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Abstract 

Background 

Primary care providers face challenges when caring for palliative care patients and their 

informal caregivers. Many primary care providers have limited understanding and comfort in 

providing palliative care. The situation is even more complex in rural areas, where access to 

resources is often challenging. A primary care providers lack of experience can result in 

inconsistent and inefficient approaches to care.  

Method 

This integrative review examines research from CINAHL on palliative care as it affects 

informal caregivers and their experiences. It focuses on the actions of Primary Care Providers 

(PCPs) and how their interventions impact informal caregivers. CASP checklists and thematic 

analysis were used to critically analyze and organize the results. 

Results 

The reviewed studies revealed four themes: support, communication and coordination, 

post-discharge transition, and holistic, person-centred care. The findings suggested that palliative 

care does not always need to be interventional but can serve as essential supportive care. 

Conclusion  

The findings of this review highlight the need for a collaborative team approach in 

palliative care, which goes beyond the provider-patient dyad. Integrating this approach into 

palliative care plans can improve care for individuals during palliative care. 
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Glossary 

Anticipatory care: proactive method of palliative care where identification and care planning 

are performed in a timely manner (Groenewoud et al., 2021) 

Bereavement Support: after a patient’s death, follow up care provided to family/informal 

caregivers addressing emotional, practical and grieving needs (Midlöv et al., 2024) 

Community care: care provided outside of long term care facilities and hospital (Community 

Institute of Health, 2024) 

Hospice-At-Home Services: hospice care in a patient’s own home, often a subgroup of 

palliative care services and may or may not be linked with a hospital or hospice organization 

(Abramhamson et al., 2023) 

Informal caregiver: individual providing care to patient who is receiving or deemed to be end-

of-life, palliative, or terminal  

Palliative Care: patient-centered multidisciplinary approach to care where the main emphasis in 

on comfort and dignity with focus on physical, psychological and spiritual needs of patients and 

their family (Xu et al., 2024) 

Patient-Carer Dyad: relationship that interweaves the patient and their caregiver (Abrahamson 

et al., 2023) 

Multidisciplinary Care: care coordinated and provided by a team of skilled healthcare 

professionals (doctors, nurses, social workers, volunteers, and other specialties) 

(Vinayagamoorthy et al., 2017) 
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How do primary care providers influence the experience of informal caregivers caring for 

palliative patients? 

Healthcare in rural environments presents challenges in access to resources and service 

availability due to the centralization and restructuring of priorities to larger urban centers 

(Schuurman et al., 2010). Because of centralization, diagnostic, local, and regional resources are 

known to be more limited in rural areas, which can lead to poorer diagnosis, increased time to 

treatment, and increased need to travel (Kirby et al., 2016).  

Researchers expect that there will be an increased need for palliative care resources as the 

baby boomer generation ages; this will outpace the availability of resources, and utilization of 

informal caregivers in community environments and at home will be necessary (Kirby et al., 

2016). Informal caregivers are unpaid people who care for patients including those needing 

palliative care; they are often spouses, family members, friends, or neighbours (Breivik et al., 

2024). Rural areas create a greater need for informal caregivers and a broader expectation of the 

caregiver profile to include friends, community, and cultural networks in a way that is not typical 

of urban areas (Kirby et al., 2016). Williams et al. (2016) note that a significant physical, 

emotional, and financial burden is placed on those involved in the process of informal 

caregiving, a process that does not end with the death of the palliative patient. 

Two decades ago, primary care providers (PCPs), such as family physicians and family 

nurse practitioners’ (FNP) areas of practice were projected to be the ideal environment to provide 

resources and support to individuals in their roles as informal caregivers throughout the palliative 

stages (Mitchell, 2002). Today, PCPs are general practitioners who can provide care for those 

with serious illness and aid them in symptom management, care supports and services 

coordination, condition comprehension and advanced care planning (Health Canada, 2022).  
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 As part of this role, PCPs can also provide support for the informal caregiver. Supportive 

measures during palliative care often include emotional and psychological well-being and 

assistance in the provision of physical assistance with mobility, education, and convalescent care 

(Abrahamson et al., 2023). Informal caregivers were more likely to develop Post-Traumatic 

Stress Disorder (PTSD) when the palliative patient died in a hospital setting, in comparison to 

those whose loved one died at home; the theory is that providing palliative care at home prepares 

informal caregivers for impending death and limiting psychological distress (Wu et al., 2022). 

Informal caregivers often struggle with reaching out for support, so it may not be the 

primary focus of interactions with PCPs in palliative patient appointments (Kirby et al., 2016). 

However, not meeting or addressing the needs of informal caregivers can lead to dissatisfaction 

with the PCP therapeutic relationship for the informal caregiver after the palliative patient passes 

(Mitchell, 2002). 

There is an expressed desire for PCPs to learn from current practice and identify ways to 

improve their practice based on their experiences providing care, ultimately minimizing suffering 

and pain for future patients and their loved ones (Mahtani et al., 2015). However, many PCPs 

feel a lack of expertise, training, and infrastructure are barriers preventing them from caring for 

their patients during the palliative care phase, especially if at-home visits are required (Mahtani 

et al., 2015). As a result, some PCPs may feel that their patient’s care is better in another more 

specialized care provider’s hands. Unfortunately, this level of care is not readily available in all 

communities in B.C.  

Despite the demand for palliative care in the community provided by PCPs (Schuurman 

et al., 2020; Tan et al., 2021) and awareness of the informal caregiver burden (Xu et al., 2024), 

evidence exists; however, it is not yet widely recognized or acknowledged ways PCPs can aid 
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informal caregivers(Tan et al., 2021). Care of palliative care patients is more complex in rural 

areas, and a limited understanding of palliative patient and informal caregiver needs may lead to 

inconsistent approaches and uncertainty for family care providers (Breivik et al., 2024).  

This integrative review examines the role of PCPs in influencing the experiences of 

informal caregivers who are caring for palliative patients.  The review will draw on the historical 

context of palliative care within Canada’s healthcare system and important insights related to the 

aging population of British Columbia (BC), Canada (Kirby et al., 2016).  By exploring current 

themes concerning the experiences of informal caregivers, this review offers evidence-based 

recommendations and strategies to enhance the support provided to informal caregivers. The 

guiding question for this examination is: How do primary care providers influence the 

experience of informal caregivers caring for palliative patients? 
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CHAPTER 1: BACKGROUND 

This section will examine the context of the research question and its essential 

components. Definition and clarity will be provided to understand the environment in which 

PCPs, including family physicians and nurse practitioners, navigate, particularly regarding 

resource limitations and challenges of transferring patients for care outside of acute care. 

Additionally, the goals of palliative care, its clinical relevance, and the education needs that arise 

in this context will be outlined.  

Primary Care Providers 

 Primary care provider is a term that encompasses a practitioner who provides care for 

people throughout their lives, across all life stages, and through various health conditions. In this 

discussion, the term applies explicitly to Family Nurse Practitioners (FNP) and Family 

Physicians/Doctors.  

The FNP role was born in Canada and in other countries, out of a need for primary 

healthcare delivery; it is distinct in healthcare from previous medical models of care in that the 

focus of the FNP is not only on the diagnosis and treatment of disease but also on prevention, 

wellness and education (Schober et al.,2020). Schober et al. (2020) describe FNPs as advanced 

practice nurses with a foundation in nursing education who have achieved increased levels of 

competency and capability through formal education. Schober et al. also define an FNP in their 

ability to apply and explain conceptual frameworks and evidence-based practice, as well as 

moral, regulatory, legal and practical aspects of care in their role.  

Family Physicians (FP) provide comprehensive care in a community environment, within 

rural and urban settings, this includes medical offices, healthcare facilities and the patient's home 

(The American Academy of Family Physicians [AAFP], 2024; The College of Family Physicians 
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of Canada [CFPC], n.d.). FPs demonstrate competence and are actively involved in diagnosing, 

treating and offering preventative care by applying a patient-centred clinical method (AAFP, 

2024; CFPC, n.d.). The care FPs provide is similar to NPs in that it encompasses the continuum 

from birth to senior years, with a defined focus on managing disease and illness while 

developing patient-specific treatment goals. 

