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1. Introduction
1.1 Topic Introduction
Parotid cancer is a rare type of salivary gland cancer that develops in the parotid gland located near the ear. Treatment often involves surgery and radiotherapy, which can affect facial nerves and cause physical and emotional challenges for patients (Cancer Research UK, 2023). Cancer remains one of the leading causes of illness and mortality worldwide (World Health Organization, 2022), and its prevalence is increasing particularly among older adults. As populations age, a growing number of individuals are diagnosed with cancer and require long-term treatment and care (Ferlay et al., 2019).
For many patients, receiving a diagnosis of parotid cancer can be a life-changing experience. Individuals may experience feelings of shock, fear, and uncertainty when they first learn about their condition. For example, a man diagnosed with parotid cancer may worry about the effects of surgery on his facial appearance, speech, or ability to eat and communicate normally. Such concerns can lead to emotional distress and anxiety about the future.
In many cases, patients depend not only on healthcare professionals but also on family members or close relatives for support. These individuals, commonly referred to as informal caregivers, play a vital role in assisting patients throughout diagnosis, treatment, and recovery. Informal caregivers often help with daily activities, emotional support, medication management, and attending medical appointments. “Stenberg et al. (2010) state that care-giving for cancer patients can have significant emotional, physical, and social impacts on caregivers.” As healthcare systems increasingly rely on community and home-based care, the responsibilities of informal caregivers have become more significant. However, providing ongoing care can also place substantial emotional, physical, and social pressure on caregivers.
1.2 Definition of Key Concepts
Several key concepts are important in understanding care-giving in the context of cancer. Informal care-giving refers to unpaid care provided by family members, partners, or friends to individuals with health conditions or disabilities. Unlike professional healthcare providers, informal caregivers often lack formal training but play an essential role in supporting patients’ daily needs. Caregiver burden is another important concept and refers to the physical, emotional, financial, and social stress experienced by individuals who provide long-term care. “Zarit et al. (1980) describe caregiver burden as the overall impact of care-giving on an individual’s emotional, physical, and social wellbeing.”
Additionally, ageing-related conditions such as frailty, chronic illness, and reduced physical functioning can increase the complexity of care required by older adults with cancer. These conditions often mean that caregivers must manage multiple health needs, which can increase their level of responsibility and stress.
1.3 Rationale and Importance
Understanding the experiences of informal caregivers is important for improving health and social care systems. They often face challenges including emotional distress, financial strain, and difficulties balancing care-giving responsibilities with their personal and professional lives. “Adelman et al. (2014) state that caregivers frequently experience significant emotional, physical, and financial burden as a result of long-term care-giving responsibilities.” Despite their essential role, caregivers may receive limited support or recognition within healthcare systems. Exploring caregiver experiences can help identify gaps in current support services and inform the development of policies and interventions aimed at improving caregiver wellbeing.
In the context of ageing populations and increasing cancer prevalence, supporting caregivers has become a critical component of patient-centred care.
1.4 Research Question and Study Aims
· Research Question 1: What challenges are experienced by adults with parotid cancer and their informal care-givers within the UK health and social care system?
· Study Aims:
· To explore the physical, emotional, and social challenges faced by adults diagnosed with parotid cancer.
· To identify the experiences and burdens of informal caregivers who provide support to these patients.
· To examine the role of UK health and social care services in supporting patients and caregivers.
· To examine the impact of parotid cancer diagnosis and treatment on patients’ daily activities and overall quality of life.
· To explore the communication and support needs of patients and caregivers when interacting with healthcare professionals.
· To highlight areas where improvements in healthcare support and services may be needed.

· Research Question 2: What types of support services are available for adults with parotid cancer and their informal caregivers within the UK health and social care system?
· Study Aims:

· To identify the different healthcare and social support services available for patients with parotid cancer in the UK.
· To explore how informal caregivers access and use these support services.
· To examine the effectiveness of current health and social care services in meeting the needs of patients and caregivers.
· To explore the barriers that patients and informal caregivers may face when accessing health and social care support services in the UK.
· To identify potential gaps in support services within the UK healthcare system.

· Research Question 3: How do the experiences of adults with parotid cancer and their informal care-givers influence their overall wellbeing and quality of life?
· Study Aims:
· To explore the impact of parotid cancer on patients’ physical and emotional wellbeing.
· To examine the psychological and social effects of care-giving on informal caregivers.
· To examine how access to health and social care support services influences the wellbeing and quality of life of both patients and informal caregivers.
· To investigate how care-giving responsibilities affect caregivers’ quality of life.
· To highlight the importance of supportive interventions that  improve wellbeing for both patients and caregivers.

