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Background: Cancer is a significant public health issue, causing various challenges for individuals affected by it. As cancer progresses, patients often become dependent on others for support. Family caregivers and members play a crucial role in the recovery and rehabilitation of these patients. However, caregivers themselves face numerous challenges throughout the course of their family member’s illness. Exploring the experiences of family caregivers can inform long-term planning and supportive interventions to address their caregiving difficulties. This study reviews previous literature on caregiving outcomes.

Method: This study presents a narrative review of qualitative studies, analyzing a total of 23 articles. The results were extracted and organized into subcategories. After revision by the research team, main categories were identified. These categories encompass both positive and negative outcomes of caregiving.

Results: The findings of this review demonstrate that caring for a family member with cancer has significant implications for caregivers. These implications include: (A) Positive outcomes of caregiving (such as achieving self-management and balance, promoting kinship intimacy, finding meaning and purpose, and experiencing spiritual growth) and (B) Negative outcomes of caregiving (including care-related physical exhaustion, disruption of personal life plans, psycho-emotional consequences, and socio-economic burden).

Conclusion: The results of this study highlight the challenges faced by family caregivers and emphasize the importance of addressing their needs within the healthcare system. By providing support and attention to their well-being, caregivers can enhance their resilience and adaptability in managing caregiving difficulties.
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Introduction

Cancer is a growing public health concern, with its incidence on the rise (1). It is the second leading cause of death worldwide, accounting for approximately 9.6 million deaths in 2018, or one in six deaths (2). While advancements in cancer treatment have improved survival rates, it has transformed cancer from an acute life-threatening disease to a chronic condition that necessitates long-term care within society (3). In the advanced stages, individuals with cancer experience a decline in performance, an increase in physical and psychological symptoms, and a reliance on others (4). Consequently, family caregivers play a crucial role in supporting these patients and are an integral part of the care process (5). Family caregivers often provide extensive hands-on care for extended periods, without respite, compensation, or external support (6). They fulfill various responsibilities, including physical care, assistance with daily activities, medication management, transportation, emotional support, household chores, and companionship (7, 8). Additionally, family caregivers monitor treatment side effects and symptoms, as well as contribute to care and treatment decisions (9, 10). However, the provision of comprehensive care and support to family members can take a toll on the psychological well-being and quality of life of family caregivers, potentially compromising their health (11–13). Studies have highlighted the lack of support and attention given to family caregivers’ needs (14–16), which may stem from healthcare systems’ limited awareness of the challenges they face. Therefore, gaining a comprehensive and profound understanding of the caregiving experience and subsequent hardships of family caregivers can assist healthcare providers in developing tailored support programs and effective interventions to address these challenges (17). Hence, the objective of this study is to review recent qualitative studies that have examined the issues faced by family caregivers when caring for a terminally ill family member with cancer.



Methods

In this review, we conducted an electronic search of various databases including PubMed, Science Direct, EMBASE, Web of Science, and Scopus to identify eligible articles published between 2008 and 2023. The search strategy involved using keywords such as “Cancer,” “End of Life Cancer,” “Advanced Cancer,” “Caregiving Consequences,” “Caregiving Impacts,” “Caregiving Experiences,” “Caregiving,” “Caregiver,” “Informal Caregiver,” “Family Caregiver,” “Qualitative Research,” “Qualitative Studies,” and “Qualitative Inquiry.” We also examined the references of retrieved items to find additional relevant articles on the topic.

To extract the articles, we employed a matrix pattern of review studies (18, 19) as depicted in Figure 1. Initially, a research group comprising nursing faculty members from Iran University of Medical Sciences was formed. The leader author of this review, (MR), conducted the evidence search. Our aim was to include qualitative studies that employed interview methods, focus groups, or questionnaires to explore the perceptions and experiences of family caregivers regarding the consequences of care. We excluded quantitative or interventional studies, as well as articles that did not utilize primary research methods (e.g., systematic reviews, commentaries, and letters to the editor). Additionally, articles published prior to 2008 were extracted. Documents extracted by other researchers were independently reviewed to ensure the inclusion of relevant and appropriate materials in our research.
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FIGURE 1
 Matrix pattern for qualitative studies selection.