           A persistent issue in healthcare environments is the workload, scarcity of providers, and 

the complex needs of patients, exacerbated by decreased patient contact, which affects the 

overall care for patients in BC and Canada (Rudoler et al., 2022). As a result, there is an 

increased reliance on pharmacists, physiotherapists and other community primary healthcare 

providers, such as nurses and nurse specialists (Canadian Institute for Health Information [CIHI], 

2024; Mitchell, 2002). Community settings often included medical offices, people’s homes, and 

environments that are not in residential care or hospital facilities (CIHI, 2024). In 2024, NPs 

experienced a 3% increase in those practicing in community settings, with indications suggesting 

that at least 1 in 3 NPs will go to practice in a community setting (CIHI, 2024)—promising for 

those in the community who require follow-up in palliative care services.   

Palliative Care Settings  

 Schuurman et al. (2010) describe the difficulty in defining palliative care in BC and 

summarize it as a group of services that include home, hospital, nursing, family doctor, 

specialist, caregiver, and spiritual care. The focus is on maintaining quality of life and facilitating 

end-of-life care, which is accomplished by addressing physical, psychological, spiritual, and 

practical needs. The BC Ministry of Health’s (2010) definition of palliative care is that of 

specialized care for those who are dying, where the goal is to relieve suffering, not prolong life. 

In another definition, the Government of Canada (2024) defines palliative care as a broad 
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definition of care from healthcare providers for individuals with serious illnesses. A common 

thread is that palliative care is not just care given to a dying person but care administered for all 

ages and stages of illness in various healthcare settings, where support is provided to the 

palliative patient and informal caregiver.  In BC, there is a Palliative Care Benefits program for 

active members with MSP coverage (BC Ministry of Health, 2024). To qualify, they will be in 

the end stage of a terminal disease or illness and have a life expectancy of up to six months 

(Ministry of Health, 2024). The paperwork for this program does have to be submitted by a PCP 

but covers a variety of medications and healthcare items needed in palliative and end-of-life care.  

Funding and legislation aside, palliative care is not as straightforward as indicated by the 

documents published by the BC government. Rural and marginalized communities often struggle 

with access to resources due to the ongoing trend of decentralization, where government and 

organizations have moved more extensive facilities, funding and resources to urban centers 

(Schuurman et al., 2010). Chronic workforce shortages, worse patient diagnoses, delayed 

treatment, and lack of locally available resources frequently occur in rural and remote locations 

(Kirby et al., 2016). Health Canada (2018) developed a framework for Palliative Care in Canada. 

The primary goals were to enhance the accessibility and quality of palliative care, enhance 

palliative care training, support PCPs and informal caregivers, and promote research and data 

collection (Health Canada, 2018). A reassessment by Health Canada in 2023 noted that while 

progress had been made, improvements were still required in access to palliative care, data 

collection standardization, education and training with integration of competency frameworks, 

and informal caregiver support.  

Informal caregivers, family and friends support networks were noted to be essential in 

providing care for palliative and end-of-life patients in rural and remote communities and 
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environments (Kirby et al., 2016). This means that PCPs in these areas must be well-trained and 

adequately supported in delivering care, particularly symptom management. Their availability is 

also essential to the overall palliative care support network (Kirby et al., 2016). 

A Population Aging 

The global population aged 60 and over is expected to nearly double, rising from 12% to 

22% between 2015 and 2050 (World Health Organization [WHO], 2024). In Canada, this is 

reflected in the projection that by 2040, the population of seniors is expected to reach nearly a 

quarter of the population (Public Health Agency of Canada, 2021). This understanding of the 

2022 population statistics is addressed in the Canadian government's planning, aiming to stay 

ahead of anticipated population demands. Statistics from BC state that 59.5% of people die at 

home; these statistics only partially cover the province’s population, as Statistics BC notes that 

not all of BC was properly represented (CIHI, 2022) and the comfort level of individuals and the 

decision of when and how to die at home were not investigated by researchers. Health Canada 

(2023) developed several goals ranging from short to long-term (5-10 years). These goals aim to 

ensure increased awareness of advanced care planning directives, that PCPs have an increased 

capacity to deliver quality care and that informal caregivers have support to aid in this care 

(Health Canada, 2023).  

PCPs are in the ideal position in the community to monitor and manage this population 

and begin discussions around end-of-life and palliative care. Palliative care is not just for 

individuals near the end of their lives (Tan et al., 2021) but for the care of individuals with 

serious illnesses whose goal is improving overall quality of life (Health Canada, 2022). 

Kavallieratos et al. (2014) summarize the benefits of palliative care can, in fact, “improve 

survival, quality of life, symptom burden, and caregiver outcomes, as well as reduce healthcare 
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expenditures, and hospitalizations for patients with serious illness” (p. 1-2). Mahtani et al. (2015) 

found that, during training family medical residents' training, the residents valued the long-term 

relationships with their patients. With this in mind, inquiries should be made into how the 

application of palliative care services could benefit patients to improve patient outcomes and 

informal caregiver experiences, and whether this can be done while strengthening the 

longitudinal relationship.   

Family practitioners are described as the first point of contact for patients to access 

healthcare (Mitchell, 2002). However, when it comes to caring for people in the unique and vital 

twilight of their lives, there was little to no training in bereavement care or communications 

skills. The FNPs describe that their inexperience is compounded by difficulty correlating what 

the provider perceived and what the patient reported as far as psychological, emotional and other 

symptoms beyond pain arose. There is also uncertainty about the role and a functional skills gap, 

noted by Mahtani et al. (2015), where understanding of funding, on-call systems, and integration 

of additional resources is misunderstood. FNPs indicated that the functional skills gap, along 

with other challenges noted with palliative care, leads to and compounds a provider’s confidence 

in their competencies and creates concerns about performance quality (Mitchell, 2002).  

Unfortunately, not only the PCPs are affected by these issues, but also patients and their 

informal caregivers (Mitchell, 2002). Patients and their informal caregivers also struggle with 

knowing how involved their PCPs will be, communication insufficiencies and, regrettably, 

discontent with after-death care.  

Regulation & Practice Scope 

There are not only personal obligations to consider when there are unfilled expectations 

in providing care. The focus will be on FNPs for the discussion of this aspect. Practice standard 
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Duty to Provide Care (British Columbia College of Nurses & Midwives [BCCNM], 2020) 

discusses that FNPs have a responsibility to provide "safe, competent, and ethical care" (para. 4) 

to patients in the understanding it is safe and within the provider's scope (BCCNM, 2020). FNPs 

ignoring this standard willfully engage in the abandonment of the patient if an FNP has done this 

without discussing with the patient, arranging alternative care, or allowing a reasonable time for 

an alternative to be found (BCCNM, 2020). In the context of rural or remote environments, the 

ability to find a substitute PCP is less likely which may result in adverse outcomes for palliative 

care patients. It may also affect the individual PCP's ability to learn appropriate skills in 

managing palliative end-of-life care. 

There are further reasons to be involved and concerned regarding palliative care. 

Specifically, for FNPs, the scope of practice includes but is not limited to health promotion and 

preservation, as well as preventative treatment and palliation of disease and injury (BCCNM, 

2024). In addition, FNPs are noted to be competent practitioners with advanced clinical skills 

that are effective in diagnosing and managing patients (College of Registered Nurses of Nova 

Scotia, 2016). Health promotion is key to this formulation and is carried out through education, 

counselling, and disease surveillance (Schober et al., 2020). In literature and research, it can be 

demonstrated that the FNP role increases access to care and can reduce hospitalization time and 

healthcare spending (Meddings et al., 2023). With a history of providing care to underserved and 

underrepresented populations (Schober et al., 2020), FNPs are in a perfect position and primed to 

step in and provide comprehensive and person-centred end-of-life care for patients in a 

community and rural setting (Mileski et al., 2020). FNP provision of care can be done in tandem 

with collaboration and in sync with the current healthcare system, as FNPs are proven 

collaborative and resourceful healthcare team members (Owens, 2019).                  
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CHAPTER 2: METHODS 

This integrative review aimed to address the research question: "How do primary care 

providers influence the experience of informal caregivers caring for palliative patients?" An 

integrative review methodology (Toronto & Remington, 2020) was selected to synthesize 

various types of studies, including qualitative, quantitative, and theoretical approaches. To 

conceptualize the data, a thematic analysis (Naeem et al., 2023) was utilized. The choice of 

review methodology and analysis permitted a comprehensive understanding of the issue from 

multiple perspectives and study designs. The goal was to investigate the effect PCPs have on the 

informal caregivers of palliative patients.  