2. Background
2.1 Cancer and Ageing Population

Cancer is one of the leading causes of illness and death worldwide, and its prevalence increases significantly with age. “Ferlay et al. (2019) state that global cancer incidence and mortality rates are rising, particularly among older adults due to biological ageing and long-term exposure to risk factors.” Similarly, “the World Health Organization (2022) highlights that ageing populations are contributing to a higher number of cancer diagnoses globally, placing increasing pressure on healthcare systems.”

In the context of parotid cancer, although it is a rare form of salivary gland cancer, its impact can be more complex in older adults who often have additional health conditions. As individuals age, they are more likely to experience comorbidities such as frailty and chronic illnesses, which can complicate cancer treatment and recovery. These factors increase the need for comprehensive health and social care support for both patients and their caregivers.
2.2 Additional Physical Health Challenges
In addition to the direct effects of treatment, adults with parotid cancer may also experience long-term physical difficulties that affect their daily functioning. “According to Cancer Research UK (2023), treatments such as surgery and radiotherapy for salivary gland cancers can lead to complications including facial nerve damage, difficulty in speaking, and problems with eating.” These physical challenges can significantly affect a patient’s quality of life.
Furthermore, “Macmillan Cancer Support (2022) states that cancer patients often experience fatigue, pain, and reduced physical strength during and after treatment, which can limit their ability to perform daily activities.” These issues can be particularly challenging for older adults, as they may already have reduced mobility and other health concerns. As a result, patients often require ongoing rehabilitation and support to manage these long-term physical effects.
2.3 Impact on Daily Life and Independence
Parotid cancer can also influence an individual’s ability to maintain independence in everyday life. Frequent hospital visits, medical appointments, and recovery periods may disrupt work responsibilities and normal routines. Some individuals may need assistance with household tasks, transportation, or personal care during treatment and recovery. “According to Given et al. (2011), cancer patients often require support with daily activities, which can reduce their independence and increase reliance on caregivers.” For instance, a patient who previously managed work and family responsibilities independently may suddenly find himself relying on a partner or family member for daily support. This shift in independence can create feelings of frustration, vulnerability, or loss of control over one's life. “Greenwood and Smith (2016) state that increased dependence on informal caregivers can lead to emotional stress and impact the wellbeing of both patients and caregivers.” This increased dependence on family members or caregivers can sometimes lead to emotional stress for both patients and caregivers. Therefore, providing practical support and appropriate healthcare guidance is important to help individuals maintain their independence and improve their overall quality of life.
2.4 Health and Social Care Policies
Health and social care policies play an important role in supporting both cancer patients and their informal caregivers. “According to the National Institute for Health and Care Excellence (NICE, 2022), effective cancer care should include integrated health and social care services to ensure patients receive comprehensive support throughout treatment and recovery.” In many healthcare systems, there is increasing recognition of the need to integrate health and social care services to improve patient outcomes.
Integrated care approaches aim to improve coordination between healthcare professionals, social workers, community services, and support organisations.
“NHS England (2023) states that integrated care systems enhance collaboration across services and ensure continuity of care for patients.” Many countries have also developed caregiver support programmes that provide resources such as educational materials, counselling services, and respite care to reduce caregiver stress. These policies highlight the importance of recognising caregivers as essential partners in the healthcare process. By improving access to support services and strengthening collaboration between healthcare and social care providers, policymakers can help ensure that both patients and caregivers receive the assistance they need.
2.5 Research Gap
Despite growing awareness of the importance of caregivers in supporting cancer patients, research on the experiences and needs of informal caregivers remains limited in certain areas. “Kent et al. (2016) state that greater attention is needed to understand the experiences and support needs of caregivers, particularly in long-term cancer care.” In particular, there is still a lack of detailed research focusing on the experiences of caregivers supporting older adults with cancer and the challenges they face within health and social care systems.
While some studies have explored caregiver burden in general cancer populations, fewer studies specifically examine the support services available to caregivers and how these services can be improved. “Lambert et al. (2013) highlight that although caregiver interventions exist, there is limited evidence regarding their effectiveness and accessibility.” Identifying these research gaps is important for guiding future studies and improving healthcare practice. A better understanding of caregiver experiences can contribute to the development of more effective support programmes, policies, and interventions designed to improve the wellbeing of both patients and caregivers.
3. Methods
3.1 Literature Search Strategy
A scoping literature review was conducted to identify studies examining the experiences of adults with parotid cancer and their informal caregivers within health and social care systems. Multiple academic databases were used, including PubMed, Google Scholar, CINAHL, and ScienceDirect, to access peer-reviewed research in this field.
A range of keywords was applied to locate suitable studies, such as “cancer caregivers,” “caregiver burden,” “ageing and cancer,” “informal care-giving,” and “health and social care support.” These terms were combined using different search strategies to capture a wide selection of studies.
The review focused on articles published between 2010 and 2024 to ensure the inclusion of recent and relevant research on care-giving and cancer support services.
3.2 Inclusion Criteria
To maintain quality and relevance, specific inclusion criteria were applied. Articles were selected if they focused on caregivers supporting individuals diagnosed with cancer, particularly older adults who may require additional care. Only peer-reviewed academic sources were considered to ensure credibility and reliability.
The review also included studies published in English that examined the experiences, challenges, and burden of informal caregivers. Research addressing healthcare support services, caregiver wellbeing, and the impact of care-giving responsibilities was also considered appropriate for inclusion.
3.3 Exclusion Criteria
To maintain a clear focus, certain studies were excluded from the review. Articles unrelated to cancer care-giving were not considered. Additionally, non-academic sources such as blogs, opinion pieces, and non-peer-reviewed materials were excluded.
Studies that did not specifically address informal caregivers or their experiences were also omitted. These criteria ensured that the selected literature remained focused and provided meaningful insights into caregiver experiences.
3.4 Data Analysis
The selected studies were analysed using a thematic analysis approach, which involves identifying and examining patterns within the data. Key findings from the literature were organised into themes related to both patient and caregiver experiences.
These themes included emotional stress, physical and practical care-giving challenges, and the need for improved support services within health and social care systems. This approach helped structure the findings and provided a clearer understanding of the main challenges faced by informal caregivers of cancer patients.
4. Results