Ultimately, we retrieved a total of 397 published articles (395 articles and 2 books) related to the consequences of cancer caregiving on family caregivers. For the final review, we selected 23 qualitative articles. Each retrieved article was thoroughly read by one author and then reviewed by a second author to enhance our understanding of the studies (Table 1).



TABLE 1 Characteristics of included studies.
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Results

Twenty-three qualitative studies were included in the review, encompassing various designs such as phenomenological, thematic analyses, content analysis, grounded theory, qualitative descriptive study, and narrative analysis. These studies were conducted in different countries, including the United States, United Kingdom, Canada, Sweden, Colombia, Brazil, Sub-Saharan Africa, Iran, Singapore, Vietnam, South Korea, Indonesia, China, and Thailand. The data was collected through semi-structured interviews and focus group discussions, involving a total of 639 participants. The findings of these studies shed light on the impact of caring for family caregivers of cancer patients. The review process involved extracting data related to the research question and organizing it into sub-categories. These sub-categories were then reviewed by the research team, leading to the identification of new main categories that describe the positive and negative outcomes of caregiving. The positive outcomes include achieving self-management and balance, promoting kinship intimacy, gaining meaning and purposefulness, and experiencing spiritual growth. On the other hand, the negative outcomes encompass care-related physical exhaustion, disturbed personal life plan, psycho-emotional consequences of caregiving, and socio-economic burden (Figure 2).
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FIGURE 2
 Caregiving consequences in cancer family caregivers.




Positive outcomes of caregiving


Achieving to self-management and balance

The experiences of family caregivers in studies showed that one of the important aspects of caregiving for their family member is achieving self-management and balance in the care trajectory, which was extracted from 13 sub-categories (Table 2).



TABLE 2 Emerged categories and sub-categories.
[image: Table2]

In the study by Stamataki et al. (24) adopting a positive attitude and maintaining normalcy are coping mechanisms that help caregivers manage the stress of providing care to a family member with cancer. Caregivers often emphasized the importance of maintaining a positive attitude or fighting spirit, regardless of how they were actually feeling, especially after diagnosis. In this study, the need to be strong in front of the family member was mentioned, which helped the caregivers to manage their emotions (24). Another thing that seems to make it possible for family caregivers to self-manage and achieve balance during caregiving is maintaining hope in the caregiving process, which is mentioned in study by William’s et al. (23). The participants in the mentioned study stated that while caring for a family member, they hope for a better tomorrow will come in which their patient will not be in pain, sleep comfortably, and the patient’s body will be strong against heavy treatments (23). Also, it was reported in another study that a caregiver bonds with the patient and not only feels sympathy, but empathy and understanding. Developing a consistent and compassionate approach to caregiving is important. Because failure to adapt can lead to compassion fatigue, in which the caregiver is unable to cope with stress and avoid physical, psychological, spiritual, or social exhaustion. In addition, adapting to the conditions can create a calm and stress-free environment for a cancer patient (32). In another study, it is stated that family caregivers learned to let go of their stress and frustration in order to adapt to negative emotions over time. They gradually find a balance between caregiving and other commitments so that other family members are not neglected or overwhelmed by caregiving (26).



Promotion of kinship intimacy

Another important outcomes of caregiving of a family member with cancer was promotion of kinship intimacy of other family members, which was extracted from 3 sub-categories (Table 2). In a study by Wannapornsiri (28) caring as a team involved integrating family members in to a care team, sharing caregiving responsibilities, and creating family unity. The disease process and cancer treatment take a long time, so family caregivers come together to care for and take responsibility for their loved ones. Care was provided by a team of family members and family caregivers have to deal with the unpredictability of their loved one’s illness as well as the related costs, and there was a sense of family unity among the members regarding these issues (28).

In the study by Leow and Chan (26) mentioned the family caregivers described feeling more close to the family member with advanced cancer because they spent more time with the patient as a result of the caregiving. Some caregivers also reported that they have established a closer relationship with other family members since a family member has been diagnosed with cancer (26).



