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CAREGIVERS: A LITERATURE REVIEW 
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Abstract
Coping with cancer is a diffi  cult experience for both the person diagnosed and 

the family. It has been found that the dyad consisting of the patient and the caregiv-
er responds to the threat of the disease as a unique emotional system. Therefore, in 
recent years the focus of research and psychological interventions has shifted from 
person to the dyad. This paper reviews the literature to: a) highlight the main psy-
chological consequences faced by cancer patients and their caregivers: depression, 
anxiety, self-effi  cacy, decreased quality of life, and relationships between them; 
b) summarise the directions of psychological intervention as they result from the 
studies. The conclusion of this paper advocates for the need for psychological 
evaluation and support for both oncological patients and their caregivers.

Keywords: cancer, dyads, depression, anxiety, quality of life, self-effi  cacy.

Introduction
Cancer is one of the most diffi  cult experiences a person can face during his or 

her lifetime, causing major changes in diff erent areas of life. The disease itself 
or the treatment aff ects physical functioning (due to pain, weakness, fatigue, 
change of appearance), the mental state (through distress, anxiety, depression, 
fear, despair), infl uences living conditions, and may lead to existential or spiritual 
dilemmas (Cieślak, 2013). Also, cancer can be particularly diffi  cult for the elderly, 
when there is no family to support them (Bucur, 2012) 

For families seeking the support of a social worker, the language used by the 
professional may be ambiguous when it comes to semantics, but the social worker 
(and other specialists) have the responsibility to use proper terms (Goian, Vintila, 
& Bucur, 2012) and also show empathy, respect and authenticity.  Spirituality is 
once again a current subject in the fi eld of social work, and understanding the 
spiritual interest of benefi ciaries can be a resource for practitioners (Neagoe et 
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al., 2018) when approaching the subject of cancer. 
However, this diagnosis does not only aff ect the life of the patient, but also of 

his or her caregivers. Their activities are varied, including: purchase and manage-
ment of drugs, symptom management, nutritional assistance, emotional support, 
coordination of care, communication with medical staff . All these add to the re-
sponsibilities that caregivers already had in the family, and can be supplemented 
by some of the tasks previously carried out by the patient (Otis-Green & Juarez, 
2012). Because caregivers are expected to provide complex care with little training 
and support, they often feel that their resources are outweighed by the demand of 
care tasks, so they feel overwhelmed and report a high level of distress. Attitudes 
about health and life experiences vary from an individual to another and this could 
be caused by a lack of health information, a low socio-economic level (Vintila 
et al., 2009), and a lower level of personal development. Thus, the focus of psy-
chological care and research in cancer has shifted from individual experiences to 
the experience of patient-caregiver dyad. Life experiences are own, subjective 
experiences that depend not only on the individual, but also on environmental 
factors (Tudorel, Macsinga, & Virga, 2013). In this context, social support can be 
view as a protective factor that could reduce the eff ect of stressful, overwhelming 
life events (Tudorel & Vintila, 2018).

One of the most used conceptualisations of the dyad is the one in which it 
is considered to be a functional unit involving three levels: communication (the 
transactional process in which people create, share and regulate meaning), mutual 
infl uence (the eff ect that the two members of the dyad have on each other), and 
caregiver-patient congruence (the synthesis of individual data in a dyadic variable 
relative to agreement, conformity, or, on the contrary, to disagreement) (Fletcher, 
Miaskowski, Given, Schumacher, 2012). This systematic review of literature aims 
to investigate the depression, anxiety, quality of life and self-effi  cacy of onco-
logical patients and their caregivers, as well as the reciprocal infl uence refl ected 
in these variables. It also aims to summarise the recommendations regarding the 
defi nition of dyadic interventions, as it results from the analysed studies.

Methodology

Methods for Identifying Studies

To obtain relevant articles on the analysed topics, a systematic search was 
carried out in the PsycInfo and Medline databases. The search considered studies 
published between 2000 and 2018, and was done at the abstract level using the 
keywords “cancer” OR “neoplasm” AND “dyad” AND “caregiver”.

