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ABSTRACT 

Background: SA constitutes the single largest ethnic minority in the UK; however, access 

to personal computer (PC) services remains a matter of concern. Thus, this dissertation 

seeks to identify the barriers to accessing palliative care in ethnic minorities, focusing on 

SA in the UK. 

Methods: A systematic literature review was conducted. A literature search was 

conducted using online databases, including ProQuest, EBSCO, PubMed, and Google 

Scholar, to gather relevant academic sources. Search terms and keywords were entered 

into the database to access the relevant articles. After careful screening using the PRISMA 

tool and a review of the research articles, 14 articles were included in this systematic 

review. 

Results: Thematic analysis of these 14 studies revealed four key themes and sub-themes. 

It was identified that three factors serve as barriers for the SA population when accessing 

PC services: acceptability, approachability, and adjustability. Acceptability includes the 

roles of culture and religion, family and religion, language barriers, and lack of knowledge 

or awareness. Approachability factors that serve as barriers include socioeconomic 

factors, racism, and low referral rate. Adjustability includes avoidance and lack of 

continuity of care. The fourth theme of the systematic review revolved around strategies 

to improve the acceptability, approachability, and adjustability of the SA population in the 

UK. 

Conclusion: The findings of the study thus underscore the need to make PC more 

accessible and address the barriers faced by the SA community. It highlighted the 

differences that exist in accessing PC by different ethnic groups, including the SA 

community in the UK. Thus, this study calls for immediate actions to be taken by the 

government and policymakers to achieve equity in care and ensure that SA in the UK, like 

their White counterparts, can die more comfortably and peacefully. 
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CHAPTER 1: INTRODUCTION AND BACKGROUND 

1.1. Introduction 

The World Health Organization (WHO) emphasizes the need for culturally 

appropriate development of Palliative Care (PC) services to meet the needs of the global 

population (Sepúlveda et al. 2002). Consequently, researchers and practitioners have 

directed their attention to the removal of barriers to PC, particularly for ethnic minorities 

and other populations with different cultural and demographic backgrounds (Periyakoil et 

al. 2016; Nelson et al. 2023; Broom et al. 2013). 

The following highlights that gaps in access to PC among ethnic minorities remain 

a major public health concern in the United Kingdom, as ethnic minorities continue to be 

locked out from such service delivery. Ethnically, the largest group is South Asian (SA) 

residents in the UK, who routinely complain about healthcare services in the area 

(Venkatasalu et al. 2013). Several barriers have been identified in the literature, including 

those pointed out by Jones et al. (2024) and Hawley (2017) regarding this population's 

access to PC. Some of the barriers include language, cultural and religious factors, and 

systematic issues of the health care system. 

According to Faull and Blankley (2015), PC can be described as a specialized 

service geared towards promoting the well-being of patients with terminal diseases 

regarding their physical, emotional, and spiritual welfare. It is performed through relief of 

suffering and pain by correct identification, evaluation, and control of the symptoms. A PC 

is provided by a team of specialists across hospice, hospital, and community care, 

including employees in general practice (NHS, 2022). 

According to a previous study, globally, there are approximately 56. Eight million 

people require PC every year, but only 14 per cent of these people receive PC. In the UK 

even with various attempts to enhance the quality of care that patients receive it is 

projected that one hundred thousand patients who could potentially benefit from PC never 

get to access such services before they succumb to death (UK Parliament, 2022). This 

means that ethnic minority groups, especially SA, have a restricted inability to participate 

in different activities that would enhance their access to healthcare services. 

Providing PC is essential because it ensures comprehensive support that improves 

the quality of life of patients with terminal illness (Radbruch et al. 2020). As mentioned in 
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the WHO (2019) document on “PC” it is the explicitly recognized human right of every 

individual and must be provided through integrated and person-centred health services. 

Moreover, PC ensures that patient suffering is significantly reduced through early 

identification, proper assessment and treatment of painful symptoms, and catering to the 

mental well-being of patients (Boston, Bruce, and Schreiber, 2011). Additionally, it 

addresses the practical needs of families/carers and provides bereavement counselling 

as a way to offer support to grieving members. A study conducted by Temel et al. (2010) 

also revealed that patients who received PC showed promising outcomes, including 

improved symptom management, fewer chances of hospitalization, and higher family and 

patient satisfaction (Temel et al. 2010). The 2021 UK Census has established that the UK 

has become more ethnically diverse than ever, with almost 18% of the entire population 

belonging to the Black, Asian, Mixed or other Ethnic (BAME) minority groups (Diversity 

UK, 2022). The SA population is the largest BAME group, representing 3% of the entire 

BAME population, which is equal to 141,000 (ONS, 2022). 

Figure 1 Ethnic group distribution in the UK (Source: ONS, 2021) 

According to the London Government (2022), “BAME is an acronym used to define 

all ethnic groups, except White ethnic groups. It does not relate to country, origin, or 

affiliation.” However, as mentioned previously, the largest BAME group in the UK was the 

SA population. Despite such a larger population, not much has been done to ensure that 

this SA cohort receives equitable healthcare services in the UK. Research also supports 

that SA in the UK faces significant differences in accessing PC services (Johnson et al. 

2013). The most common barriers found to be the major reasons for the lower engagement 
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of the SA community with PC include socio-demographic characteristics, health literacy, 

cultural values, religion or spirituality, negative experiences with the healthcare system, 

and cultural values (Hong et al. 2018). Similarly, Mohammed et al. (2017) also suggested 

that among certain minority ethnic communities, such as SA, people tend to care for their 

family members longer than any other community because of the implied moral duty or 

sense of responsibility. Ventakalasu et al. (2013) explained that those who identify as 

members of the SA ethnic group feel that they have an ethical or moral duty to care for 

and respond to the needs of the deceased, which contradicts their beliefs. It is critical to 

address these disparities and improve public literacy (Kings College London 2024). 

This research seeks to understand and address these barriers through a 

qualitative systematic review that incorporates the viewpoints of SA, their families, and 

healthcare providers. This research also focuses on inequalities in the healthcare system 

in the UK and barriers such as language, culture, and socioeconomic factors that make 

access difficult for these minorities. Murray et al. (2015) suggest that understanding and 

addressing these language, culture, and socioeconomic barriers is essential for improving 

access to PC services and enhancing the quality of life for all irrespective of their 

characteristics. 

1.2. Background and Current Context 

1.2.1. Ethnic Minorities 

Aker et al. (2023) define the term ethnic minorities as “a group of individuals within 

a community which has different cultural or national traditions from the main population. 

As mentioned above, the UK is home to approximately 18% of ethnic minorities. However, 

this research focuses on SA in the UK and the barriers they encounter when accessing 

PC. “SA trace their origins to South Asia or the Indian subcontinent, which can include 

Bangladesh, Pakistan, India, Nepal, Afghanistan, and other states” (Bose and Jalal, 2022). 

According to the estimates presented by the Minority Rights Group (2022), there are 1.41 

million Indians, 1.12 million Pakistanis, 447,201 Bangladeshis, and other Asians. Another 

estimate by the Government of the UK (2024) presents a cumulative figure of 5 million SA 

in the UK. 

11 
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Figure 2 Population of the SA in the UK (Source: Minority Rights Group UK, 2022) 

1.2.2. Palliative Care 

The most common definition of PC, as provided by the World Health Organization 

(2020), is that it is an organized health service that seeks to improve the quality of life of 

patients and decrease their suffering. The commonly used methods for providing PC are 

timely and quick detection of symptoms and effective management (Teoli et al., 2019). 

This duty of managing symptoms is fulfilled by the interprofessional team, comprising 

nurses, doctors, social workers, chaplains, and psychologists. This inter-professional team 

manages the physical, psychological, and spiritual needs of patients with terminal or life-

limiting diseases (NHS, 2022). Brighton and Bristowe (2016) also support that PC must 

be patient-centred and should not be limited to the patient but must also focus on the 

needs of the families/carers and be considerate of their sufferings and burdens. 

However, PC is not readily available to the entire population. SA in the UK 

continues to struggle to access specialized healthcare services for several reasons. 

Hawley (2017) cited language barriers, cultural values, education, geography, and 

sociodemographic characteristics that limit or prevent the access of the SA community to 

quality end-of-life care. This decreased access to PC services for SA patients can result 

in increased suffering due to unmanaged symptoms, untreated pain, and psychological 

distress (Greenwood et al. 2015). Moreover, it can also lead to increased use of 

emergency rooms, intensive care services, and hospital admissions, ultimately increasing 

healthcare costs. Furthermore, it also increases ethical dilemmas for family 

12 
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members/caregivers between pursuing aggressive and invasive treatment and focusing 

on quality of life and comfort (Murray et al. 2015). 

1.2.3. Barriers to Accessing Palliative Care 

Research has highlighted the multiple barriers that SA in the UK face when 

accessing PC services. These barriers are categorized into cultural and religious, 

language, and systemic challenges. 

Cultural and Religious Challenges 

Jones et al. (2021) found that cultural practices and beliefs upheld by the SA 

community prevented them from receiving end-of-life care. Religious beliefs significantly 

influence decisions on pain management, hospice utilization, and withdrawal of life-

sustaining treatments. In addition, end-of-life care is a taboo topic under certain religions, 

which hinders open discussion of these topics (Williams and Johnson, 2010). A majority 

of SA, particularly those with limited education, prefer traditional medicine over Western 

medical services, thus further hindering PC services (Koffman et al., 2014). 

Language Challenges 

Differences in language serve as a significant obstacle for SA in the UK because 

they are not able to communicate their medical information to care providers. According 

to the Office for National Statistics (2022), there are approximately 291,000 individuals 

whose main language is Punjabi, 270,000 speak Urdu, 199,000 speak Bengali, and 

189,000 speak Gujarati. Similarly, care providers are unable to understand the information 

communicated to them, creating a significant communication gap, thus affecting informed 

decision-making and understanding of treatment options for people of SA ethnicity 

(Jadhav et al., 2020). Not having a representative of this language group within the PC 

service makes it difficult for the SA community to access the service and communicate its 

needs to health professionals. 

Systemic Barriers: 

Systemic issues, including institutional racism, inequalities in the access and 

delivery of healthcare services, lack of cultural representation in PC services, and 

socioeconomic disadvantages are also significant barriers to SA (Johnson, 2013). In 

addition, discriminatory attitudes, unconscious bias, and culturally insensitive practices 

decrease the willingness of ethnic minorities, particularly SA, to access PC services. 

Similarly, Bowers et al. (2022) suggested that the economic position of individuals 

13 
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belonging to the SA community also makes it difficult for them to access the necessary 

care for their terminal illnesses. Consequently, many people belonging to the SA ethnicity 

are forced to work in lower professions; thus, they do not earn enough to pay for such 

specialized services. 

1.3. The Current Context of Palliative Care Access for Ethnic Minorities in the 

UK 

The continued emphasis on equality and justice in the field of medical science has 

led to the acknowledgement of access problems faced by the SA community in the UK. 

Additionally, recent research on the topic also highlighted the common disparities that 

people of SA ethnicity in the UK face regularly. For example, a study conducted by Evans 

et al. (2021) revealed that SA patients are less likely to receive a referral to a PC service 

by care providers as compared to the white population. This disparity exists because most 

healthcare providers do not understand the cultural needs of this population and may 

misinterpret their needs because of language barriers. Often this lack of referral or delayed 

referrals to PC results in poor healthcare outcomes and less effective symptom 

management (Shabnam et al., 2020). Similarly, Hossain et al. (2022) found that ethnic 

minorities, including SA, in PC settings report high levels of unmet needs. These unmet 

needs include inadequate pain management, insufficient emotional support, and a lack of 

culturally appropriate care. This highlights the need for a tailored PC service for minority 

groups, including SA. 

1.4. Rationale or Problem Statement 

Disparities in access to PC for SA in the UK have become a public health concern 

(Barnato et al., 2009). Evans et al. (2021) also supported that ethnic SA despite their large 

population size are the most underrepresented population in PC services. They are also 

those whose needs are most frequently ignored due to language barriers and a lack of 

culturally appropriate care. Recent research on the topic has highlighted language, 

systemic barriers, and cultural and religious factors responsible for the 

underrepresentation of this subgroup. However, there remains a lack of comprehensive 

studies that fully explore the challenges and issues faced by SA from their perspective 

and that of their families and healthcare providers (Age, 2021). This lack of understanding 

makes it difficult to develop effective strategies that address these barriers and ensure 

that every member of the population receives quality PC. Gardner et al. (2018) suggested 
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that this knowledge gap gives rise to health inequalities and challenges justice and the 

principle of fairness within society. 

1.5. Research question 

What are the different barriers and their role in accessing palliative care for ethnic 

minorities, particularly South Asians, in the UK? 

1.6. Research Aim 

This research aims to conduct a comprehensive systematic literature review to identify 

and determine the barriers and their role in limiting access to palliative care among 

South Asian (SA) ethnic minorities in the UK. It also seeks to address gaps in existing 

evidence and provide recommendations to improve healthcare equity and outcomes for 

these populations. 

1.7. Research Objectives 

The primary objective of this research is to explore and analyse the barriers that ethnic 

minorities face in accessing palliative care in the UK. This study aims to: 

1. To explore and evaluate the barriers that limit access to palliative care among 

South Asians in the UK, including language barriers, cultural and religious 

differences, and socioeconomic challenges. 

2. Analyse how family factors, cultural factors, and spirituality affect the decision-

making process related to PC in the SA population. 

3. This study provides evidence to fill the gap in current knowledge and provides 

recommendations for policy and practice changes to improve PC access for the 

SA population. 

4. To provide evidence-based strategies aimed at overcoming these barriers, 

improving healthcare accessibility, and enhancing equity in palliative care for 

South Asian ethnic minorities in the UK. 

1.8. Summary 

Receiving end-of-life care is an explicit right for every person and offers significant 

advantages to people with terminal or life-limiting illnesses. Despite this, ethnic minorities, 

including the SA community, face several barriers to accessing PC in the UK, such as 

language, cultural and religious, and systemic challenges. Thus, this study seeks to 
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understand these challenges from the viewpoint of the minority population, focusing on 

SA, their families, and healthcare providers, and recommends strategies to address and 

mitigate these challenges. The literature on this topic is discussed further in Chapter 2. 
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Chapter 2: Literature Review 

2.1 Introduction 

This chapter presents an overview of the existing literature on the topic “How do 

barriers faced by SA in the UK affect their access to PC services?” to provide background 

and context for the research being conducted. The search terms and keywords used in 

the search are listed in Table 2. This helped the researcher understand the research that 

had already been conducted on the topic and the existing literature gaps that needed to 

be filled. Randolph (2019) also added that literature reviews help readers understand the 

relevance of research and where it fits in the current body of knowledge. 

This chapter explains the role of ethnicity in limiting access to PC among SA in the 

UK. It is then followed by an exploration of the variety of challenges or barriers that limit 

minority ethnic communities, particularly SA, from accessing PC services in the UK. This 

chapter also presents a summary statement on the gaps identified in the existing body of 

knowledge and how this study seeks to fill them. 

2.2 Ethnicity and Palliative Care in the UK 

Several studies have highlighted inequalities in the provision and delivery of PC 

for those belonging to minority ethnic communities (Bajwah et al., 2021; LoPresti et al., 

2016; Ornstein et al., 2020). However, these ethnic minorities are more likely to experience 

poor health than their white counterparts in the UK (Raleigh, 2023). This highlights the 

failure of the healthcare system in the UK to fulfil the delivery of equitable healthcare 

services, including PC, to ethnic minorities such as SA. In comparison, researchers such 

as Smith and Brawley (2014) and Walshe et al. (2009) often attribute this unequal access 

to be a product of cultural or religious characteristics rather than systemic errors in UK 

healthcare. Regardless of the probable cause, there is consensus that certain ethnic 

minorities in the UK, including SA, do not have equal access to PC services. 

The report presented by Calanzani, Koffman, and Higginson (2013) on “Palliative 

and End-of-Life care for BAME in the UK” revealed that cultural and ethnic differences 

influence patterns of illness experiences, healthcare-seeking behaviour, and the utilization 

of healthcare services in the UK. Venkatasalu, Arthur, and Seymour (2013) found that SA 

are among the ethnic groups that report the lowest uptake of palliative or end-of-life care 

services in the UK because of a lack of awareness, lack of referrals, lack of information, 

negative experiences with healthcare services, structural racism, and conflicting ideas or 

17 
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views about hospice care. Despite this, Clarke et al. (2021) argued that the extent to which 

SA has been ignored in the provision of equitable PC cannot be determined because 

research on PC has not traditionally engaged with problems such as ethnicity, race, and 

racism. However, Evans et al. (2012) proposed that there is a proven under-use of end-

of-life or PC services among ethnic minorities, such as SA. 

A study conducted by Wilkinson et al. (2014) to understand how ethnicity impacts 

PC services utilisation in the UK revealed that ethnicity significantly influences the 

experiences and outcomes of SA patients when accessing PC services. They further 

elaborated that cultural beliefs, norms, and practices contribute to how certain ethnic 

groups, including SA, perceive and utilize PC services. Venkatasalu et al. (2014) also 

supported that SA culture is characterised by deeply ingrained family values and systems, 

a male-dominated society, preferences for alternative therapies, and religious or moral 

obligations to care for older people which influences and determines their health-seeking 

behaviour. 

In contrast, Bajwah et al. (2021) conducted a service evaluation study of two 

London hospitals providing PC services to examine the association between ethnicity and 

socioeconomic deprivation with the timing of PC referral. A total of 334 patients were 

included in the study, of which 119 were from non-White ethnic groups, including 26 SA 

and 77% black. The findings revealed no relationship between ethnicity and the timing of 

PC referral. However, there is an association between socioeconomic deprivation and PC 

referrals. One probable cause of the difference between the findings of Wilkinson et al. 

(2014), Evans et al. (2012), and Bajwah et al. (2021) is that the study is limited in the 

selection of patients, that is, the participant groups were unequal. Of the 334 patients who 

were non-white, the limited sample size did not represent the entire population. 

Nevertheless, Bajwah et al. (2021) successfully highlighted one important aspect 

not often considered when researching access to PC services among SA. Research has 

also supported a close link between socioeconomic deprivation and access to PC services 

(Bowers et al., 2022). According to statistics published by the UK government, the 

combined Bangladeshi and Pakistanis have the highest rate (33%) of economic inactivity, 

which limits their ability to acquire appropriate and timely PC services. Another study 

conducted by Coupland et al. (2011) found that the socioeconomic characteristics of the 

SA community in the UK are major barriers to accessing PC. These socioeconomic 
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characteristics include limited educational achievement, limited employment 

opportunities, high rates of unemployment, and lower income than their Caucasian 

counterparts. Thus, Bowers et al. (2022) and Coupland et al. (2011) asserted that although 

there may not be a direct link between ethnicity and access to PC services, there exists 

an intersectionality between ethnicity and socioeconomic conditions in healthcare excess. 

This indirect link limits individuals from ethnic minority backgrounds, specifically SA, to 

experiencing socioeconomic challenges that limit their access or willingness to access PC 

services. 

2.3 Challenges Limiting Minority Ethnic Communities, Particularly SA, from 

Accessing Palliative Care Services 

The challenges, widely quoted in the literature, faced by the SA community when 

accessing PC, include religious and racial discrimination, cultural insensitivity, lack of 

information, an unfavourable attitude towards PC, and difficulty discussing life and death 

(Evans et al., 2012; Markham et al., 2014; Redman et al., 2008; Frank Harkin and Curie, 

2013; Bajwah et al., 2024). Another study conducted by Brown et al. (2013) also showed 

similar results that SA in the UK hurts PC and life-sustaining treatment due to their 

religious and cultural affiliations as compared to the white population. Similarly, Clarke et 

al. (2019) regarded cultural associations, lack of education, inclination towards traditional 

medicine, and language or communication disparities as barriers limiting the access of 

ethnic minorities, specifically the SA community, to PC services. 

2.3.1 The Perception of Health and Illness among SA 

The perception of health and care among the SA population is contaminated by 

several factors, including religious affiliations, negative attitudes towards healthcare 

professionals, lack of trust in the healthcare system, alternative therapies, unhealthy 

decision-making styles, and family values (Lucas, Murray, and Kinra 2013). Many 

individuals belonging to SA culture believe that they are morally and religiously obliged to 

care for sick or older people, and an inability to do so makes them feel guilty and sad 

(Palmer et al., 2007; Patel et al., 2015). For SA Muslims, both life and death and trials 

from God test humans, thus placing their trust in God to treat their illness and give them 

health. Similarly, SA Hindus also believe that they must live their lives by the teachings of 

their dharma to avoid any illness, suffering, or pain (Patel et al., 2015). Owens and 

Randhawa (2014) argue that this “fatalistic approach” often contributes to their decision to 

not access PC services. On the other hand, Dosani et al.’s (2020) observational study 
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explored the perception of PC among the SA population through semi-structured 

interviews and survey questions. The main exploratory findings of the study were: (i) 

different attitudes towards talking about death; (ii) an equal emphasis on minimizing pain 

and suffering and maximizing comfort; (iii) lack of knowledge about PC; and (v) that faith, 

spiritual beliefs, and cultural values do not necessarily hinder the acceptance of or access 

to PC services. 

2.3.2 A Preference for Traditional Medicine 

Ethnic minorities, particularly the SA community, prefer to use traditional medicine 

or health practices. Campbell and Amin (2014) found through their qualitative study that 

ethnic minority populations value traditional rituals and medicine. They suggested that 

traditional healers should be incorporated into PC services because they can offer 

appropriate spiritual, cultural, and psychological care. The choice to opt for traditional 

medicines is often influenced by family members, negative attitudes towards PC, prior 

experiences, socially reinforced beliefs, and the feasibility of using these practices, such 

as less cost and hassle (Evans et al., 2011; Griffiths et al., 2001). Moreover, the use of 

religious rituals in traditional medicine further strengthens faith in these practices, such as 

the recitation of specific “dua” or verses to seek healing and protection for physical illness 

and spiritual afflictions (Cain et al., 2018). 

2.3.3 Language or Communication Barrier 

The SA community in the UK mainly speaks Bengali, Urdu, or Punjabi, based on 

their national affiliation (Greenwood et al., 2015). Many of the older people in this 

community do not have a strong grip on English, which makes it challenging for them to 

effectively communicate their problems or needs. According to Hawley (2017), this 

language barrier leads to misunderstandings between patients and healthcare 

professionals regarding treatment options, difficulties in expressing concerns and 

symptoms, and challenges in comprehending medical information. Wilkinson et al. (2016) 

also regarded the language barrier as a major issue concerning PC for ethnic minorities. 

Moreover, Gunaratram et al. (2007) and Worth et al. (2009) asserted that language and 

communication barriers experienced by ethnic minorities in PC services put them at risk 

of inadequate or inefficient end-of-life care. Morton et al. (2016) further ascertains that the 

reason why this language barrier is not widely acknowledged and addressed in the 

healthcare system of the UK is that most of the research about the quality of end-of-life 

care is conducted with English-speaking and White populations. One of the participants, 
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a care provider, recruited in Wilkinson et al. (2016) study responded: “Most of the ethnic 

minority participants will not be regarded as eligible for quality of PC studies because they 

won't agree to end of life care,. Or if they have, they can’t speak to, they’re not articulate 

enough to get into that conversation, or they won’t…..it’s not a cultural thing apart from the 

language.” 