Gaining meaning and purposefulness

Another important positive outcomes of caregiving for family caregiver was gaining a sense of meaning and purposefulness in cancer care journey. In the study by Leow and Chan (26) it is well noted that through caregiving, family caregivers realized their importance in caring for their loved one as well as their own lives. They felt satisfied that other family members were healthy and their family relationships. They were more determined to live life to the best of their abilities. Caregivers realized that happiness in life comes from being with and caring for their loved ones. Caregiving also changed their perception of life. They realized that all humans, regardless of how strong, famous, or successful they had been in the past, would go through the same process of illness and weakness (26). In addition, the study of Arian et al. (27) reported that taking care of a family member with cancer increases the sense of responsibility towards the loved one, valuing the moments of being with the patient and the family, feeling self-satisfaction and a sense of value with care, which can show It should give a sense of meaning and purpose in the path of care (27).



Spiritual growth

In past studies, it was found that the experience of caring for a family member strengthened the spirituality and strengthened the caregivers’ relationship with God. The main category of spiritual growth was extracted from 6 sub- categories, which are given in the Table 2.

In the study by Williams et al. (23), some participants found hope with faith and belief in God and that their fate is in the hands of God or something greater than themselves. They relied on prayer to get through the day and overcome difficulties and attributed their ability to cope and get through each day to their faith (23). In addition, in the study by Albuquerque et al. (1), it was found that family caregivers seek refuge in God to get rid of the suffering and emotional pain caused by the suffering of their own patients. So that faith in God appears as one of the pillars of strength, security and support for families who cope with the situation and helps to accept the final process (1). In another study, it was stated that the experience of caring for a family member and the ups and downs of caring have led to the creation of a spiritual coherence, achieving inner peace, faith and trust in God, and uniformity in a person’s belief system (14).




Negative outcomes of caregiving


Care related physical exhaustion

One of the most important and common problems of family caregivers when caring for a family member with cancer was physical fatigue caused by caregiving, which was extracted from the 7 sub-category of other studies (Table 2).

The results of Stamataki et al.’s study (24) showed that caregivers were damaged in terms of health and physical well-being. Also, in another study, it was stated that health care workers should also deal with their physical health in addition to sleep problems. They reported health problems such as back pain, poor mobility, stomach ulcers and illness (22). In the study of Hassankhani et al. (31) reported that many families reported a variety of health problems resulting from their role as long-term caregivers. These physical problems mentioned included pain in specific areas such as knees, wrists and stomach. General body pain; sleep disorders; weight loss and appetite; reduction of physical difficulties; and the weakness of the immune system was one of the other physical problems that the caregivers experienced during the family member’s illness.



Disturbed personal life plan

In past studies, it was found that the families of cancer patients who are directly involved with the family member’s illness, their routine life plan is disturbed and all their life plans must be adjusted with the problems of the family member’s disease and treatment. This main category can be described with 7 sub-categories from past studies (Table 2).

In Nemati et al. (37) study, family caregivers have stated that they have always been in a state of alertness and have been constantly waiting to change their life routines according to the physical and mental condition of the family member. This change in the trends and plans of life has brought an unpleasant state of uncertainty for them. In another study, it was stated that the overestimation of caregiving obligations has led to an overemphasis on caregiving activities. By carrying out intensive care activities, the patient becomes too dependent on the caregiver, and the caregivers are unable to meet their needs due to the priority of the family member’s needs. So that they are so immersed in the role of caregiver that they forget their life plans (35). In another study, family caregivers reported that cancer diagnosis and treatment represent sudden changes in their family member’s life. Because they put their lives on hold and adapt their lifestyles to the physical needs and limitations of their patients. The start of treatment may stop their normal life, as plans for vacations, spending time with their family member in the near future will have to change (20).



Psycho-emotional consequences of caregiving

The psychological and emotional consequences of caregiving seem to be the most important problem facing a family with a cancer member. Because it can affect other aspects of life. This main category was obtained from the 18 sub-categories found in other studies, which is given in Table 2.