Inclusion and Exclusion Criteria

The papers included in this review met the following criteria: they were pub-
lished between 2000 and 2018 in English in peer-reviewed journals. Subjects 
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included in the studies were adult cancer patients and their caregivers - partners 
or other family members or friends who constituted the patient’s main source 
of physical or emotional support. Articles containing interventions, programs or 
literature reviews were not included in the study.

The Selection Process 

By applying the search criteria in the specifi ed databases, 346 articles were 
identifi ed. Of these, 125 duplicates were removed. The abstracts of the remaining 
articles were analysed using the inclusion and exclusion criteria, which led to the 
removal of another 170 articles. The remaining studies have been thoroughly an-
alysed, and 7 other articles were eliminated based on the same criteria. Therefore, 
44 eligible articles were included in the fi nal analysis.

The selection process is shown in the PRISMA diagram below.

Data Extraction 

Data were extracted from the eligible studies included in the analysis using 
the following standard format: country where the study was conducted, number 
of dyads included, type of cancer diagnosed, type of caregiver, stage of disease, 
information from literature, purpose of the study, tools used for the evaluation, 
conclusions, recommendations for intervention. A summary of the collected data 
can be found in Table 1.

Results

Characteristics of the Studies Found

Of the total of 44 eligible studies, 20 (45.5%) were conducted in the US, 5 
(11.3%) in Taiwan, 4 (9%) in South Korea, 3 (6.8%) in China, 2 studies (4.5%) 
in the UK, New Zealand and Greece, and 1 study (2.2%) in Canada, Switzerland, 
Israel, Japan, Malaysia, Sudan. The number of dyads included in the studies 
varied between 10 and 990. The types of cancer faced by those included in the 
studies were: head and neck – 5 studies (11.3%), lung – 5 studies (11.3%), breast 
5 studies (11.3%), colorectal or lung – 2 studies (4.55%), prostate – 2 studies 
(4.55%), oesophagus – 1 study (2.27%), breast or prostate – 1 study (2.27%), 
breast or gynaecological – 1 study (2.27%), diff erent types of cancer – 22 studies 
(50%). In 9 studies, the caregivers were partners of the patient, and in the other 
35 the caregivers were partners or other family members or friends. In 14 of the 
studies analysed, only advanced patients (stage III or IV) were included, while in 
the other 30 patients included were at any stage of the disease.
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Depression in the Patient, the Caregiver, and Mutual Infl uences

Some authors (Sterba et al., 2017; Tan et al., 2018; Kim et al., 2015, Han et al., 
2013) found a similar level of depressive symptoms for patients and caregivers. 
However, there are studies that report higher levels of patient depression compared 
to caregiver depression. In the case of an older sample (patients: m = 90.49 (2.40), 
caregivers: m = 84.96 (9.87)), the patient’s depression level is much higher than 
that of the caregivers (m = 4.04 (1.07) vs. m=0.42 (0.66)) (Goldzweig et al., 2017). 
A higher level of depression is also found in a sample of patients with head and 
neck cancer who underwent chemotherapy or radiotherapy, and in their caregiv-
ers (m = 24.54 vs. m = 10.3) (Nightingale, Lagorio, & Carnaby, 2014). As far as 
gender diff erences are concerned, it results that women, regardless of role (patient 
or caregiver), have a higher level of depression than men (Moser et al., 2013). 