2.3.4 Decision-Making 

In the SA community, decisions about seeking care, engaging with PC services, 

and adhering to treatment recommendations are often determined by cultural beliefs and 

norms, family dynamics, religious practices, and social structures or support networks 

(Shabnam et al., 2020; Dosani et al., 2020; Owens and Randhawa, 2004). Worth et al. 

(2009) suggested that individuals belonging to SA communities prefer collective decision-

making involving family members, which contrasts with the individual autonomy practised 

in Western culture. Thus, their decisions about their own health are based primarily on 

what others think and would do in a similar situation rather than their own needs and views. 

Ventakalasu et al. (2013) believed that this cultural dissonance leads to a 

misunderstanding between healthcare professionals and patients/families, thus affecting 

the appropriateness and quality of PC provided to the SA population. 
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Table 1 Summary of Themes Found in LiteratureConclusion 

To conclude, a systematic review of the literature already available on the chosen 

topic highlights that ethnic minorities face disparities when accessing PC services. SA are 

among the ethnic groups with the least uptake or usage of PC services due to the 

challenges or barriers they encounter. These barriers include, but are not limited to, 

cultural associations, lack of education, inclination towards traditional medicine, language 

or communication disparities, and collectivistic decision-making. 
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CHAPTER 3: METHODOLOGY 

3.1. Introduction 

This chapter outlines the methodology adopted to conduct this research on the topic 

of “understanding the barriers to accessing PC among ethnic minorities, focusing on SA 

in the UK.” It includes a description of the research design, including the inclusion and 

exclusion criteria, and the search strategy adopted to identify the relevant literature 

available on the selected topic. This chapter also includes details of the data extraction 

and synthesis procedure, the quality assessment tools used, and the strategies employed 

to address potential biases. Kazdin (2016) suggested that a structured methodology is 

essential to ensure that the research findings are reliable, valid, and comprehensive. 

3.2. Systematic Literature Review (SLR) 

A literature review is a general and sometimes informal survey of the literature on a 

given topic as an initial step in understanding a topic or developing a conceptual 

framework (Lame, 2019). Systematic reviews are a formal and well-defined approach to 

systematically answer well-defined research questions with minimal bias and thus provide 

a sound evidence base for decision-making (Purssell and McCrae, 2020). This systematic 

review aimed to reduce bias and inclusively identify all studies that address the barriers to 

access to PC among the SA population in the UK. Subsequently, by having stringent 

Inclusion and Exclusion criteria and critically evaluating the quality of the studies included 

in this review, the review not only provides valid conclusions but also a clear picture of the 

multiple and diverse nature of these barriers. It is also crucial to produce clear and 

concrete recommendations that can be used to guide policy and practice, thus laying the 

necessary groundwork for tackling healthcare inequality among this group of people. 

3.3. Search Strategy 

Aromataris and Riitano (2014) defined search strategy as an organized structure 

of search terms and keywords used to identify relevant literature from a database. It 

combines the key concepts of a search question to obtain the most accurate results. For 

this systematic review, a comprehensive search strategy was developed utilizing the 

“PICO” tool to identify the components to be included in the research question and identify 

alternative words that may be required for a more comprehensive search (Refer to Table 

1). This PICO tool would also facilitate the development of eligibility criteria, which is an 

essential aspect of PRISMA (2009). 
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Table 2 PICO Table 

The rationale why the PICO framework is used instead of PEO (Population, 

Exposure, and Outcome) is that it is applied only when assessing an exposure or risk 

factor that may or may not have an impact on the outcome (Butler, Hall, and Copnell, 

2016). However, this review focuses on identifying barriers to accessing PC among ethnic 

minorities, specifically SA. Hence, exposure to specific interventions or comparisons 

between interventions are not central to the research question. Thus, the PICO framework 

was deemed more appropriate for defining the search parameters and guiding the 

systematic review process. 

3.4. Search terms 

Search terms are defined as specific words or phrases or combinations of words or 

characters that are entered into search engines to specify a particular thing that needs to 

be searched on a database (Aromataris and Pearson). They are the essential element in 

a search strategy that helps to systematically identify relevant literature. According to 

Smith et al. (2011), search terms balance the specificity and breadth of the search and 

improve the reliability and quality of the systematic review. 

Also, the use of synonyms is also important while searching for the literature 

because different authors utilise different terms to explain a similar concept (Westgate and 

Lindenmayer, 2017). Booth et al. (2016) also supports that including synonyms in the 

search process increases the chances of retrieving more relevant studies and enhances 

research inclusivity and thoroughness. 

24 



  
 

 
 

         

         

          

     

      

       

            

       

          

      

           

 

   

  

        

         

        

      

       

       

      

      

Student Number 

Through the PICO tool, it was identified that the “population” of interest in this 

current research was ethnic minorities, particularly SA residing in the UK. This was chosen 

to limit the scope of this study since ethnic minorities is a broad term. Additionally, the 

word “Asians” was included in the search term because this would help capture relevant 

studies that used different terms to define the SA population. The facet analysis also 

included other terms (Refer to Table 2). The “intervention” was identified as access to PC. 

Within the facet analysis, the word “end-of-life” care was also used as a MeSH term, as 

these are two words used interchangeably. Since “comparison” is not applicable to the 

research, the “outcome” of interest was the identification of barriers or challenges. To 

summarise, the research question developed seeks to focus on ethnic minorities, 

particularly, SA and the challenges or barriers they face in accessing PC in the UK. 

Table 3 Facet Analysis for Database Search 

3.5. Databases 

A literature search was conducted using online databases, including ProQuest, 

EBSCO, PubMed, and Google Scholar, to gather relevant academic sources. The reason 

for selecting these databases is that they provide access to extensive literature related to 

healthcare and social sciences. As per Booth (2016), searching multiple databases is 

important for conducting comprehensive literature. This also ensures a broader coverage 

of articles and reduces the risk of missing relevant studies. 

These relevant databases are essential for searching and getting access to peer-

reviewed research articles, books, conference proceedings, and other academic sources. 
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Incorporating this diverse range of evidence is essential to enhance the credibility and 

reliability of the findings (Cooper et al., 2018). Therefore, this research, to identify and 

understand the differing perspectives of ethnic minorities related to the challenges in 

accessing PC, has searched different aspects on different engines. Such as, PubMed was 

used for medical literature, EBSCO for nursing and allied health, ProQuest for 

psychological aspects, and Google Scholar for interdisciplinary coverage. This was done 

to ensure that all the relevant articles are accessed, and the review has enough depth and 

breadth to achieve its developed research question. 

The databases were all searched for studies that were published from 2010 to 

2023 to include the most recent data available on the topic since healthcare in the UK is 

undergoing rapid changes. Boolean operators “OR” and “AND” were used to combine 

search terms and keywords to further facilitate the search process. Only papers written in 

the English Language were considered and included to ensure clinical relevance for each 

database (Cooper et al., 2018). 

3.6. Inclusion/Exclusion Criteria 

According to Smith et al. (2011), inclusion criteria in research are the characteristics 

that the studies must possess to be included in the review. Exclusion criteria are those 

characteristics that disqualify prospective studies from being included in the study. Snyder 

(2019) suggested that inclusion and exclusion criteria are important because they set 

boundaries for the review and reduce the chances of ambiguity. The inclusion and 

exclusion criteria developed for this research is demonstrated in Table 3. 

Table 4 Inclusion and Exclusion Criteria 
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3.7. Data Evaluation 

The obtained data was evaluated using the CASP checklist for qualitative searches as 

part of this systematic literature review. The rationale for using this tool is to ensure that 

all the articles selected and included in the study are of optimum quality and do not 

contaminate the authenticity and validity of the findings (Long et al., 2022). Also, this tool 

can provide a basis for allocating numerical scores to the study to quantify the quality of 

the study, especially during study selection (Buccheri and Sharifi, 2017). 
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3.8. Search Results 

Identification of studies via databases and registers 
Id
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Records identified from* 

databases 

ProQuest (n= 3,237) 

EBSCO (n= 170) 

PubMed (n= 11,397) 

Google Scholar (n= 9,870) 

Records removed before 

screening: 

Duplicate records removed (n 

= 24,482) 
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Records screened 

(n = 192) 

Reports sought for retrieval 

(n = 129) 

Full- text Articles assessed for 

eligibility (n= 61) 

Records excluded** 

(n = 63) 

Reports excluded after reading 

title and abstract (n= 68) 

Reports excluded: 

Reason 1 Incomplete 

methodology (n = 16) 

Reason 2 Incomplete Findings (n 

= 20) 

Reason 3 Quantitative research 

(n = 11) 
Studies included in review 

(n = 14) In
c

lu
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e
d

Prisma flow chart 
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The search for relevant studies started with entering search words and key terms in 

the search engine, which led to the identification of 24,674 studies. To narrow the search 

keywords, including “SA” “UK” “Palliative OR End-of-Life care” are inserted. Furthermore, 

the inclusion and exclusion criteria were also applied, and Boolean operators were used. 

This decreased the number of hits to 192 articles. Initially, the search was only conducted 

using ProQuest and EBSCO; however, the inability to find articles that are relevant to the 

topic and fulfil the eligibility criteria caused the researcher to use PubMed and Google 

Scholar. Of these 192 articles, 63 were excluded because they were either conducted in 

countries other than the UK or focused extensively on the BAME community instead of 

SA. The use of such studies might have caused the research to lose its focus and also 

affected the overall validity of the findings. Also, as the healthcare systems differ across 

countries, it would not have been a suitable comparison. The remaining 129 articles were 

scanned for their titles and abstracts, and all studies that did not include the SA community 

in their studies were excluded. Also, opinion papers were discarded, and the rest 61 

articles were fully screened out of these 16 were not included because either they had a 

missing methodology or used systematic review as their methodology, which could not be 

incorporated in the study. Moreover, the other 20 studies did not have a clear statement 

of findings and 11 used a quantitative methodology. Thus, only 14 studies were identified 

and used in this systematic review. These 14 studies were independently reviewed by two 

reviewers who screened the studies for relevance and extracted data. 

3.9. Ethical Considerations 

In research, ethics are defined as the principles that ensure that the participant's rights 

and confidentiality are protected as well as the integrity of the findings (Farrimond, 2017). 

Since the study has utilised a systematic literature review methodology it does not require 

ethical approval. However, it was still ensured that all the studies included had undergone 

ethical approval before publication. Moreover, only those studies were chosen that 

adhered to the ethical research standards, including informed consent and ethical 

treatment of participants. In addition, since avoiding bias is essential, it was ensured that 

the included studies have a reproducible and transparent methodology and are not based 

on personal preferences or conflicts of interest. 

3.10. Chapter Summary 

In this chapter, the systematic review laid the foundation by defining the PICO 

framework, outlining search strategies across multiple databases, and adhering to 
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rigorous inclusion criteria. Ethical considerations were also paramount in selecting studies 

that had undergone ethical approval. The next chapter will delve into the findings extracted 

from the included studies, focusing on identifying and synthesizing literature available on 

accessing PC among ethnic minorities in the UK. 
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Chapter 4: Data Extraction and Evaluation 

4.1. Introduction to the Chapter 

This chapter seeks to present the collected information about the studies in a table 

format to summarise them and make them easy to compare. For this purpose, this chapter 

of the dissertation includes an evidence table that provides detailed information about 

each study included in the systematic review and a summary table that gives an overview 

of the findings. Alongside this, the chapter provides a brief introduction to the critical 

appraisal and quality assessment tools used to appraise the research paper and also 

highlights its importance, strengths, and limitations. 

4.2. Data Extraction 

The simple definition of data extraction is “the process of retrieving or collecting 

different types of data from several sources, many of which may be completely 

unstructured or poorly organized” (Jonnalagadda, Goyal, and Huffman, 2015). Through 

data extraction, the researcher attempts to consolidate, process, and refine data so it can 

be stored in an appropriate location to be transformed. According to Schmidt (2021), in a 

systematic review, data extraction is about capturing the essential characteristics of the 

included studies in a standardized and structured form. This extraction of data is important 

for assessing the risk of bias in individual studies and synthesizing their findings (Refer to 

Appendix A for the data extraction table). 

4.3. Critical Appraisal and Paper Quality Assessment 

Tod, Booth, and Smith (2022) define critical appraisal as a process of carefully and 

systematically examining a research or article to judge its value, relevance, and 

trustworthiness in a specific context. Systematic literature reviews that use various 

databases to find relevant research articles to be included can result in an overwhelming 

number of results, which can have different qualities. The process of critical appraisal 

reduces the burden on the researcher and allows them to focus on those studies, 

research, or articles that are the most relevant to their developed research question 

(Schmidt, 2021). This allows the researcher to utilize research evidence more efficiently 

and reliably to achieve the study's aims. Patel et al. (2022) further provides that critical 

appraisal ensures that the evidence used to support or negate the claims is of high quality. 
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4.4. Critical Appraisal Tool 

Unlike other tools, a critical appraisal tool is described as a systematic instrument 

developed to examine and assess the reliability and quality of a research paper (Schmidt, 

2021). It helps clinicians, researchers, and professionals to evaluate the relevance, 

credibility, and validity of research findings by carefully examining different aspects of the 

study, including its methodology, results, and potential biases (Crowe and Sheppard, 

2011). Aside from this, other methods can be employed to critically appraise the rigour of 

the included studies in a systematic review. This includes the risk of bias tools such as 

ROBINS-1, Cochrane Risk of Bias tool, and GRADE tool. These tools are designed to 

examine the individual strengths of the studies (Todd et al., 2022). However, it is important 

to acknowledge that there are several tools available to appraise research evidence; 

however, it is crucial to choose the right appraisal tool. This is because different tools are 

tailored to evaluate different types of studies, such as quantitative studies, randomized 

controlled trials, systematic reviews, and observational studies (Tod et al., 2022). Using 

the right critical appraisal tool ensures a relevant and thorough evaluation, leading to more 

precise interpretations and informed decision-making (Long et al., 2020). The right critical 

appraisal tool is expected to assess the appropriateness of a research design, and rigour 

of the methodology, identify potential biases, assess the validity of the results, and 

examine if the findings are presented and concluded (Maeda et al., 2023). Additionally, 

the critical appraisal tool is also expected to identify if the conclusions made in the 

research are supported by enough data and can be applied to real-world settings. 

4.5. Evaluation of the Studies using the CASP Tool 

As mentioned above, there are many tools or methods available to perform critical 

evaluation of studies. However, the CASP tool is used for the current systematic review 

because it is highly regarded for its comprehensive and tailored approach to evaluating 

qualitative studies (Long et al., 2020). The reason why the CASP tool is used instead of 

Joanna Briggs Institute critical appraisal tool or AMSTAR 2 too is that it is specifically 

designed to assess and address the unique aspects of qualitative studies, such as 

research aims, methods of data collection, and data analysis techniques used (Buccheri 

and Sharifi, 2017). Moreover, it helps to assess the rigour of the qualitative research by 

examining factors, including research transparency, credibility of the findings, and quality 

of the evidence used (Quigley et al., 2019). The CASP tool is well-known for its versatility; 

it appraises a range of study designs. Moreover, it has a structured framework that 
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ensures that every aspect of the qualitative study is evaluated (Long et al., 2020). 

However, one potential limitation of the tool is that it may be difficult to apply for beginners 

as compared to other appraisal tools (Harrison et al., 2017). Furthermore, the 

overemphasis on methodology sometimes overshadows other important elements like the 

study’s relevance (Young and Soloman, 2009). 

The CASP qualitative questionnaire used to critically appraise the selected studies 

consists of 10 questions, each of which is answered for each study (Refer to Appendix B). 

4.5.1 Article 1 

Clarke et al. (2023) employed a qualitative methodology to explore participants' 

stories about their access to PC. The CASP (2018) checklist for qualitative study requires 

a study to have a clear statement of the research aims. The reason is that clearly defined 

research aim and questionnaire ensure that the reader understands the goals and purpose 

of the study (Doody and Bailey, 2016). Similarly, Pruzan (2016) also supported that well-

defined aims help the researcher to stay on track and not astray during the research 

process. Clarke et al.’s (2023) study has clearly described the aim mentioned in the 

abstract as well as in the introduction section. 

Similarly, the research choice of qualitative methodology and narrative inquiry is 

appropriate and addresses the research aims sufficiently. Clarke et al. (2023), thus, 

recruited 27 participants to conduct interviews and focus groups. As per Malterud et al. 

(2016), a qualitative study must have a minimum of 12 participants to reach data 

saturation. While Creswell and Creswell (2018) suggested that any figure between 10 and 

50 is sufficient depending on the type of research and research questions. The findings of 

the study revealed several key themes, such as “Places in the healthcare system where 

people get lost, such as circular referrals, lack of continuity of care and system politics. 

Issues with treatments and decision-making; and culturally sensitive healthcare issues 

such as language barriers, preferences for healthcare provider ethnicity, experiences of 

racism, the role of faith and religion and issues relating to personal care, respect and 

dignity. 

4.5.2 Article 2 

Ventakalasu, Arthur, and Seymour (2013) conducted focus groups and interviews 

with a total of 55 older adults between 52 and 78 years. CASP (2018) asks if the data 

collected in the research addresses the research issue. DiCicco-Bloom and Crabtree 
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(2006) present that qualitative interviews allow the research to explore behaviour and 

attitudes about a particular accept in detail and ensure that there is no impartiality. 

However, Ortiz (2015) argues that while using such a methodology, the researcher must 

be aware that a lack of privacy may lead the participants to alter their perspectives and 

opinions about the research topic, which negatively affects the findings. To cater to this 

issue, Ventakalasu, Arthur, and Seymour (2013) ensured that both focus groups, and 

individual interviews were conducted in the location preferred by the participant, i.e. their 

own home, the home of a family member, or community group etc. 

The collected data was analysed using the constructivist grounded theory 

approach. CASP (2018) requires the data analysis procedure to be rigorous to ensure the 

integrity of the findings and protection against common issues, including data 

manipulation, selection bias etc. Mill, Bonner, and Francis (2006) found that a 

constructivist grounded theory approach has high ecological validity and allows one to 

discover new phenomena. On the other hand, O’Connor et al. (2018) argued that the 

findings may be subjective, and the process can be a bit complex. Two key themes 

emerged which present the perspective of SA participants towards PC. “The first theme 

‘avoidance as a cultural norm’ relates to the relative absence of discussions around death 

and dying experienced by participants. Participants were neither expected to have 

discussions about their death and dying within their family nor to assume any involvement 

in decision-making. The second theme ‘avoidance as protection’ relates to beliefs and 

experiences about the delegation of decision-making to family members.” 

4.5.3 Article 3 

Markham, Islam, and Faull (2014) conducted a study to understand why the local 

BAME communities in the UK do not use hospice services and identify ways through which 

their access to specialist PC services can be increased. For this purpose, the researchers 

conducted informal discussion groups with members of the BAME public. According to 

Murphy (2014), informal group discussions promote quick information sharing and ensure 

more honest and open discussions about difficult topics. In opposition, Burn et al. (2019) 

took a different stance and stated that informal group discussion can lack focus and 

structure, has limited generalisability, and may be difficult to analyse because of the 

unstructured nature of dialogue. Keeping in view the CASP (2018) criteria for ethical 

consideration, the researchers obtained verbal consent from the participants of the 
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discussion group members and confidentiality was assured by anonymizing all the 

extracts from discussion groups. 

The thematic analysis of the collected data revealed that among the SA population, 

the information about PC services was limited, and participants valued end-of-life care 

when informed about the services. Many participants described that they wanted to die 

with a comfortable heart. The participants also reported that the GPs in healthcare service 

often did not know or did not refer patients for further assistance. 

4.5.4 Article 4 

Moss et al. (2022), unlike others, took a different stance and used the Community 

Readiness Model to identify the barriers that influence how SA communities’ access and 

use PC services. For this purpose, ten key stakeholders working in the PC services were 

approached and recruited. Following the CASP (2018) criteria, the research aim of the 

study was presented in the abstract and introduction section. The recruited stakeholders 

were asked to fill out a questionnaire and attend a focus group discussion. 

As per Akylidiz and Ahmed (2021), focus groups in qualitative studies are effective 

because they allow the researcher to engage in deeper conversations and observe body 

language. While Gill et al. (2008) countered that focus groups are time-consuming and it 

may be difficult to engage all participants in the discussion. The themes derived from the 

thematic analysis include a lack of awareness of palliative and end-of-life care services in 

the communities, continued focus on end-of-life care planning instead of taking a holistic 

approach, poor integration of services, a need for a greater understanding of good end-

of-life care for culturally diverse communities, and a need for specific attention to what 

good end-of-life care is for different faith communities. 

4.5.5 Article 5 

Phillips and Taylor (2011) in their article outline a hospice apprentice programme 

that aims to promote and expand the use of specialist palliative and end-of-life care 

services for a SA community. The project aimed to improve health outcomes and 

community cohesion for individuals belonging to the BME community. To assess the 

effectiveness of this programme, the researchers used narrative inquiry using interviews 

and discussions. 
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Clandinin and Caine (2013) believe that narrative inquiry is useful to reveal a 

deeper understanding and unique perspectives of a situation. In contrast, Lindsay and 

Schwind (2016) implied that to effectively use narrative inquiry as a methodology the 

researcher must have a vast understanding of the topic and participants’ life experiences 

to realistically and effectively understand their opinions. CASP's (2018) checklist asks if 

qualitative research is the right methodology to be used to address the developed research 

goal. For this study, the use of narrative inquiry was accurate because it allowed to give 

voice to the marginalised people whose perspectives are often ignored and not 

incorporated (Green, 2013). It was found through the inquiry that the project improved the 

chances of recruitment for district nurses, enhanced multidisciplinary working, and laid the 

foundation for an increase in referrals to PC for the BAME community. 

4.5.6 Article 6 

Worth et al. (2009) undertook a prospective, longitudinal, qualitative study using 

in-depth interviews to examine the care experiences of SA Muslims and Sikh patients in 

Scotland with life-limiting conditions. The study also sought to understand the reason 

behind difficulties faced by this community in accessing services and how they might be 

mitigated. For this purpose, the researchers purposively selected 25 SA Sikh and Muslim 

patients, 20 health professionals, and 18 family carers. CASP (2018) requires researchers 

to elaborate on the recruitment strategy adopted. According to Rai and Thapa (2015), 

purposive sampling allows the researcher to integrate people with certain traits of interest 

or characteristics, which helps to explore the chosen scientific phenomena. 

However, a counterargument was presented by Campbell et al. (2020) that 

purposive sampling decreases generalisability and findings are only applicable to the 

sampled population. The sampling technique was appropriate in the context of the current 

research because it allowed the researcher to only integrate the population of interest, i.e. 

people belonging to a specific ethnicity. The findings of the study highlighted that most PC 

services remain inefficient in providing culturally responsive and appropriate care. Barriers 

to access include resource constraints, religious and personal discrimination, lack of 

awareness among the SA population about palliative or end-of-life care, and difficulty 

talking about death. Out of them the most vulnerable population are those who have 

recently migrated to the UK, have limited English proficiency, do not have family members, 

and dying of non-malignant diseases. 
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4.5.7 Article 7 

Similarly, Ventakalasu, Seymour, and Arthur (2013) utilised a qualitative 

methodology using focus groups and semi-structured interviews to explore the 

expectations, beliefs, and attitudes of older SAs living in East London about dying at home. 