Design 

 A Population, Situation (PS) framework was used to build the basis of the literature 

search as this type of search favours a Qualitative research query and investigates the 

experiences, conditions and circumstances of individuals it investigates; this does not involve a 

comparison or outcome of an intervention (Health Evidence™, 2009). The goal was to 

investigate the effect Primary care providers have on the caregivers of palliative patients.  

Search Strategy 

Databases 

A comprehensive literature search was conducted using the CINAHL database to identify 

relevant studies. Access to CINAHL complete was through the University of Northern British 

Columbia’s online library. CINAHL complete was used for its availability of primary studies and 

unique studies that can be accessed with thorough search and proper indexing (Wright et al., 

2015). Search terms included keywords related to PCPs, informal caregivers, palliative care, end-

of-life care, caregiver settings, and related concepts. Boolean operators combined terms 
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strategically, ensuring the retrieval of studies addressing the research question from diverse 

angles. 

Search Terms 

 The search terms used were in part due to the research question and mapping as see on 

appendix A. Search terms are included in Table 1.  

Table 1.  

Search Strategy 

Search terms  Search 

date 

Population/Patient caregiver*, (famil* or relative* or parent*), N3(caring or 

care*, "Caregivers”, "Caregiver Support", "Nurse 

Practitioners", "Physicians, Family" 

12/2024 

Situation "Terminal Care", "Palliative Care", "Hospice Care", 

terminal* or palliat* or hospic*, N3(ill* or patient* or 

care),  ("end of life" OR end-of-life OR "dying"), 

"Caregiver Attitudes", "Caregiver Burden", "Support, 

Psychosocial", "Family Support"  

 

Limitation NOT ("Pediatric Care+") OR ("Child+") OR pediatric* )  

 

Total Data Sources Retrieved 

93 

 

Note. The asterisk is a wildcard search function to capture variations of the words it is associated 

with. In addition, Proximity operator used to “N3” 

Inclusion and Exclusion Criteria 

 The inclusion of Nurse Practitioners and Family Physicians ensured that PCPs were 

covered and represented for relevance and application of findings. Studies that discussed other 

community-based practitioners were excluded because of their vast and differing roles and 

scopes of practice.  

Articles were not limited based on their country of origin due to the potential for 

generativity of data and the interest in qualitative data in the context of the provider–informal 

caregiver relationship. In this same rationale, studies were not limited to community care alone, 
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but a narrowing of dates and locations may have occurred due to the use of nurse practitioners, 

family physicians, and related terms. In addition, the terms “nurse practitioner” and “family 

physician” are not necessarily universally used titles and this additionally narrowed the search to 

countries that do use those terms in similar context. A timeline of 2014-2024 was selected to 

ensure the research reflected the current climate, any technological nuance, policy changes, best 

practice guidelines, and evidence-based practice within healthcare.  

Pediatrics were excluded from this review to keep focus scope and avoid adding 

complexity to the data. The role of the primary decision maker, family dynamics, caregiver 

experiences, and developmental and healthcare pathways differed in pediatric patients and their 

inclusion may have confounded the data beyond the scope of this review. I did not intentionally 

exclude quantitative data, but in sorting through the literature with a focus on nuanced 

perspectives and contextual factors may have inadvertently eliminated quantitative design 

studies. Articles that were not in English or had an English translation available were not 

included because of the absence of translational technology and I primarily speak English. 

Study Selection Process and Quality Appraisal 

To organize articles, I sorted them based on inclusion and exclusion criteria guided by the 

Preferred Reporting Items for Systematic Reviews (PRISMA) (Page et al., 2021) guidelines. The 

PRISMA guidelines were not strictly adhered to, but rather I utilized them as a guiding 

framework to support a systematic process of selecting studies during the integrative review 

process. I then combined the PRISMA framework (Page et al., 2021) and the Critical Appraisal 

Skills Programme (CASP) (CASP, 2024) to sort articles at each identification, screening, and 

selection step. In the final stage of assessing for eligibility the information was sorted based on 
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criteria, eliminating articles based on setting, outcomes, intervention, and study design. The 

CASP tool (CASP, 2024) was used in tandem with this process to authenticate validity of studies.  

To identify phenomena in the context of PCPs and informal caregiving, I utilized 

unstructured data observations to gain insights into the thoughts, values, and behaviours that 

affect informal caregivers during palliative care and how these factors shape their needs. Each 

study was evaluated for methodological approach and rigour using the qualitative studies 

checklist CASP tool (CASP, 2024). This tool assessed aspects such as validity, results, ethical 

considerations, trustworthiness, relevance, and key concepts in the papers. I applied the CASP to 

both qualitative and mixed-methods research to provide a consistent approach to evaluation 

across all studies included in the paper. Covidence systematic review software (Veritas Health 

Innovation, 2024), a web-based platform, was utilized to identify and remove duplicate articles, 

while I sorted the remaining articles manually. In addition, I used Covidence features to organize 

and manage the information. Since I was the only reviewer involved, a formal conflict resolution 

process was unnecessary.  

Data Extraction 

During research I manually extracted data from the selected studies to gather additional 

information for discussion. I was able to then organize the data sets into a matrix table (Toronto 

& Remington, 2020) to arrange relevant data known and unknown about informal caregivers' 

needs and how the experience is changing or evolving with the current healthcare climate. See 

Table 2.  

Table 2 Data Extracted  

Data Extracted 

Year of publication Country of origin Research design Recruitment methods  
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Sample size and 

sampling methods 

Inclusion and 

exclusion criteria 

Data collection 

methods 

Key findings and 

recommendations 

Identified Study 

Limitations 

   

 

Data Synthesis 

Thematic analysis was used to synthesize the qualitative data and mixed methods, 

focusing on key themes and patterns related to the experiences of informal caregivers and the 

role of PCPs (see Appendix D). Toronto and Remington (2020) outline a process of thematic 

analysis where the researcher engages with the data to define and name themes. I was required to 

adopt a qualitative synthesis approach to accommodate the diversity of the studies for this 

integrative review. I then synthesized the findings and data, integrating insights from qualitative 

and mixed-methods studies to understand the topic comprehensively. 

Ethical Considerations 

The review did not require ethical approval because it utilized secondary data from 

publicly available studies. Further ethical review was not necessary to ensure adherence to 

ethical standards. 
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CHAPTER 3: FINDINGS 

Reflecting on the question "How do primary care providers influence the experience of 

informal caregivers caring for palliative patients?", a broad approach focused on primary care 

providers was necessary. During literature accrual, I did not find a comprehensive understanding 

by narrowing the focus exclusively to FNPs. In the analysis of the included studies, four themes 

emerged when investigating the experiences of informal caregivers during the palliative/end-of-

life period. Palliative care patients and their informal caregivers frequently discuss needs that fall 

under themes of support, coordination of communication, holistic and person-centred care, and 

discharge transitions, which directly affect the care provided to palliative care patients. 

Subsequently, an outline of studies will be included for clarity of context, providing a 

comprehensive understanding of the research.  