Experiences of Patients with Parotid Cancer and Informal Caregivers
		Area Explored



		Patient Experience



		Caregiver Experience



		Theme




		Emotional impact



		Patients reported feelings of fear, anxiety, and uncertainty following diagnosis and during treatment



		Caregivers experienced emotional stress, worry, and psychological burden while supporting patients



		Emotional and Psychological Burden




		Physical challenges



		Patients experienced pain, fatigue, facial discomfort, and difficulty in speaking or eating after treatment



		Caregivers reported physical exhaustion due to continuous care giving responsibilities



		Practical and Physical Challenges




		Daily life and independence



		Patients reported loss of independence and difficulty performing routine activities



		Caregivers had to assist with daily tasks such as personal care, transport, and medication management



		Loss of Independence




		Access to support services



		Patients reported difficulties in accessing timely healthcare services and clear information



		Caregivers felt a lack of support, guidance, and training from healthcare systems



		Lack of Support Services




		Social impact



		Patients experienced reduced social interaction and feelings of isolation



		Caregivers reported limited social life and reduced personal time



		Social Impact and Isolation







Theme 1 – Emotional and Psychological Burden
Patients described experiencing fear, anxiety, and emotional distress due to diagnosis and treatment. Similarly, caregivers reported high levels of stress and concern about the patient’s condition, which negatively affected their mental wellbeing.
Theme 2 – Practical and Physical Challenges
Patients experienced ongoing physical difficulties such as fatigue, pain, and functional limitations. At the same time, caregivers faced physical strain due to the demands of providing continuous care and support.
Theme 3 – Loss of Independence
Many patients reported a decline in their ability to perform daily activities independently, leading to increased reliance on caregivers. This shift often resulted in frustration and emotional discomfort for both patients and caregivers.
Theme 4 – Lack of Support Services
Both patients and caregivers highlighted challenges in accessing healthcare support, including limited information, insufficient guidance, and lack of emotional support services.
Theme 5 – Social Impact and Isolation
Patients and caregivers experienced reduced social engagement, leading to feelings of isolation and decreased quality of life.
4. Summary Table
		Author(s), Year



		Aim of Study



		Type of Study



		Main Findings / Conclusions



		Strengths and Limitations




		Adelman et al. (2014)



		To assess the impact of illness on patient well-being.



		This study employed a systematic review design.



		The study found that illness negatively affects patients’ psychological health, physical functioning, and financial stability.



		The study is strengthened by its use of a broad range of sources, enhancing reliability; however, it is limited by reliance on secondary data and variability among included studies.




		Bevans and Sternberg (2012)



		To analyse health outcomes and stress in patients.



		This study was conducted as a literature review.



		The findings indicate that patients frequently experience fatigue, stress, and a decline in overall health status.