The benefits of using this methodology, as quoted by Magaldi and Berler (2015), include 

access to reliable and comparable data, greater flexibility, and more detailed and rich 

responses. Adams (2015) analysed that semi-structured interviews are highly vulnerable 

to research bias, particularly observer bias which can lead to inaccurate and invalid 

findings. The collected data was analysed using the constructivist grounded theory. 

Although the study was highly rigorous, it failed to consider the relationship 

between the researcher and the participant. Varga-Dobai (2012) suggested that qualitative 

researchers must consider this relationship because the more trusting and closer 

relationship developed with the participant, the richer and more authentic data can be 

collected. Furthermore, Griffis et al. (2008) added that rich and authentic data reveals the 

complexities of the phenomenon under investigation. The findings of the study suggest 

that for many SA participants dying in their homeland is essential because their family 

members would be able to perform the cultural and religious rituals more openly. 

Moreover, they see their “home as a haven” where can safely practice their religious and 

cultural rituals associated with death. All in all, they believe that cultural and religious 

practices at the time of death would give them a peaceful death experience. 

4.5.8 Article 8 

Owens and Randhawa's (2004) article investigate the difficulties faced the 

professionals trying to develop “culturally competent” PC for SA patients dealing with 

cancer in the UK. For this purpose, a phenomenological methodology was devised, and 

10 semi-structured interviews were conducted with PC staff who work at home and in 

community-based settings. Eberle (2014) suggests that phenomenology is an exceptional 

method in qualitative studies to understand subjective experiences and obtain insights into 

people’s motivations and actions. 

Owens and Randhawa (2004) also justified their use of phenomenological 

methodology by stating that “this methodology is adopted to gain a detailed insight into 

the experiences of staff, and the meanings and understandings which they attach to their 

work in a culturally diverse context.” The analysis revealed that for many professionals, 

37 



  
 

 
 

    

         

          

    

   

        

           

          

           

      

            

         

  

      

         

            

       

      

      

          

   

   

       

      

         

         

          

          

      

           

      

    

Student Number 

caring for ethnic minorities demonstrated a self-critical and reflexive approach. Many 

interviewees believe that training in cultural competence is valuable but does not account 

for the emotional investments and complexities associated with caring for minority ethnic 

patients in community and domestic settings. 

4.5.9 Article 9 

Samanta, Samanta, and Madhloom (2017) employed a qualitative approach to 

explore the attitudes, beliefs, and values of SA Muslims and Hindus related to their 

perception of issues associated with end-of-life care. For this purpose, the researchers 

conducted two focus groups that lasted for two hours. A total of 12 participants were 

selected for this study; among which 6 were male and 6 were female within the age range 

of 28 and 72 years. On the CASP (2018) criteria, the ethics were carefully considered in 

the research and consent was obtained before digitally recording the discussion of the 

participants. 

Aguinis and Henle (2004) presented that Ethics is essential to protect the 

participants’ dignity and to ensure that their welfare and research are well-kept. In research 

where ethics are lapsed, it results in significant harm to human subjects, students, and the 

public which ultimately snatches the essence of human welfare from the research. The 

key concepts that emerged through the analysis of the collected data, include the key 

concepts that we elaborate upon are (a) an intrinsic right to religious and faith-based 

values at end-of-life; (b) the right to respect for freedom of religion at end-of-life; and (c) 

culture-dependent spiritual beliefs about death. 

4.5.10 Article 10 

Randhawa et al.’s (2003) article presents the findings of an exploratory study that 

assessed the role of communication in the delivery of effective and efficient PC service to 

SA living in Luton, UK. Swedberg (2020) ascertained that an exploratory study gives 

context to the research problem and helps the researcher become familiarise with the 

topic, form hypotheses, test theories, and make conclusions. On the other hand, Makri 

and Neely (2021) argued that the interpretation of the data collected from exploratory 

research can be biased and judgmental. Also, the sample size of such studies is smaller 

thus limiting the generalisability. One essential strength of the study, as per the CASP 

(2018) criteria, is this study addressed the importance of the relationship between the 

researcher and participant. 
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The participants were allowed to specify the gender of the interviewer and the 

language in which they would like the interview to be conducted. As per Varga-Dobai 

(2012), this would increase the comfort of the participants, and they would be more likely 

to share honest and true opinions. Randhawa et al. (2004) found that it was found that the 

PC services provided are, in most cases, valued and seen as being effective. However, 

as the service providers who were interviewed readily recognized, there were areas where 

improvements could be made. The main issues were found to be the need to inform SA 

populations of the availability of PC services and the need to improve communication 

between patients and service providers. 

4.5.11 Article 11 

Brown et al. (2013) used a literature review methodology to explore the interface 

between SA culture and PC for children, young people, and families. The rationale for 

using literature review as a methodology could be the fact that it allows researchers to 

identify areas that need more research and assess the current state of the topic (Snyder, 

2019). In comparison, Van Lange Paul et al. (2015) contend that literature reviews are 

vulnerable to selection bias which can affect the reliability of the findings. The researchers 

thus explored several electronic databases, including Medline, CINAHL, and ClinPSYC. 

As per Homte et al. (2022), utilising multiple search engines increases the probability of 

including many relevant studies. The findings of the literature review revealed that families 

of SA participants understand key health concepts, such as disease and health, from the 

interactions between personal experience and cultural lifestyle, including family values, 

faith, and language. 

4.5.12 Article 12 

Likewise, Turner and Flemming (2019) also conducted a thematic analysis of 

qualitative studies to synthesise all qualitative evidence on how socioeconomic factors 

affect access to preferred places of death in the UK. For this purpose, the researchers 

used multiple electronic databases, including Cochrane Library, MEDLINE, Embase, 

CINAHL, Scopus, PsycINFO, and ASSIA. A total of 12 studies were made a part of this 

literature review. The thematic analysis of these studies leads to the development of two 

key themes, human factor and environmental factor. The human factor included available 

support networks and interaction between individuals and decision-making. At the same 

time, environmental factors constitute location and resources available. Only a limited 
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number of studies directly studied the influence of socioeconomic deprivation on access 

to PC services. 

4.5.13Article 13 

Clarke et al. (2022), unlike others, focused on the provision of five key 

considerations on how data can be collected to improve the quality of research conducted 

on the link between ethnicity and PC. They presented that there is a need for improving 

ethnic group categories to capture the diversity in ethnicity and allow people to recognize 

their own identities. Secondly, the questions regarding ethnicity must be made societally 

and socially sensitive and data must be collected as infrequently as possible. Moreover, 

appropriate training and resources must be made available to the staff collecting ethnicity 

data to ensure richness in data. Furthermore, there is a need for the responsible collection 

of ethnicity data so that there is no ‘cherry picking’ and accurate representation is ensured. 

Finally, building public trust in data collection and data security must be prioritized. 

4.5.14 Article 14 

Fang et al. (2016) conducted a scoping review to explore patterns, behaviours, 

and attitudes of end-of-life care by spiritually and culturally diverse groups and identify the 

gaps in the practice and delivery of end-of-life care. Scoping reviews are largely valued 

for their ability to identify research gaps, clarify key concepts, flexibility, and inclusion of a 

wide variety of study methodologies and designs (Munn et al. 2018). However, it must also 

be acknowledged that scoping reviews may lack depth, do not include quality assessment 

of the articles thus increasing chances of risk of bias, and may lead to possible 

overgeneralization (Pham et al. 2014). The search using fourteen websites and electronic 

databases lead to the identification of several barriers and enablers. These barriers 

include cultural differences among healthcare providers, the relationship between people 

approaching end-of-life care and their family members, culturally insensitive care, 

language barriers, racial personal and religious discrimination, lack of culturally tailored 

care, and lack of awareness. 

4.6. Chapter Summary 

To summarize, data extraction and quality assessment is an essential aspect of 

systematic reviews that enhances the validity and reliability of the review’s findings. Thus, 

an appropriate quality appraisal tool, the CASP qualitative checklist, was selected and 

40 



  
 

 
 

         

   

  

Student Number 

applied on the selected articles carefully. The next chapter will discuss the findings of 

those articles in a broader context. 
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Chapter 5: Data Analysis and Evaluation 

5.1. Introduction 

This chapter presents an analysis of the obtained data from the included studies. 

It includes the details of the thematic analysis performed and the thematic analysis 

framework chosen to derive themes from the extracted data. In addition, this chapter also 

highlights the characteristics of the included studies, including the location, methodology, 

and data analysis used. Finally, it presents a detailed synthesis of the included studies; 

identifying the themes and sub-themes that emerged during the analysis. 

5.2. Thematic Analysis 

(Figure 2 Thematic Analysis Salomao, 2023). 
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Thematic analysis is a technique employed in analyzing and describing patterns 

or themes in qualitative data. It is usually used to give a comprehensive and rich 

assessment of multifaceted occurrences through participants’ processes, views, and 

perceptions (Kiger and Varpio, 2020). Apart from thematic synthesis, other approaches to 

the analysis of the qualitative data in an SLR are framework analysis, ground theory, and 

narrative synthesis (Bulmer, 2017). The rationale behind using a thematic analysis tool for 

this systematic review is that it offers the researcher flexibility and a comparatively easier 

tool to be used by a novice (Riger, and Sigurvinsdottir, 2016). However, Neuendorf (2018) 

argued that this flexibility often leads to inconsistent results; thus, it is essential to be 

vigilant while using this technique. 

5.3. Data Analysis Tool 

Braun and Clarke’s (2006) thematic framework is a structured method for 

analyzing qualitative data through six phases: Familiarization, coding, theme 

development, theme review, definition and writing. Despite its intent to offer systematicity 

of rigor and consistency it also possesses significant limitations. Some of the criticism 

levelled at it has to do with its potential to distort data by reducing them to broad themes 

and by not allowing for fine-grained analysis (Byrne, 2022). The drawback of this 

conceptual framework is that it is rigid and can be less sensitive to subtle or developing 

patterns. While the systematic approach improves the consistency, on which the 

framework is built, this proves that the framework can hinder deeper information analysis, 

which underlines the importance of the careful application of the framework and the 

consideration of the alternatives (Joffe, 2011). Other approaches to thematic analysis that 

can be used, include framework analysis, content analysis, and constructivist grounded 

theory. 

5.4. Characteristics of the Identified Studies 

All of the 14 studies were conducted in the UK (Clarke et al, 2023; Ventakalasu, 

Arthur, and Seymour, 2013; Markham, Islam, and Faull, 2014; Moss et al. 2023; Philips 

and Taylor, 2011; Worth et al., 2009; Ventakalasu, Seymour, and Arthur, 2014; Owens 

and Randhawa, 2004; Samantha, Samatha, and Madhloom, 2017; Randhawa et al., 2003; 

Brown et al., 2013; Turner and Flemming, 2019; Clarke et al., 2022; and Fang et al., 2016). 

Out of 14, 2 conducted in-depth qualitative interviews (Clarke et al. 2023; Worth et al. 

2009) while 2 used semi-structured interviews (Randhawa, 2004; Randhawa et al. 2003), 

1 used informal discussion (Markham, Islam, and Faull, 2014), 1 used focus group 
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(Samanta, Samanta, and Madhloom, 2017), 2 used focus group and interviews 

(Ventakalasu, Seymour, and Arthur, 2014; Ventakalasu, Arthur, and Seymour, 2013), 1 

employed questionnaire and focus group discussions (Moss et al., 2023), and 1 made use 

of interviews and discussions (Phillips and Taylor, 2011). The remaining four sufficed on 

using the literature review methodology (Brown et al. 2013; Turner and Flemming, 2019; 

Clarke et al., 2022) and 1 conducted a scoping review (Fang et al. 2016). 
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5.5. Emerging Themes from Included Studies 

Analysis of the included studies lead to the identification of the following themes and subthemes: 

Figure 3 Themes and Sub-Themes Identified 

Auth Themes Explored 

or 

Acceptability Approachability Adjustability Strategies to Improve Acceptability, 

Adjustability, and Affordability 

Cultur Role of Lack of Langua Socioecon Low Racism and Avoidan Lack of Making Improve Data Accommod 

e and Family Knowledg ge omic Referral Discriminati ce Continuit Palliative communic Collection ating faith-

Religi Membe e or Barrier Factors s on y of Care care more ation and bases 

on rs Awarenes culturally Research values 

s tailored 

Clarke Yes No No Yes No No Yes No Yes Yes No No No 

et al. 

(2023) 

Ventak Yes Yes No Yes No No No Yes No No No No No 

alasu, 

Arthur, 

and 

Seymo 

ur 

(2013) 

Markh 

am, 

Yes Yes Yes Yes No Yes No No No No No No No 
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Islam, 

and 

Faull 

(2014) 

Moss 

et al. 

(2023) 

No No Yes No No No No Yes No No No No No 

Philips 

and 

Taylor 

(2011) 

Yes Yes Yes No No Yes No No No Yes Yes No No 

Worth 

et al. 

(2009) 

Yes Yes No Yes Yes Yes No No Yes Yes Yes No Yes 

Ventak 

alasu, 

Seymo 

ur, and 

Arthur 

(2014) 

Yes Yes Yes No No No No No No No No No No 

Owens 

and 

Randh 

awa 

(2004) 

Yes No No No No Yes Yes No No No No No No 

Saman 

ta, 

Saman 

ta, and 

No No No No No No No No No Yes No No Yes 
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Madhl 

oom 

(2017) 

Randh 

awa et 

al. 

(2015) 

No No No Yes No No No No No No No No No 

Brown 

et al. 

(2013) 

Yes Yes No Yes No No No No Yes No No No No 

Turner 

and 

Flemm 

ing 

(2019) 

No Yes Yes No Yes No No No No No No No No 

Clarke 

et al. 

(2022) 

No No No No No No No No No No Yes No No 

Fang 

et al. 

(2016) 

Yes No No Yes Yes No No No No No No No No 
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Figure 4 key Themes and subthemes 

48 



  
 

 
 

       

              

               

       

        

       

      

            

          

          

         

             

 

           

         

      

           

            

             

        

      

       

           

        

                 

          

        

         

         

              

          

       

         

     

          

            

Student Number 

5.5.1. Barriers to Acceptability of Palliative Care Services among SA 

All included studies in the review found that acceptability is among one of the many that lead to 

an underuse of PC services by SA in the UK. This suggests that there exist certain issues that 

need to be acknowledged and addressed to ensure that SA, like their white counterparts, 

develop an acceptability for utilising PC services. 

5.5.1.1 The Role of Culture and Religion 

Culture and religion strongly influence how PC services are perceived and approached 

by the SA community. This is highlighted and indicated in all 11 studies included in the review, 

which include: Clarke et al. (2023), Venkatalasu, Arthur, and Seymour (2013), Markham, Islam, 

and Faull (2014), Philips and Taylor (2011), Worth et al. (2009), Ventakalasu, Seymour, and 

Arthur (2014), Owens and Randhawa (2004), Brown et al. (2013), and Fang et al. (2016). Thus, 

highlighting that culture and religion must be integrated into PC services to make it more 

inclusive. 

Clarke et al. (2023) also found culture to be a major constituent in shaping participants’ 

experiences of PC services. Likewise, Venkatasalu, Arthur, and Seymour (2013) found in the 

participants’ interview that individuals of SA culture do not prefer talking about death and dying, 

and planning end-of-life care, thus decreasing their access to PC services. Similarly, Markham, 

Islam, and Faull (2014) found that younger participants believe that SA culture restricts them 

from disclosing and talking about their illness and want to stay at home among their families. In 

contrast, findings from Philips and Taylor (2011) indicated that it is a rather poor understanding 

of the cultures and beliefs of health professionals that serve as a barrier for SA when accessing 

PC services. Similarly, Worth et al.’s (2009) study also revealed a different perspective on SA. 

The findings suggest that the SA population shows reluctance to receive PC from professionals 

having different cultural values than them, Ventakalasu, Seymour, and Arthur’s (2014) results 

revealed that “dying at home” is a part of their culture and they should respect their culture even 

if they are not in their country. In comparison, Owens and Randhawa (2004) found that PC staff 

also perceive culture as the major barrier to providing quality PC services to the SA community. 

Also supported by Brown et al.’s (2013) review that since the roots of PC services have their 

origin in White Christian culture, professionals face considerable challenges when providing care 

for any ethnic minority population, including SA. However, Fang et al. (2016) also found in their 

scoping review that there exist disparities in PC services between the SA population and people 

from Western culture. The factors that can explain this disparity, include different 

conceptualization of PC, lack of healthcare coverage, historical contexts etc. 

5.5.1.2. The Role of Family Members 

Ventakalasu, Arthur, and Seymour (2013), Markham, Islam, and Faull (2014), Philips and 

Taylor (2011), Worth et al. (2009), Ventakalasu, Seymour, and Arthur (2014), Brown et al. 
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(2013), and Turner and Flemming (2019) found “the role of family members” as significant in 

determining the decision to access PC services. Ventakalasu, Arthur, and Seymour’s (2013) 

second theme “avoidance as protection” talks about how in SA culture family members are 

expected to make decisions regarding care. Further supported by the findings of Brown et al. 

(2013) that in SA culture care decisions are to be made by the family members or after mutual 

discussion with family members. Correspondingly, Turner and Flemming (2019) also found that 

in SA culture family is responsible for making key decisions about life and health. Subsequently, 

Philips and Taylor (2011) also found that end-of-life decisions in the SA community are more 

family-focused. This was further stressed by the study of Markham, Islam, and Faull (2014) 

where participants expressed that most of the decisions made in PC settings must be family-

centric because they would not want their families to suffer. Similarly, Ventakalasu, Seymour, 

and Arthur (2014) found a common theme in their participants' responses that would like to die 

at “home” where they are surrounded by their families. In comparison, Worth et al. (2009) found 

that family members may serve as a barrier by withholding important information from the 

healthcare professional or because they feel entitled to decide about the patient’s needs. 

5.5.1.3 Lack of Knowledge or Awareness 

Markham, Islam, and Faull (2014), Moss et al. (2023), Philips and Taylor (2011), Worth 

et al. (2009), Venkatasalu, Seymour, and Arthur (2014), and Turner and Flemming (2016) 

highlighted lack of awareness or knowledge as another major barrier limiting access of SA 

community to PC services in the UK. In their study, Markham, Islam, and Faull (2014) while 

discussing the theme of “perceived barriers to PC” mentioned that many participants showed a 

lack of awareness about available services. Similarly, Moss et al.’s (2023) finding also 

highlighted that there is a lack of awareness about end-of-life or PC in the SA community. In 

addition, Philips and Taylor (2011) also included a lack of awareness or knowledge of PC 

services as a major factor contributing to poor access to PC among for SA population. A similar 

finding was also reported in Worth et al. (2009) discussion that lack of awareness and knowledge 

of PC services among SA is a common factor contributing to poor access. Also, Venkatasalu, 

Seymour, and Arthur (2014) highlighted in the discussion section that many of their participants 

did not talk about hospice care because of their lack of awareness or familiarity with hospice 

care. In comparison, Turner and Flemming (2016) took a different stance that it is the lack of 

awareness of spiritual and cultural diversity among healthcare professionals that restricts the 

access of the SA community to PC services. 

5.5.1.4 Language Barrier 

Studies, including Clarke et al. (2023), Ventakalasu, Arthur, and Seymour (2013), 

Markham, Islam, and Faull (2014), Worth et al. (2009), Randhawa et al. (2003), Brown et al. 
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(2013), and Fang et al. (2016), indicated that language serves a significant barrier for SA 

population accessing PC services. 

Clarke et al. (2023) and Fang et al.’s (2023) findings characterised “language” as a 

primary barrier to PC for the SA population. Similarly, participants in Ventakalasu, Arthur, and 

Seymour’s (2013) study reported that language difficulties made it difficult for them to be involved 

in discussions with doctors regarding end-of-life care. Also backed by the participants recruited 

by Markham, Islam, and Faull (2014) they were not aware of PC because much of the information 

communicated to them was not in their language. Similarly. Worth et al. (2009) also found in 

their study that SA participants are reluctant to access PC services because they feel isolated 

due to the use of language by professionals that they do not understand. Whereas, Randhawa 

et al.’s (2003) finding indicated that the language barrier also makes it difficult for healthcare 

professionals in PC settings to monitor and alleviate the symptoms of SA patients effectively. At 

the same time, Brown et al. (2013) also highlighted that language largely determines how health 

and illness are perceived by SA families. 

5.5.2 Approachability Challenges for SA in the UK 

Studies included in the review also indicated that SA approachability to PC services is 

low as compared to their White counterparts. The common factors that contribute to this low 

approachability, include: 

5.5.2.1 Socioeconomic Factors 

Socioeconomic variables, including lower income and lack of healthcare insurance, 

impact the ability of the SA community to access PC which is evident in the findings of studies 

including Worth et al. (2009), Turner and Flemming (2019), and Fang et al. (2016). One of the 

participants from Worth et al.’s (2009) study declared that asking for financial assistance from 

others is a major hurdle to accessing PC because what would people think? Similarly, Fang et 

al. (2016) also includes socioeconomic status as the potential factor explaining why PC for SA 

is not the same as people from Western culture. However, Turner and Flemming’s (2019) 

thematic synthesis of qualitative evidence revealed no such association between socioeconomic 

status and accessing PC. 

5.5.2.2 Low Referrals 

Studies, including Markham, Islam, and Faul (2014), Philips and Taylor (2011), Worth et 

al. (2009), and Owens and Randhawa (2004) highlighted low referral rates to PC for SA patients. 

The findings from Markham, Islam, and Faul's (2014) informative discussion group revealed that 

there was a lack of appropriate referrals which may be a major reason why the SA community 

do not use PC services. Similarly, Phillips and Taylor (2011) in their apprenticeship program 

found that there is a shortage of referrals for patients from the SA population group. Likewise, 
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Worth et al. (2009) also found that among the many factors that contribute to poor access to PC 

for SA, low numbers of referrals are the most significant one. Subsequently, Owens and 

Randhawa (2004) also found through semi-structured interviews that referral pathways for SA 

patients are different. However, unlike Markham, Islam, and Faul (2014), Phillips and Taylor 

(2011), Worth et al. (2009), and Owens and Randhawa (2004), Clarke et al. (2023) identified 

that SA patients receive circular referrals in the UK healthcare system where they were bounced 

between different healthcare organisations or providers or specialists, which often decrease their 

motivation or willingness to access PC services. 

5.5.2.3 Racism and Discrimination 

Racism and Discrimination have also been found as a recurring theme in studies 

like Clarke et al. (2023) and Owens and Randhawa (2004). This highlights that healthcare 

services in the UK, despite its advancements, are still plagued with discrimination and racism 

which reduces the access of many ethnic and racial minorities, including SA, to PC services. 

There were participants in Clarke et al.’s (2023) study who narrated their experiences of racism 

in PC services. In the same way, Owens and Randhawa (2004) highlighted that at times fixed 

ideas about sameness and difference can lead to behaviours of racism or stereotyping of 

minority ethnic communities, such as SA. However, Worth et al.’s (2009) findings highlighted 

something different than Clarke et al. (2023) and Owens and Randhawa (2004). He found that 

the SA population experience poor service provision, which is sometimes perceived as racially 

motivated. In addition, some patients and families were reluctant to seek PC services because 

they perceived them as racist. 

5.5.3 Adjustability Challenges for SA in the UK 

The studies included in the review have also highlighted that SA is reluctant to access 

PC services. This suggests that many SA suffering from terminal illnesses do not access PC 

services because they feel that they will either not be heard or their needs will not be met. 