Search Results 

A total of 6 studies were reviewed, most were from 2024, with two from 2023 and one 

from 2017. The type of study varied, and half were qualitative (Xu et al., 2024; 

Vinayagamoorthy et al., 2017; Midlöv et al., 2024), and half used mixed methods (Groenewoud 

et al., 2021; Abrahamson et al., 2023; McCoy et al., 2024). Research settings varied from 

primary care to community-based palliative care across countries with differing healthcare 

systems. Three studies applied theoretical frameworks: Abrahamson et al. (2023) used 

Normalisation Process Theory (Mishuris et al., 2019) and Realist Evaluation (Butler et al., 

2022); McCoy et al. (2024) adapted the Double Diamond framework (Ball, n.d.) for their 

ACEPATH intervention; and Xu et al. (2024) applied Transition Theory (Meleis, 1975) to 

caregiver experiences in end-of-life discharge planning. This variety allowed for breadth in the 

following analysis.  
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Variants of Support  

The underpinning of research in these studies reveals a need for several types of support 

(Abrahamson et al., 2023; Groenewoud et al., 2021; McCoy et al., 2024; Midlöv et al., 2024; 

Vinayagamoorthy et al., 2017; Xu et al., 2024) which fell under the greater categories of 

instrumental support, emotional and psychological support, and information and continuity of 

care support and were essential in enabling informal caregivers the ability to care for palliative 

care patients.  

Instrumental Support 

Several studies highlighted the practical aspects needed to ensure informal caregivers felt 

adequately supported in practical caregiving skills education to provide end-of-life care. For the 

purpose of this review, the criteria defined for instrumental support are physical care, practical 

skills training, and economic support.  Abrahamson et al. (2023) interviewed informal caregivers 

and utilized a realist evaluation with mixed methods for their study design to capture the function 

of their study while maintaining a holistic understanding (Holly et al., 2022). Despite excluding 

participants with no PCP, which may have narrowed the scope of the study, researchers found 

that education highlighting hands-on care and understanding the dying process were noted by 

informal caregivers to be helpful during palliative care (Abrahamson et al., 2023). Similar 

findings were reflected by Groenewoud et al. (2021); in their study examining the use of a 

palliative care pathway where general practitioners were recruited to identify and coordinate care 

for palliative care patients. Groenewoud et al. produced their research from a combination of 

primary care practices (13 intervention, 8 control) and hospital departments (oncology and 

geriatrics). In addition, Groenewoud et al. collected data from a combination of patient 

assessment, GP and family questionnaires, and healthcare utilization records- including measures 
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of anxiety, care needs, caregiver burden, palliative care quality, healthcare service use, and 

medication patterns.  The data the researchers collected informed three outcome categories, 

physician reported outcomes, family member experience, and healthcare utilization 

(Groenewoud et al., 2021). Groenewoud et al. had non-randomized participants, which ran the 

risk of underrepresentation of the population; despite this selection bias (Holly et al., 2022), the 

data collected by researchers was representative of the general results found in this review.  The 

researcher's results discussed multiple support types, but specifically how practical home visits, 

symptom management, and coordination of care contributed to improved informal caregiver 

satisfaction and may have contributed to decreased acute out-of-hours consultations 

(Groenewoud et al., 2021).  

Emotional and Psychological Support  

The theme of emotional and psychological support that emerged from the review can be 

defined as psychological, social, and individualized support. In qualitative descriptive research, 

Vinayagamoorthy et al. (2017) evaluated a community-based palliative care service by 

interviewing patients, caregivers and medical staff. They assessed a previously established home 

care service linked to a palliative care program. Despite purposeful sampling that could have 

affected the negative feedback report, the researchers concluded that part of the program's 

success can be credited to supportive measures such as psychosocial care and moral and social 

support. Vinayagamoorthy et al. also noted that the support provided significantly improved 

well-being, dignity and resilience in the palliative patient and their informal caregiver. Midlöv et 

al.’s (2024) study that investigated improvements needed for support of palliative patients, 

utilized a qualitative descriptive design and collected data via surveys, finding that informal 

caregivers require specific types of support. Despite using open-ended surveys and the potential 
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for response limitation, Midlöv et al. noted that both informal caregivers and palliative care 

patients wanted holistic care. The participants, who were informal caregivers, discussed the need 

for personalized support, counselling, more honest conversations regarding the prognosis of the 

palliative patient, and post-death communication in addition to bereavement visits with the PCP 

for improved palliative care experience. 

Information and Continuity of Care Support:  

Continuity of care and provision of information was another supportive measure that 

informal caregivers desired. In this theme, information and continuity of care support are 

categorized as information provision and communication support.  Xu et al. (2024) performed 

their research through semi-structured face-to-face interviews and, despite using only one 

hospital care site, determined that informal caregivers require more support in caring for 

palliative care patients post-discharge. Xu et al. also noted that informal caregivers more easily 

developed coping and psychological resilience when provided with additional support. McCoy et 

al. (2024) collected data for their co-design through virtual, audio, and video recordings 

translated into transcripts for review. Despite their narrow population characteristics (English 

speaking, white, high socioeconomic status), which may have introduced population bias, 

McCoy et al. received feedback echoed in other studies that informal caregivers experience a 

large amount of administrative burden and felt they did not receive enough emergency health and 

readiness information.   

Coordination of Communication 

A concept that consistently emerges as important to informal caregivers is the 

coordination of communication (Xu et al., 2024; Midlöv et al., 2024; Abrahamson et al., 2023). 

The focus varied from communication and coordination between the interdisciplinary team 



 

 

19 

(McCoy et al., 2024; Vinayagamoorthy et al., 2017) across service/healthcare providers to the 

informal caregivers (Abrahamson et al., 2023; Groenewoud et al., 2021; Xu et al., 2024). 

Communication coordination ensures integrated information sharing, which is vital in 

multidisciplinary care teams. Abrahamson et al. (2023) investigated the family carer's experience 

of hospice care at home through qualitative interviews with carers and service providers. 

Qualitative interviews allowed caregivers to share their experiences and give authentic 

contextual insight (Melnyk & Fineout-Overholt, 2023). 

Lived Experiences  

Midlöv et al. (2024), found in their explorative study, that there was a need for improved 

communication between PCPs, palliative patients, their informal caregivers, and other healthcare 

providers. Midlöv et al. utilized open-ended survey questions in a qualitative approach with a 

descriptive design, focusing on direct summary and limited interpretation. Surveys used by 

Midlöv et al. were open-ended, allowing informal caregivers to produce their own answers, 

thereby collecting detailed narrative data based on personal experience and emotions. 

Vinayagamoorthy et al. (2017) also discuss coordination of communication as a need, during 

their community-based palliative care program development. They found that key feedback for 

improving their communication skills and requests for further education and development of 

relationship-building skills in communication derived from semi-structured interviews. Using a 

semi-structured face-to-face interview, Xu et al. (2024) recognized communication gaps in 

discharge, continuity of care, and the support provided to informal caregivers. Other studies only 

reinforce the importance of care delivery in a transparent, compassionate, informed manner, 

particularly during end-of-life discussions.   
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Intervention and Improvement  

In their research, Groenewoud et al. (2021) assessed the implementation of an integrative 

palliative care pathway using a quasi-experimental design. This design employed a clustered 

approach, grouping data based on care setting (participating or control), with partial control as 

data only collected from palliative care patients enrolled in the program. In their findings, 

Groenewoud et al. (2021) found increased communication in their palliative care pathway, which 

they attribute to reduced emergency and out-of-hours visits. Their research highlights the 

importance of coordinating communication with palliative care patients and their informal 

caregivers. The conclusions are similar to findings in McCoy et al. (2024) who utilized the initial 

stages of codesign to develop an intervention they identified as Advancing the Care Experience 

for patients receiving Palliative care as they Transition from hospital to Home (ACEPATH). 

Researchers chose a codesign for this intervention as it requires participation from stakeholders 

as equal partners to address a specific need and continuous feedback testing with stakeholders 

(Peters et al., 2024). ACEPATH aims to develop interventions that improve hospital-to-home 

transitions for palliative care patients and their caregivers (McCoy et al., 2024). The researchers 

wanted this intervention to meet the unique needs and challenges of transitioning home within 

the Canadian healthcare system while maintaining flexibility and adaptability to local settings 

and contexts across Canada. The researchers determined key communication challenges from 

feedback provided by participating administrators, primary healthcare providers, patients 

receiving palliative care, and informal caregivers. McCoy et al. found that there was a need for 

improved communication, specifically regarding medications, planning, and requests for clarity. 

