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Abstract

:

Introduction: The increasing demand for cancer services is projected to overwhelm the cancer care system, leading to a potential shortfall in human resource capacity. Informal caregivers (unpaid family/friend caregivers of cancer patients) provide a significant amount of care to patients and the cancer care system could not cope without them. The aim of this study was to analyze the needs of informal caregivers (CGs) through interviews with cancer patients and CGs, and to assess the content and utility of a comprehensive caregiver training course. Methods: Cancer patients and CGs were recruited from an academic cancer centre to elicit their thoughts and perceptions of cancer CG education needs through a qualitative, phenomenological design using semi-structured interviews and a curriculum review activity. Results: Six patients and seven CGs were interviewed. Patients averaged 53.8 years of age and CGs averaged 53.1 years. Caregiver participants reported that they were unprepared for their caregiving role. Depending on the severity of the disease, CGs reported significant emotional strain. Most participants wanted more practical information, and all expressed the desire for greater social support for CGs. While there were differences in terms of desired modality (e.g., online, in-person), support for greater CG education was strong. Discussion: CGs experience a significant learning curve and receive little to no direct training or education to help them acquire the knowledge and skills they need to support a cancer patient. This is especially challenging for new CGs, for whom emotional and informational needs are particularly acute. Participants shared a great deal of endorsement for a comprehensive training course for new CGs. Given the multiple demands on their time, some participants suggested that consideration be made to establish synchronous classes. Participants held that having the course take place (online or in-person) at a specific time, on a specific date could help CGs prioritize their learning. Participants also endorsed the idea of “required” learning because even though CGs may recognize that a course could be beneficial, some may lack the motivation to participate unless it was “prescribed” to them by a healthcare provider.
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1. Introduction


The increasing demand on cancer services (40% growth in Canada by 2030) [1,2] is projected to overwhelm the cancer care system where there will be a significant shortfall in human resource capacity. In Canada, one in three Canadians aged 15 and older are informal caregivers (unpaid family/friend caregivers of cancer patients) [3]. It is estimated that informal CGs (herein referred to as CGs) save the Canadian healthcare system CAD 25 billion annually in home care and other costs [4]. CGs provide a significant amount of care to cancer patients and the cancer care system could not cope without them; CG support will be even more critical in the future. CGs provide patients with medical (e.g., medication administration), instrumental (e.g., medical service coordination), tangible (e.g., daily living support), and emotional assistance [5,6]. Cancer is a complex condition where chronicity is certain, from dealing with the sequelae of treatments and, in some cases, end-of-life care [7]. Multiple studies demonstrate that the diverse supportive care needs of cancer patients and CGs are not being met. They face challenges physically (e.g., experiences with short-term and late side effects), psychologically (e.g., difficulty coping, fear, anxiety), practically (e.g., financial toxicity), socially (e.g., body image and relationship issues), and spiritually (e.g., questioning the meaning of life) [8,9,10,11,12].



Furthermore, patients and CGs are increasingly given self-care directives, with some requiring basic clinical and infection-control knowledge and skills [5,6]. When patients and CGs are not able to accomplish these self-care directives, clinical outcomes are negatively impacted. Support for cancer CGs is critical given this complexity and the non-linearity of the cancer journey, making caregiving responsibilities laborious and variable [13]. Improved recognition, integration, and support for CGs in mitigating the risk of becoming co-patients and the debilitating effects of CG burden are urgently needed [14]. CG burden is a growing issue that impacts the health of CGs and the cancer patient for whom they are providing care [15,16,17,18]. CGs are a vulnerable population, and commonly report feeling unprepared, distressed, burned out, depressed, and/or unable to continue caregiving for their loved one [16]. Additionally, CG engagement in self-preventive health behaviours is less likely, thereby increasing their risk of disease [15]. Poor CG well-being and perceived burden are significantly associated with patients’ risk for physical and functional impairments, for instance, swallowing and speech dysfunction in head and neck cancer patients [17] as well as poor quality of life [18]. Compounding this burden are the communication responsibilities between CGs and healthcare providers, as CGs are commonly integral to care coordination, treatment planning, decision-making, and pain management [19]. These considerations have a significant impact on the healthcare system.