5.5.3.1 Avoidance 

Ventakalasu, Arthur, and Seymour (2013) and Moss et al. (2022) also included 

Avoidance of death or death-related subjects as the probable reason why SA do not access PC 

services. In their study, Ventakalasu, Arthur, and Seymour (2013) that in SA culture death is a 

topic to avoid, so there is hardly any or no discussion related to death or any death-related 

planning either due to family circumstances or due to practical difficulties. Correspondingly, while 

discussing the findings of the interviews Moss et al. (2022) mentioned that avoidance is the 

probable reason why the SA community have limited knowledge of PC services. 
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5.5.3.2 Lack of Continuity of Care 

Out of the 14 included studies, Clarke et al. (2023), Worth et al. (2009), and Brown et al. 

(2013) indicated that there is a lack of continuity of care for the SA population which leads to 

hindered communication with healthcare providers, leading to gaps or delays in treatment. The 

participants in Clarke et al. (2023) study narrated in their qualitative interviews and focus group 

discussions that they experienced a “lack of continuity of care” in PC services. Also, a dominant 

theme more evident in the interviews of the SA population in Worth et al. (2009) study is that 

service provision is not as effective for this population, specifically continuity-of-care which is a 

key feature of effective care. Correspondingly, Brown et al. (2013) also found that there is an 

established inequity in service provision and uptake of PC services by the SA population and 

their families because they are less likely than the rest of the UK population to receive continuity 

of PC. 

5.5.4 Strategies to Improve Acceptability, Approachability, and Adjustability among 

South-Asian Community in the UK 

Studies integrated in the review and discussed in theme 1 have highlighted the barriers 

that the SA community faces when accessing PC services. This underscores a need for bringing 

about changes and advancements in PC services in the UK to ensure that SA, like the White 

population, has equal access to quality end-of-life care services. 

5.5.4.1 Making Palliative Care Services More Culturally Tailored 

It was indicated in the findings of the studies, including Philips and Taylor (2011), Clarke 

et al. (2023), Worth et al. (2009), and Samanta, Samanta, and Madhloom that PC services 

needed to be made more culturally sensitive to ensure that SA individuals accessing PC services 

do not feel isolated, discriminated, or ignored. Clarke et al. (2023) thus suggested the use of a 

cultural humility model by PC services to enhance the quality of care for people belonging to SA 

culture. Similarly, Philips and Taylor (2011) also found through their apprenticeship program that 

access to PC and end-of-life care services can be significantly improved by making them more 

culturally appropriate. Subsequently, young participants in Worth et al.’s (2009) study also 

perceived that PC can be beneficial if they provide culturally sensitive care so families can 

overcome false stereotypes. Also, Samanta, Samanta, and Madhloom (2017) believe that 

making PC services more culturally tailored will promote inclusiveness, integration, and 

embedment. 

5.5.4.2 Improving Communication 

Philips and Taylor (2011) and Worth et al. (2009) identified that the SA population needs 

improved communication within PC services, so they are better able to communicate with and 

understand the information being provided by the healthcare professional. Philips and Taylor 

(2011) found that through the implementation of the Community Readiness Model, they were 
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able to improve the communication channel among health professionals and between the SA 

community and health professionals, which has improved their awareness. Also, it improved the 

ability of the apprentices to challenge historical and negative cultural practices within the PC 

services. On the other hand, Worth et al. (2009) identified that engaging interpreting services 

within the PC services would deal with the language barriers and replace over-reliance on 

families to communicate the needs of the patients. 

5.5.4.3 Proper Data Collection and Research 

Clarke et al. (2022), unlike Worth et al. (2009), Samanta, Samanta, and Madhloom 

(2017), Clarke et al. (2023), Clarke et al. (2022), and Phillips and Taylor (2011), believed that to 

improve access to PC, it is important to undertake proper data collection and research for 

understanding ethnic disparities and address the prevalent barriers. 

5.5.4.4 Accommodation of Faith-Based Values 

Worth et al. (2009) and Samanta, Samanta, and Madhloom (2017) identified the need 

for accommodating faith-based values in PC services to make them more inclusive and promote 

their acceptance in the SA community. Samanta, Samanta, and Madhloom (2017) found through 

their empirical study that faith is an important part of SA identity, not being able to hold or practice 

it at end-of-life care decreases their willingness to access these services, thus their reduced 

access to PC services. To promote inclusion, faith must be made an essential component of PC 

services and allowed to be practised as a universal human right. Similarly, Worth et al. (2009) 

also found that their participants communicated the need for practising their faith at the end of 

their lives for a peaceful death experience. 

5.6 Chapter Summary 

This chapter has highlighted the main themes identified in the 14 included studies, which include 

systemic barriers, personal factors serving as barriers, communication issues and evidence-

based recommendations to improve SA's access to PC. These have been further divided into 

over-arching themes which were discussed in the chapter. 
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Chapter 6: Discussion 

6.1 Introduction 

This chapter critically appraises the systemic barriers to access to PC amongst SA 

communities in the UK. This chapter will argue that the cultural, socioeconomic, and systemic 

factors are critical to explaining the inequities of this ethnic group in accessing PC. Therefore, 

this critical overview becomes essential, as it points to the interaction of these barriers and, 

simultaneously, brings to light the importance of tailored interventions and policy reforms to 

bridge these disparities to improve access and outcomes of PC for SA in the UK. 

6.2 Systemic Barriers Analysis 

Culture, language, lack of access, and perception are all structural issues that make it 

difficult for SA people to access PC in the UK. They are institutional racism, cultural appalling, 

and socioeconomic deprivation. According to Greenwood et al. (2015), the barriers stated above 

tend to intertwine with one another; this makes it even more difficult for the patient. However, a 

critical evaluation shows that while institutions are depicted as having biases, the literature lacks 

coverage of how comprehensively racism affects, for instance, the distribution of resources and 

overall healthcare among SA. Clarke et al. (2023) also point out other socio-economic 

vulnerabilities which affect families hailing from South-Asian origin and put them in a 

disadvantaged position by not being able to afford superior care. However, there is a limited 

discussion on how such economic struggles are worsened by racism within healthcare 

institutions. 

Prejudice as a social problem is still present and evident all over the region. According 

to Ventakalasu et al (2013) bi-culturally trained personnel, few if any, healthcare professionals 

have adequate training and education in cases concerning the cultural and religious identity of 

patients of SA descent, there are always misunderstandings and distrust as a result. However, 

the solution that is offered is that cultural competence training needs to be implemented in the 

institutions and agencies is useful to ponder whether it is enough to address such ingrained 

racist’ beliefs or if more drastic changes need to be made at the systems levels. Markham et al. 

(2014) argue that there is a lack of appropriate policies that can effectively address the problems 

facing ethnic minorities. Thus, most of these barriers including socio-economic disadvantages 

are probably common to all ethnic minority groups, but some barriers like language and culture 

barriers may be more obviously found in SA. According to Philips and Taylor (2011), technology-

related barriers are not considered in policymaking and minority experiences are simplified for 

the sake of policymaking. 

Therefore, to eliminate them it is necessary to implement several coordinated strategies. 

This encompasses cultural competency training but also changes in health system policies and 
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legislation that seek to enhance SA’s utilization of health services and guarantee that they are 

fairly treated in health organizations. 

6.3 Impact on Patient Outcomes 

Patient results of SA are worse due to insufficient culturally appropriate care, more 

admissions, uncontrolled symptoms, and overall dissatisfaction. Temel et al. (2010) showed that 

culturally sensitive PC has a positive impact on the level of satisfaction of the patient as well as 

the frequency of avoidable hospitalization. Thus, culturally competent care is essential in the 

management of an individual’s health and other related aspects for enhanced results to be 

achieved. However, the analysis of the papers presented in this review indicates that though the 

utility of these competencies has been established, many clinical practitioners still lack the 

required training in the same, which implies that the current approaches used in training may not 

be sufficient. 

Furthermore, Jones et al. (2024) mentioned that systemic racism in healthcare systems 

results in disparities in referral to PC for the SA community in comparison to the White 

community. This evidence held not corroborative of the theoretical benchmark of culturally 

induced socio-spatial barriers for women; also pointed towards institutional policy and practice 

deficits. A better strategy would be to consider individual cultural competence and advances in 

the care delivery system that would prevent discrimination and exclusion. 

6.4 Cultural and Religious Standards 

Cultural and religious beliefs play a significant role when the SA population seek the 

services of PC. According to Koffman et al. (2014), the community holds a cultural belief which 

makes them avoid any interferences with what is considered traditional by white physicians 

regarding family-centred care. This is in contrast with the study by Mohammed et al. (2017) 

where they highlight the role of the family in decision-making while at the same time pointing out 

the lack of coherence of these cultural practices as a reason for the lack of care. 

This is relevant because it shows a lack of provision where healthcare service delivery 

addresses the issues of religious beliefs for clients. Despite the importance of using cultural 

beliefs in care, a major problem that has been highlighted in this argument is the failure of 

caregivers to keep a balance between medical advice and cultural beliefs where caregivers may 

end up misinforming the patients or being mistrusted by the patients. This could be relevant to 

establishing specific training for nurses, doctors and other healthcare providers to create 

awareness about such cultural practices and how they can be incorporated into their routine 

practices (Schmidt et al. 2021). 
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6.5 Discussion on Avoidance and Family Roles 

SA’s preference not to seek PC services is because of their culture when it comes to 

death. This study done by Ventakalasu et al. (2013) found that avoidance is a cultural defence 

mechanism which was in many ways facilitated by religion and the inability to talk about death. 

This shows that cultural machinery can hinder HCWs’ ability to talk to the patient about the need 

to receive care at the end of their lives. On the other hand, Owens and Randhawa (2004) 

established that decision-making by families to participate in PC leads to late admission to the 

program. 

This is important because family-integrated roles and culture-based avoidances put 

difficulty in offering timely PC services. Another strategy might be to engage community leaders 

and religious leaders and try to bring new discussions about the availability of PC to SA people 

while trying to fit it into the cultural context of SA families with the help of doctors (Martina et al., 

2022). 

6.6 Impact of Language Barriers 

This aspect emphasizes that overcoming a language barrier reduces access to and 

quality of PC as it affects communication and the whole experience of the provided care. Poor 

communication between them and care providers may lead to misunderstandings, misdiagnosis, 

and poor treatment planning, thus failing to adhere to the patient's needs and preferences (Worth 

et al. 2009). While interpreters and translation materials may be available, these solutions often 

fail to communicate effectively across the gap because of the subtleties in language and cultural 

expression, which may defy direct translation (Randhawa et al. 2003). 

Critically, the reliance on family members to interpret further complicates care; this might 

introduce biases or lead to incomplete translations of what was said, especially in susceptible 

areas like prognosis or decisions regarding the end of life (Samanta et al. 2017). Lack of proper 

communication strategies and approaches in a culturally sensitive way may increase feelings of 

exclusion and mistrust among SA patients, which further deters their use of services for PC 

(Owens and Randhawa, 2004). To counteract these barriers, a more robust approach should 

focus on culturally competent communication training in healthcare providers themselves, 

integrating bicultural healthcare workers, which would go a long way in improving the quality of 

patient-provider interactions and care (Green et al. 2018). 

6.7 Socioeconomic Disadvantages 

Socioeconomic disparities are one of the main barriers to the utilization of PC by SA, 

reflecting the broader systemic inequities within the UK healthcare system. Low-income levels, 

low employment, and a lack of healthcare resources particularly burden many SA, all contributing 

factors in minimizing access to specialized care services, including those for PC (Philips and 
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Taylor, 2011). These socioeconomic challenges sometimes intersect with other cultural and 

language barriers, adding to the disadvantage and further limiting access to care (Clarke et al. 

2023). 

Significantly, a lack of financial means further exacerbates the level and quality of care 

accessed. For instance, in comparison to their counterparts, SA from lower socioeconomic 

backgrounds are more likely to rely on public health services that do not always provide palliative 

services suited to their needs (Worth et al. 2009). This strategy may involve relying on 

emergency services or acute care, which is needed to be more credibly prepared to provide 

comprehensive PC. Thus, the health inequities are likely to be exacerbated (Venkatasalu et al. 

2013). Such a socioeconomic barrier requires proper policy intervention involving financial 

incentives, considering the availability of culturally competent PC within the catchment areas of 

underserved communities (Venkatasalu et al. 2013). 

6.8 Recommendations for Improvement 

The systemic barriers to accessing PC among SA require a multidimensional intervention 

that involves policy reforms, improved cultural competencies among practitioners, and 

engagement with the community. One recommendation is to develop and institute compulsory 

training in cultural competence for health professionals regarding the specific needs and 

preferences of SA communities (Clarke et al. 2023). The latter aspect includes training that can 

provide beyond superficial cultural awareness to equip service providers to interactively 

communicate and engage in patient care from diverse backgrounds, which helps improve care 

outcomes (Philips and Taylor, 2011). 

The other essential recommendations are community-based outreach programs that 

develop in active collaboration with SA community leaders and faith-based organizations. This 

will go a long way in improving awareness and acceptability of PC by framing it in contexts that 

are culturally relevant and sensitive to common misconceptions (Venkatasalu et al. 2013). 

Interventions in policies should, however, emphasize the integration of more bilingual and 

bicultural health professionals into the composition of a PC team to act better in the role of 

connectors and bridge builders in ensuring chapatis between care planning and the values of 

patients. (Samanta et al. 2017). 

In addition, these financial barriers can be cushioned through the provision of subsidies 

or financial support plans for low-income SA families to ensure equal utilization of PC services 

regardless of income status. These may include subsidizing transportation costs to and from the 

healthcare facilities, covering home-based services for PC patients, and subsidizing medication 

and other PC services or needs (Worth et al. 2009). 
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A critical review of these recommendations indicates that, apart from enhancing 

accessibility and quality in PC for SA, this set of recommendations will lead to increased trust 

and engagement between SA communities and healthcare providers. These recommendations 

need sustained commitment from policy brokers and healthcare institutions to equity and 

inclusivity in healthcare delivery. These would also involve continuous evaluation and change 

so that the emerging needs of the SA communities are effectively met (Moss et al. 2023). The 

above comprehensive and culturally sensitive approach aims to rectify such systemic barriers 

and bring the UK closer to achieving equitable PC. 

6.9 Implications for Policy and Practice 

The findings of this critical analysis hold significant implications for policy and practice 

regarding providing PC. First, there is a clear need for policy reforms that explicitly address the 

needs of the SA population concerning culture and language framed into the broader policy 

context of healthcare equity (Clarke et al. 2023). It includes the development of national 

guidelines on the need to incorporate cultural competence in all levels of the delivery of PC, 

thereby making access to information available, culturally accepted, and relevant to diverse 

patient populations (Venkatasalu et al. 2013). 

From a practice angle, healthcare providers must adopt a more holistic approach that 

considers the social, cultural, and economic contexts of SA patients. This may require 

incorporation into alternative models of care to facilitate care for traditional medicine and family-

centred decision-making valued highly by the concerned communities (Philips and Taylor, 2011). 

Moreover, the healthcare system should invest in high-quality data collection mechanisms for 

monitoring disparities in access to care and outcomes among ethnic minorities while using this 

information in ongoing service delivery improvements (Moss et al. 2023). Eventually, all these 

policy and practice changes will be necessary to strip the systemic barriers to creating an 

inclusive environment of PC that respects and meets the needs of all patients. 

6.10 Strengths and Limitations 

The critical analysis in this chapter offers an in-depth inquiry into the systemic barriers 

impacting access to PC for SA individuals in the UK. One strength of this analysis is its 

comprehensive approach, integrating findings from multiple studies into a nuanced 

understanding of the barriers faced by this community (Clarke et al. 2023). A critical lens provides 

a deeper exploratory scope into interconnected cultural, socioeconomic, and systemic factors 

that would make the view holistic and far more complete than a simple description of these 

barriers (Venkatasalu et al. 2013). 

However, there are limitations to consider. The reliance on qualitative studies means that 

findings may not be generalizable across all SA subgroups, as cultural and religious practices 
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can vary significantly within this population (Samanta et al. 2017). The chapter is also primarily 

informed by studies conducted within the UK context. Consequently, findings may not generalize 

to other countries with different healthcare systems and cultural matrices of relationships (Worth 

et al. 2009). Thus, future studies must focus on more representative populations and address 

how such potential barriers play out in geographic contexts different from those studied. Although 

many limitations are discussed here, this review gives some insights that will be helpful. At the 

same time, policymakers and planners implement targeted interventions to improve access to 

PC among SA. 

6.11 Chapter Summary 

The chapter provides a critical analysis of access to PC for SA living in the UK, 

highlighting interactions between cultural and socioeconomic factors and institutional barriers. 

The report points out the critical challenges: insensitive cultural practices, inadequate language 

proficiency, and socioeconomic disadvantage, with recommendations for improvement 

supported by evidence. Implications for policy and practice emphasize that culturally competent 

models of care should be developed along with targeted interventions to reduce these inequities. 

Although there is a limitation to generalizing its findings, the review makes a strong foundation 

from which future efforts can be made to improve access to and quality of PC for SA communities 

within the UK. 
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Chapter 7: Conclusion 

7.1. Introduction 

This chapter summarises the study's topic, aim, research question, main findings, 

significance, and concluding thoughts. This systematic review aimed to identify barriers to 

palliative care (PC) for South Asian (SA) ethnic minorities in the UK, resolve evidence gaps, and 

make suggestions for enhancing healthcare equality and outcomes. The findings' implications, 

as well as recommendations for future practice and study, are presented. This table summarises 

the research objectives. 

Table 4: Research Objectives 

7.2. Implications of Findings 

The following implications are drawn from the findings: 
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• Cultural Competency and Policy Reform: Culturally competitive models of care should 

be given priority. Religious and cultural competency training, which includes the SA 

population, is crucial to helping respective healthcare workers. 

• Improved Language Services: Based on these findings, communication barriers in 

health care services call for policies that promote the employment of those who 

understand different languages and provide translation tools. 

• Community Outreach Programs: This means that increasing awareness about PC 

services among the SA population is necessary. Community interventions should aim to 

increase knowledge and change the perception of the indigenous population regarding 

PC. 

• Government and Policy Action: Policymakers must target eradicating institutional 

prejudice and structural racism; boosting the numbers of recommendations; as well as 

enhancing the palatability of PC to SA. 

7.3 Scope and Limitations 

Scope 

It is also important to note that this study was aimed mainly at the UK and considered the 

specificity of the healthcare system, culture, and population density of this area. Since the 

findings were done within the UK context, the conclusion that is deduced is right from the 

experiences of UK SA and the barriers they face in accessing PC. This focus also ensures that 

an elaborate analysis of policies and practices within the UK is conducted. However, it also 

narrows down the generalisability of these findings for other healthcare systems, especially for 

the ones existing in countries with different approaches to healthcare delivery or with different 

cultural backgrounds. 

Limitations 

• Geographic Focus 

Some exceptions, for example, the articles reviewed for this paper originate from UK-based 

studies hence it is difficult to generalize findings to other regions. Healthcare systems in other 

countries, especially in the Western world may lack similar systemic problems or cultural barriers 

regarding PC access. Consequently, the recommendations that one is likely to derive from this 

study, may not apply to the general population. 

• Reliance on Qualitative Data 

In this research, I have included mostly qualitative data collection techniques, which give detailed 

information about users but may not be highly objective. These findings are therefore suggestive 

and might not necessarily represent the complexities within the diverse subgroups of SA who 
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might be disagreeing in practice, beliefs and culture, religion and practices. Due to using 

qualitative data, the findings of the study are in a way analytical and may not be generalized to 

all other communities or persons who belong to the South Asia heritage around the globe. Such 

limitations suggest that further research must incorporate quantitative research methodologies, 

and increase the geographical generalisability of participants, and the demographic diversity of 

participants to achieve considerably more general findings. 

7.4 Recommendations for Practice 

Some of the practice recommendations are: 

• Cultural Competency Training: It is recommended to provide culturally competent training 

to the healthcare provider to enable the provision of culturally sensitive PC to the SA 

population. Also, it will allow them to become more respectful and integrate their beliefs 

to ensure equitable access to comprehensive end-of-life care (Papadopoulos et al. 

2022). 

• Language Support Services: To address language barriers, it is recommended that PC 

services hire multilingual healthcare staff, interpreters and translated informational 

material to facilitate communication between SA patients and healthcare providers. This 

will ensure that patients and their family members adequately understand the treatment 

options and make informed decisions about their care (Campbell et al. 2021). 

• Community Engagement and Outreach: Community outreach programs are considered 

effective in increasing engagement and awareness about PC services, and their benefits, 

and encourage their utilisation (Yosick et al. 2019). Thus, it is recommended that 

community health workers and liaisons be involved in fostering trust and facilitating 

access to PC services for the SA population. 

7.3. Recommendations for Future Research 

1. Broaden Geographic Scope: 

Future research should cover countries that have many SA people residing in them including 

North America, New Zealand, Australia and Middle Eastern areas like Saudi Arabia, and Kuwait. 

Cross-sectional research could reveal broad trends and difficulties with providing ethnic minority 

patients with PC to create appropriate kinds of interventions. 

2. Explore Systemic Racism in Depth: Explore Systemic Racism in Depth: 

Future research should examine the details of how racism is experienced at systemic levels and 

on different healthcare procedures for SA and the impact of racism on their PC. Understanding 

prejudice in healthcare is crucial where its impact is most detrimental to ethnic minorities’ well-

being. 
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3. Longitudinal Studies: 

Design long-term research with follow-ups to evaluate the effectiveness of the measures 

designed to increase culturally sensitive approaches in the delivery of healthcare. These studies 

should assess the long-term impact of training and policies, for example, language support 

services on, healthcare accessibility and satisfaction among SA communities. 

7.4. Conclusion 

This research on the topic “Barriers to accessing PC for ethnic minorities, particularly SA, 

in the UK” was conducted to identify what are the different barriers to accessing PC for ethnic 

minorities, particularly SA, in the UK. For this purpose, a systematic review methodology was 

adopted, and 14 relevant research articles were selected and included. The thematic analysis of 

these 14 studies, revealed four key themes and several sub-themes. It was identified that three 

factors serve as barriers for the SA population when accessing PC services, including 

acceptability, approachability, and adjustability. 

The acceptability includes the role of culture and religion, the role of family and religion, the 

language barrier, and lack of knowledge or awareness. Approachability factors that serve as 

barriers include socioeconomic factors, racism, and low referral rates. Adjustability includes 

avoidance and lack of continuity of care. The fourth theme of the systematic review revolved 

around strategies to improve the acceptability, approachability, and adjustability of the SA 

population in the UK. These recommendations, include making PC services more culturally 

tailored, proper collection of data and research, improving communication, and incorporating 

faith-based values. 

The findings of the study thus underscore the need to make PC more accessible and 

address the barriers faced by the SA community. It highlighted the differences that exist in 

accessing PC by different ethnic groups, including the SA community in the UK. The evidence 

incorporated in the study suggested that PC services remain largely inaccessible for the SA 

community in the UK due to several factors, which range from racism and discrimination to lack 

of awareness or knowledge and language barriers. It is thus established that being affiliated with 

a particular ethnic group in the UK largely determines how readily accessible PC services will be 

to the individual. This study thus calls for immediate actions to be taken by the government and 

policymakers to achieve equity in care and ensure that SA in the UK, like their White 

counterparts, can die more comfortably and peacefully. 
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Study Location Study Aims Design and Participants Key Findings Limitations CASP 

Methods score 

Clarke et al. UK To use narratives to Narrative Inquiry Total 27 South Limited sample size. 10/10 
(2023) explore participants’ own with in-depth Asian participants. 

stories about their access qualitative 
to palliative care interviews. 

