
support  

Supportive Care Needs Survey (SCNS) (Haj Mohammad et al., 2015)  
Medical Outcomes Study-Social Support Scale (Carmack Taylor et al., 2008; Harden et al., 2009; Johansen et al., 2018; 

Milbury et al., 2012) 



Interpersonal Support Evaluation List (ISEL) (Newberry et al., 2012)  
Iceland-Expressive Family Functioning 
Questionnaire (ICE-FFQ) 
Iceland Family Perceived Support Questionnaire 
(ICE-FPSQ) 

(Dieperink et al., 2017)  
 

Cancer Support Inventory (CSI) (Manne et al., 2012)  
Personal Resource Questionnaire (Song et al., 2012) 
Cancer Perceived Agents of Social Support (CPASS)  (Goldzweig et al., 2017; Hasson-Ohayon et al., 2010; Johansen et al., 2018) 

Social Constraints Scale (SCS) (Pasipanodya et al., 2012) 
Social Support Scale (Dockham et al., 2016; Götze, Friedrich, Brähler, Romer, Mehnert, & Ernst, 

2017; Kershaw et al., 2008; Moschopoulou et al., 2018; Northouse et al., 
2013) 

Caregiver Caregiver reaction assessment Scale (Collinge et al., 2013; Dockham et al., 2016; Hendrix et al., 2016; Johansen et 
al., 2018; Petruzzi et al., 2013) Preparedness for Caregiving scale (Hendrix et 
al., 2016) 

Caregiver Demands Scale (CDS) (Morgan et al., 2011) 
Caregiver Strain Index (Porter et al., 2008)  

Social Problem Solving Inventory-Revised (SPSI-R) (Morgan et al., 2011)  
Self-efficacy Scale for Cancer Caregivers (Hendrix et al., 2016)  

Positive Aspects of Caregiving scale (Newberry et al., 2012) 

General Self-Efficacy Scale (Johansen et al., 2018)  

Family Hardiness Index  
Family Crisis Orientated Personal Evaluation Scales 

(Coyne et al., 2017)  
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http://www.consort-statement.org/


Figures   

 

Figure 2 

The frequency of articles published grouped by country/geographical area. 

 

 

Figure 3 

Frequency of the types of cancer focused on in each study 
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Figure 4 

Frequency of quantitative and qualitative study design types used in articles included in this review 

 

 

Figure 5 

The intervention types used in each experimental study 
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Figure 6 

The duration of studies collecting prospective data (n = 27) 
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Search terms within Title and abstract 
(family* or caregiver*, and cancer*, neoplasm* and 
coping*, distress*) 
((family and coping and cancer) not paed* Ped* child* not 
review).ab. 
(Family* caregiver* coping; distress; cancer) not paed not 
review) 
(TS=(family) AND TS=(cancer) AND TS=(coping) NOT 
TS=(ped* paed* child*) AND 
TS=(caregiver)) AND LANGUAGE: (English) AND DOCUMENT 
TYPES: (Article) 
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