The results of a review of training interventions for CGs of cancer patients show that the vast majority of programs for CGs are directed at psychological outcomes and do not holistically address the full spectrum of CG needs [20]. Although psychological well-being is critical to quality of life and effective caregiving, a wider range of CG needs are unmet [16]. In addition, most existing CG courses require in-person attendance at a specific time in a specific place. This type of in-person training limits access to those in rural areas (or geographically distant from the cancer centre), those with multiple care demands (children, etc.), and those with a lower socioeconomic status [21].



Despite the acknowledgement of significant unmet CG needs, a thorough understanding of what is needed to meet the education and training needs of CGs has not been explored in sufficient detail. The cancer system is approaching an impending crisis between the increasing prevalence of persons living with cancer, an oncology workforce shortage, and a resource-stretched health system [22,23]. In response to these pressures, oncology care is evolving by providing more complex treatment regimens in the outpatient setting (e.g., autologous and allogeneic transplants). These changes in oncology care place a greater responsibility on CGs [24]. Patients, and more so their CGs, are ill prepared for this transition in care delivery, particularly as CGs are expected to provide care requiring basic medical skills [6,22] over an extended period. Despite the high prevalence of cancer caregiving in Canada, and the significant need for prepared CGs, there are very few cancer CG skills training courses that are widely available [3] and the extant programs do not seem to adequately address all of the needs of CGs. The aim of this study was to analyze the needs of CGs by speaking with both CGs and cancer patients, and to assess the content and utility of a comprehensive CG training course.




2. Materials and Methods


The study employed a qualitative, phenomenological design, which aimed to describe and contextualize the experiences of groups and individuals so as to provide comprehensive information to inform best practices [25]. We invited participants to describe their experience of cancer and the caregiving process, and then utilized this feedback to inform and orient our understanding of caregiving as a phenomenon and the needs of cancer caregivers.



The researchers recruited cancer patients and CGs from a large academic cancer centre in Toronto, Canada. Potential participants were approached by clinicians acting as recruiters, and invited to take part in a single, 60-min. interview to elicit their thoughts and perceptions of cancer CG education needs through a semi-structured interview, and to share their thoughts on a proposed curriculum for a CG training course through an activity. The interview process was informed by the concept of reflexivity, whereby the interviewer was actively involved in the gathering of information by considering their own assumptions and subjectivity, and how this informed their analysis [26]. The interviews were conducted by co-author M. Ugas, a male researcher employed by the cancer centre and who possessed no personal experience with caregiving or cancer. Participants were not given any further information about the interviewer and were unfamiliar with him prior to their recruitment. The curriculum review activity involved asking participants to review a curriculum outline that the study team developed based on cancer CG needs reported in the literature. The curriculum was divided into three domains: managing the medical aspects of illness; managing changing roles in relationships to accommodate illness; managing the psychological consequences of illness through the use of problem-solving coping strategies (see Supplementary File S1). Once the participants reviewed the curriculum outline, they were asked to share their thoughts on it, in detail.



Patients and CGs were introduced to the study by a member of their healthcare team either in-person or virtually. Recruitment was conducted among patients and caregivers in various clinics, including the head and neck clinic, breast cancer clinic, and the allogeneic stem cell transplant clinic. For participants, the inclusion criteria required they be at least 18 years of age, and able to read, write, and speak English. Patients had to have been diagnosed with cancer and received at least one cycle of chemotherapy or targeted therapies, and/or radiotherapy treatment, and/or cancer surgery. Caregivers were simply defined as someone caring for someone diagnosed with cancer, without restrictions on time commitment. Participants were excluded if the patient was treated with curative surgery alone.



Informed, written consent was obtained from each study participant. Prior to the interview, participants were asked to complete a short questionnaire that consisted of 11 questions concerning demographics such as age, gender, race, income, education, marital status, living arrangements, and the type of cancer the patient was diagnosed with. The questionnaire also included a validated 16-item health literacy assessment tool, the European health literacy survey questionnaire, and one 12-item computer literacy scale, the computer proficiency questionnaire [27,28]. These metrics were used to assess the capability of participants to understand, appraise, and research health information.