Venkatalasu, UK The study focuses on the Constructivist 55 older adults 
Arthur, and perspectives of older grounded theory between the age 
Seymour South Asians living in East approach. Focus range of 52 to 78. 
(2013) London towards talking groups and in-

about death and dying. depth interviews. 

Key themes 
included: Places in the 
healthcare system where 
people get 
lost, such as circular 
referrals, lack of continuity of 
care and 
system politics. Issues with 
treatments and decision-
making. 
and culturally sensitive 
healthcare issues such as 
language barriers 
preferences for healthcare 
provider ethnicity, 
experiences 
of racism, the role of faith 
and religion and issues 
relating to 
personal care, respect and 
dignity. 
Two key themes emerged: Inexperienced qualitative 9/10 
The interviewer, the ethnic 
theme ‘avoidance as a subgroup identity of the 
cultural norm’ relates to the interviewer may have 
relative absence of influenced the participants’ 
discussions around death responses, and gender 
and dying experienced by difference between the 
participants. Participants interviewer and participant. 
were neither expected to 
have discussions about 
their death and dying within 
their family nor to assume 
any involvement in decision-
making. 
The second theme 
‘avoidance as protection’ 
relates to beliefs and 
experiences about the 
delegation of decision-
making to family members. 
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Markham, UK This paper describes a 
Islam, and project in Leicester to 
Faull (2014) discover what members of 

the BAME communities 
knew about palliative care 
and the providers of 
hospice services; what 
they thought the barriers 
were to their use of these 
services; and how they 
would like to find out about 
them. 

Moss et al. UK To use the Community 
(2023) Readiness Model to 

identify the barriers that 
influence how South Asian 
communities’ access and 
use two 
new palliative care 
services. 

Philips and UK This article outlines a 
Taylor (2011) hospice apprentice 

program that aims to 
promote and expand the 
use of 
specialist palliative and 
end-of-life care services 
for a South Asian 
community. 

Worth et al. UK To examine the care 
(2009) experiences of South 

Asian Sikh and Muslim 
patients in Scotland with 
life 

Informal 
discussion groups. 

Questionnaires 
and focus group 
discussions. 

Narrative inquiry 
using interviews 
and discussions. 

Prospective, 
longitudinal, 
qualitative design 
using 
in-depth 
interviews. 

A total of 134 
participants; 89 
females and 45 
males 

Ten key 
stakeholders. 

12 district nurses. 

25 South Asian 
Sikh and Muslim 
patients, 18 family 
carers, and 20 key 
health 
professionals. 

Findings suggested that 
knowledge about palliative 
care was scant, though 
much valued when 
understood. Cultural and 
religious strictures on using 
palliative care services or a 
palliative care approach 
were not demonstrated, 
though others, including 
considerable concerns 
about food when an in the 
patient was deemed of 
importance. 
The South Asian 
communities were found to 
be at the ‘pre-planning’ 
stage of readiness, despite 
initiatives to improve 
awareness. The readiness 
of the health system was 
found to be limited, with a 
narrow medical focus during 
advance care planning, 
poor integration of voluntary 
and community services and 
limited understanding of 
what people consider a 
‘good’ death. 
The project improved 
referrals to palliative care, 
reduced barriers, improved 
awareness of specialist 
palliative care services, and 
reduced stigma associated 
with the use of palliative care 
services. 

Most services struggled to 
deliver responsive, culturally 
appropriate care. Barriers to 
accessing effective end-of-
life care included resource-
constrained services; 
institutional and, 

Lack of verbatim 9/10 
transcripts, some sections 
of the population remained 
elusive. 

Small sample size. 10/10 

Much of the positive 
reported outcomes of the 
project are anticipated or 
unanticipated. Limited 
evidence supporting 
arguments. 

Some of the participants 
recruited were not in the 
last year of their lives. 

9/10 

10/10 
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limiting illness and their 
families and to understand 
the 
reasons for any difficulties 
with access to services 
and 
how these might be 
overcome. 

Ventakalasu, UK To explore beliefs, 
Seymour, attitudes and expectations 
and Arthur expressed by older South 
(2014) Asians living in East 

London about dying at 
home. 

Owens and 
Randhawa 
(2004) 

UK To conduct an exploratory 
investigation into how 
professionals address the 
difficulties, problems and 
ambiguities of culturally 
competent practice. 

Samanta, 
Samanta, 
and 
Madhloom 
(2017) 

UK To argue for the 
accommodation of faith-
based values of migrants 
at end-of-life within 
normative structures of 
receiving countries. 

occasionally, personal racial 
and religious discrimination; 
limited 
awareness and 

Qualitative study 
using focus groups 
and semi-
structured 

55 older adults 
(24 men and 31 
women) aged 
between 52 and 

understanding among South 
Asian people 
of the role of hospices; and 
difficulty discussing death. 
Two key themes were 
identified. The theme of 
‘reconsidering the 
homeland’ draws on the 

interviews. 78 years. notion of ‘diaspora’ to help 
understand why for many 
participants, the physical 
place of death was 
perceived as less important 
than the opportunity to carry 
out cultural and religious 
practices surrounding death. 
The second theme ‘home as 
a haven’ describes 
participants’ accounts of 
how their 

A 
phenomenological 
methodology. 
Semi-structured 

10 professionals 
who work in the 
palliative care 
field. 

home is a place in which it is 
possible to perform various 
cultural and religious rituals. 
Five key themes emerged: 
definitions of palliative care; 
ideas of cultural differences; 
South Asians’ access to 

in-depth 
interviews. 

palliative care services; 
meeting the needs of South 
Asian patients; and devising 
culturally competent care 
services. 

Qualitative study. 
Focus groups. 

Total 12 
participants; six 
males and six 
females, seven of 
Hindu and five of 
Muslim faith. 

The faith-based and cultural 
values of 
migrants regarding end-of-
life care expectations should 
be accepted 
and accommodated as part 
of the receiving country’s 
societal norms. 

Inexperienced qualitative 
interviewer, the ethnic 
subgroup identity of the 
interviewer may have 
influenced the participants’ 
responses. 

9/10 

Restricted sample size, low 
generalizability. 

10/10 

Limited sample size 
purposefully selected, 
limited data to be used a 
“verbatim quotation” 

9/10 
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Randhawa et 
al. (2015) 

UK This study specifically set 
out to try and understand 
why palliative care 
services were seemingly 
underused by minority 

Exploratory study. 
Semi-structured 
interviews. 

Total 
participants. 

10 It was found that the 
services provided are, in 
most cases, valued and 
seen as being effective. The 
main issues were found to 

Limited generalisability, 
statistically 
unrepresentative sample. 

10/10 

ethnic groups and to be the need to inform South 
propose changes to 
working practices and 
modes of service 

Asian populations of the 
availability of palliative care 
services and the need to 

Brown et 
(2013) 

al. UK 

the provision that would 
improve the uptake 
of care. 
To explore the 
interface between South 

Literature Review -

improve communication 
between patients and 
service providers. 
The findings reveal that how 
families understand 

Probability of selection 
bias. 

9/10 

Asian cultures and the 
experience of palliative 

concepts such as health and 
disease arise from the 

care services of children, 
young people, and 
families. 

complex interaction between 
personal experience and 
cultural lifestyle including 
language, family values, and 
faith. 

Turner 
Flemming 
(2019) 

and UK To systematically 
synthesize the existing 
qualitative evidence for 
socioeconomic factors 
affecting access to 
preferred places of death 
in the United Kingdom. 

A thematic 
synthesis of 
qualitative 
research. 

- Two overarching themes 
were identified: 
‘Human factors’ represent 
support networks, 
interactions between people 
and decision-making and 
‘Environmental factors’, 

The focus on a single 
health system limited the 
generalizability of the 
findings. 

10/10 

included issues around 
locations and resources. 
Few studies directly 
referenced socioeconomic 

Clarke et 
(2022) 

al. UK To recommend five key 
considerations for 
researching ethnicity and 
palliative care. 

Literature Review -
deprivation. 
The five key considerations 
include improvement of 
ethnic group categories, 
sensitive, proportionate, and 
timely data collection, 
support for staff collecting 
ethnicity data, responsible 
and contextualized use of 

Limited generalizability. 10/10 

data, and building public 
trust. 

Fang et 
(2016) 

al. UK To explore attitudes, 
behaviours and patterns 

Scoping Review. - Primary barriers include 
cultural differences between 

Inclusion criteria are too 
broad. 

9/10 
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to the utilization of EOL 
care by culturally and 
spiritually diverse groups 
and identify gaps in EOL 
care practice and delivery 
methods. 

healthcare providers; 
persons approaching EOL 
care and family members; 
under-utilization of culturally 
sensitive models designed 
to improve EOL care; 
language barriers; lack of 
awareness of cultural and 
religious diversity issues; 
exclusion of families in the 
decision-making process; 
personal racial and religious 
discrimination; and lack of 
culturally tailored EOL 
information to facilitate 
decision-making 
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Appendix B: CASP Table 

Checklist Clarke Venkat Markh Moss Philips Worth Ventak Owens Saman Randh Brown Turner and Clarke Fang et 
Questions et al. 

(2023) 
alasu, 
Arthur, 
and 
Seymo 
ur 
(2013) 

am, 
Islam, 
and 
Faull 
(2014) 

et al. 
(2023) 

and 
Taylor 
(2011) 

et al. 
(2009) 

alasu, 
Seymo 
ur, 
and 
Arthur 
(2014) 

and 
Randh 
awa 
(2004) 

ta, 
Saman 
ta, and 
Madhl 
oom 
(2017) 

awa et 
al. 
(2015) 

et al. 
(2013) 

Flemming 
(2019) 

et al. 
(2022) 

al. (2016) 

1. 

Was there a 
clear statement 
of the aims of 
the research? 

Yes 
“To 
use 
narrati 
ves to 
explore 
particip 
ants’ 
own 
stories 
about 
their 
access 
to 
palliati 
ve 
care.” 

Yes 
“To 
explore 
the 
perspe 
ctives 
of older 
South 
Asians 
living in 
East 
London 
toward 
s 
talking 
about 
death 
and 
dying.” 

Yes 
“To 
discov 
er what 
memb 
ers of 
the 
BAME 
commu 
nities 
knew 
about 
palliati 
ve care 
and 
the 
provide 
rs of 
hospic 
e 
service 
s; what 
they 
though 
t the 
barrier 
s were 
to their 
use of 
these 
service 
s; and 
how 
they 

Yes 
“To use 
the 
Comm 
unity 
Readin 
ess 
Model 
to 
identify 
the 
barrier 
s that 
influen 
ce how 
South 
Asian 
commu 
nities’ 
access 
and 
use 
two 
new 
palliati 
ve care 
service 
s.” 

Yes 
“To 
outline 
a 
hospic 
e 
appren 
tice 
progra 
m that 
aims to 
promot 
e and 
expand 
the use 
of 
speciali 
st 
palliativ 
e and 
end-of-
life 
care 
service 
s for a 
South 
Asian 
commu 
nity.” 

Yes 
“To 
examin 
e the 
care 
experie 
nces of 
South. 
Asian 
Sikh 
and 
Muslim 
patient 
s in 
Scotla 
nd with 
life 
limiting 
illness 
and 
their 
familie 
s and 
to 
unders 
tand 
the 
reason 
s for 
any 
difficult 
ies with 
access 
to 

Yes 
“To 
explore 
beliefs, 
attitude 
s and 
expect 
ations 
expres 
sed by 
older 
South 
Asians 
living in 
East 
Londo 
n about 
dying 
at 
home” 

Yes 
“To 
conduc 
t an 
explora 
tory 
investi 
gation 
into 
how 
profess 
ionals 
addres 
s the 
difficulti 
es, 
proble 
ms and 
ambigu 
ities of 
cultural 
ly 
compet 
ent 
practic 
e.” 

Yes 
“To 
argue 
for the 
accom 
modati 
on of 
faith-
based 
values 
of 
migran 
ts at 
end-of-
life 
within 
normat 
ive 
structu 
res of 
receivi 
ng 
countri 
es.” 

Yes 
“To try 
and 
unders 
tand 
why 
palliati 
ve care 
service 
s were 
seemin 
gly 
underu 
sed by 
minorit 
y 
ethnic 
groups 
and to 
propos 
e 
change 
s to 
workin 
g 
practic 
es and 
modes 
of 
service 
the 
provisi 
on that 
would 

Yes 
“To 
explore 
the 
interfac 
e 
betwee 
n 
South 
Asian 
culture 
s and 
the 
experie 
nce of 
palliativ 
e. 
care 
service 
s of 
childre 
n, 
young 
people 
s, and 
familie 
s.” 

Yes 
“To 
systematica 
lly 
synthesize 
the existing 
qualitative 
evidence 
for 
socioecono 
mic factors 
affecting 
access to 
the 
preferred 
place of 
death in the 
United 
Kingdom.” 

Yes 
“To 
recomm 
end five 
key 
consider 
ations 
for 
research 
ing 
ethnicity 
and 
palliative 
care” 

Yes 
“To 
explore 
attitudes, 
behaviours 
and 
patterns to 
the 
utilization 
of Eol care 
by 
culturally 
and 
spiritually 
diverse 
groups 
and 
identify 
gaps in 
EoL care 
practice 
and 
delivery 
methods.” 
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Student Number 

would service improv 
like to s and e the 
find out how uptake. 
about these of 
them.” might 

be 
overco 
me.” 

care.” 

2. 
Is a qualitative 
methodology 
appropriate? 

Yes 
“To 
unders 
tand 
the 
experie 
nces of 
particip 
ants, it 
is 
approp 
riate.” 

Yes 
“To 
explore 
the 
perspe 
ctives 
of 
particip 
ants, it 
is 
approp 
riate” 

Yes 
“Discu 
ssion 
groups 
are 
approp 
riate 
for 
identify 
ing 
barrier 
s and 
determ 
ining 
how 
they 
can be 
mitigat 
ed 
from 
the 
point of 
view of 
particip 
ants.” 

Yes 
“To 
identify 
the 
barrier 
s that 
influen 
ce 
particip 
ants’ 
access 
, it is 
approp 
riate” 

No 
“To 
establi 
sh the 
effectiv 
eness 
of a 
progra 
m a 
quantit 
ative 
method 
ology 
would 
have 
been 
more 
approp 
riate” 

Yes 
“To 
unders 
tand 
the 
experie 
nces of 
particip 
ants, it 
is 
approp 
riate.” 

Yes 
“To 
explore 
the 
perspe 
ctives 
of 
particip 
ants, it 
is 
approp 
riate” 

Yes 
“To 
explore 
the 
perspe 
ctives 
of 
particip 
ants, it 
is 
approp 
riate” 

Yes 
“The 
metho 
dology 
is 
approp 
riate 
for the 
presen 
tation 
of an 
argum 
ent” 

Yes 
“To 
unders 
tand 
the 
experie 
nces of 
particip 
ants, it 
is 
approp 
riate.” 

Yes 
“To 
explore 
a 
situatio 
n, it is 
approp 
riate” 

Yes 
“To explore 
the impact 
of one 
variable on 
the other, 
this 
methodolog 
y is 
appropriate 
” 

Yes 
“It is 
appropri 
ate to 
provide 
recomm 
endation 
s for 
improve 
ment” 

Yes 
“To 
explore 
the 
attitudes, 
behaviours 
, and 
patterns of 
participant 
s about 
something, 
it is 
appropriat 
e” 

3. 
Was the 
research 
design 
appropriate to 
address the 
aims of the 
research? 

Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 

4. 
Was the 
recruitment 

Yes 
“In-
depth 

Yes 
“Focus 
groups 

Yes 
“Inform 
al 

“Yes, 
questio 
nnaires 

Yes 
“Narrati 
ve 

Yes 
“in-
depth 

Yes 
“Focus 
group 

Yes 
“Semi-
structur 

Yes 
“Focus 
groups 

Yes 
“Semi-
structu 

No 
The 
literatur 

Yes 
the 
literature 

Yes 
Literatur 
e review 

Yes 
Scoping 
review 
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strategy 
appropriate to 
the aims of the 
research? 

qualitat 
ive 
intervie 
ws 
were 
approp 
riate 
for 
unders 
tanding 
of 
particip 
ants’ 
perspe 
ctives. 

were 
approp 
riate 
for 
explori 
ng 
perspe 
ctives 
of 
particip 
ants.” 

discus 
sion 
groups 
were 
approp 
riate 
for this 
resear 
ch 

and 
focus 
groups 
were 
approp 
riate to 
establi 
sh the 
effectiv 
eness 
of a 
model” 

inquirie 
s were 
approp 
riate 
for the 
researc 
h” 

qualitat 
ive 
intervie 
ws 
were 
approp 
riate 
for 
examin 
ing and 
explori 
ng 
experie 
nces” 

discus 
sions 
were 
approp 
riate 
for 
explori 
ng 
beliefs, 
attitude 
s and 
expect 
ations 
of 
particip 
ants” 

ed in-
depth 
intervie 
ws 
were 
approp 
riate 
for 
instigat 
ing the 
difficulti 
es, 
proble 
ms and 
ambigu 
ities” 

were 
approp 
riate 
for this 
study” 

red in-
depth 
intervie 
ws 
were 
approp 
riate 
for 
unders 
tanding 
particip 
ants’ 
experie 
nces” 

e 
review 
was 
not 
approp 
riate 
for this 
study 
accordi 
ng to 
the 
researc 
h aim” 

review was 
appropriate 
for this 
study” 

was 
appropri 
ate for 
this 
study” 

was 
appropriat 
e for this 
study” 

5. 
Was the data 
collected in a 
way that 
addressed the 
research issue? 

Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 

6. 
Has the 
relationship 
between the 
researcher and 
participants 
been 
adequately 
considered? 

Yes No No Yes Yes Yes No Yes No Yes Yes Yes Yes No 

7. 
Have ethical 
issues been 
taken into 
consideration 

Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 

8. 
Was the data 
analysis 
sufficiently 
rigorous? 

Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 

9. Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes 
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Student Number 

Is there a clear 
statement of 
findings? 

10. 
How valuable is 
the research? 

This 
study 
is 
valuabl 
e 
becaus 
e it 
allowe 
d us to 
unders 
tand 
first-
hand 
experie 
nces of 
the 
South 
Asian 
commu 
nity 
when 
access 
ing 
palliati 
ve care 
service 
s. 

This 
study 
helped 
underst 
and the 
perspe 
ctives 
of older 
South 
Asians 
living in 
East 
London 
toward 
s 
talking 
about 
death 
and 
dying. 

It 
strengt 
hens 
our 
knowle 
dge of 
what 
memb 
ers of 
the 
BAME 
commu 
nities 
know 
about 
palliati 
ve care 
and 
what 
barrier 
s they 
encoun 
ter. 

This 
study 
is 
valuabl 
e 
becaus 
e it 
establi 
shed 
the 
role 
and 
effectiv 
eness 
of the 
Comm 
unity 
Readin 
ess 
Progra 
m in 
improvi 
ng the 
conditi 
on of 
palliati 
ve care 
service 
s for 
the 
South 
Asian 
populat 
ion. 

This 
study 
support 
ed the 
argum 
ent of 
improvi 
ng 
support 
for 
healthc 
are 
staff to 
provid 
e 
cultural 
ly 
tailored 
palliativ 
e care 
service 
s for 
the 
South 
Asian 
commu 
nity 
using a 
hospita 
l 
appren 
ticeshi 
p 
progra 
m. 

This 
study 
used 
the 
first-
hand 
experie 
nces of 
particip 
ants to 
better 
identify 
the 
barrier 
s faced 
by the 
South 
Asian 
commu 
nity in 
access 
ing 
palliati 
ve care 
service 
s. 

This 
study 
establi 
shed 
why 
the 
South 
Asian 
commu 
nity 
prefer 
to die 
at 
home 
rather 
than 
hospita 
l. 

This 
study 
present 
ed the 
challen 
ges 
faced 
by 
profess 
ionals 
in 
providi 
ng 
quality 
palliativ 
e care 
for the 
South 
Asian 
populat 
ion 

This 
study 
is the 
first to 
argue 
for 
faith-
based 
palliati 
ve care 
service 
s for 
ethnic 
minoriti 
es. 

This 
study 
helps 
unders 
tand 
how 
palliati 
ve care 
service 
s might 
be 
differe 
nt for 
ethnic 
minoriti 
es and 
the 
barrier 
s they 
experie 
nce 
followe 
d by 
recom 
menda 
tions 
on how 
they 
could 
be 
improv 
ed 

This 
study 
allowe 
d us to 
underst 
and 
how 
South 
Asian 
culture 
may 
impact 
the 
experie 
nces of 
palliativ 
e care 
service 
s for 
childre 
n, 
young 
people, 
and 
familie 
s. 

This study 
established 
socioecono 
mic factors' 
impact on 
access to 
preferred 
places of 
death in the 
United 
Kingdom. 

This 
literature 
review 
provided 
key 
recomm 
endation 
s 
supporte 
d by 
scientific 
evidence 
for 
research 
ing 
ethnicity 
and 
palliative 
care. 