Pacients: Jeong et al. (2016) showed that patient depression is positively asso-
ciated with the disease’s stage, a more advanced stage of the disease predicting a 
higher depression level (β = 0.112, p <.05). A high level of patient depression is 
also predicted by a high avoidance of family discussions in relation to the disease 
(β = 0.25, p <.001) and low family emotional support (β = -0.12, p <.05) (Jeong 
et al. al., 2016). Another research targeting patients diagnosed with oesophageal 
cancer and their caregivers reveals that for patient depression the most important 
predictor is the lack of hope (β = 0.965, p <.001), but also knowing the diagnosis 
(β = -0.765, p <.05) and the stage of disease (β = 0.864, p <.05) (Han et al., 2013). 
An analysis that looked at the family environment and the depressive symptoma-
tology in some patients with lung cancer and their caregivers found that a higher 
level of depressive symptomatology of patients is associated with age (β = -2.02, 
p<.05), blame attributed to the patient for the disease by his or her family (β = 
1.1, p <.05), and a more pronounced physical deterioration (β = 0.465, p <.0001) 
(Siminoff , Wilson-Genderson, & Baker, 2010) ).

Caregivers: A study involving newly diagnosed patients and their caregivers 
found that almost a third of these caregivers had a risk of developing clinical 
depression and a moderate / large number of their unmet needs were positively 
associated with the existence of depressive symptoms (Heckel et al., 2015). The 
care of patients with advanced disease and cognitive impairment has been asso-
ciated with an increase in the potential for a major depressive disorder (Meyer et 
al., 2013). A series of research has found that a younger age of the caregivers is 
correlated with more pronounced depressive symptoms (Paek et al., 2018, Lee et 
al., 2013, Siminoff  et al., 2010). The situation in which the patient underestimates 
the burden on the caregivers (β = 0.09, p <.05) (Shin et al., 2018), when their 
night-time sleep is less than 7h (Paek et al., 2018), when the patient is blamed 
for the occurrence of the disease (β = 0.97, p <.05), when there is a more pro-
nounced physical deterioration (β = 0.40, p <.001), a lower familial expression 
(β = 0.59, p <.001) (Siminoff  et al. , 2010), or when the caregiver is the patient’s 
partner (Siminoff  et al., 2010; Lee et al., 2013) increase the risk of depressive 
symptoms. Another study (Jaafar et al., 2014) found that the educational level of 
the caregivers was positively associated with their depression level (β = 2.23, p 
<.05), while the functional level of the patients was negatively associated with the 
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level of depression of the caregivers (β = -1.49, p <.05). Lee et al. (2013) show 
that in the case of caregivers of lung cancer patients, depression is signifi cantly 
associated with the existence of own painful symptoms, with the care of another 
family member, with previous care experience, family income and self-effi  cacy 
in managing symptoms.

Anxiety in the Patient, the Caregiver, and Mutual Infl uences

Tan et al. (2018) found a similar level of anxiety scores for patients and caregiv-
ers, but a higher incidence of anxiety in the case of caregivers (46.5% vs. 32.6%). 
In terms of gender diff erences, it was found that women, regardless of role – pa-
tient or caregiver – had a higher level of anxiety than men (Moser et al., 2013).

Patients: The results of the multiple hierarchical regression performed by Jeong 
et al. (2016) showed that patients’ anxiety is negatively associated with their age, 
the older age predicting a lower anxiety level (β = -0.172, p <.01). A high level 
of patient anxiety is also predicted by a high avoidance of family discussions in 
relation to the disease (β = 0.14, p <.05) and by low family emotional support (β 
= -0.22, p <.001).

Caregivers: In cases where the patient underestimates the burden of the caregiv-
er, this burden is associated with high levels of anxiety (β = 0.14, p <.01) (Shin et 
al., 2018). A night-time sleep duration less than 7h is also correlated with higher 
anxiety symptoms (Paek et al., 2018). The study by Lee et al. (2013) shows that, 
in the case of caregivers of lung cancer patients, anxiety is signifi cantly associated 
with the age of the patients, with the existence of some own painful symptoms, 
with the care of another family member, and with the self-effi  cacy perceived in 
the management of symptoms. 