The semi-structured interview guides consisted of 26 questions that began with a series of warm-up questions that broadly asked participants about their experiences with cancer and with caregiving. Once the warm-up was complete, the interviewer asked a series of questions related to cancer health literacy at the point of diagnosis to gauge participant knowledge of cancer. Following this part of the interview, participants were asked to talk about how they learned about caregiving-related knowledge and skills (e.g., the disease, treatments, and symptom management). The interviewer probed to ask what the interviewee considered to be the most relevant information for themselves and what they considered to be the most relevant information for future caregivers. Participants were also asked how they would suggest future caregivers acquire this information. The next questions asked about the emotional and physical impact of caregiving and were followed up with questions about what strategies they might recommend to future caregivers to help them cope. Finally, participants were asked for their thoughts on a curriculum outline for a caregiver course designed to help them prepare for the role. If the response was affirmative, follow-up questions were asked regarding when the course should be offered, what content should be included, and how it should be delivered (see Supplementary File S1).



A maximal variation purposive sampling strategy [29] was used to generate a heterogeneous group of participants to capture a broad range of perspectives on characteristics of the following: age; cancer type; education level; treatment type (chemotherapy and/or radiotherapy, multimodality, targeted); living situation: alone, rural, or urban location; race; and varying levels of computer and health literacy.



Audio recordings of the interviews were transcribed verbatim. Participant demographics were summarized using descriptive statistics. Themes were coded inductively using the software program Nvivo by the interviewer based on the transcripts and field notes [30]. Feedback shared about the curriculum outline was analyzed in the same manner as the interview transcripts. Participants did not provide feedback on the findings, nor were they given access to transcripts. Data saturation was determined based on the degree to which the coding process was returning the same or similar information and themes. At this point, no further recruitment was conducted.



Internal ethics approval was obtained. Upon completion of the study, participants were thanked with a CAD 5 gift card as a token of appreciation. The results of this study were used to inform the content of a newly launched caregiver education platform that is currently undergoing phase 2 evaluation.




3. Results


Interviews were conducted from February 2021 until December 2021. A total of 21 participants were initially recruited. Eight were lost to follow-up for various reasons such as lack of time to participate and deteriorating prognosis. One patient passed away. This left a total of 13 participants who completed the interviews. Of these, seven were CGs and six were patients.



3.1. Participant Characteristics


Patients averaged 53.8 years of age, with participants ranging from 43 to 70 years. CGs averaged 53.1 years, with a range of 29–71. Most participants were male, white, and reported their highest level of schooling as some college or university education. The majority lived with a partner or children (N = 9) and were working or receiving disability payments (N = 10). Nearly half (N = 6) of participants reported a household income of greater than $100,000 in the past year. The types of cancers represented were eleven head and neck cancers and two breast cancers. The caregivers were either spouses, children, or siblings. CGs outscored patients on the health literacy measure, averaging 52.7/64 compared to 45.8/64, as well as on the computer literacy metric, scoring an average of 46.7/48 compared to 42.7/48 (Table 1). While we did not collect information from participants on the stage of the cancer care trajectory they were in, through the course of the interviews our participants shared a range of experiences from diagnosis through to end-of-life and survivorship.




3.2. Thematic Analysis


Having no experience with caregiving in the context of cancer, but being part of the team developing and building the caregiver support program, the interviewer and coder needed to remain cognizant of their hopes for endorsement of the curriculum so as to minimize any undue influence on the direction of the interview. Thus, the interviewer endeavored to stay attuned to what participants shared with respect to the support or challenges they experienced that were not related to education/training, as well as remaining open to receiving any critical feedback on the draft curriculum.



Three overarching themes were identified in the thematic analysis: 1. The lack of preparedness for the role of being a cancer caregiver; 2. The differing approaches to information and research among CGs; 3. The desire for greater social support among CGs, especially the need to speak with those with similar experiences.