Based on the findings, the researchers suggested incorporating a communications expert in the 

care team to address gaps in communication.  
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Comprehensive Systems View 

Through realist evaluation, Abrahamson et al. (2023) could discern the mechanism of the 

caregiving role in the context of at-home care and still conceptualize the relationship between the 

caregiver and the palliative patient. Abrahamson et al.’s approach was unique in this review as 

their focus was the analysis of a broad systemic approach focused on service delivery with 

multiple stakeholder perspectives and a holistic view of care experiences. Abrahamson et al. 

identified collaboration at both the organizational and operational levels as integral to providing 

efficient and cohesive care and producing a background understanding of the patient experience. 

Coordination of Communication Views 

Researchers generally agreed on the essential communication components, but there are 

disagreements on specific aspects of this communication. Midlöv et al. (2024), Xu et al. (2024) 

and McCoy et al. (2024) discussed the need for comprehensive communication and transparent 

information sharing. However, Abrahamson et al. (2023) found that healthcare providers 

cautioned against information overload and overwhelming palliative patients and their 

caregivers, while Groenewoud et al. (2021) suggested a more balanced approach with 

expectations outlined on what information is to be shared. In interdisciplinary communication, 

McCoy et al. (2024), Groenwould et al. (2021), and Vinayayagamoorthy et al. (2017) found 

adequate interprofessional collaboration, while authors Midlöv et al. (2024), Xu et al. (2024) and 

Abrahamson et al. (2023) pointed out issues in communication between interdisciplinary teams 

and indicated issues in communication. The difference could be due to the difference in the focus 

of the study.  

Discharge Transitions 
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Transitions in care are crucial for patients and their informal caregivers, as there is a shift 

in treatment settings, providers, and supportive systems (Levoy et al., 2022). Informal caregivers 

describe anxiety and distress in times of transition, and this can involve care location dynamics 

(Abrahamson et al., 2024), caregiver role transition (McCoy et al., 2024), and across all levels of 

care (Groenewoud et al., 2021). Regardless of the type of transition, it is a point of focus for 

many palliative care patients and their informal caregivers.  

Hospital-To-Home 

McCoy et al. (2024) identified specific transitional issues for informal caregivers in their 

study that developed low-fidelity prototypes for transitions in palliative care; in this study, The 

researchers were able to describe several instances in which transition can be identified and 

supported through psychological, practical, and systemic transitions. McCoy et al.  produced this 

study in Canada in the context of the COVID-19 pandemic as such, was limited in in-person 

contact but gleaned important feedback. They noted three critical phases in transitions to home 

where issues often occurred: waiting for discharge, the first 48 hours at home, and stabilization at 

home. The co-design also revealed four key needs in the home transition: emergency and health 

readiness, logistics and set up of personal care, psychosocial preparation, and life at home post-

discharge. Abrahamson et al. (2023) synthesized similar themes from their qualitative interview 

styles with informal caregivers—surprising trends given the study's backdrop of an English 

hospice home service. In the Abrahamson et al. study, the transition from hospital to home 

caused difficulties with a lack of preparedness and support; informal caregivers increased 

responsibilities and emotional strain, and inconsistencies in services available.  Another 

transition Abrahamson et al. discuss is when the palliative patient dies; informal caregivers 

experience "double grief" (p. 1536) where after the death of the palliative care patient, informal 
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caregivers feel the combined loss of their loved one and the loss of their care team. The care 

team in this context includes healthcare assistants, nurses, service leads, volunteer coordinators, 

fundraising managers, and senior managers (Abrahamson et al., 2023).  The care team noted by 

Xu et al. (2024) in their study caused additional stress during the transition due to the absence of 

a detailed discharge plan with clear instructions from the healthcare team.  Xu et al. also note 

that informal caregivers feared leaving the controlled familiar environment of the hospital for 

home, with specific concerns regarding managing emergencies, the palliative patients' personal 

care, and facing palliative care in a home setting. The informal caregivers' fear sometimes leads 

to resistance to discharge home and extended hospital stays (Xu et al., 2024).    

Systemic Care in Study 

            Vinayagamoorthy et al. (2017) discuss the anxieties of informal caregivers in transitions 

concerning inadequate resources for transition. The study's community-based palliative care 

program relied on interdisciplinary collaboration between palliative care providers; it was noted 

that there was a request from informal caregivers for further resources such as physiotherapy and 

housing assistance to make the transition a more straightforward process. Transitions within the 

care system are another stress point for informal caregivers and palliative care patients; there are 

many factors, and often, just as many healthcare team members are involved. Groenewoud et al. 

(2021) note that in their research intervention pathway when PCPs are more proactive in 

identifying palliative care patients, the patient is more prepared for end-of-life transition. It was 

also important for Groenewoud et al. to note that transitions were not just about the palliative 

care patient but also the informal caregiver. In the researcher's pathway, it was often found that 

informal caregivers experienced increased emotional pressure after the death of the palliative 
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care patient; this may be the result of an abrupt end of service or absence of follow-up 

(Groenewoud et al., 2021).  

Relational/Emotional in Transition  

Care transitions do not just occur from physical place to place; they also occur in 

multidimensional pathways that are dynamic and require careful observation (Midlöv et al., 

2024). Aspects of care transitions were discussed by Midlöv et al. (2024) who found that limited 

information and preparation to transition home led to increased stress and anxiety. Despite the 

potential for selection bias as some invited to participate refused, findings were comprehensive, 

with researchers discovering where challenges arose during the hospital-to-home transition. 

Informal caregivers reported limited guidance for post-discharge preparation; during their 

struggle to organize their home for the palliative care patient, they spent a lot of time running 

errands and missing time with their loved ones.    

It can be generalized that all researchers included in this review agree that transitions are 

multifaceted and logistically and emotionally challenging for informal caregivers and palliative 

care patients, requiring comprehensive support (Abrahamson et al., 2023; Groenewoud et al., 

2021; McCoy et al., 2024; Midlöv et al., 2024; Vinayagamoorthy et al., 2017; Xu et al., 2024). 

During these transitions, comprehensive, compassionate support ensures the palliative care 

process is positive for both the informal caregiver and the palliative patient (Abrahamson et al., 

2023; Midlöv et al., 2024; Xu et al., 2024).   

Researchers had different views on the role of volunteers in transitional support for 

palliative care patients and their informal caregivers. Vinayagamoorthy et al. (2017) reported a 

need for volunteers and for them to have a more active role, viewing them as essential to creating 

a self-sustaining model of transitional care, recommending their recruitment from their 
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community to aid in service expansion and adding to the continuity of care. Abrahamson et al. 

(2023) had different results, stating that use in functioning and sustainability was present but 

would not be used in hands-on transitional care. There is a concern from informal caregivers and 

employees of the hospice-at-home program regarding professional boundaries and palliative 

patient comfort with volunteer involvement.  

Holistic and Person-Centred Care 

Holistic care is understood to be a focus on comfort and dignity while addressing 

physical, physiological, economic, and spiritual needs (McCoy et al., 2024; Vinayagamoorthy et 

al., 2017; Xu et al., 2024). In the context of informal caregivers, this acknowledges the patient 

and care provider together as a unit (Abrahamson et al., 2023; Midlöv et al., 2024) and aims to 

ensure the dyad is equipped with individualized care support in a way that preserves the dignity 

and autonomy of the individuals involved (Groenewoud et al., 2021). 