Quality of Life in the Patient, the Caregiver, and Mutual Infl uences

Kim et al. (2015) notes that there is a positive correlation (r = .26) between the 
mental health of oncological patients and their caregivers, and Patterson, Rapley, 
Carding, Wilson, McColl (2013) also identify a positive association between 
patient and their caregivers’ quality of life, measured before treatment but also 
at 3 and 12 months thereafter (r = .69, r = .68, r = .69). Also, the quality of life 
of women diagnosed with cancer has been found to be positively correlated with 
the quality of life of their spouses (Duggleby et al., 2015). However, in situations 
where patients underestimate the burden of their caregivers, this perception is as-
sociated with low levels of quality of life (β = -0.88, p <.001) (Shin et al., 2018). 
Regarding gender diff erences, it was found that women, regardless of role – patient 
or caregiver – had a lower quality of life than men (Moser et al., 2013).

Patients: Patients included in the study of Sterba et al. reported a lower physical 
well-being than their caregivers (m = 40.5 vs. m = 50.6, p <0.0001), but similar 
levels of mental well-being (m = 43.5 vs. m = 45.5, p = 0.25). Kim et al.(2012) 
showed that in the case of survivors the relationship between the severity of the 
disease and their mental health is completely mediated by the fear of recurrence 
of the disease. For survivors, the high level of fear of recurrence of the disease is 
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associated with a low level of physical (β = - 12, p <.01) and mental (β = -0.08, 
p <.05) health. On the other hand, patients’ physical and mental health was also 
positively associated with the marital satisfaction of patients (Zhou et al., 2011). 
The preference for knowing the diagnosis is also a variable associated with the 
quality of life of the patients, the results obtained with respect to this relationship 
being sometimes contradictory. Thus, Nie et al. (2016) found that the level of ed-
ucation (β = 4.5, p <.05) and a positive preference for knowing an unfavourable 
diagnosis (β = 3.8, p <.05) are positively associated with the quality of life of 
patients, while Papadopoulos et al. (2011) found that not knowing the diagnosis 
seems to have a protective eff ect on the physical and mental health of the patients 
(β = 7.335, p <.001). Regarding the perception of the disease, according to Rich-
ardson, Morton, Broadbent (2016), the quality of life of patients at six months 
after the diagnosis is positively associated with their perceived control over the 
disease (β = 1.86, p <.01) and the coherence of the perception of the disease by 
patients and caregivers (β = 1.8, p <.01), and is associated negatively with pa-
tient-caregiver discrepancies related to disease progression (β = -1.93, p <.05), the 
perception of personal control (β = -1.83, p <.05) and the identity of the disease. 
Another positive association found for the quality of life of oncological patients 
is spiritual well-being (Kim et al., 2011).

Caregivers: Kim et al. (2011) showed that, even for the caregivers of cancer 
patients, their spiritual well-being is positively associated with their quality of 
life. There is a positive relationship in terms of the physical (β = .64, p <.001) and 
mental (β = .79, p <.001) health of the caregivers with their marital satisfaction 
(Zhou et al., 2011). For caregivers, too, the high level of fear of recurrence of the 
disease is associated with a low level of mental health (β = - 15, p <.001) (Kim et 
al., 2012). As with patients, their preference for knowing the diagnosis has led to 
contradictory results. If Nie et al. (2016) found that monthly income (β = 1.6, p 
<.05) and a positive preference for knowing an unfavourable diagnosis (β = 2.5, 
p <.05) are positively associated with the quality of life of the caregivers, Papa-
dopoulos et al. (2011) showed that the patient not knowing the diagnosis seems 
to have a negative eff ect on the physical and mental health of the caregiver (β = 
-11.644, p <.001).

The quality of life of spouses caring for women suff ering from breast cancer 
is positively associated with hope (β = .96, p <.05), and is negatively associated 
with feelings of guilt (β = -0.48, p <.05) and “doing what is necessary” (β = -9.8, 
p <.05) (Duggleby et al., 2015).