3.2.1. Caregiver Preparedness and Duties


Participants reported that there were a myriad of duties that caregivers would fulfill including assisting with medication, bandages and dressing, bathing, and more. The extent of these duties varied greatly and were usually dependent on the degree of autonomy the patient had. CGs for patients with high levels of autonomy reported duties limited to driving the patient to appointments, while CGs who cared for patients with more extensive needs completed tasks related to the patient’s care as well as other household tasks, particularly those that the patient had once assumed but was no longer in a position to do. For example, one patient participant shared examples of their caregiver’s responsibilities:




“(My caregiver looked after) Making sure I had the proper appointments, the medication ready, hooking me up to the G-tube, ensuring my feeding was on track. Driving me to my appointments.”





CGs reported that some of these duties were new to them, and most felt unprepared for the time commitment that comes with caring for a cancer patient. Some participants reported that, over time, their practical skills were sharpened as they utilized them, such as assisting with symptom management.



Related to symptom management, participants acknowledged that hospital resources did not always adequately address all the contingencies that could arise and the range of issues the patients could experience.



With regard to how to prepare to be a CG, one CG participant shared,




“There’s no way of knowing this (i.e., the knowledge required to be a caregiver). There’s no way of reading about it that can prepare you because I believe every patient is unique and different. And so, their needs are different at any given moment in the day.”





While participants argued that there was no substitute for experience and that experience helped to clarify information, they also regretted not knowing things sooner. As one caregiver explained:




“I would have liked to have known a bit more before. I was sort of learning along with him [i.e., the patient] and it probably would have been helpful if I had known some things ahead of time to reassure him or help him go through the information because I’d already heard it, or knew of it, or talked about it.”





On all matters related to CG preparedness and duties, participants expressed the need for good communication and cooperation between patients and their CGs. They stressed the importance of remaining open to each other’s concerns as well as being patient. They were especially concerned that others did not neglect the reality of the burden placed on CGs so as not to wear them out.




“Patients (are) going through a lot … but not everyone (patients) is that good at active listening these days,”as one CG put it.





CGs acknowledged that their primary concern was for the patient but wanted emotional support for themselves as well. In the words of one CG:




“Caregivers really put themselves at the end of the road. They put themselves last and like the, you know…you don’t even know that you need help because you’re so entrenched and involved. (Because you want) to do right by the person you love, by your friends, your family, your neighbor, you know, whoever you’re caregiving and you want to be optimistic. And then, you know, you’re the last one in your own mind, because you think that’s the right thing to do, or you just get so swept up that you forget about you.”






3.2.2. Information Seeking and the Impact of Emotion on Learning


Most participants knew very little about cancer as a disease prior to the patient’s diagnosis. Those who did usually had a close relative who had cancer and their knowledge was related to their proximity to that patient, particularly those who acted previously as caregivers. One CG shared,




“Well, you have to understand that you always think it’s a death sentence when you hear that word (cancer), you don’t think that no matter what people say to you, it is a horrible word. So, you have to figure when you first find out, you just think that this is over because you don’t hear a lot of success. You don’t hear the, the success stories, you only unfortunately hear the worst. So that’s where I struggled when I first found out.”





As a result of this, some participants reported being overwhelmed by the information they received at the start of diagnosis. Views toward cancer information were either regarded as a tool or an impediment, with some preferring to acquire as much information as possible and others relying strictly on the actionable information necessary for decision-making. Participants also pointed to information-seeking on the part of CGs as one more way to alleviate the burden patients face.




“So, my doctor gave me a package and the nurse said, I’d like you to read everything and look everything up. And I looked one thing up and then I closed the package and I went, ‘nope’, because I found I got high, high anxiety,” one patient explained.





With patients having to process the emotional and physical ramifications of a cancer diagnosis, information-gathering was viewed as a role caregivers could easily assume to minimize the pressures patients face, while providing another trusted lens from which to view information and provide counsel.



It was especially true that patients required assistance with digesting information during the early stages of the cancer journey, when newly diagnosed patients and their caregivers receive the most information.