		The study provides a comprehensive overview of existing research, but it is limited by the absence of primary data and potential selection bias.




		Given et al. (2011)



		To examine patient dependency and care needs.



		This study used an observational research design.



		The study revealed that many patients require assistance with daily activities and medical care.



		The study offers valuable real-world insights, although its findings may have limited generalisability due to the specific sample.




		Greenwood and Smith (2016)



		To understand patient experiences of illness.



		This study was conducted as a systematic review.



		The study reported that patients commonly experience emotional distress and reduced social interaction.



		The study effectively synthesises patient experiences, but it is limited by a lack of quantitative evidence.




		Lambert et al. (2013)



		To evaluate availability of patient support services.



		This study employed a systematic review approach.



		The findings suggest that although support services are available, they are often difficult for patients to access.



		The study highlights important gaps in service accessibility; however, heterogeneity among the included studies reduces consistency.




		Kent et al. (2016)



		To identify gaps in patient care and research.



		This study was conducted as a review study.



		The study concluded that there is a need for improved patient-centred care and further research.



		The study is useful for identifying future research directions, although its broad scope limits in-depth empirical analysis.








5. Discussion
5.1 Emotional and Psychological Impact
The findings suggest that both patients with parotid cancer and their informal caregivers experience significant emotional and psychological challenges. Patients often report feelings of fear, anxiety, and uncertainty following diagnosis and during treatment. Caregivers similarly experience emotional strain due to the responsibility of providing continuous support and concern for the patient’s health.
“Smith (2016) carried out a survey and identified that caregivers experienced high levels of stress, which had a significant impact on their daily lives and overall wellbeing.”
These findings are consistent with previous research, which indicates that caregiving is associated with increased levels of stress, anxiety, and depression among caregivers (Adelman et al., 2014; Sklenarova et al., 2015). The emotional burden experienced by both groups highlights the need for improved psychological support within health and social care systems.
5.2 Physical and Practical Challenges
The results indicate that parotid cancer can lead to significant physical difficulties for patients, including pain, fatigue, and challenges in speaking and eating. These limitations can affect daily functioning and overall quality of life. At the same time, caregivers are often required to manage physically demanding tasks such as assisting with personal care, mobility, and medical routines.
This is supported by Bevans and Sternberg (2012), who found that caregiving responsibilities can result in physical exhaustion and health issues among caregivers. Similarly, Given et al. (2011) highlight that caregivers play a crucial role in managing daily care needs, which can increase their workload and stress levels.
5.3 Loss of Independence and Social Impact
The findings also highlight a reduction in independence among patients, as many require assistance with routine activities. This loss of independence can lead to frustration and a sense of reduced control over one’s life. In addition, both patients and caregivers may experience social isolation due to the demands of illness and care-giving responsibilities.
Greenwood and Smith (2016) suggest that reliance on informal caregivers can impact both emotional wellbeing and social participation. Reduced engagement in social activities can further contribute to feelings of loneliness and decreased quality of life.
5.4 Lack of Support Services
Another key finding is the limited availability and accessibility of support services for both patients and caregivers. Many individuals report difficulties in accessing clear information, emotional support, and guidance within healthcare systems. This aligns with findings from Lambert et al. (2013), who highlight that although caregiver support interventions exist, they are not always accessible or effectively implemented. Similarly, Kent et al. (2016) emphasise the need for greater focus on caregiver support within healthcare policies and practice.
6. Conclusion
This study explored the challenges experienced by adults with parotid cancer and their informal caregivers within health and social care systems. The findings indicate that both patients and caregivers face significant emotional, physical, and social difficulties throughout the cancer journey. Patients often experience anxiety, loss of independence, and reduced quality of life, while caregivers face considerable stress, physical exhaustion, and emotional burden.