Relational approach  

Abrahamson et al. (2023) focused on care provided at home by informal caregivers and 

found that holistic aspects of care were most desired and successful for palliative care patients 

and informal caregivers in coping with the end-of-life process. The researchers noted that of the 

58 informal caregivers interviewed, 58% were female, and 60.4% were identified as spouses or 

partners of the palliative patient. Abrahamson et al.’s results were fulsome and representative of 

overall themes found in the included studies; despite the absence of ethnicity as a collected 

demographic, researchers indicated that providing comprehensive palliative care included 

ensuring the informal caregiver and the palliative patient felt valued in the interaction, and did 

not feel rushed. Palliative care patients and their informal caregivers value aspects of holistic 

care, such as developing skills to empower their day-to-day care, acknowledging family unit 
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dynamics, and respecting individual preferences (Abrahamson et al., 2023). Vinayagamoorthy et 

al. (2017) describe their community-based palliative care service as a multidimensional approach 

that includes physical management, psychological support, social support, emotional care with 

family, and community engagement. Informal caregivers in this study were largely female 

(68%), and ages ranged from 13-65 years old. Despite the smaller sample size of participants, 

which may affect the overall nuance of the community care program, holistic care was 

highlighted in their desire to follow guidelines in communication that ensured adequate care was 

provided for palliative care patients (Vinayagamoorthy et al., 2017). The researchers' desire to 

meet this need originates from informal care providers and palliative care patient dissatisfaction 

in other studies. Elevated communication can ensure that the physical and non-physical 

psychosocial needs of the palliative patient and their informal caregivers are met with 

compassionate care that values family needs and relationship development (Vinayagamoorthy et 

al., 2017). 

Systematic and Integrated  

Groenewoud et al. (2021) found outcomes relevant to physicians, family members, and 

healthcare utilization in their research on the effects of an integrative palliative care pathway. 

Researchers examined questionnaires from 99 participants who were palliative care patients and 

who had a mix of primary diagnoses from cancer to congestive heart failure. Outcomes were 

positive despite low response rates from families. Groenewoud et al. also emphasized holistic 

care through the lens of anticipatory care, advocating this approach enhanced the overall 

palliative care experience for the patient and their informal caregiver. A measure of this 

improvement is that more palliative care patients died at home (97.3%) as opposed to in a 

hospital when compared to control practices (77.5%), indicating a meaningful shift toward 
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preferred end-of-life settings. Xu et al. (2024) also focused on transitions from the hospital to 

home for informal caregivers and their palliative patients, focusing on palliative care as patient-

centred and multidisciplinary, a repeating definition of holistic care. In this study, researchers 

highlight the experience by interviewing 15 family caregivers and analyzing the data through 

thematic analysis using Colaizzi’s (1978) method. A thematic analysis with this method of 

analysis was useful for researchers as Colaizzi’s method is grounded in phenomenology and 

understanding the meaning of experiences of those who lived them, how the informal caregivers 

feel, think, and cope, not just their actions (Sanders, 2003). Through this method, Xu et al. 

(2024) echo sentiments previously discussed by other researchers in this review: that palliative 

care is not just medical treatment but supporting the human experience of palliative care patients 

and their families, with emphasis on support for families, not just the patient, there is an 

acknowledgement of the palliative care patient’s caregiver environment. 

Caregiver and Family Centered  

Midlöv et al. (2024) found that in their population of informal caregivers, 

spouses/partners, adult children, and other forms of relatives/friends, informal caregivers desired 

tailored supportive interventions. Researchers provided informal caregivers with the opportunity 

to provide feedback through mail-in surveys that housed open-ended questions, allowing the 

qualitative method to interpret experiences and understand suggestions for improvement (Midlöv 

et al., 2024). Although researchers did not address reflexivity, the findings present similarly to 

other studies with clear reflexive research practice. Midlöv et al. noted that informal caregivers 

request timely, individualized interventions that are relevant to their stage in the caring trajectory. 

In their finding, Midlöv et al. note that informal caregivers often feel overlooked and request 

PCPs engage with them and honor their experience as the palliative patience informal caregiver. 
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These are the hallmarks of holistic care McCoy et al. (2024) endeavour to address in their 

codesign intervention for transitions to home for palliative patients. McCoy et al. had a primary 

focus of enhancing the experience of the patient beyond medical treatment, emphasizing an 

interprofessional approach to reduce the symptoms burden while addressing the psychological, 

spiritual, and emotional needs of palliative care patient and their informal caregiver. Despite the 

smaller population size of 15 participants, McCoy et al. developed a tentative pathway aimed at 

supporting palliative patients and their caregivers to succeed in their palliative care transition. 

This pathway at its core emphasized holistic care as support for the palliative care patient and the 

caregiver’s capacity and meeting unmeet emotional needs.    

Points of Agreement and Difference  

The concept of holistic care was established as a theme, and generally authors agreed on 

its importance. Authors consistently recommended tailoring support, providing timely 

interventions, with focus on the palliative care patient and the informal caregiver would improve 

holistic care and the experience during palliative care (Abrahamson et al., 2023; Groenewoud et 

al., 2021; McCoy et al., 2024; Midlöv et al., 2024; Vinayagamoorthy et al., 2017; Xu et al., 

2024). Two authors highlight complementary findings: informal caregiver are essential to the 

success of home-based care, unpaid care (Abrahamson et al., 2023), but often face significant 

challenges, including poor mental health (Midlöv et al., 2024). It is generally agreed that there is 

a need for a multidisciplinary approach involving multiple healthcare providers to aid in the 

complex process of transition, and community care of the palliative patient and their informal 

caregiver (Abrahamson et al., 2023; Groenewoud et al., 2021; McCoy et al., 2024; Midlöv et al., 

2024; Vinayagamoorthy et al., 2017; Xu et al., 2024).  
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Many elements of the research aligned in regard to holistic care, however variations 

occurred in practical implementation. Xu et al. (2024) described holistic care in multiple 

dimensions and conceptualized that addressing all of these dimensions simultaneously defines 

success. Groenewoud et al. (2021) validated their holistic approach with systematic and 

comprehensive assessments and tools, such as a distress thermometer, hospital anxiety and 

depression scale and caregiver burden questionnaire. These were psychometric assessment tools 

used to validate and screen distress and caregiver burden. Abrahamson et al. (2023) in their study 

had a more direct focus on the interpersonal dynamics, the patient-informal caregiver 

relationship, emotional support, continuity of care, and staff-palliative patient interaction. Scope 

of holistic care was interpreted through different philosophical and practical lenses but coalesced 

to important aspects of comprehensive care. 
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CHAPTER FOUR: DISCUSSION 

 This integrative review aimed to determine “How do primary care providers influence the 

experience of informal caregivers caring for palliative patients?”. The findings offer the 

potential to boost PCPs' confidence in care for palliative patients by outlining methods to support 

palliative care patients and their informal caregivers while also improving the experience for the 

palliative patient and their informal caregiver. The themes discovered through literature synthesis 

included coordinating communication, support needs, transitions, and holistic care. These 

findings emphasize informal caregivers' burden and highlight the opportunities for PCP-lead 

improvement and support.  

Effective Approaches to Coordinating Communication 

A key finding was that PCPs must proactively communicate and coordinate their ongoing 

care efforts to prevent accidental harm and ensure adequate care (Groenewoud et al., 2021; 

Midlöv et al., 2024). However, gaps in coordination of communication lead to fragmented 

experiences for the palliative patient and their informal caregivers. The WHO (2023) also notes 

that communication breakdowns within the healthcare team (which includes patients and their 

families) can lead to patient harm. McCoy et al. (2024) suggest that PCPs can overcome gaps 

with checklists, reference sheets, and workbooks, focusing on transition communication support. 

In current healthcare practices, an overwhelming number of handover tools have been developed 

with the aim of improving communication coordination in healthcare teams but despite this, 

communication gaps still exist (Müller et al., 2018). In their systematic review, Riesenberg et al. 

(2009) found 24 different mnemonics including SBAR and DeMIST that can be utilized for 

handoff in healthcare environments, however they could not find adequate evidence to reach a 

clear recommendation of which handoff mnemonic to utilize. Canadian Partnership Against 
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Cancer & Health Canada (2021) developed a competency framework but it only advises on 

interpersonal communication. Since no specific tool is utilized in BC by community PCPs with 

other healthcare providers, an opportunity exists to develop a tool to meet the recommendations 

discussed by the authors in this review. A tool that could address the support needs of informal 

caregivers (Midlöv et al., 2024; Xu et al., 2024; Abrahamson et al., 2023), enable comprehensive 

patient assessments (Abrahamson et al., 2023; Groenewoud et al., 2021; McCoy et al., 2024; Xu 

et al., 2024 ), and incorporate checklists and reference sheets to support delivery of care (McCoy 

et al., 2024; Abrahamson et al., 2023; McCoy et al., 2024; Midlöv et al., 2024; Xu et al., 2024), 

and promote improved communication between providers (Abrahamson et al., 2023; Midlöv et 

al., 2024; Xu et al., 2024). A standardized community-based palliative care communication 

model could also ensure that all rural locations can coordinate, communicate, and ensure 

continuity of care between the community and acute care locations. Communities could use this 

process's basic structure and policy/procedure as a template to build more specific plans. Xu et 

al. (2024) heavily emphasized the concept of close coordination with healthcare institutions, and 

Midlöv et al. (2024) emphasized this as key in ensuring that palliative care dyads are well-

informed and information flow is maintained.  