“So, it really is a learning curve for caregivers. There’s no way to understand what this means. If no one sits down with you, throwing someone a welcome package with a bunch of information that may or not transpire in the life of the patient, it means nothing… it’s the caregiver that needs their hand held through the process.”





Participants readily acknowledged that there was a cornucopia of information available from hospital resources and online and regarded it as a pragmatic decision to limit their information consumption to avoid becoming overwhelmed. Reading all available material made the retention of information difficult due to the sheer volume of it.



Patients also found that curtailing the amount of research they conducted on their own allowed them to avoid having to evaluate the quality and veracity of informal sources of information. This is particularly noteworthy due to the prevalence of misinformation on the Internet.




“So, to me to be clear, I only researched questions that we should be asking when the doctors sent information home… I researched, you know, keywords and documents that they provided. So that way we understood what was being provided to us. But I know from my sister’s experience that, you know, doctors discourage people from going on the Internet and doing a whole bunch of their own research and [therefore I used] the doctor as really the conduit to gain information. So, my research was more about getting clarity about what the doctors provided. And I did find a couple of blog sites for men who had experienced the same type of cancer to get an understanding of what they experienced and questions that they asked and stuff like that.”





There was a concern, however, among some CGs that they needed to know more information so that they did not feel like they were relegating decision-making to their healthcare team.




“Some people just sort of leave everything to the doctors and don’t wanna know what’s going on. But I really wanted to know so I hopped on to Google and, you know, try to learn copious amounts information and like really quickly. And then I just talked to the doctors once I arrive(d).”






3.2.3. CG Need for Peer Social Supports


Participants all pointed to the emotional toll that a cancer diagnosis would exact on a patient and their loved ones. Multiple participants noted that during active treatment, when emotional strain was particularly acute, the psychological effect inflicted on a caregiver generally did not receive the attention they felt it deserved. CGs also, however, felt that their emotional well-being should be relegated to that of the patient and reported the desire to project optimism in the face of disease. Ultimately, this emotional labour contributed to feelings of isolation and loneliness. All participants, hence, reported the desire to connect with other caregivers, both for practical advice, and to fulfill a desire for understanding and community. Participants felt that CGs were not adequately prepared to have difficult conversations with loved ones that arose due to a cancer diagnosis, particularly those related to the possibility of death. This was in spite of feelings of fatalism among patients and their caregivers. One participant explained the initial views of patients such as herself:




“The fact that they’ve been diagnosed with cancer is itself such a shock. And it’s hard to wrap their minds around the possibility that they could survive it.”





CGs reported different methods for coping emotionally with the strain of caregiving. For most, this meant that engaging in activities, such as physical exercise, allowed them to not dwell on the looming possibility that the patient’s outlook may not be good. CGs reported that this blocking strategy was particularly necessary if the patient’s situation was deteriorating, and death was a distinct possibility.




“It’s never ending and, it’s like bad news after bad news and you say, ‘okay, when is it going to stop?’ And if it’s going to stop or are we going to find a treatment to heal or at least to help you… you have pretty dark images in your head and even if you don’t want to get there, you go there.”





Participants did note, however, that the extent of the burden placed on caregivers was related to the degree of autonomy maintained by the patient. This usually meant that patients with good prognoses did not require a great deal of time commitment from CGs.





3.3. Curriculum Feedback


With respect to a course for CGs, all participants endorsed the need for a comprehensive training course for CGs, but their views differed on its feasibility. The responsibilities and constraints on CG time posed barriers to in-person instruction. CGs had schedules that were routinely relegated to the needs of patients, which could change on short notice. Most participants recognized the value of virtual modalities for expanding access to the course, while also being keen to highlight the social/networking benefits of in-person learning. Virtual courses that are also synchronous may provide an ideal blend of the benefits of in-person instruction while maintaining the ease of accessibility necessary to ensure participation.



Participants were enthused by the draft CG curriculum they viewed. However, they expressed concerns over the vast quantity of the included information, pointing out that some of the information was relevant to them while some did not reflect their needs. This usually led participants to suggest some type of tailored module for CGs.