This study 
allowed to 
understan 
d the 
behaviours 
, attitudes, 
and 
patterns of 
EoL care 
by 
culturally 
and 
spiritually 
diverse 
groups 
and 
identify 
gaps in 
EoL care 
practice 
and 
delivery 
methods. 
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	CHAPTER 1: INTRODUCTION AND BACKGROUND 
	1.1. Introduction 
	1.1. Introduction 
	The World Health Organization (WHO) emphasizes the need for culturally appropriate development of Palliative Care (PC) services to meet the needs of the global population (Sepveda et al. 2002). Consequently, researchers and practitioners have directed their attention to the removal of barriers to PC, particularly for ethnic minorities and other populations with different cultural and demographic backgrounds (Periyakoil et al. 2016; Nelson et al. 2023; Broom et al. 2013). 
	The following highlights that gaps in access to PC among ethnic minorities remain a major public health concern in the United Kingdom, as ethnic minorities continue to be locked out from such service delivery. Ethnically, the largest group is South Asian (SA) residents in the UK, who routinely complain about healthcare services in the area (Venkatasalu et al. 2013). Several barriers have been identified in the literature, including those pointed out by Jones et al. (2024) and Hawley (2017) regarding this po
	According to Faull and Blankley (2015), PC can be described as a specialized service geared towards promoting the well-being of patients with terminal diseases regarding their physical, emotional, and spiritual welfare. It is performed through relief of suffering and pain by correct identification, evaluation, and control of the symptoms. A PC is provided by a team of specialists across hospice, hospital, and community care, including employees in general practice (NHS, 2022). 
	According to a previous study, globally, there are approximately 56. Eight million people require PC every year, but only 14 per cent of these people receive PC. In the UK even with various attempts to enhance the quality of care that patients receive it is projected that one hundred thousand patients who could potentially benefit from PC never get to access such services before they succumb to death (UK Parliament, 2022). This means that ethnic minority groups, especially SA, have a restricted inability to
	Providing PC is essential because it ensures comprehensive support that improves the quality of life of patients with terminal illness (Radbruch et al. 2020). As mentioned in 
	the WHO (2019) document on “PC” it is the explicitly recognized human right of every 
	individual and must be provided through integrated and person-centred health services. Moreover, PC ensures that patient suffering is significantly reduced through early identification, proper assessment and treatment of painful symptoms, and catering to the mental well-being of patients (Boston, Bruce, and Schreiber, 2011). Additionally, it addresses the practical needs of families/carers and provides bereavement counselling as a way to offer support to grieving members. A study conducted by Temel et al. (
	Figure
	Figure 1 Ethnic group distribution in the UK (Source: ONS, 2021) 
	According to the London Government (2022), “BAME is an acronym used to define all ethnic groups, except White ethnic groups. It does not relate to country, origin, or affiliation.” However, as mentioned previously, the largest BAME group in the UK was the SA population. Despite such a larger population, not much has been done to ensure that this SA cohort receives equitable healthcare services in the UK. Research also supports that SA in the UK faces significant differences in accessing PC services (Johnson
	According to the London Government (2022), “BAME is an acronym used to define all ethnic groups, except White ethnic groups. It does not relate to country, origin, or affiliation.” However, as mentioned previously, the largest BAME group in the UK was the SA population. Despite such a larger population, not much has been done to ensure that this SA cohort receives equitable healthcare services in the UK. Research also supports that SA in the UK faces significant differences in accessing PC services (Johnson
	of the SA community with PC include socio-demographic characteristics, health literacy, cultural values, religion or spirituality, negative experiences with the healthcare system, and cultural values (Hong et al. 2018). Similarly, Mohammed et al. (2017) also suggested that among certain minority ethnic communities, such as SA, people tend to care for their family members longer than any other community because of the implied moral duty or sense of responsibility. Ventakalasu et al. (2013) explained that tho

	This research seeks to understand and address these barriers through a qualitative systematic review that incorporates the viewpoints of SA, their families, and healthcare providers. This research also focuses on inequalities in the healthcare system in the UK and barriers such as language, culture, and socioeconomic factors that make access difficult for these minorities. Murray et al. (2015) suggest that understanding and addressing these language, culture, and socioeconomic barriers is essential for impr
	1.2. Background and Current Context 
	1.2. Background and Current Context 
	1.2.1. Ethnic Minorities 
	1.2.1. Ethnic Minorities 
	Aker et al. (2023) define the term ethnic minorities as “a group of individuals within a community which has different cultural or national traditions from the main population. As mentioned above, the UK is home to approximately 18% of ethnic minorities. However, this research focuses on SA in the UK and the barriers they encounter when accessing PC. “SA trace their origins to South Asia or the Indian subcontinent, which can include Bangladesh, Pakistan, India, Nepal, Afghanistan, and other states” (Bose an
	Figure
	Figure 2 Population of the SA in the UK (Source: Minority Rights Group UK, 2022) 


	1.2.2. Palliative Care 
	1.2.2. Palliative Care 
	The most common definition of PC, as provided by the World Health Organization (2020), is that it is an organized health service that seeks to improve the quality of life of patients and decrease their suffering. The commonly used methods for providing PC are timely and quick detection of symptoms and effective management (Teoli et al., 2019). This duty of managing symptoms is fulfilled by the interprofessional team, comprising nurses, doctors, social workers, chaplains, and psychologists. This inter-profes
	-

	However, PC is not readily available to the entire population. SA in the UK continues to struggle to access specialized healthcare services for several reasons. Hawley (2017) cited language barriers, cultural values, education, geography, and sociodemographic characteristics that limit or prevent the access of the SA community to quality end-of-life care. This decreased access to PC services for SA patients can result in increased suffering due to unmanaged symptoms, untreated pain, and psychological distre
	However, PC is not readily available to the entire population. SA in the UK continues to struggle to access specialized healthcare services for several reasons. Hawley (2017) cited language barriers, cultural values, education, geography, and sociodemographic characteristics that limit or prevent the access of the SA community to quality end-of-life care. This decreased access to PC services for SA patients can result in increased suffering due to unmanaged symptoms, untreated pain, and psychological distre
	members/caregivers between pursuing aggressive and invasive treatment and focusing on quality of life and comfort (Murray et al. 2015). 


	1.2.3. Barriers to Accessing Palliative Care 
	1.2.3. Barriers to Accessing Palliative Care 
	Research has highlighted the multiple barriers that SA in the UK face when accessing PC services. These barriers are categorized into cultural and religious, language, and systemic challenges. 


	Cultural and Religious Challenges 
	Cultural and Religious Challenges 
	Jones et al. (2021) found that cultural practices and beliefs upheld by the SA community prevented them from receiving end-of-life care. Religious beliefs significantly influence decisions on pain management, hospice utilization, and withdrawal of lifesustaining treatments. In addition, end-of-life care is a taboo topic under certain religions, which hinders open discussion of these topics (Williams and Johnson, 2010). A majority of SA, particularly those with limited education, prefer traditional medicine 
	-


	Language Challenges 
	Language Challenges 
	Differences in language serve as a significant obstacle for SA in the UK because they are not able to communicate their medical information to care providers. According to the Office for National Statistics (2022), there are approximately 291,000 individuals whose main language is Punjabi, 270,000 speak Urdu, 199,000 speak Bengali, and 189,000 speak Gujarati. Similarly, care providers are unable to understand the information communicated to them, creating a significant communication gap, thus affecting info

	Systemic Barriers: 
	Systemic Barriers: 
	Systemic issues, including institutional racism, inequalities in the access and delivery of healthcare services, lack of cultural representation in PC services, and socioeconomic disadvantages are also significant barriers to SA (Johnson, 2013). In addition, discriminatory attitudes, unconscious bias, and culturally insensitive practices decrease the willingness of ethnic minorities, particularly SA, to access PC services. Similarly, Bowers et al. (2022) suggested that the economic position of individuals 
	Systemic issues, including institutional racism, inequalities in the access and delivery of healthcare services, lack of cultural representation in PC services, and socioeconomic disadvantages are also significant barriers to SA (Johnson, 2013). In addition, discriminatory attitudes, unconscious bias, and culturally insensitive practices decrease the willingness of ethnic minorities, particularly SA, to access PC services. Similarly, Bowers et al. (2022) suggested that the economic position of individuals 
	belonging to the SA community also makes it difficult for them to access the necessary care for their terminal illnesses. Consequently, many people belonging to the SA ethnicity are forced to work in lower professions; thus, they do not earn enough to pay for such specialized services. 

	1.3. The Current Context of Palliative Care Access for Ethnic Minorities in the UK 
	1.3. The Current Context of Palliative Care Access for Ethnic Minorities in the UK 
	The continued emphasis on equality and justice in the field of medical science has led to the acknowledgement of access problems faced by the SA community in the UK. Additionally, recent research on the topic also highlighted the common disparities that people of SA ethnicity in the UK face regularly. For example, a study conducted by Evans et al. (2021) revealed that SA patients are less likely to receive a referral to a PC service by care providers as compared to the white population. This disparity exist
	1.4. Rationale or Problem Statement 
	1.4. Rationale or Problem Statement 
	Disparities in access to PC for SA in the UK have become a public health concern (Barnato et al., 2009). Evans et al. (2021) also supported that ethnic SA despite their large population size are the most underrepresented population in PC services. They are also those whose needs are most frequently ignored due to language barriers and a lack of culturally appropriate care. Recent research on the topic has highlighted language, systemic barriers, and cultural and religious factors responsible for the underre
	Disparities in access to PC for SA in the UK have become a public health concern (Barnato et al., 2009). Evans et al. (2021) also supported that ethnic SA despite their large population size are the most underrepresented population in PC services. They are also those whose needs are most frequently ignored due to language barriers and a lack of culturally appropriate care. Recent research on the topic has highlighted language, systemic barriers, and cultural and religious factors responsible for the underre
	that this knowledge gap gives rise to health inequalities and challenges justice and the principle of fairness within society. 

	1.5. Research question 
	1.5. Research question 
	What are the different barriers and their role in accessing palliative care for ethnic minorities, particularly South Asians, in the UK? 
	1.6. Research Aim 
	1.6. Research Aim 
	This research aims to conduct a comprehensive systematic literature review to identify and determine the barriers and their role in limiting access to palliative care among South Asian (SA) ethnic minorities in the UK. It also seeks to address gaps in existing evidence and provide recommendations to improve healthcare equity and outcomes for these populations. 
	1.7. Research Objectives 
	1.7. Research Objectives 
	The primary objective of this research is to explore and analyse the barriers that ethnic minorities face in accessing palliative care in the UK. This study aims to: 
	1. 
	1. 
	1. 
	To explore and evaluate the barriers that limit access to palliative care among South Asians in the UK, including language barriers, cultural and religious differences, and socioeconomic challenges. 

	2. 
	2. 
	Analyse how family factors, cultural factors, and spirituality affect the decisionmaking process related to PC in the SA population. 
	-


	3. 
	3. 
	This study provides evidence to fill the gap in current knowledge and provides recommendations for policy and practice changes to improve PC access for the SA population. 

	4. 
	4. 
	To provide evidence-based strategies aimed at overcoming these barriers, improving healthcare accessibility, and enhancing equity in palliative care for South Asian ethnic minorities in the UK. 


	1.8. Summary 
	1.8. Summary 
	Receiving end-of-life care is an explicit right for every person and offers significant advantages to people with terminal or life-limiting illnesses. Despite this, ethnic minorities, including the SA community, face several barriers to accessing PC in the UK, such as language, cultural and religious, and systemic challenges. Thus, this study seeks to 
	Receiving end-of-life care is an explicit right for every person and offers significant advantages to people with terminal or life-limiting illnesses. Despite this, ethnic minorities, including the SA community, face several barriers to accessing PC in the UK, such as language, cultural and religious, and systemic challenges. Thus, this study seeks to 
	understand these challenges from the viewpoint of the minority population, focusing on SA, their families, and healthcare providers, and recommends strategies to address and mitigate these challenges. The literature on this topic is discussed further in Chapter 2. 

	Chapter 2: Literature Review 
	2.1 Introduction 
	2.1 Introduction 
	This chapter presents an overview of the existing literature on the topic “How do barriers faced by SA in the UK affect their access to PC services?” to provide background and context for the research being conducted. The search terms and keywords used in the search are listed in Table 2. This helped the researcher understand the research that had already been conducted on the topic and the existing literature gaps that needed to be filled. Randolph (2019) also added that literature reviews help readers und
	This chapter explains the role of ethnicity in limiting access to PC among SA in the UK. It is then followed by an exploration of the variety of challenges or barriers that limit minority ethnic communities, particularly SA, from accessing PC services in the UK. This chapter also presents a summary statement on the gaps identified in the existing body of knowledge and how this study seeks to fill them. 

	2.2 Ethnicity and Palliative Care in the UK 
	2.2 Ethnicity and Palliative Care in the UK 
	Several studies have highlighted inequalities in the provision and delivery of PC for those belonging to minority ethnic communities (Bajwah et al., 2021; LoPresti et al., 2016; Ornstein et al., 2020). However, these ethnic minorities are more likely to experience poor health than their white counterparts in the UK (Raleigh, 2023). This highlights the failure of the healthcare system in the UK to fulfil the delivery of equitable healthcare services, including PC, to ethnic minorities such as SA. In comparis
	The report presented by Calanzani, Koffman, and Higginson (2013) on “Palliative and End-of-Life care for BAME in the UK” revealed that cultural and ethnic differences influence patterns of illness experiences, healthcare-seeking behaviour, and the utilization of healthcare services in the UK. Venkatasalu, Arthur, and Seymour (2013) found that SA are among the ethnic groups that report the lowest uptake of palliative or end-of-life care services in the UK because of a lack of awareness, lack of referrals, la
	The report presented by Calanzani, Koffman, and Higginson (2013) on “Palliative and End-of-Life care for BAME in the UK” revealed that cultural and ethnic differences influence patterns of illness experiences, healthcare-seeking behaviour, and the utilization of healthcare services in the UK. Venkatasalu, Arthur, and Seymour (2013) found that SA are among the ethnic groups that report the lowest uptake of palliative or end-of-life care services in the UK because of a lack of awareness, lack of referrals, la
	views about hospice care. Despite this, Clarke et al. (2021) argued that the extent to which SA has been ignored in the provision of equitable PC cannot be determined because research on PC has not traditionally engaged with problems such as ethnicity, race, and racism. However, Evans et al. (2012) proposed that there is a proven under-use of endof-life or PC services among ethnic minorities, such as SA. 
	-


	A study conducted by Wilkinson et al. (2014) to understand how ethnicity impacts PC services utilisation in the UK revealed that ethnicity significantly influences the experiences and outcomes of SA patients when accessing PC services. They further elaborated that cultural beliefs, norms, and practices contribute to how certain ethnic groups, including SA, perceive and utilize PC services. Venkatasalu et al. (2014) also supported that SA culture is characterised by deeply ingrained family values and systems
	In contrast, Bajwah et al. (2021) conducted a service evaluation study of two London hospitals providing PC services to examine the association between ethnicity and socioeconomic deprivation with the timing of PC referral. A total of 334 patients were included in the study, of which 119 were from non-White ethnic groups, including 26 SA and 77% black. The findings revealed no relationship between ethnicity and the timing of PC referral. However, there is an association between socioeconomic deprivation and
	Nevertheless, Bajwah et al. (2021) successfully highlighted one important aspect not often considered when researching access to PC services among SA. Research has also supported a close link between socioeconomic deprivation and access to PC services (Bowers et al., 2022). According to statistics published by the UK government, the combined Bangladeshi and Pakistanis have the highest rate (33%) of economic inactivity, which limits their ability to acquire appropriate and timely PC services. Another study c
	Nevertheless, Bajwah et al. (2021) successfully highlighted one important aspect not often considered when researching access to PC services among SA. Research has also supported a close link between socioeconomic deprivation and access to PC services (Bowers et al., 2022). According to statistics published by the UK government, the combined Bangladeshi and Pakistanis have the highest rate (33%) of economic inactivity, which limits their ability to acquire appropriate and timely PC services. Another study c
	characteristics include limited educational achievement, limited employment opportunities, high rates of unemployment, and lower income than their Caucasian counterparts. Thus, Bowers et al. (2022) and Coupland et al. (2011) asserted that although there may not be a direct link between ethnicity and access to PC services, there exists an intersectionality between ethnicity and socioeconomic conditions in healthcare excess. This indirect link limits individuals from ethnic minority backgrounds, specifically 


	2.3 Challenges Limiting Minority Ethnic Communities, Particularly SA, from Accessing Palliative Care Services 
	2.3 Challenges Limiting Minority Ethnic Communities, Particularly SA, from Accessing Palliative Care Services 
	The challenges, widely quoted in the literature, faced by the SA community when accessing PC, include religious and racial discrimination, cultural insensitivity, lack of information, an unfavourable attitude towards PC, and difficulty discussing life and death (Evans et al., 2012; Markham et al., 2014; Redman et al., 2008; Frank Harkin and Curie, 2013; Bajwah et al., 2024). Another study conducted by Brown et al. (2013) also showed similar results that SA in the UK hurts PC and life-sustaining treatment du
	2.3.1 The Perception of Health and Illness among SA 
	2.3.1 The Perception of Health and Illness among SA 
	The perception of health and care among the SA population is contaminated by several factors, including religious affiliations, negative attitudes towards healthcare professionals, lack of trust in the healthcare system, alternative therapies, unhealthy decision-making styles, and family values (Lucas, Murray, and Kinra 2013). Many individuals belonging to SA culture believe that they are morally and religiously obliged to care for sick or older people, and an inability to do so makes them feel guilty and s
	The perception of health and care among the SA population is contaminated by several factors, including religious affiliations, negative attitudes towards healthcare professionals, lack of trust in the healthcare system, alternative therapies, unhealthy decision-making styles, and family values (Lucas, Murray, and Kinra 2013). Many individuals belonging to SA culture believe that they are morally and religiously obliged to care for sick or older people, and an inability to do so makes them feel guilty and s
	explored the perception of PC among the SA population through semi-structured interviews and survey questions. The main exploratory findings of the study were: (i) different attitudes towards talking about death; (ii) an equal emphasis on minimizing pain and suffering and maximizing comfort; (iii) lack of knowledge about PC; and (v) that faith, spiritual beliefs, and cultural values do not necessarily hinder the acceptance of or access to PC services. 


	2.3.2 A Preference for Traditional Medicine 
	2.3.2 A Preference for Traditional Medicine 
	Ethnic minorities, particularly the SA community, prefer to use traditional medicine or health practices. Campbell and Amin (2014) found through their qualitative study that ethnic minority populations value traditional rituals and medicine. They suggested that traditional healers should be incorporated into PC services because they can offer appropriate spiritual, cultural, and psychological care. The choice to opt for traditional medicines is often influenced by family members, negative attitudes towards 

	2.3.3 Language or Communication Barrier 
	2.3.3 Language or Communication Barrier 
	The SA community in the UK mainly speaks Bengali, Urdu, or Punjabi, based on their national affiliation (Greenwood et al., 2015). Many of the older people in this community do not have a strong grip on English, which makes it challenging for them to effectively communicate their problems or needs. According to Hawley (2017), this language barrier leads to misunderstandings between patients and healthcare professionals regarding treatment options, difficulties in expressing concerns and symptoms, and challen
	a care provider, recruited in Wilkinson et al. (2016) study responded: “Most of the ethnic 
	minority participants will not be regarded as eligible for quality of PC studies because they won't agree to end of life care,. Or if they have, they can’t speak to, they’re not articulate enough to get into that conversation, or they won’t…..it’s not a cultural thing apart from the language.” 

	2.3.4 Decision-Making 
	2.3.4 Decision-Making 
	In the SA community, decisions about seeking care, engaging with PC services, and adhering to treatment recommendations are often determined by cultural beliefs and norms, family dynamics, religious practices, and social structures or support networks (Shabnam et al., 2020; Dosani et al., 2020; Owens and Randhawa, 2004). Worth et al. (2009) suggested that individuals belonging to SA communities prefer collective decisionmaking involving family members, which contrasts with the individual autonomy practised 
	-

	Figure
	Table 1 Summary of Themes Found in LiteratureConclusion 
	To conclude, a systematic review of the literature already available on the chosen topic highlights that ethnic minorities face disparities when accessing PC services. SA are among the ethnic groups with the least uptake or usage of PC services due to the challenges or barriers they encounter. These barriers include, but are not limited to, cultural associations, lack of education, inclination towards traditional medicine, language or communication disparities, and collectivistic decision-making. 
	CHAPTER 3: METHODOLOGY 
	3.1. Introduction 
	This chapter outlines the methodology adopted to conduct this research on the topic of “understanding the barriers to accessing PC among ethnic minorities, focusing on SA in the UK.” It includes a description of the research design, including the inclusion and exclusion criteria, and the search strategy adopted to identify the relevant literature available on the selected topic. This chapter also includes details of the data extraction and synthesis procedure, the quality assessment tools used, and the stra

	3.2. Systematic Literature Review (SLR) 
	3.2. Systematic Literature Review (SLR) 
	A literature review is a general and sometimes informal survey of the literature on a given topic as an initial step in understanding a topic or developing a conceptual framework (Lame, 2019). Systematic reviews are a formal and well-defined approach to systematically answer well-defined research questions with minimal bias and thus provide a sound evidence base for decision-making (Purssell and McCrae, 2020). This systematic review aimed to reduce bias and inclusively identify all studies that address the 

	3.3. Search Strategy 
	3.3. Search Strategy 
	Aromataris and Riitano (2014) defined search strategy as an organized structure of search terms and keywords used to identify relevant literature from a database. It combines the key concepts of a search question to obtain the most accurate results. For this systematic review, a comprehensive search strategy was developed utilizing the “PICO” tool to identify the components to be included in the research question and identify alternative words that may be required for a more comprehensive search (Refer to T
	Table 2 PICO Table 
	Figure
	The rationale why the PICO framework is used instead of PEO (Population, Exposure, and Outcome) is that it is applied only when assessing an exposure or risk factor that may or may not have an impact on the outcome (Butler, Hall, and Copnell, 2016). However, this review focuses on identifying barriers to accessing PC among ethnic minorities, specifically SA. Hence, exposure to specific interventions or comparisons between interventions are not central to the research question. Thus, the PICO framework was d

	3.4. Search terms 
	3.4. Search terms 
	Search terms are defined as specific words or phrases or combinations of words or characters that are entered into search engines to specify a particular thing that needs to be searched on a database (Aromataris and Pearson). They are the essential element in a search strategy that helps to systematically identify relevant literature. According to Smith et al. (2011), search terms balance the specificity and breadth of the search and improve the reliability and quality of the systematic review. 
	Also, the use of synonyms is also important while searching for the literature because different authors utilise different terms to explain a similar concept (Westgate and Lindenmayer, 2017). Booth et al. (2016) also supports that including synonyms in the search process increases the chances of retrieving more relevant studies and enhances research inclusivity and thoroughness. 
	Through the PICO tool, it was identified that the “population” of interest in this current research was ethnic minorities, particularly SA residing in the UK. This was chosen to limit the scope of this study since ethnic minorities is a broad term. Additionally, the word “Asians” was included in the search term because this would help capture relevant studies that used different terms to define the SA population. The facet analysis also included other terms (Refer to Table 2). The “intervention” was identif
	Figure
	Table 3 Facet Analysis for Database Search 

	3.5. Databases 
	3.5. Databases 
	A literature search was conducted using online databases, including ProQuest, EBSCO, PubMed, and Google Scholar, to gather relevant academic sources. The reason for selecting these databases is that they provide access to extensive literature related to healthcare and social sciences. As per Booth (2016), searching multiple databases is important for conducting comprehensive literature. This also ensures a broader coverage of articles and reduces the risk of missing relevant studies. 
	These relevant databases are essential for searching and getting access to peerreviewed research articles, books, conference proceedings, and other academic sources. 
	-

	Incorporating this diverse range of evidence is essential to enhance the credibility and reliability of the findings (Cooper et al., 2018). Therefore, this research, to identify and understand the differing perspectives of ethnic minorities related to the challenges in accessing PC, has searched different aspects on different engines. Such as, PubMed was used for medical literature, EBSCO for nursing and allied health, ProQuest for psychological aspects, and Google Scholar for interdisciplinary coverage. Th
	The databases were all searched for studies that were published from 2010 to 2023 to include the most recent data available on the topic since healthcare in the UK is undergoing rapid changes. Boolean operators “OR” and “AND” were used to combine search terms and keywords to further facilitate the search process. Only papers written in the English Language were considered and included to ensure clinical relevance for each database (Cooper et al., 2018). 