Addressing Support Needs 

Palliation can be stressful and full of changes that put additional pressure on informal 

care providers. Improved caregiver support can improve the overall experience (Xu et al., 2024). 

PCPs know what a stressful time palliation is for informal caregivers but may need to be more 

aware of how to offer moral support and aid informal caregivers in navigating emotional 

complexities during end-of-life care. Support could be provided by connecting to resources 

outside the PCP office or reassuring them during stressful caregiving periods (Vinayagamoorthy 
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et al., 2017). To assist in particularly challenging times, PCPs should ensure informal caregivers 

have access to individuals who can provide palliative care or connect informal caregivers with 

methods to learn palliative care skills (ambulation, medication administration) (McCoy et al., 

2024).  

Informal caregivers must first feel comfortable in that role to address support needs. 

Novice PCPs can view palliative care as a specialty service that community PCPs are not 

equipped to manage, resulting in discomfort, perception of absent palliative care skills, and 

insufficient clarity regarding its integration into practice (Mahtani et al., 2015). Rural and remote 

areas have limited access to healthcare at baseline (CIHI, 2024). However, the number of FNPs 

in rural areas is increasing faster than the growth rate of family physicians (CIHI, 2024). With 

rural FNPs stepping in to fill a healthcare crisis gap, there is a need for a method of education 

that prepares FNPs for a rural practice environment (Owens, 2019), especially in the context of 

palliative care and support for informal caregivers (Mahtani et al., 2015). Continuing 

Professional Development (CPD) would be a method to fill in this perceived knowledge gap and 

increase PCP's confidence in practice (Wright et al., 2024). Groenewoud et al. (2021), included 

in this review, discuss the need for proactive and anticipatory palliative care, which they 

conclude can be determined using assessment tools. A model for an anticipatory palliative care 

tool that PCPs can use with confidence due to CPD can perhaps be modelled after the following 

study. Lynn et al., (2024) investigated Human immunodeficiency viruses (HIV) testing rates, 

theorizing that CPD indicatives could increase the frequency of PCP HIV testing rates. The 

study, conducted in BC, had transferability in its context of location and had the participation of 

25% of rural PCPs (Lynn et al., 2024). Through multimodal CPD sessions, PCPs reported 
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improved comfort, knowledge, and proactive HIV testing behaviour, which resulted in ongoing 

increased rates of HIV testing, which implies effective knowledge transfer (Lynn et al., 2024).    

As demonstrated in the above study, CPD is generally well-received and effective and 

can have versatile delivery methods, online/self-directed, live courses, or hybrid models (Wright 

et al., 2024). Kelley et al. (2020) performed a systematic review examining CPD for PCPs in 

palliative care.  Researchers in this study found increased confidence, knowledge, and skills 

across palliative care practice areas. Kelley et al. did note that findings related to the impact of 

the provision of care CPD were limited. It should be noted that increased confidence could help 

PCPs participate more readily in palliative care (Mahtani et al., 2015). 

While admittedly not bedside interventions, FNPs can advocate in their educational 

programs, when stepping into teaching roles, for improvements to the FNP program that ensure 

FNPs are prepared for the unique challenges and responsibilities of working in rural settings 

(Owens, 2019). As an FNP, there is also the opportunity to encourage partnerships between rural 

clinics and the FNP schools to both foster a sense of community and provide ongoing rural 

education programs (Owens, 2019).  

Navigating Transitions  

The transitional period for palliative patients and their informal caregivers is an 

intertwined theme within elements of the discussed themes. Xu et al. (2024) discovered that 

during transitional phases, informal caregivers required support to limit anxiety during transition. 

McCoy et al. (2024) discussed that transitions are stressful for informal caregivers and palliative 

patients; this can be made worse by poor communication between the informal care provider and 

the healthcare team. In 2017 Health Canada made commitments to improve palliative care 

through a national framework, which was developed with input from stakeholders. Health 
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Canada (2018) prioritized improving access to palliative care especially for underserved groups, 

and discussed living well until death through education, training, PCP support and further 

research into palliative care. Then in 2023, Health Canada outlined their plan to expand on 

palliative care interventions and improve upon training and education for PCPs, development of 

Project Echo, a continuing education program, and eiCompass project, for the development of 

training and tools for healthcare workers. for the interest of training and tools for healthcare 

workers. The above strategies have been recommended by authors in this review for 

improvement of palliative care. 

The feasibility of a more structured palliative care transitional pathway is still in 

development; however, Markle-Reid et al. (2020) found in their study to determine the feasibility 

of a transitional care intervention in Hamilton, Ontario, that such a tool could exist for those who 

have suffered a stroke. Markle-Reid et al. state that transitional care aims to establish continuity 

and coordination of care for patients transferring across healthcare settings and support 

reintegration into the community. Researchers outlined four main aims in their research, “(i) 

home visits or telephone calls by an IP team from the hospital-based outpatient rehabilitation 

centre, (ii) monthly case conferences where the providers discuss individual patients, (iii) care 

coordination/system navigation by the OT, and (iv) our web-based app ‘My Stroke Team 

(MyST)” (Markle-Reid et al., 2020, p. 5). This study indicated that hospital readmissions 

dropped dramatically, and reductions in hospitalizations, ER visits, and other emergency services 

noted additional cost savings.  

Transitions are areas of care where gaps in support, discharge planning and 

communication are noted between providers (Midlöv et al., 2024). Transitional gaps contribute 

to patient and caregiver anxiety, resistance to change, and uncertainty in the transition process 
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(Xu et al., 2024). Informal caregivers find the transitional process is further complicated by their 

evolving role, which is to adapt and produce adjustments in the home environment (McCoy et 

al., 2024). Groenewoud et al. (2021), in their advocacy for proactive and anticipatory approaches 

to transition, promote early identification of palliative care needs, multidisciplinary coordination, 

and care planning to ensure a smoother and more holistic transition and optimization of 

healthcare utilization.  

A Whole Person Lens 

Holistic care emerged as a central theme across this integrative review literature, 

reflecting a growing recognition of the need to treat the person, not just the condition. This theme 

included the informal caregiver as part of the palliative care patient, inseparable from the needs 

during end-of-life care (Abrahamson et al., 2023; McCoy et al., 2024; Xu et al., 2024).  Holistic 

principles in care delivery enhance caregiver wellbeing (Abrahamson et al., 2023; Groenewoud 

et al., 2021) and contribute to compassionate models of care, which is essential in the shift to 

home and community-based palliative care (Groenewoud et al., 2021; McCoy et al., 2024; Xu et 

al., 2024) 

In their study on the hospice experience at home, Abrahamson et al. (2023) voiced that 

volunteers play a crucial role in hospice services. The importance of volunteers is echoed by 

Midlöv et al. (2024), who suggest that volunteers could support domestic tasks, post-

bereavement care, and reduce the caregiver burden. Johnson et al. (2024)’s research provides 

insight into the effectiveness of peer support demonstrated successfully in a level 3 trauma center 

in the southeastern United States (USA). The findings in this research are contextually specific to 

healthcare workers taking on peer support roles; it shows strong evidence that the successful 

integration of trained volunteer peer supports was effective and, in addition, was well received 
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by the healthcare workers, as it met a need and is a model for other peer-led emotional supports 

(Johnson et al., 2024). Researchers recruited volunteers based on interpersonal skills, leadership 

capabilities, and communication skills. As a need indicated by informal caregivers is post-

bereavement support (Abrahamson et al., 2023), skilled volunteers can successfully fill the role 

of peer support workers. Ramchand et al. (2017) found a nuanced success in peer integration in 

their systematic analysis that examined peer support interventions in promoting health and 

wellness. The reviewers included information from 116 randomized control trials using evidence 

mapping to catalogue the search visually (Ramchand et al., 2017). Researchers found that with 

peer integration, outcomes were mixed overall, with more null than positive effects regarding 

health promotion. Researchers reported that outcomes measured related to engagement, 

knowledge and psychosocial wellbeing were noted to be effective (Ramchand et al., 2017). Peer 

support can enhance coping and resilience while building emotional connection and trust and 

even providing contextually relevant support (Johnson et al., 2024; Ramchand et al., 2017).        