While there was a desire for flexibility, participants also pointed to the need to be held accountable, reasoning that attendance would benefit from in-person instruction by instilling greater commitment to the class. Some participants even called for mandatory attendance and some sort of evaluation that would help CGs to prioritize their learning. Participants, however, were generally unsure of how to encourage enrollment since they were already enthusiastic, with the benefit of hindsight:




“I really don’t know how to motivate them. Like if it was something like that for myself, I would definitely (take it). I didn’t need to be motivated. I would definitely participate. I would definitely take the course. I mean, it depends on the individual, how involved they want to be.”





Crucially, participants viewed in-person learning as a means to make connections with other CGs, which was something all participants highly supported as both a source of knowledge as well as emotional support.





4. Discussion


With the prevalence of chronic disease expected to rise, the support of informal caregivers will only become more important to the healthcare system [31]. Our findings confirm that cancer CGs experience a host of unmet education and support needs. The fractured nature of existing resources and programs for caregivers produces varying levels of satisfaction, usually relating to the severity, prognosis, and outcomes the patients face. CGs therefore are supportive of efforts to provide them with the tools they need and have endorsed the concept of a comprehensive training course.



Our sampling method was designed to generate a heterogeneous group of participants reflective of the diverse local population. Our participant population, however, was ultimately well-educated and of a generally high socioeconomic status. Health and computer literacy scores were similarly high. This may reflect selection bias, where the efforts of healthcare providers, who conducted recruitment, may have been skewed toward individuals whom they thought would be more likely to participate and provide thoughtful interviewees rather than focusing on demographic information. Participants with lower socioeconomic status and health literacy may not share these perspectives and prefer, for example, asynchronous learning, as it might provide greater flexibility to individuals who are unable to take time away from work.



Previous studies point to the extent of strain placed on caregivers. CGs continue to face acute challenges dealing with the burden of their new role, with little time to transition into it. They experience mental and physical strain, resulting in a deteriorating quality of life [31]. CGs of cancer patients report unmet supportive needs during both the active treatment phase as well as the post-treatment phase [32]. While the burden of caregiving is present throughout the disease trajectory, there exists a great deal of variation in how burdens manifest, pointing to the need for tailored solutions [33]. Research also shows that caregivers are receptive to online classes and the majority support asynchronous learning [34].



Our findings point to the central role of caregivers as conduits for information. Cancer care requires coordinating efforts from a multidisciplinary team of oncologists and other professionals, making the role CGs play in taking notes and synthesizing information crucial [35]. The roles of caregivers closely resemble the role of a knowledge broker by obtaining information, appraising it, and facilitating its exchange across a social network [36]. Caregivers have to work with different stakeholders and establish trust among them, which is another key component of being a knowledge broker [36]. In particular, they must have the trust of the decision-makers who rely on them to sift through vast quantities of information and support in identifying the implications of decisions, making their knowledge an important factor in patient satisfaction [37].



There was a great deal of variation among our participants regarding what the information needs of caregivers were. While the categorization of health information-seeking behaviour as “seekers” and “avoiders” has been criticized as overly simplistic, as individuals may transition between the two types depending on their needs [38], our participants broadly fit these groups with most either consuming as much information as they could or as little as possible. Caregivers usually adopted an information-seeking strategy that broadly complimented that of the patient, with a “seeker” researching more to alleviate the knowledge burden from an “avoider” patient. Concerns over the decision-making process did not materialize in the course of the interviews, as most participants felt sufficiently engaged by healthcare providers. Most of the cases in our study consisted of patients who were in remission; however, and according to Monteiro et al. it is when a patient’s condition deteriorates that the CGs exhibit greater deference to physicians [39]. Older populations such as ours, according to the literature, are also less likely to report dissatisfaction with healthcare providers [40].



Studies also tend to group CGs into different archetypes (lone caregivers, carrier caregivers, partner caregivers, and manager caregivers) and note the differences in information-seeking behaviour and health literacy among them [41]. Our more affluent and educated participants may have resulted in more manager CGs, for instance, characterized by their desire for medical information resulting in greater support for a comprehensive training course. Furthermore, if we had recruited more partner CGs, defined by their use of social support, we may not have generated the enthusiasm we did for CG psychosocial supports and training for how to develop coping strategies.