	3.6. Inclusion/Exclusion Criteria 
	3.6. Inclusion/Exclusion Criteria 
	According to Smith et al. (2011), inclusion criteria in research are the characteristics that the studies must possess to be included in the review. Exclusion criteria are those characteristics that disqualify prospective studies from being included in the study. Snyder (2019) suggested that inclusion and exclusion criteria are important because they set boundaries for the review and reduce the chances of ambiguity. The inclusion and exclusion criteria developed for this research is demonstrated in Table 3.
	Figure
	Table 4 Inclusion and Exclusion Criteria 

	3.7. Data Evaluation 
	3.7. Data Evaluation 
	The obtained data was evaluated using the CASP checklist for qualitative searches as part of this systematic literature review. The rationale for using this tool is to ensure that all the articles selected and included in the study are of optimum quality and do not contaminate the authenticity and validity of the findings (Long et al., 2022). Also, this tool can provide a basis for allocating numerical scores to the study to quantify the quality of the study, especially during study selection (Buccheri and 

	3.8. Search Results 
	3.8. Search Results 
	Figure
	Identification of studies via databases and registers 
	Identification
	Records identified from* databases ProQuest (n= 3,237) EBSCO (n= 170) PubMed (n= 11,397) Google Scholar (n= 9,870) 
	Records removed before screening: 
	Duplicate records removed (n = 24,482) 
	Figure
	Screening 
	Figure
	Records screened (n = 192) 
	Figure
	Reports sought for retrieval (n = 129) 
	Figure
	Full-text Articles assessed for eligibility (n= 61) 
	Records excluded** (n = 63) 
	Reports excluded after reading title and abstract (n= 68) 
	Reports excluded: 
	Figure
	Figure
	Figure
	Reason 1 Incomplete methodology (n = 16) 
	Figure

	Reason 2 Incomplete Findings (n = 20) 
	Reason 3 Quantitative research (n = 11) 
	Studies included in review (n = 14) 
	Included
	Prisma flow chart 
	The search for relevant studies started with entering search words and key terms in the search engine, which led to the identification of 24,674 studies. To narrow the search keywords, including “SA” “UK” “Palliative OR End-of-Life care” are inserted. Furthermore, the inclusion and exclusion criteria were also applied, and Boolean operators were used. This decreased the number of hits to 192 articles. Initially, the search was only conducted using ProQuest and EBSCO; however, the inability to find articles 

	3.9. Ethical Considerations 
	3.9. Ethical Considerations 
	In research, ethics are defined as the principles that ensure that the participant's rights and confidentiality are protected as well as the integrity of the findings (Farrimond, 2017). Since the study has utilised a systematic literature review methodology it does not require ethical approval. However, it was still ensured that all the studies included had undergone ethical approval before publication. Moreover, only those studies were chosen that adhered to the ethical research standards, including inform

	3.10. Chapter Summary 
	3.10. Chapter Summary 
	In this chapter, the systematic review laid the foundation by defining the PICO framework, outlining search strategies across multiple databases, and adhering to 
	In this chapter, the systematic review laid the foundation by defining the PICO framework, outlining search strategies across multiple databases, and adhering to 
	rigorous inclusion criteria. Ethical considerations were also paramount in selecting studies that had undergone ethical approval. The next chapter will delve into the findings extracted from the included studies, focusing on identifying and synthesizing literature available on accessing PC among ethnic minorities in the UK. 

	Chapter 4: Data Extraction and Evaluation 
	4.1. Introduction to the Chapter 
	This chapter seeks to present the collected information about the studies in a table format to summarise them and make them easy to compare. For this purpose, this chapter of the dissertation includes an evidence table that provides detailed information about each study included in the systematic review and a summary table that gives an overview of the findings. Alongside this, the chapter provides a brief introduction to the critical appraisal and quality assessment tools used to appraise the research pape

	4.2. Data Extraction 
	4.2. Data Extraction 
	The simple definition of data extraction is “the process of retrieving or collecting different types of data from several sources, many of which may be completely unstructured or poorly organized” (Jonnalagadda, Goyal, and Huffman, 2015). Through data extraction, the researcher attempts to consolidate, process, and refine data so it can be stored in an appropriate location to be transformed. According to Schmidt (2021), in a systematic review, data extraction is about capturing the essential characteristics

	4.3. Critical Appraisal and Paper Quality Assessment 
	4.3. Critical Appraisal and Paper Quality Assessment 
	Tod, Booth, and Smith (2022) define critical appraisal as a process of carefully and systematically examining a research or article to judge its value, relevance, and trustworthiness in a specific context. Systematic literature reviews that use various databases to find relevant research articles to be included can result in an overwhelming number of results, which can have different qualities. The process of critical appraisal reduces the burden on the researcher and allows them to focus on those studies, 

	4.4. Critical Appraisal Tool 
	4.4. Critical Appraisal Tool 
	Unlike other tools, a critical appraisal tool is described as a systematic instrument developed to examine and assess the reliability and quality of a research paper (Schmidt, 2021). It helps clinicians, researchers, and professionals to evaluate the relevance, credibility, and validity of research findings by carefully examining different aspects of the study, including its methodology, results, and potential biases (Crowe and Sheppard, 2011). Aside from this, other methods can be employed to critically ap

	4.5. Evaluation of the Studies using the CASP Tool 
	4.5. Evaluation of the Studies using the CASP Tool 
	As mentioned above, there are many tools or methods available to perform critical evaluation of studies. However, the CASP tool is used for the current systematic review because it is highly regarded for its comprehensive and tailored approach to evaluating qualitative studies (Long et al., 2020). The reason why the CASP tool is used instead of Joanna Briggs Institute critical appraisal tool or AMSTAR 2 too is that it is specifically designed to assess and address the unique aspects of qualitative studies, 
	As mentioned above, there are many tools or methods available to perform critical evaluation of studies. However, the CASP tool is used for the current systematic review because it is highly regarded for its comprehensive and tailored approach to evaluating qualitative studies (Long et al., 2020). The reason why the CASP tool is used instead of Joanna Briggs Institute critical appraisal tool or AMSTAR 2 too is that it is specifically designed to assess and address the unique aspects of qualitative studies, 
	ensures that every aspect of the qualitative study is evaluated (Long et al., 2020). However, one potential limitation of the tool is that it may be difficult to apply for beginners as compared to other appraisal tools (Harrison et al., 2017). Furthermore, the overemphasis on methodology sometimes overshadows other important elements like the 

	study’s relevance (Young and Soloman, 2009). 
	The CASP qualitative questionnaire used to critically appraise the selected studies consists of 10 questions, each of which is answered for each study (Refer to Appendix B). 
	4.5.1 Article 1 
	4.5.1 Article 1 
	Clarke et al. (2023) employed a qualitative methodology to explore participants' stories about their access to PC. The CASP (2018) checklist for qualitative study requires a study to have a clear statement of the research aims. The reason is that clearly defined research aim and questionnaire ensure that the reader understands the goals and purpose of the study (Doody and Bailey, 2016). Similarly, Pruzan (2016) also supported that welldefined aims help the researcher to stay on track and not astray during t
	-

	Similarly, the research choice of qualitative methodology and narrative inquiry is appropriate and addresses the research aims sufficiently. Clarke et al. (2023), thus, recruited 27 participants to conduct interviews and focus groups. As per Malterud et al. (2016), a qualitative study must have a minimum of 12 participants to reach data saturation. While Creswell and Creswell (2018) suggested that any figure between 10 and 50 is sufficient depending on the type of research and research questions. The findin

	4.5.2 Article 2 
	4.5.2 Article 2 
	Ventakalasu, Arthur, and Seymour (2013) conducted focus groups and interviews with a total of 55 older adults between 52 and 78 years. CASP (2018) asks if the data collected in the research addresses the research issue. DiCicco-Bloom and Crabtree 
	Ventakalasu, Arthur, and Seymour (2013) conducted focus groups and interviews with a total of 55 older adults between 52 and 78 years. CASP (2018) asks if the data collected in the research addresses the research issue. DiCicco-Bloom and Crabtree 
	(2006) present that qualitative interviews allow the research to explore behaviour and attitudes about a particular accept in detail and ensure that there is no impartiality. However, Ortiz (2015) argues that while using such a methodology, the researcher must be aware that a lack of privacy may lead the participants to alter their perspectives and opinions about the research topic, which negatively affects the findings. To cater to this issue, Ventakalasu, Arthur, and Seymour (2013) ensured that both focus

	The collected data was analysed using the constructivist grounded theory approach. CASP (2018) requires the data analysis procedure to be rigorous to ensure the integrity of the findings and protection against common issues, including data manipulation, selection bias etc. Mill, Bonner, and Francis (2006) found that a constructivist grounded theory approach has high ecological validity and allows one to discover new phenomena. On the other hand, O’Connor et al. (2018) argued that the findings may be subject

	4.5.3 Article 3 
	4.5.3 Article 3 
	Markham, Islam, and Faull (2014) conducted a study to understand why the local BAME communities in the UK do not use hospice services and identify ways through which their access to specialist PC services can be increased. For this purpose, the researchers conducted informal discussion groups with members of the BAME public. According to Murphy (2014), informal group discussions promote quick information sharing and ensure more honest and open discussions about difficult topics. In opposition, Burn et al. (
	Markham, Islam, and Faull (2014) conducted a study to understand why the local BAME communities in the UK do not use hospice services and identify ways through which their access to specialist PC services can be increased. For this purpose, the researchers conducted informal discussion groups with members of the BAME public. According to Murphy (2014), informal group discussions promote quick information sharing and ensure more honest and open discussions about difficult topics. In opposition, Burn et al. (
	discussion group members and confidentiality was assured by anonymizing all the extracts from discussion groups. 

	The thematic analysis of the collected data revealed that among the SA population, the information about PC services was limited, and participants valued end-of-life care when informed about the services. Many participants described that they wanted to die with a comfortable heart. The participants also reported that the GPs in healthcare service often did not know or did not refer patients for further assistance. 

	4.5.4 Article 4 
	4.5.4 Article 4 
	Moss et al. (2022), unlike others, took a different stance and used the Community Readiness Model to identify the barriers that influence how SA communities’ access and use PC services. For this purpose, ten key stakeholders working in the PC services were approached and recruited. Following the CASP (2018) criteria, the research aim of the study was presented in the abstract and introduction section. The recruited stakeholders were asked to fill out a questionnaire and attend a focus group discussion. 
	As per Akylidiz and Ahmed (2021), focus groups in qualitative studies are effective because they allow the researcher to engage in deeper conversations and observe body language. While Gill et al. (2008) countered that focus groups are time-consuming and it may be difficult to engage all participants in the discussion. The themes derived from the thematic analysis include a lack of awareness of palliative and end-of-life care services in the communities, continued focus on end-of-life care planning instead 
	-


	4.5.5 Article 5 
	4.5.5 Article 5 
	Phillips and Taylor (2011) in their article outline a hospice apprentice programme that aims to promote and expand the use of specialist palliative and end-of-life care services for a SA community. The project aimed to improve health outcomes and community cohesion for individuals belonging to the BME community. To assess the effectiveness of this programme, the researchers used narrative inquiry using interviews and discussions. 
	Clandinin and Caine (2013) believe that narrative inquiry is useful to reveal a deeper understanding and unique perspectives of a situation. In contrast, Lindsay and Schwind (2016) implied that to effectively use narrative inquiry as a methodology the researcher must have a vast understanding of the topic and participants’ life experiences to realistically and effectively understand their opinions. CASP's (2018) checklist asks if qualitative research is the right methodology to be used to address the develo

	4.5.6 Article 6 
	4.5.6 Article 6 
	Worth et al. (2009) undertook a prospective, longitudinal, qualitative study using in-depth interviews to examine the care experiences of SA Muslims and Sikh patients in Scotland with life-limiting conditions. The study also sought to understand the reason behind difficulties faced by this community in accessing services and how they might be mitigated. For this purpose, the researchers purposively selected 25 SA Sikh and Muslim patients, 20 health professionals, and 18 family carers. CASP (2018) requires r
	However, a counterargument was presented by Campbell et al. (2020) that purposive sampling decreases generalisability and findings are only applicable to the sampled population. The sampling technique was appropriate in the context of the current research because it allowed the researcher to only integrate the population of interest, i.e. people belonging to a specific ethnicity. The findings of the study highlighted that most PC services remain inefficient in providing culturally responsive and appropriate

	4.5.7 Article 7 
	4.5.7 Article 7 
	Similarly, Ventakalasu, Seymour, and Arthur (2013) utilised a qualitative methodology using focus groups and semi-structured interviews to explore the expectations, beliefs, and attitudes of older SAs living in East London about dying at home. The benefits of using this methodology, as quoted by Magaldi and Berler (2015), include access to reliable and comparable data, greater flexibility, and more detailed and rich responses. Adams (2015) analysed that semi-structured interviews are highly vulnerable to re
	Although the study was highly rigorous, it failed to consider the relationship between the researcher and the participant. Varga-Dobai (2012) suggested that qualitative researchers must consider this relationship because the more trusting and closer relationship developed with the participant, the richer and more authentic data can be collected. Furthermore, Griffis et al. (2008) added that rich and authentic data reveals the complexities of the phenomenon under investigation. The findings of the study sugg

	4.5.8 Article 8 
	4.5.8 Article 8 
	Owens and Randhawa's (2004) article investigate the difficulties faced the 
	professionals trying to develop “culturally competent” PC for SA patients dealing with 
	cancer in the UK. For this purpose, a phenomenological methodology was devised, and 10 semi-structured interviews were conducted with PC staff who work at home and in community-based settings. Eberle (2014) suggests that phenomenology is an exceptional method in qualitative studies to understand subjective experiences and obtain insights into 
	people’s motivations and actions. 
	Owens and Randhawa (2004) also justified their use of phenomenological 
	methodology by stating that “this methodology is adopted to gain a detailed insight into 
	the experiences of staff, and the meanings and understandings which they attach to their work in a culturally diverse context.” The analysis revealed that for many professionals, 
	the experiences of staff, and the meanings and understandings which they attach to their work in a culturally diverse context.” The analysis revealed that for many professionals, 
	caring for ethnic minorities demonstrated a self-critical and reflexive approach. Many interviewees believe that training in cultural competence is valuable but does not account for the emotional investments and complexities associated with caring for minority ethnic patients in community and domestic settings. 


	4.5.9 Article 9 
	4.5.9 Article 9 
	Samanta, Samanta, and Madhloom (2017) employed a qualitative approach to explore the attitudes, beliefs, and values of SA Muslims and Hindus related to their perception of issues associated with end-of-life care. For this purpose, the researchers conducted two focus groups that lasted for two hours. A total of 12 participants were selected for this study; among which 6 were male and 6 were female within the age range of 28 and 72 years. On the CASP (2018) criteria, the ethics were carefully considered in th
	Aguinis and Henle (2004) presented that Ethics is essential to protect the participants’ dignity and to ensure that their welfare and research are well-kept. In research where ethics are lapsed, it results in significant harm to human subjects, students, and the public which ultimately snatches the essence of human welfare from the research. The key concepts that emerged through the analysis of the collected data, include the key concepts that we elaborate upon are (a) an intrinsic right to religious and fa

	4.5.10 Article 10 
	4.5.10 Article 10 
	Randhawa et al.’s (2003) article presents the findings of an exploratory study that assessed the role of communication in the delivery of effective and efficient PC service to SA living in Luton, UK. Swedberg (2020) ascertained that an exploratory study gives context to the research problem and helps the researcher become familiarise with the topic, form hypotheses, test theories, and make conclusions. On the other hand, Makri and Neely (2021) argued that the interpretation of the data collected from explor
	The participants were allowed to specify the gender of the interviewer and the language in which they would like the interview to be conducted. As per Varga-Dobai (2012), this would increase the comfort of the participants, and they would be more likely to share honest and true opinions. Randhawa et al. (2004) found that it was found that the PC services provided are, in most cases, valued and seen as being effective. However, as the service providers who were interviewed readily recognized, there were area

	4.5.11 Article 11 
	4.5.11 Article 11 
	Brown et al. (2013) used a literature review methodology to explore the interface between SA culture and PC for children, young people, and families. The rationale for using literature review as a methodology could be the fact that it allows researchers to identify areas that need more research and assess the current state of the topic (Snyder, 2019). In comparison, Van Lange Paul et al. (2015) contend that literature reviews are vulnerable to selection bias which can affect the reliability of the findings.

	4.5.12 Article 12 
	4.5.12 Article 12 
	Likewise, Turner and Flemming (2019) also conducted a thematic analysis of qualitative studies to synthesise all qualitative evidence on how socioeconomic factors affect access to preferred places of death in the UK. For this purpose, the researchers used multiple electronic databases, including Cochrane Library, MEDLINE, Embase, CINAHL, Scopus, PsycINFO, and ASSIA. A total of 12 studies were made a part of this literature review. The thematic analysis of these studies leads to the development of two key th
	Likewise, Turner and Flemming (2019) also conducted a thematic analysis of qualitative studies to synthesise all qualitative evidence on how socioeconomic factors affect access to preferred places of death in the UK. For this purpose, the researchers used multiple electronic databases, including Cochrane Library, MEDLINE, Embase, CINAHL, Scopus, PsycINFO, and ASSIA. A total of 12 studies were made a part of this literature review. The thematic analysis of these studies leads to the development of two key th
	number of studies directly studied the influence of socioeconomic deprivation on access to PC services. 

	4.5.13Article 13 
	Clarke et al. (2022), unlike others, focused on the provision of five key considerations on how data can be collected to improve the quality of research conducted on the link between ethnicity and PC. They presented that there is a need for improving ethnic group categories to capture the diversity in ethnicity and allow people to recognize their own identities. Secondly, the questions regarding ethnicity must be made societally and socially sensitive and data must be collected as infrequently as possible. 

	4.5.14 Article 14 
	4.5.14 Article 14 
	Fang et al. (2016) conducted a scoping review to explore patterns, behaviours, and attitudes of end-of-life care by spiritually and culturally diverse groups and identify the gaps in the practice and delivery of end-of-life care. Scoping reviews are largely valued for their ability to identify research gaps, clarify key concepts, flexibility, and inclusion of a wide variety of study methodologies and designs (Munn et al. 2018). However, it must also be acknowledged that scoping reviews may lack depth, do no


	4.6. Chapter Summary 
	4.6. Chapter Summary 
	To summarize, data extraction and quality assessment is an essential aspect of 
	systematic reviews that enhances the validity and reliability of the review’s findings. Thus, 
	an appropriate quality appraisal tool, the CASP qualitative checklist, was selected and 
	applied on the selected articles carefully. The next chapter will discuss the findings of those articles in a broader context. 
	Chapter 5: Data Analysis and Evaluation 
	5.1. Introduction 
	This chapter presents an analysis of the obtained data from the included studies. It includes the details of the thematic analysis performed and the thematic analysis framework chosen to derive themes from the extracted data. In addition, this chapter also highlights the characteristics of the included studies, including the location, methodology, and data analysis used. Finally, it presents a detailed synthesis of the included studies; identifying the themes and sub-themes that emerged during the analysis.
	5.2. Thematic Analysis 
	Figure
	(Figure 2 Thematic Analysis Salomao, 2023). 
	Thematic analysis is a technique employed in analyzing and describing patterns or themes in qualitative data. It is usually used to give a comprehensive and rich assessment of multifaceted occurrences through participants’ processes, views, and perceptions (Kiger and Varpio, 2020). Apart from thematic synthesis, other approaches to the analysis of the qualitative data in an SLR are framework analysis, ground theory, and narrative synthesis (Bulmer, 2017). The rationale behind using a thematic analysis tool 

	5.3. Data Analysis Tool 
	5.3. Data Analysis Tool 
	Braun and Clarke’s (2006) thematic framework is a structured method for analyzing qualitative data through six phases: Familiarization, coding, theme development, theme review, definition and writing. Despite its intent to offer systematicity of rigor and consistency it also possesses significant limitations. Some of the criticism levelled at it has to do with its potential to distort data by reducing them to broad themes and by not allowing for fine-grained analysis (Byrne, 2022). The drawback of this conc

	5.4. Characteristics of the Identified Studies 
	5.4. Characteristics of the Identified Studies 
	All of the 14 studies were conducted in the UK (Clarke et al, 2023; Ventakalasu, Arthur, and Seymour, 2013; Markham, Islam, and Faull, 2014; Moss et al. 2023; Philips and Taylor, 2011; Worth et al., 2009; Ventakalasu, Seymour, and Arthur, 2014; Owens and Randhawa, 2004; Samantha, Samatha, and Madhloom, 2017; Randhawa et al., 2003; Brown et al., 2013; Turner and Flemming, 2019; Clarke et al., 2022; and Fang et al., 2016). Out of 14, 2 conducted in-depth qualitative interviews (Clarke et al. 2023; Worth et al
	All of the 14 studies were conducted in the UK (Clarke et al, 2023; Ventakalasu, Arthur, and Seymour, 2013; Markham, Islam, and Faull, 2014; Moss et al. 2023; Philips and Taylor, 2011; Worth et al., 2009; Ventakalasu, Seymour, and Arthur, 2014; Owens and Randhawa, 2004; Samantha, Samatha, and Madhloom, 2017; Randhawa et al., 2003; Brown et al., 2013; Turner and Flemming, 2019; Clarke et al., 2022; and Fang et al., 2016). Out of 14, 2 conducted in-depth qualitative interviews (Clarke et al. 2023; Worth et al
	(Samanta, Samanta, and Madhloom, 2017), 2 used focus group and interviews (Ventakalasu, Seymour, and Arthur, 2014; Ventakalasu, Arthur, and Seymour, 2013), 1 employed questionnaire and focus group discussions (Moss et al., 2023), and 1 made use of interviews and discussions (Phillips and Taylor, 2011). The remaining four sufficed on using the literature review methodology (Brown et al. 2013; Turner and Flemming, 2019; Clarke et al., 2022) and 1 conducted a scoping review (Fang et al. 2016). 