Implications 

Clinical implications exist for PCPs in rural areas required to care for palliative care 

patients and support the informal caregiver in the process. The overarching themes guide the 

need for changes across practice, policy and research.  

Interdisciplinary collaboration 

PCPs and other disciplines’ inconsistent communication was identified as a barrier to 

informal caregivers’ ability to care for the palliative care patient effectively. To overcome 

inefficient communication a focus on interdisciplinary collaboration needs to be established for 

improved information sharing systems and clearer communication protocols (Groenewoud et al., 

2021; McCoy et al., 2024; Vinayagamoorthy et al., 2017; Xu et al., 2024). To effectively achieve 
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optimal communication, PCPs will need interventions in their practice, policy and for further 

research to be performed on their behalf. Enhancing skills in communication and collaboration 

will aid PCPs in handling the complex and targeted conversations that are required during 

palliative care (Abrahamson et al., 2023; McCoy et al., 2024; Vinayagamoorthy et al., 2017; Xu 

et al., 2024). Advocacy for policy, regional or even local changes should be aimed at 

implementing standardized hand off tools, or care coordination pathways. McCoy et al. discuss a 

transition care coordinator who would be in charge of communication coordination and 

interventions, findings consistent in Groenewoud et al. (2021) and Abrahamson et al. research 

that supports the opinion that one person should be in charge of care coordination, demonstrating 

a need for a structured communication pathway for improved information transfer. Further 

research should as be performed as discussed by McCoy et al. in developing pathways to 

improved transitional communication pathways. 

Limitations 

Overall, the studies included high methodological quality, as all research established 

clear research aims, used appropriate methodologies, and adhered to ethical considerations. 

Using the CASP tool (CASP, 2024) combined with the PRISMA framework (Page et al., 2021) 

allowed for a thorough quality appraisal of all included research articles. In the review process, I 

did note limitations that could affect the interpretation of the data. Firstly, only English-language 

studies were included, which may have limited the scope of findings and curbed the transference 

of implications obtained in other data; the overall value of the data may have been depreciated 

for unincluded good quality data (Mao & Li, 2020). In previous steps studies were excluded 

based on inadequate rigour. In the included studies; a limitation noted across multiple was a 

limited diversity and representation of the included population (Abrahamson et al., 2023; McCoy 
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et al., 2024; Xu et al., 2024). McCoy et al. (2024) acknowledged the significant limitation on 

participant diversity: they were primarily white, English-speaking, and had a higher 

socioeconomic status. There was no collection of participants' education levels or literacy, and 

this would contribute to barriers for marginalized groups. Xu et al. utilized a single healthcare 

institution and had no information gathered on participant ethnicity or other key data that may 

influence responses in specific ways. Abrahamson et al. could not recruit non-English speaking 

participants and did not collect data on participants' ethnicity. CINAHL was the only search tool 

used. I did note that publication bias may inadvertently be present, as I did not include 

unpublished or grey literature. Mitra-Majumdar and Kesselheim (2022) discuss publication bias 

and conclude that publication bias can create an incomplete picture and that positive outcomes 

are favourably published, limiting negative or null results. A publication bias for this integrative 

review may affect the interpretation and understanding of this topic. In addition, due to the 

limiters noted above, dates were not manually limited. I may have forced a narrowing of dates 

and timelines through data selection, which could have limited other foundational or seminal 

work that did not meet other criteria. There is a chance for current data to represent early-stage 

findings (Helbach et al., 2022).  

 As I was the only data extractor and individual conducting the synthesis; interpretation 

bias may have occurred when identifying and selecting themes (Kaptchuk, 2003). I did not 

restrict articles based on the study type or method; consequentially, methodological 

heterogeneity can be attributed to difficulty synthesizing findings and confusing central themes 

(Helbach et al., 2022). Despite the limitations discussed, I believe that this integrative review 

provides valuable insights into its goals and highlights key themes that can be used to inform 

future research, policy, and clinical practice. 



 

 

39 

The results of this review provided a comprehensive outline of methods in which PCPs 

can effectively intervene to improve the experience of informal caregivers. The included articles 

also discuss areas where PCPs can improve their caregiving role. However, shortcomings should 

be acknowledged in the ability to obtain region-specific data and literature and in the narrower 

scope to find rural initiatives that may be effective.  The review obtained rich insight from 

qualitative and mixed-method studies but including quantitative data in the future would aid in 

the generalizability of the findings while allowing for a broader look into trends.   

Implications for FNPs 

 The FNP scope, with a background in nursing, focuses on care goals directed at holistic 

and person-centred care. This project's scope was intended to be interventions PCPs could 

perform daily to ensure ease of transition for palliative care patients and their informal caregivers 

and provide a sense of security and knowledge in those efforts. This integrative review aims to 

improve primary care and develop care pathways that prioritize using a community’s strengths. 

Utilizing strengths in a community is within the FNP wheelhouse and is the usual care method 

for their patients. FNPs possess a collaborative base and are experts in providing and ensuring 

education progression and ongoing research (Schober et al., 2020). All of these are essential in 

bringing more significant interventions to fruition.  
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Conclusion 

This integrative review highlights the many facets of the experience of informal 

caregivers caring for palliative care patients. Four central themes emerged: coordinating 

communication, addressing support needs, navigating transition, and providing holistic care. The 

central themes demonstrated significant opportunities and challenges in how PCPs could 

intervene to affect the informal caregiver's experience. These challenges can be worsened in a 

rural context where limited access to resources, geographic isolation, and workforce limitations 

can exacerbate informal caregiver strain.  

It should be noted that this research illuminates intervention points for PCPs in the 

experience of informal caregivers during palliative care, the next step is action. FNPs and FNP 

focused researchers should aim to develop clear protocols and guidelines around palliative care 

patients’ supportive, transitional, communication coordination, needs with an aim to ensure 

holistic care is honored. This integrative review highlights the importance of the informal 

caregiver in the palliative care experience and can help PCPs identify ways to involved them in 

care.   

The lens of a rural PCP is important to understanding how BC's rural and remote areas 

can shape informal caregiver experience and expectations. The research shows that informal 

caregiving is a complex, emotionally, and physically demanding occupation that requires 

strategic interventions from the PCP and their team of community care providers. The benefit of 

improving the informal care provider experience is increased satisfaction and improved 

outcomes for the informal care provider and the palliative care patient. Addressing the barriers to 

improving the informal care providers' experience should be a PCP goal. Methods to achieve this 

success lie in the ability to enhance communication pathways and find ways to honour the 
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emotional, social, and spiritual needs of both patient and informal caregivers holistically while 

supporting the transitions taking place in the palliative care experience. For rural PCPs, 

responsive, localized and flexible care strategies are essential. PCPs who apply person-centred 

principles while considering rural realities can empower informal caregivers, improve the 

experience, and foster dignity for palliative care patients in their journey. It is only by utilizing 

these key concepts that rural PCPs can fully realize and utilize the informal caregivers’ role to 

enhance overall patient care and experience.    
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Appendix B 

Brainstorming Map 

 

 

Note. This mind map is the course used to develop search terms with Canva (n.d) 
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Note. PRISMA flow diagram is by Veritas Health Innovation (2024) 
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Appendix D 

Extraction and Analysis 
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Appendix E 

Thematic Conceptual Framework 

 

Note. Conceptual Framework (Naeem et al., 2023) with Canva (n.d) 

 