“Adelman et al. (2014) state that care-giving is associated with increased psychological stress and can negatively affect overall wellbeing.” Similarly, “Sklenarova et al. (2015) highlight that caregivers of cancer patients frequently experience anxiety and depression due to prolonged care-giving responsibilities.” These findings emphasise the need for greater recognition of caregiver roles within healthcare systems.
In addition, the study identified gaps in access to support services, including limited availability of counselling, lack of clear information, and insufficient guidance for caregivers. “Lambert et al. (2013) suggest that although support interventions exist, they are not always accessible or effectively implemented.” This highlights the importance of improving healthcare systems to better support both patients and caregivers.
Overall, this study demonstrates that a more integrated and supportive approach within health and social care systems is essential. Enhancing communication, increasing access to support services, and recognising caregivers as key partners in care can significantly improve the wellbeing and quality of life for both patients and caregivers.
7. References
Adelman, R.D., Tmanova, L.L., Delgado, D., Dion, S. and Lachs, M.S., 2014. Caregiver burden: a clinical review. JAMA, 311(10), pp.1052–1060.
Applebaum, A.J. and Breitbart, W., 2013. Care for the cancer caregiver: a systematic review. Palliative and Supportive Care, 11(3), pp.231–252.
Bevans, M. and Sternberg, E.M., 2012. Caregiving burden, stress, and health effects among family caregivers of adult cancer patients. JAMA, 307(4), pp.398–403.
Braun, V. and Clarke, V., 2006. Using thematic analysis in psychology. Qualitative Research in Psychology, 3(2), pp.77–101.
Cancer Research UK, 2023. Salivary gland cancer statistics. Available at: https://www.cancerresearchuk.org (Accessed: 10 March 2026).
Carers UK, 2023. State of caring report. London: Carers UK.
Ferlay, J., Colombet, M., Soerjomataram, I., Mathers, C., Parkin, D.M., Piñeros, M., Znaor, A. and Bray, F., 2019. Estimating the global cancer incidence and mortality. International Journal of Cancer, 144(8), pp.1941–1953.
Given, B., Sherwood, P. and Given, C., 2011. What knowledge and skills do caregivers need? American Journal of Nursing, 111(9), pp.26–35.
Glajchen, M., 2004. The emerging role and needs of family caregivers in cancer care. Journal of Supportive Oncology, 2(2), pp.145–155.
Greenwood, N. and Smith, R., 2016. The experiences of people involved in informal caregiving for adults with chronic conditions: a systematic review. Health and Social Care in the Community, 24(3), pp.247–259.
Hudson, P., Remedios, C. and Thomas, K., 2010. A systematic review of psychosocial interventions for family caregivers of palliative care patients. BMC Palliative Care, 9(17), pp.1–13.
Kent, E.E., Rowland, J.H., Northouse, L., Litzelman, K., Chou, W.S., Shelburne, N., Timura, C., O’Mara, A. and Huss, K., 2016. Caring for caregivers and patients: research and clinical priorities. CA: A Cancer Journal for Clinicians, 66(3), pp.250–279.
Lambert, S.D., Girgis, A., Levesque, J.V. and Regan, T.W., 2013. A systematic review of cancer caregiver interventions. Cancer Treatment Reviews, 39(4), pp.299–312.
Macmillan Cancer Support, 2022. The hidden cost of cancer. London: Macmillan Cancer Support.
National Institute for Health and Care Excellence (NICE), 2022. Improving supportive and palliative care for adults with cancer. London: NICE.
NHS England, 2023. Long Term Plan for Cancer Care. London: NHS England.
Northouse, L.L., Katapodi, M.C., Song, L., Zhang, L. and Mood, D.W., 2010. Interventions with family caregivers of cancer patients. CA: A Cancer Journal for Clinicians, 60(5), pp.317–339.
Pinquart, M. and Sörensen, S., 2003. Differences between caregivers and noncaregivers in psychological health. Psychology and Aging, 18(2), pp.250–267.
Rowland, J.H., 2012. Family caregivers of cancer survivors. The Cancer Journal, 18(2), pp.132–140.
Sklenarova, H., Krümpelmann, A., Haun, M.W., Friederich, H.C., Huber, J., Thomas, M., Winkler, E.C. and Herzog, W., 2015. When do we need to care about the caregiver? Supportive care needs, anxiety and depression among informal caregivers of patients with cancer. Supportive Care in Cancer, 23(10), pp.3001–3009.
Stenberg, U., Ruland, C.M. and Miaskowski, C., 2010. Review of the literature on the effects of caring for a patient with cancer. Psycho-Oncology, 19(10), pp.1013–1025.
World Health Organization, 2022. Cancer fact sheet. Geneva: WHO.
Yabroff, K.R. and Kim, Y., 2009. Time costs associated with informal caregiving for cancer survivors. Cancer, 115(18), pp.4362–4373.
Zarit, S.H., Reever, K.E. and Bach-Peterson, J., 1980. Relatives of the impaired elderly: correlates of feelings of burden. The Gerontologist, 20(6), pp.649–655.
Zimmermann, C., Swami, N., Krzyzanowska, M., Leighl, N., Rydall, A., Rodin, G., Hannon, B., Zimmermann, C. and Lo, C., 2014. Early palliative care for patients with advanced cancer. The Lancet, 383(9930), pp.1721–1730.