Those participants who reported the least unmet needs primarily cared for patients with significant autonomy, limiting their own burden, which is a finding that others have also reported [42]. The greatest unmet need was in the psychosocial domain, which supports the need for psychosocial education for caregivers. All participants reported requiring some sort of psychosocial support, with the exception of one highly spiritual CG, a characteristic associated with less distress among cancer CGs [43]. Our participants were also fairly health-literate, with CGs scoring slightly higher than patients. Patients with low health literacy are more likely to receive support from a CG [44]. The effect of CG health literacy on patient health literacy and health outcomes is unclear [45]. Health literacy among CGs is an area that has been cited as requiring more study [45]. While our study population had high educational attainment and good self-reported health literacy scores, they revealed in the process of being interviewed that research and knowledge synthesis on a topic as vast as cancer posed a considerable challenge for them.



Our sample consisted of more male participants, in particular more male caregivers, than we would have anticipated, and this may have inadvertently skewed our results toward more constrained CG relationships with patients. The literature shows that having a female CG is associated with more positive relations between the two. Gendered theories on caregiving such as the “role identity theory” also posit that embracing the role is associated with less CG burden [46]. This may explain our CG complaints about the lack of appreciation for their sacrifices, as our disproportionately male participants may not easily adjust to caregiving. Our participants did however report controlling their own emotions, something also beneficial for the patients for whom they care [32]. Furthermore, those CGs who are unwilling to have open discussions about the disease are more likely to provide low-quality care but would be less likely to join our study, having less feedback to offer and hence less resonance for the study objective [47]. The utility of providing CGs with a training course must account for their emotional state. Studies demonstrate that emotional burdens can have effects on cognition and memory, making learning more difficult. Thus, education programs that are geared toward CGs should take this into account, considering that managing emotions is critical to learning, and provide environments conducive to emotionally strained learners [48,49]. Courses for CGs should limit the cognitive load on participants through simple architecture and an easy-to-use interface for virtual modalities.



Consistent with the literature, the majority of our CG participants managed their duties while working full-time [50]. In the course of interviews, however, some noted that they took extended absences from work during the most difficult treatment stages for the patient. Those who did not take time off, however, pointed to the high levels of stress produced by managing both, considering CG duties can require a time commitment equivalent to a full-time job [50]. There exist few options for those juggling work and caregiving as unpaid leave may bring with it acute financial stress, which in turn has been associated with greater unmet needs among CGs [42]. All of our participants, however, were caring for patients with solid tumors, rather than hematologic malignancies, and the majority were older. These two characteristics are associated with less caregiver burden [51].



Our findings are limited by our sample, which was comprised of a population with strong educational attainment and relatively high incomes, as others have found that higher incomes were related to more confidence seeking health information among CGs [52]. Our participants were all English proficient, mostly white, and, with one exception, none of the CGs were caring for a patient who lacked English language skills. A few participants were immigrants, and the literature shows that immigrant caregivers have less confidence seeking health information, as do those who are non-white and have lower education levels [52]. Studies have also identified older age as being associated with a reduced likelihood of depression among CGs, whereas most of our participants were of middle-age or older [53].



While our sampling strategy aimed to recruit a diverse population, it seems that patients and CGs who had already passed the most difficult stages of treatment were more likely to participate. The distress and strain placed on social relationships, however, may be most pronounced at this stage as patients and caregivers cope with the difficult transition [32]. These participants would also be less likely to express unmet needs as these tend to decrease over time [42]. A degree of selection bias may have occurred among the healthcare providers who acted as recruiters by approaching patients and CGs who may have appeared to offer the most potentially engaging interviews. These participants may also be those that were the least burdened due to socioeconomic status and English language proficiency.