Another study (Paek et al., 2018) found that the well-being of the caregivers 
was positively associated with their advanced age (β = 0.45, p <.05), and with the 
patients’ speech and swallowing impediments (both β = 0.15, p <.05). This latter 
fi nding is surprising because the general belief is that the more severe symptoms 
of patients are accompanied by a lower well-being of the caregivers. It could 
suggest a gap in research between the perceived severity of symptoms and the 
level of dependence of patients on their caregivers. The same study shows that 
physical well-being is superior for caregivers with less than 2 comorbidities (Least 
Square m = 51.4 vs. m = 39.1, p <.01), who sleep more than 7h/night (m = 50.3 
vs. 39.8, p <.05) and who engage in physical activities at least 3 days a week (m 
= 49.6 vs. 38.2, p <.05).
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Self-effi  cacy in the Patient, the Caregiver, and Mutual Infl uences

Patients: Patients with higher self-effi  cacy report in further measurements 
higher levels of mental health. Also, in patients with higher self-effi  cacy, the 
caregivers subsequently exhibit higher levels of physical health (Kershaw et al., 
2015). Self-effi  cacy has also been studied as a predictor of physical and mental 
consequences, but also as a result of symptoms. Thus, Ellis et al. (2017) found that 
the distress due to symptoms is negatively correlated with individual self-effi  cacy 
and perceived self-effi  cacy at the family level in both patients and caregivers.

Caregivers: The study by Lee et al. (2013) shows that caregivers of lung 
cancer patients with lower self-effi  cacy in managing symptoms are at greater risk 
for depression and anxiety. Kershaw et al. (2015) also found that caregivers with 
higher self-effi  cacy report in further measurements higher levels of mental health 
(Kershaw et al., 2015). Regarding the self-effi  cacy of the caregivers in the man-
agement of the patients’ pain, it was found to correlate positively with their own 
positive emotionality (r = .41, p <.012) and negatively with their own negative 
emotionality (r = -0.31, p <. 05) and the well-being of the patient (r = -0.28, p 
<.05) (Keefe et al., 2003).

Recommendations for interventions

Although this literature review included only non-experimental studies that 
cannot lead to causal conclusions, the relationships highlighted can serve as a 
starting point in defi ning future interventions targeting both persons diagnosed 
with cancer and their caregivers. In fact, the studies analysed suggest the need 
for the psychological evaluation of not only the patients but also their caregivers, 
and their inclusion as dyads in interventions.

A fi rst direction that psycho-oncological dyadic interventions may have in 
mind is to improve communication. This communication may refer to family 
communication (Shin et al., 2016; Shin et al., 2018) or to communication with 
the medical team (Richardson et al., 2016, Jeong et al., 2016).

Another aspect that can be integrated into patient and caregiver interventions is 
to increase their self-effi  cacy (Kershaw et al., 2015) by learning ways to respond 
to concrete problems: learning active coping strategies (Kershaw, Northouse, 
Kritpracha, Schafenacker, Mood, 2004; Zhu et al., 2014), managing pain (Lee et 
al., 2013), managing patient (Ellis et al., 2017), but also caregiver (Northouse et 
al., 2002) symptoms, increasing the duration of night-time sleep and improving 
the level of physical activities (Paek et al., 2018).

The studies analysed also recommend that future interventions should include 
cognitions that refer to: hope and guilt (Duggleby et al., 2015), fear of recurrence 
of the disease (Kim et al., 2012), distorted attributions of female partners regarding 
satisfaction in the relationship (Zhou et al., 2011), changing the popular perception 
that cancer is considered equivalent to a death sentence (Awadalla et al., 2007), 
exploring the major concerns of patients and their caregivers (Bambauer et al., 
2006).

In defi ning interventions, it should also be borne in mind that women are more 
vulnerable in the context of this disease irrespective of role (patient or caregiver) 
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and that targeting their well-being is benefi cial not only to them but also to their 
partners (Kim et al., 2008; Moser et al., 2013).