	5.5. Emerging Themes from Included Studies 
	5.5. Emerging Themes from Included Studies 
	Analysis of the included studies lead to the identification of the following themes and subthemes: 
	Figure 3 Themes and Sub-Themes Identified 
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	Figure 4 key Themes and subthemes 
	5.5.1. Barriers to Acceptability of Palliative Care Services among SA 
	5.5.1. Barriers to Acceptability of Palliative Care Services among SA 
	All included studies in the review found that acceptability is among one of the many that lead to an underuse of PC services by SA in the UK. This suggests that there exist certain issues that need to be acknowledged and addressed to ensure that SA, like their white counterparts, develop an acceptability for utilising PC services. 
	5.5.1.1 The Role of Culture and Religion 
	Culture and religion strongly influence how PC services are perceived and approached by the SA community. This is highlighted and indicated in all 11 studies included in the review, which include: Clarke et al. (2023), Venkatalasu, Arthur, and Seymour (2013), Markham, Islam, and Faull (2014), Philips and Taylor (2011), Worth et al. (2009), Ventakalasu, Seymour, and Arthur (2014), Owens and Randhawa (2004), Brown et al. (2013), and Fang et al. (2016). Thus, highlighting that culture and religion must be inte
	Clarke et al. (2023) also found culture to be a major constituent in shaping participants’ experiences of PC services. Likewise, Venkatasalu, Arthur, and Seymour (2013) found in the participants’ interview that individuals of SA culture do not prefer talking about death and dying, and planning end-of-life care, thus decreasing their access to PC services. Similarly, Markham, Islam, and Faull (2014) found that younger participants believe that SA culture restricts them from disclosing and talking about their
	5.5.1.2. The Role of Family Members 
	Ventakalasu, Arthur, and Seymour (2013), Markham, Islam, and Faull (2014), Philips and Taylor (2011), Worth et al. (2009), Ventakalasu, Seymour, and Arthur (2014), Brown et al. 
	(2013), and Turner and Flemming (2019) found “the role of family members” as significant in determining the decision to access PC services. Ventakalasu, Arthur, and Seymour’s (2013) second theme “avoidance as protection” talks about how in SA culture family members are expected to make decisions regarding care. Further supported by the findings of Brown et al. (2013) that in SA culture care decisions are to be made by the family members or after mutual discussion with family members. Correspondingly, Turner
	-

	at “home” where they are surrounded by their families. In comparison, Worth et al. (2009) found 
	that family members may serve as a barrier by withholding important information from the 
	healthcare professional or because they feel entitled to decide about the patient’s needs. 
	5.5.1.3 Lack of Knowledge or Awareness 
	Markham, Islam, and Faull (2014), Moss et al. (2023), Philips and Taylor (2011), Worth et al. (2009), Venkatasalu, Seymour, and Arthur (2014), and Turner and Flemming (2016) highlighted lack of awareness or knowledge as another major barrier limiting access of SA community to PC services in the UK. In their study, Markham, Islam, and Faull (2014) while discussing the theme of “perceived barriers to PC” mentioned that many participants showed a lack of awareness about available services. Similarly, Moss et a
	5.5.1.4 Language Barrier 
	Studies, including Clarke et al. (2023), Ventakalasu, Arthur, and Seymour (2013), Markham, Islam, and Faull (2014), Worth et al. (2009), Randhawa et al. (2003), Brown et al. 
	(2013), and Fang et al. (2016), indicated that language serves a significant barrier for SA population accessing PC services. 
	Clarke et al. (2023) and Fang et al.’s (2023) findings characterised “language” as a primary barrier to PC for the SA population. Similarly, participants in Ventakalasu, Arthur, and Seymour’s (2013) study reported that language difficulties made it difficult for them to be involved in discussions with doctors regarding end-of-life care. Also backed by the participants recruited by Markham, Islam, and Faull (2014) they were not aware of PC because much of the information communicated to them was not in their
	5.5.2 Approachability Challenges for SA in the UK 
	Studies included in the review also indicated that SA approachability to PC services is low as compared to their White counterparts. The common factors that contribute to this low approachability, include: 
	5.5.2.1 Socioeconomic Factors 
	Socioeconomic variables, including lower income and lack of healthcare insurance, impact the ability of the SA community to access PC which is evident in the findings of studies including Worth et al. (2009), Turner and Flemming (2019), and Fang et al. (2016). One of the participants from Worth et al.’s (2009) study declared that asking for financial assistance from others is a major hurdle to accessing PC because what would people think? Similarly, Fang et al. (2016) also includes socioeconomic status as t
	5.5.2.2 Low Referrals 
	Studies, including Markham, Islam, and Faul (2014), Philips and Taylor (2011), Worth et al. (2009), and Owens and Randhawa (2004) highlighted low referral rates to PC for SA patients. The findings from Markham, Islam, and Faul's (2014) informative discussion group revealed that there was a lack of appropriate referrals which may be a major reason why the SA community do not use PC services. Similarly, Phillips and Taylor (2011) in their apprenticeship program found that there is a shortage of referrals for 
	Studies, including Markham, Islam, and Faul (2014), Philips and Taylor (2011), Worth et al. (2009), and Owens and Randhawa (2004) highlighted low referral rates to PC for SA patients. The findings from Markham, Islam, and Faul's (2014) informative discussion group revealed that there was a lack of appropriate referrals which may be a major reason why the SA community do not use PC services. Similarly, Phillips and Taylor (2011) in their apprenticeship program found that there is a shortage of referrals for 
	Worth et al. (2009) also found that among the many factors that contribute to poor access to PC for SA, low numbers of referrals are the most significant one. Subsequently, Owens and Randhawa (2004) also found through semi-structured interviews that referral pathways for SA patients are different. However, unlike Markham, Islam, and Faul (2014), Phillips and Taylor (2011), Worth et al. (2009), and Owens and Randhawa (2004), Clarke et al. (2023) identified that SA patients receive circular referrals in the U

	5.5.2.3 Racism and Discrimination 
	Racism and Discrimination have also been found as a recurring theme in studies like Clarke et al. (2023) and Owens and Randhawa (2004). This highlights that healthcare services in the UK, despite its advancements, are still plagued with discrimination and racism which reduces the access of many ethnic and racial minorities, including SA, to PC services. There were participants in Clarke et al.’s (2023) study who narrated their experiences of racism in PC services. In the same way, Owens and Randhawa (2004) 
	5.5.3 Adjustability Challenges for SA in the UK 
	The studies included in the review have also highlighted that SA is reluctant to access PC services. This suggests that many SA suffering from terminal illnesses do not access PC services because they feel that they will either not be heard or their needs will not be met. 
	5.5.3.1 Avoidance 
	Ventakalasu, Arthur, and Seymour (2013) and Moss et al. (2022) also included Avoidance of death or death-related subjects as the probable reason why SA do not access PC services. In their study, Ventakalasu, Arthur, and Seymour (2013) that in SA culture death is a topic to avoid, so there is hardly any or no discussion related to death or any death-related planning either due to family circumstances or due to practical difficulties. Correspondingly, while discussing the findings of the interviews Moss et al
	5.5.3.2 Lack of Continuity of Care 
	Out of the 14 included studies, Clarke et al. (2023), Worth et al. (2009), and Brown et al. (2013) indicated that there is a lack of continuity of care for the SA population which leads to hindered communication with healthcare providers, leading to gaps or delays in treatment. The participants in Clarke et al. (2023) study narrated in their qualitative interviews and focus group discussions that they experienced a “lack of continuity of care” in PC services. Also, a dominant theme more evident in the inter
	5.5.4 Strategies to Improve Acceptability, Approachability, and Adjustability among South-Asian Community in the UK 
	Studies integrated in the review and discussed in theme 1 have highlighted the barriers that the SA community faces when accessing PC services. This underscores a need for bringing about changes and advancements in PC services in the UK to ensure that SA, like the White population, has equal access to quality end-of-life care services. 
	5.5.4.1 Making Palliative Care Services More Culturally Tailored 
	It was indicated in the findings of the studies, including Philips and Taylor (2011), Clarke et al. (2023), Worth et al. (2009), and Samanta, Samanta, and Madhloom that PC services needed to be made more culturally sensitive to ensure that SA individuals accessing PC services do not feel isolated, discriminated, or ignored. Clarke et al. (2023) thus suggested the use of a cultural humility model by PC services to enhance the quality of care for people belonging to SA culture. Similarly, Philips and Taylor (
	5.5.4.2 Improving Communication 
	Philips and Taylor (2011) and Worth et al. (2009) identified that the SA population needs improved communication within PC services, so they are better able to communicate with and understand the information being provided by the healthcare professional. Philips and Taylor (2011) found that through the implementation of the Community Readiness Model, they were 
	Philips and Taylor (2011) and Worth et al. (2009) identified that the SA population needs improved communication within PC services, so they are better able to communicate with and understand the information being provided by the healthcare professional. Philips and Taylor (2011) found that through the implementation of the Community Readiness Model, they were 
	able to improve the communication channel among health professionals and between the SA community and health professionals, which has improved their awareness. Also, it improved the ability of the apprentices to challenge historical and negative cultural practices within the PC services. On the other hand, Worth et al. (2009) identified that engaging interpreting services within the PC services would deal with the language barriers and replace over-reliance on families to communicate the needs of the patien

	5.5.4.3 Proper Data Collection and Research 
	Clarke et al. (2022), unlike Worth et al. (2009), Samanta, Samanta, and Madhloom (2017), Clarke et al. (2023), Clarke et al. (2022), and Phillips and Taylor (2011), believed that to improve access to PC, it is important to undertake proper data collection and research for understanding ethnic disparities and address the prevalent barriers. 
	5.5.4.4 Accommodation of Faith-Based Values 
	Worth et al. (2009) and Samanta, Samanta, and Madhloom (2017) identified the need for accommodating faith-based values in PC services to make them more inclusive and promote their acceptance in the SA community. Samanta, Samanta, and Madhloom (2017) found through their empirical study that faith is an important part of SA identity, not being able to hold or practice it at end-of-life care decreases their willingness to access these services, thus their reduced access to PC services. To promote inclusion, fa
	5.6 Chapter Summary 
	This chapter has highlighted the main themes identified in the 14 included studies, which include systemic barriers, personal factors serving as barriers, communication issues and evidencebased recommendations to improve SA's access to PC. These have been further divided into over-arching themes which were discussed in the chapter. 
	-

	Chapter 6: Discussion 
	6.1 Introduction 
	This chapter critically appraises the systemic barriers to access to PC amongst SA communities in the UK. This chapter will argue that the cultural, socioeconomic, and systemic factors are critical to explaining the inequities of this ethnic group in accessing PC. Therefore, this critical overview becomes essential, as it points to the interaction of these barriers and, simultaneously, brings to light the importance of tailored interventions and policy reforms to bridge these disparities to improve access a
	6.2 Systemic Barriers Analysis 
	Culture, language, lack of access, and perception are all structural issues that make it difficult for SA people to access PC in the UK. They are institutional racism, cultural appalling, and socioeconomic deprivation. According to Greenwood et al. (2015), the barriers stated above tend to intertwine with one another; this makes it even more difficult for the patient. However, a critical evaluation shows that while institutions are depicted as having biases, the literature lacks coverage of how comprehensiv
	Prejudice as a social problem is still present and evident all over the region. According to Ventakalasu et al (2013) bi-culturally trained personnel, few if any, healthcare professionals have adequate training and education in cases concerning the cultural and religious identity of patients of SA descent, there are always misunderstandings and distrust as a result. However, the solution that is offered is that cultural competence training needs to be implemented in the institutions and agencies is useful t
	-

	Therefore, to eliminate them it is necessary to implement several coordinated strategies. This encompasses cultural competency training but also changes in health system policies and 
	legislation that seek to enhance SA’s utilization of health services and guarantee that they are fairly treated in health organizations. 
	6.3 Impact on Patient Outcomes 
	Patient results of SA are worse due to insufficient culturally appropriate care, more admissions, uncontrolled symptoms, and overall dissatisfaction. Temel et al. (2010) showed that culturally sensitive PC has a positive impact on the level of satisfaction of the patient as well as the frequency of avoidable hospitalization. Thus, culturally competent care is essential in the management of an individual’s health and other related aspects for enhanced results to be achieved. However, the analysis of the pape
	Furthermore, Jones et al. (2024) mentioned that systemic racism in healthcare systems results in disparities in referral to PC for the SA community in comparison to the White community. This evidence held not corroborative of the theoretical benchmark of culturally induced socio-spatial barriers for women; also pointed towards institutional policy and practice deficits. A better strategy would be to consider individual cultural competence and advances in the care delivery system that would prevent discrimin
	6.4 Cultural and Religious Standards 
	Cultural and religious beliefs play a significant role when the SA population seek the services of PC. According to Koffman et al. (2014), the community holds a cultural belief which makes them avoid any interferences with what is considered traditional by white physicians regarding family-centred care. This is in contrast with the study by Mohammed et al. (2017) where they highlight the role of the family in decision-making while at the same time pointing out the lack of coherence of these cultural practic
	This is relevant because it shows a lack of provision where healthcare service delivery addresses the issues of religious beliefs for clients. Despite the importance of using cultural beliefs in care, a major problem that has been highlighted in this argument is the failure of caregivers to keep a balance between medical advice and cultural beliefs where caregivers may end up misinforming the patients or being mistrusted by the patients. This could be relevant to establishing specific training for nurses, d
	6.5 Discussion on Avoidance and Family Roles 
	SA’s preference not to seek PC services is because of their culture when it comes to death. This study done by Ventakalasu et al. (2013) found that avoidance is a cultural defence mechanism which was in many ways facilitated by religion and the inability to talk about death. This shows that cultural machinery can hinder HCWs’ ability to talk to the patient about the need to receive care at the end of their lives. On the other hand, Owens and Randhawa (2004) established that decision-making by families to pa
	This is important because family-integrated roles and culture-based avoidances put difficulty in offering timely PC services. Another strategy might be to engage community leaders and religious leaders and try to bring new discussions about the availability of PC to SA people while trying to fit it into the cultural context of SA families with the help of doctors (Martina et al., 2022). 
	6.6 Impact of Language Barriers 
	This aspect emphasizes that overcoming a language barrier reduces access to and quality of PC as it affects communication and the whole experience of the provided care. Poor communication between them and care providers may lead to misunderstandings, misdiagnosis, and poor treatment planning, thus failing to adhere to the patient's needs and preferences (Worth et al. 2009). While interpreters and translation materials may be available, these solutions often fail to communicate effectively across the gap bec
	Critically, the reliance on family members to interpret further complicates care; this might introduce biases or lead to incomplete translations of what was said, especially in susceptible areas like prognosis or decisions regarding the end of life (Samanta et al. 2017). Lack of proper communication strategies and approaches in a culturally sensitive way may increase feelings of exclusion and mistrust among SA patients, which further deters their use of services for PC (Owens and Randhawa, 2004). To counter
	6.7 Socioeconomic Disadvantages 
	Socioeconomic disparities are one of the main barriers to the utilization of PC by SA, reflecting the broader systemic inequities within the UK healthcare system. Low-income levels, low employment, and a lack of healthcare resources particularly burden many SA, all contributing factors in minimizing access to specialized care services, including those for PC (Philips and 
	Socioeconomic disparities are one of the main barriers to the utilization of PC by SA, reflecting the broader systemic inequities within the UK healthcare system. Low-income levels, low employment, and a lack of healthcare resources particularly burden many SA, all contributing factors in minimizing access to specialized care services, including those for PC (Philips and 
	Taylor, 2011). These socioeconomic challenges sometimes intersect with other cultural and language barriers, adding to the disadvantage and further limiting access to care (Clarke et al. 2023). 

	Significantly, a lack of financial means further exacerbates the level and quality of care accessed. For instance, in comparison to their counterparts, SA from lower socioeconomic backgrounds are more likely to rely on public health services that do not always provide palliative services suited to their needs (Worth et al. 2009). This strategy may involve relying on emergency services or acute care, which is needed to be more credibly prepared to provide comprehensive PC. Thus, the health inequities are lik
	6.8 Recommendations for Improvement 
	The systemic barriers to accessing PC among SA require a multidimensional intervention that involves policy reforms, improved cultural competencies among practitioners, and engagement with the community. One recommendation is to develop and institute compulsory training in cultural competence for health professionals regarding the specific needs and preferences of SA communities (Clarke et al. 2023). The latter aspect includes training that can provide beyond superficial cultural awareness to equip service 
	The other essential recommendations are community-based outreach programs that develop in active collaboration with SA community leaders and faith-based organizations. This will go a long way in improving awareness and acceptability of PC by framing it in contexts that are culturally relevant and sensitive to common misconceptions (Venkatasalu et al. 2013). Interventions in policies should, however, emphasize the integration of more bilingual and bicultural health professionals into the composition of a PC 
	In addition, these financial barriers can be cushioned through the provision of subsidies or financial support plans for low-income SA families to ensure equal utilization of PC services regardless of income status. These may include subsidizing transportation costs to and from the healthcare facilities, covering home-based services for PC patients, and subsidizing medication and other PC services or needs (Worth et al. 2009). 
	A critical review of these recommendations indicates that, apart from enhancing accessibility and quality in PC for SA, this set of recommendations will lead to increased trust and engagement between SA communities and healthcare providers. These recommendations need sustained commitment from policy brokers and healthcare institutions to equity and inclusivity in healthcare delivery. These would also involve continuous evaluation and change so that the emerging needs of the SA communities are effectively me
	6.9 Implications for Policy and Practice 
	The findings of this critical analysis hold significant implications for policy and practice regarding providing PC. First, there is a clear need for policy reforms that explicitly address the needs of the SA population concerning culture and language framed into the broader policy context of healthcare equity (Clarke et al. 2023). It includes the development of national guidelines on the need to incorporate cultural competence in all levels of the delivery of PC, thereby making access to information availa
	From a practice angle, healthcare providers must adopt a more holistic approach that considers the social, cultural, and economic contexts of SA patients. This may require incorporation into alternative models of care to facilitate care for traditional medicine and familycentred decision-making valued highly by the concerned communities (Philips and Taylor, 2011). Moreover, the healthcare system should invest in high-quality data collection mechanisms for monitoring disparities in access to care and outcome
	-

	6.10 Strengths and Limitations 
	The critical analysis in this chapter offers an in-depth inquiry into the systemic barriers impacting access to PC for SA individuals in the UK. One strength of this analysis is its comprehensive approach, integrating findings from multiple studies into a nuanced understanding of the barriers faced by this community (Clarke et al. 2023). A critical lens provides a deeper exploratory scope into interconnected cultural, socioeconomic, and systemic factors that would make the view holistic and far more complet
	However, there are limitations to consider. The reliance on qualitative studies means that findings may not be generalizable across all SA subgroups, as cultural and religious practices 
	can vary significantly within this population (Samanta et al. 2017). The chapter is also primarily informed by studies conducted within the UK context. Consequently, findings may not generalize to other countries with different healthcare systems and cultural matrices of relationships (Worth et al. 2009). Thus, future studies must focus on more representative populations and address how such potential barriers play out in geographic contexts different from those studied. Although many limitations are discus
	6.11 Chapter Summary 
	The chapter provides a critical analysis of access to PC for SA living in the UK, highlighting interactions between cultural and socioeconomic factors and institutional barriers. The report points out the critical challenges: insensitive cultural practices, inadequate language proficiency, and socioeconomic disadvantage, with recommendations for improvement supported by evidence. Implications for policy and practice emphasize that culturally competent models of care should be developed along with targeted i
	Chapter 7: Conclusion 


	7.1. Introduction 
	7.1. Introduction 
	This chapter summarises the study's topic, aim, research question, main findings, significance, and concluding thoughts. This systematic review aimed to identify barriers to palliative care (PC) for South Asian (SA) ethnic minorities in the UK, resolve evidence gaps, and make suggestions for enhancing healthcare equality and outcomes. The findings' implications, as well as recommendations for future practice and study, are presented. This table summarises the research objectives. 
	Table 4: Research Objectives 
	Figure

	7.2. Implications of Findings 
	7.2. Implications of Findings 
	The following implications are drawn from the findings: 
	• 
	• 
	• 
	Cultural Competency and Policy Reform: Culturally competitive models of care should be given priority. Religious and cultural competency training, which includes the SA population, is crucial to helping respective healthcare workers. 

	• 
	• 
	Improved Language Services: Based on these findings, communication barriers in health care services call for policies that promote the employment of those who understand different languages and provide translation tools. 

	• 
	• 
	Community Outreach Programs: This means that increasing awareness about PC services among the SA population is necessary. Community interventions should aim to increase knowledge and change the perception of the indigenous population regarding PC. 

	• 
	• 
	Government and Policy Action: Policymakers must target eradicating institutional prejudice and structural racism; boosting the numbers of recommendations; as well as enhancing the palatability of PC to SA. 


	7.3 Scope and Limitations 
	7.3 Scope and Limitations 
	Scope 
	It is also important to note that this study was aimed mainly at the UK and considered the specificity of the healthcare system, culture, and population density of this area. Since the findings were done within the UK context, the conclusion that is deduced is right from the experiences of UK SA and the barriers they face in accessing PC. This focus also ensures that an elaborate analysis of policies and practices within the UK is conducted. However, it also narrows down the generalisability of these findin
	Limitations 
	• Geographic Focus 
	Some exceptions, for example, the articles reviewed for this paper originate from UK-based studies hence it is difficult to generalize findings to other regions. Healthcare systems in other countries, especially in the Western world may lack similar systemic problems or cultural barriers regarding PC access. Consequently, the recommendations that one is likely to derive from this study, may not apply to the general population. 
	• Reliance on Qualitative Data 
	In this research, I have included mostly qualitative data collection techniques, which give detailed information about users but may not be highly objective. These findings are therefore suggestive and might not necessarily represent the complexities within the diverse subgroups of SA who 
	In this research, I have included mostly qualitative data collection techniques, which give detailed information about users but may not be highly objective. These findings are therefore suggestive and might not necessarily represent the complexities within the diverse subgroups of SA who 
	might be disagreeing in practice, beliefs and culture, religion and practices. Due to using qualitative data, the findings of the study are in a way analytical and may not be generalized to all other communities or persons who belong to the South Asia heritage around the globe. Such limitations suggest that further research must incorporate quantitative research methodologies, and increase the geographical generalisability of participants, and the demographic diversity of participants to achieve considerabl


	7.4 Recommendations for Practice 
	7.4 Recommendations for Practice 
	Some of the practice recommendations are: 
	• 
	• 
	• 
	Cultural Competency Training: It is recommended to provide culturally competent training to the healthcare provider to enable the provision of culturally sensitive PC to the SA population. Also, it will allow them to become more respectful and integrate their beliefs to ensure equitable access to comprehensive end-of-life care (Papadopoulos et al. 2022). 

	• 
	• 
	Language Support Services: To address language barriers, it is recommended that PC services hire multilingual healthcare staff, interpreters and translated informational material to facilitate communication between SA patients and healthcare providers. This will ensure that patients and their family members adequately understand the treatment options and make informed decisions about their care (Campbell et al. 2021). 

	• 
	• 
	Community Engagement and Outreach: Community outreach programs are considered effective in increasing engagement and awareness about PC services, and their benefits, and encourage their utilisation (Yosick et al. 2019). Thus, it is recommended that community health workers and liaisons be involved in fostering trust and facilitating access to PC services for the SA population. 


	7.3. Recommendations for Future Research 
	1. Broaden Geographic Scope: 
	Future research should cover countries that have many SA people residing in them including North America, New Zealand, Australia and Middle Eastern areas like Saudi Arabia, and Kuwait. Cross-sectional research could reveal broad trends and difficulties with providing ethnic minority patients with PC to create appropriate kinds of interventions. 
	2. Explore Systemic Racism in Depth: Explore Systemic Racism in Depth: 
	Future research should examine the details of how racism is experienced at systemic levels and on different healthcare procedures for SA and the impact of racism on their PC. Understanding prejudice in healthcare is crucial where its impact is most detrimental to ethnic minorities’ wellbeing. 
	-

	3. Longitudinal Studies: 
	Design long-term research with follow-ups to evaluate the effectiveness of the measures designed to increase culturally sensitive approaches in the delivery of healthcare. These studies should assess the long-term impact of training and policies, for example, language support services on, healthcare accessibility and satisfaction among SA communities. 


	7.4. Conclusion 
	7.4. Conclusion 
	This research on the topic “Barriers to accessing PC for ethnic minorities, particularly SA, in the UK” was conducted to identify what are the different barriers to accessing PC for ethnic minorities, particularly SA, in the UK. For this purpose, a systematic review methodology was adopted, and 14 relevant research articles were selected and included. The thematic analysis of these 14 studies, revealed four key themes and several sub-themes. It was identified that three factors serve as barriers for the SA 
	The acceptability includes the role of culture and religion, the role of family and religion, the language barrier, and lack of knowledge or awareness. Approachability factors that serve as barriers include socioeconomic factors, racism, and low referral rates. Adjustability includes avoidance and lack of continuity of care. The fourth theme of the systematic review revolved around strategies to improve the acceptability, approachability, and adjustability of the SA population in the UK. These recommendatio
	The findings of the study thus underscore the need to make PC more accessible and address the barriers faced by the SA community. It highlighted the differences that exist in accessing PC by different ethnic groups, including the SA community in the UK. The evidence incorporated in the study suggested that PC services remain largely inaccessible for the SA community in the UK due to several factors, which range from racism and discrimination to lack of awareness or knowledge and language barriers. It is thu
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