In a study, it was stated that during the treatment of a patient with oral cancer, the patient’s spouse in the role of caregiver faces the possibility of losing his life partner. As a result, caregivers may suppress thoughts about their own physical and mental health due to emotional reactions to their partner’s illness and treatment. Caregiver’s emotional concerns may appear at the very beginning of sampling time or waiting to receive the news of their partner’s cancer diagnosis (20). In another study that asked the opinions of patients about the problems of their caregivers. They stated that although they experienced psychological distress associated with their cancer diagnosis, they found that such emotional turmoil was also common among their family caregivers. So that family caregivers, when they have witnessed the pain and suffering of their loved ones, suffer at the same time as their patients, which is called equal suffering or family distress in the mentioned study (21). In William et al. (23) study, it was reported that participants spoke significantly about the emotional aspects of the caregiving experience, and it was clear that they experienced a range of emotions. The participants’ emotional experience included fear, worry, sadness, guilt, helplessness, anger, loneliness, empathy, love, and gratitude. It was also found that the participants were generally afraid of the future and uncertainty about the status of their loved ones and their lives. They expressed concern about specific things, such as how the care recipient would respond to treatment, and worry and guilt about any time they were away from the care recipient. They expressed their sadness about losing their former life and their loved one’s life and imagining life without that person. These fears and worries could destroy hope (23). In the study of Arin et al., they express the origin of emotional and psychological problems of caregivers in a different way. These problems can be related to the physical problems of the patient; It can be related to concerns about the future after the death of the patient for other family members, or it can be related to concerns about the caregivers themselves, who may possibly lose a strong source of support in the future. In addition, depression and discomfort, irritability, reduced threshold of tolerance, temporary forgetfulness, numb feeling, pitiful look of relatives, feeling alone and caregiving pressure have been bothersome for them when caring for a family member (27).



Socio-economical burden of caregiving

Socio-economic problems are other consequences of caring for a family member with cancer, which have been raised by numerous studies of the experiences of family caregivers Table 2.

In the study by Hassankhani et al. (31), it highlights the impact of cancer on financial and social consequences and shows that families with a family member suffering from cancer especially in eastern societies, it is men who are responsible for earning and supporting the family and if men get cancer, it affects the economic problems of the whole family. It was also mentioned that family caregivers enter the caregiving role without any preparation and becoming a family caregiver leads to an increase in the workload and as a result decreases the effectiveness in occupational and educational responsibilities and affects the social roles of family caregivers. As a result, balancing caregiving roles and family responsibilities in the early stages of illness was an important concern mentioned by participants who are family caregivers. Caregivers are sometimes confused in roles and responsibilities and cannot balance caregiving duties with other daily responsibilities (31).

Stamataki et al. (24) in their study mentioned relationships, social support, employment and lifestyle as secondary stressors. And these are defined as stressors that do not originate from caregiving, but are influenced by role demands. The experiences of caregivers in the mentioned study show that maintaining friendships, social relationships and social life has been challenging for most of them. So that at the beginning of the diagnosis, some caregivers decided to isolate themselves from their social network to avoid discussing the disease with others. In addition, some participants in the aforementioned study reported that their daily schedule and lifestyle were affected as a result of their caregiving role, and that during the active treatment phase of the family member, they did not want to plan and their life was put on hold (24).

In another study, family caregivers have stated that they have experienced a financial and job crisis. Financial pressures include running out of savings, financial and insurance problems, transporting patients to medical centers. Job problems have also been significant, so that self-employed caregivers have left their jobs and government-employed caregivers have faced certain job challenges (27).

In addition to the economic problems that arise for the family, in some cultures and social structures, it is difficult for family members to ask for help from others. So that caregivers are forced to act according to social standards and norms in order not to be judged by the society and to feel safe in their social life. This view leads to the isolation of family caregivers because they prefer to rely on themselves instead of asking others for help with problems (38).




Discussion

In this study, we investigated the consequences of caring for a family member with cancer in family caregivers in different communities. The results of the review of these studies showed that in the process of caregiving for a patient with cancer, caregivers gain experiences that have different effects on their lives. These experiences were categorized into positive and negative outcomes, where positive outcomes of care included Achieving to self-management and balance in caregiving, Promotion of kinship intimacy, gaining meaning and purposefulness, Spiritual growth and negative outcomes of care included Care-related physical exhaustion, Disturbed personal life plan, Psycho-emotional consequences of caregiving, Socio-economic burden of caregiving.