Discussion
The studies included in this analysis support the idea of   a mutual infl uence 

between oncological patients and their caregivers as well as the existence of a 
common emotional response to the threat of the disease. Thus, Siminoff  et al. 
(2010) found that the family environment aff ects the level of depression of the 
sick and their caregivers, suggesting that family dynamics would be important for 
both patients and caregivers. This assertion is consistent with the systemic family 
theory according to which any change in an individual’s functioning aff ects the 
functioning of the entire family system. 

Another study (Kershaw et al., 2015) fi nds that there are mutual infl uences 
between the physical and mental states of patients and caregivers. This conclusion 
is framed in the social cognitive theory according to which there are bi-directional 
infl uences between the individual factors (cognition, aff ects, self-effi  cacy), the 
environment (family) and behaviour. Patients and caregivers see the experiences 
that their partners have in the context of the disease/care and can learn, being 
infl uenced by these experiences.

Interdependence regarding the quality of life of patients and caregivers is also 
found by Nightingale et al. (2014). They explain this by the theory of emotional 
contagion that states that people unconsciously adopt the emotional states of those 
with whom they are in a relationship, and that they have non-verbal behaviours that 
generate similar emotional experiences. This emotional contagion is more likely 
to occur when individuals have a high degree of similarity or when faced with a 
common threat (Hatfi eld et al., 1992 apud Nightingale et al., 2014).

Regardless of the theoretical explanation, the common emotional response of 
patients and caregivers to the disease is supported by the results of the studies, 
therefore future interventions need to take into account this state of aff airs.

Shortcomings Identifi ed in Research

Of the 44 studies analysed, 20 were conducted in the US, plus 8 studies that 
were conducted in other Western countries. Therefore, other geographic areas are 
little represented or not represented at all in the analysis. Although the review also 
included longitudinal studies that were carried out over periods ranging from a 
few months to two years, there are no studies to show the evolution of depression, 
anxiety, quality of life and self-effi  cacy of patients and their caregivers throughout 
the course of the disease from the diagnosis to the mourning phase.

Limits and Research Directions 

The limits of this paper are primarily due to the fact that the studies included 
were non-experimental. These allow the outlining of an image of the diffi  culties 
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faced by oncological patients and their caregivers, but cannot be used as an argu-
ment in establishing causal relationships. Even if the statistical analyses carried 
out in some studies included modeling through structural equations or the analysis 
of the eff ects of partner interaction, and in this context the specifi c terminology 
includes predictive terms, the relationships described are not causal.

All of the studies analysed applied diff erent inclusion and exclusion criteria 
(type of cancer, type of caregiver, stage of disease, time in the course of the dis-
ease), which led to a good defi nition of the area of   interest, but, on the other hand, 
this is a hindrance to generalise the results obtained. Another limit arises from the 
existence of psychological variables that were not included in the analysis, such 
as the patient and the caregiver’s distress or the caregiver’s burden.

Subsequent studies may consider removing the limits described. Thus, in order 
to analyse causal relationships, a meta-analysis can be carried out, including ex-
perimental studies. Another literature review may only include studies that are not 
dedicated to specifi c types of cancer. It is also recommended that these systematic 
reviews include other psychological variables relevant to the oncological context.

Conclusion
This systematic literature review allows the understanding of the psychological 

diffi  culties faced by cancer patients and their caregivers. Also, helping families 
in building their resilience can prove helpful when the individuals need to adapt 
a new environment. (Otovescu et al., 2015). The main result highlighted is that 
the disease aff ects the mental and physical well-being not only of the patient but 
also of the family members. This is supported by multiple reports of high levels 
of depression and anxiety and low quality of life for those diagnosed with cancer 
and their caregivers. The analysed studies have shown not only that patients and 
caregivers respond as a unique emotional system to the disease, but also that 
there are mutual psychological infl uences that lead to the recommendation of 
constructing interventions dedicated to dyads, and not to individuals. Given the 
high incidence of this disease, understanding the diffi  culties faced by those aff ect-
ed and developing programs to provide the necessary support remains a priority. 
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