The study coincided with the COVID-19 pandemic, when infection-control measures were put in place in most healthcare settings limiting the number of entrants into hospitals. Most CGs expressed their view that this severely limited the extent to which they could provide support to their loved ones, although others appreciated the flexibility provided by virtual care. The importance of CGs to patients has led to some calls for rethinking restrictions placed on who may accompany patients during the pandemic [35]. Other participants pointed to social distancing measures as producing greater strain than would otherwise have been the case with the ability to garner more support from others. Assistance with a patient’s day-to-day activities has been shown to reduce CG burden [51]. The experience of the pandemic may have influenced the response to CG education. The isolation brought on by social distancing could reinforce the desire for in-person instruction. Participants, however, may also be attracted to the collaborative learning process associated with in-person instruction which can achieve better results [36]. Widespread experience with virtual communication platforms during the pandemic may also have increased the familiarity necessary for distance education [54].



This study indicates that with continuing unmet needs, cancer CGs would welcome greater instruction to prepare them for their role in the form of a comprehensive training course. According to participants, a program such as this would most benefit new CGs. New CGs are a challenging population to reach as they feel both unprepared and in need of information while also feeling overwhelmed. Being overwhelmed can limit the desire to learn and CG ability to partake in a course. Some participants shared that it might be helpful to “require” caregivers to complete the course to help them prioritize it and make the time to do so. With healthcare providers exercising significant influence over caregiver decision-making, they could be incorporated into the enrollment of CGs into a training course.



While the nature and modality of the course may need to be flexible to accommodate different learning preferences, goals, circumstances, and objectives, the course should be designed to alleviate the information burden on CGs while also providing them with the skills to cope emotionally with caring for a cancer patient. The lack of cancer knowledge of most participants at the beginning of their journey highlights the benefits of an educational intervention at this stage.



Strengths and Limitations


This study is limited by its relatively small sample size. The COVID-19 pandemic made recruitment difficult, with many patients conducting virtual appointments with their oncologists and with caregivers limited in the degree to which they could accompany patients due to the stringent infection-control measures put in place at the cancer centre. As mentioned above, participants were also better educated and possessed high health literacy compared to the general population. Lastly, those most burdened caregivers were not represented due to the difficulties in securing their participation. The strength of this study is that it provides a useful snapshot of caregiver needs broadly and places them in the context of their experiences. It also addresses the avenues in which these needs can be met, based on the input of patients and CGs themselves.
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Table 1. Participant demographic characteristics. Health literacy score; computer literacy score.
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	Variable
	Patient
	Caregiver





	Age (mean; range)
	53.8; 43–70
	53.1; 29–71



	Gender
	4–Males

2–Females
	5–Males

2–Females



	Race/Ethnicity
	5–White/Caucasian/European

1–Other (“biracial–black Caribbean and white Canadian”
	5–White/Caucasian/European

1–Arab/west-Asian

1–Other (“half white/Asian”)



	Highest level of schooling completed
	4–college/university

1–high school

1–post-graduate school
	5–college/university

1–post-graduate school



	Household income in the last year *
	3–More than CAD 100,000

1–CAD 80,000–99,999

1– < CAD 400,000

1–Prefer not to say
	3–More than CAD 100,000

1 CAD 80,000–99,999

2–CAD 60,000–79,999

1–CAD 40,000–59,999



	Marital status
	2–Single, never married

4–Married, common law
	2–Single, never married

3–Married, common law



	Main work-related activity
	3–Getting disability payment

2–Working (part-time or full-time)

1–Other (retired)
	5–Working (part-time or full-time)

1–Unemployed

1–Other (retired)



	Living arrangements
	1–Alone

4–With partner

2–With children
	1–Alone1–With roommates

2–With parents

2–With partner

1–With children



	Cancer type
	5–Head and Neck (nose, mouth, throat)

1–Other (breast and thyroid)
	6–Head and Neck (nose, mouth, throat)

1–Other (breast)



	Treatments received
	2–Surgery

5–Radiation

4–Chemotherapy
	2–Surgery

6–Radiation

4–Chemotherapy



	Health literacy score (mean)
	45.8/64
	52.7/64



	Computer literacy score (mean)
	42.7/48
	46.7/48







* All figures in CAD.
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