By inferring from the results of the selected studies, it was found that families with a person with cancer try to achieve balance and self-management as soon as possible with different approaches and the facilities they have in order to adapt to the problems of care and illness. Because they know that the first and most important sources that can help the patient to solve the problems of the disease are family members who have taken direct and full-time care. They try to maintain a positive attitude and maintain hope, apply self-care techniques, practice resilience and stay strong in the path of care (13, 14, 23–26, 28, 32). Another consequence of caring for a loved one with cancer for families seems to be the promotion of intimacy, unity and solidarity between family members and other relatives. So that the review of studies showed that the problem that arose for one family member brought other family members closer together and the problems that arose for the patient led to family distress. And the family has experienced the pain and suffering along with the family member with cancer. Therefore, all family members and relatives, by helping each other and dividing the tasks, try to make the care burden easier for each other and reduce this distress in the family (26, 28). In the review of the studies, it was found that the family caregiver with the experience of the role of caregiver and assuming the responsibility of handling the illness and treatment of the family member has a sense of self-satisfaction and gaining a sense of meaning and purpose for them. Also, they have understood that they can be useful for the family. This sense of self-satisfaction helped them maintain hope and stay on the path of caregiving (26, 27). Understanding the existence of God in all periods of the illness of a family member with cancer was one of the other things that can be mentioned as a positive outcome in the studies. So that the occurrence of such problems on the way of the families strengthened the faith and belief in the existence of a greater power within the caregivers so that they sought refuge in God to achieve inner peace and freedom from problems. Spiritual coherence is perhaps the best word to describe spiritual growth as a positive outcome of caregiving in family caregivers (1, 14, 23, 26, 37). In relation to the negative consequences of caregiving, the results of some studies showed that family caregivers ignore their basic needs in order to help the family member and forget themselves in this difficult and uneven path, and this neglect of their needs leads to fatigue. It will become physical and exhausting, and caregivers face many challenges related to their physical health, such as lack of sleep, anorexia, and back pain, which can affect their quality of life (14, 20, 22, 27, 31). Disruption of personal life routines and adjustment of the caregiver’s life time with the family member’s illness and suffering were other issues highlighted by the results of the studies. In such a way that prioritizing the needs of the family member has caused the caregivers to stay away from other life plans and spend all their time on providing medicine, going to and from medical facilities and taking care of household affairs. Therefore, being confined in the triangle of home, pharmacy and hospital and not taking care of personal life plans were other experiences of caregivers in the caregiving trajectory (14, 20, 35). Emotional and psychological pressures there were other cases that previous studies have mentioned and the results of these studies show that the most important negative consequence of caregiving for a cancer patient can be emotional and psychological problems, and family members have many fears and worries during this period. They have experienced fear of worsening of the disease and ineffectiveness of the treatment and fear of treatment complications. Furthermore, worry and anticipation of the death of a family member and the problems that the family may experience after the death of a family member can indicate the occurrence of mental and emotional turmoil in the caregivers (5, 14, 20, 21, 27, 31, 37, 38). The social and economic consequences of cancer are perhaps the biggest problem for families with a person with cancer. Because it can affect other aspects of care. So that in the studies it was found that in addition to incurring heavy costs for the treatment of the disease, family members have to leave their jobs for full-time care and focus entirely on the illness of the family member. But the consequences of leaving a job can lead to a decrease in income, withdrawal from social roles, or social isolation (24, 27, 30, 31, 35).



Conclusion

The results of this study showed that family caregivers of people with cancer had different experiences of caring for a family member. Trying to manage problems and achieve balance in the caregiver, gaining intimacy with other family members and relatives, gaining a sense of meaning and purpose and spiritual growth, physical fatigue related to caregiving, failure in personal life plan, psychosocial consequences of caregiving and socioeconomic consequences of caregiving was the most important outcomes in the literature. According to the obtained results, it is important to pay attention to several points. 1- Family caregivers suffer along with their family members and should be considered as second-ordered patients. In this way, paying attention to their physical and psychological needs should be the priority of holistic care in the health care system. 2- Family caregivers in different cultures may have a different understanding of caregiving experiences, so in some cultures, cancer disease is considered a social stigma, and therefore it is not easy for them to seek help and accept help in caregiving. Therefore, they bear the problems alone.so it is necessary to consider measures in the health care system, especially in palliative care environments. So that the families of caregivers can narrate their problems without fear and worry and accept the support of others easily. 3- Given that family caregivers with the lowest level of information and support, they embark on the unknown and ups and downs path of caregiving. It seems that there is a need to provide conditions for these caregivers to receive guidance from their peers who have had the experience of caring for their loved one. Do in such a way that associations for health vows or sympathy vows consisting of family caregivers are formed.
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