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Thesis overview

This thesis is submitted in partial fulfilment of the requirement for the degree of Doctor of
Clinical Psychology (ClinPsyD) at The University of Birmingham. This thesis comprises of

three chapters:

Chapter one is a literature review consisting of a meta-synthesis comparing reasons
for vaccine hesitancy in Black ethnic communities in the UK and USA to other ethnic
minority communities.. The COVID-19 pandemic saw those from ethnic minorities being
disproportionately affected by the virus, but despite the eventual availability of the
vaccination, low uptake was observed within this group. Vaccine hesitancy is defined as ‘the
delay in acceptance or refusal of vaccination when vaccination services are available’
(MacDonald, 2015), and was found to be particularly high within Black ethnic communities.
Despite extensive research considering vaccine hesitancy in ethnic minorities, the literature
tends to disseminate this information under the acronym of ‘BAME’ (Black, Asian and
Minority Ethnic), assuming reasons for vaccine hesitancy are the same across all ethnic
minority communities. Considering the evidence to suggest vaccine hesitancy is highest
within the Black community, there is a paucity of literature looking at this ethnic group

specifically to understand what factors influence vaccine hesitancy.

The aim of this research was to investigate if reasons for COVID-19 vaccine
hesitancy differed for Black ethnic communities in the UK and USA compared to other
ethnic minority communities. The meta-synthesis reviewed available literature pertaining to
vaccine hesitancy in ethnic minorities. They sought to extract data in the form of quotes from
self-identifying Black ethnic individuals and compared this to other ethnic minority
individuals, to see if there were similarities or differences in reasons for vaccine hesitancy. A
third group of data was collected comprising of quotes which were not attributable to a
specific ethnic minority group, these were compared to see if any further themes for vaccine

hesitancy could be identified.

Findings suggest that reasons for vaccine hesitancy did differ between ethnic minority
communities. Black ethnic communities in the UK and USA experienced vaccine hesitancy
owing to historical and contemporary examples of mistrust towards government and health
professionals. Many cited examples of where Black bodies had been used to advance
medicine such as the Tuskegee Syphilis study and referenced this as evidence to not trust the

government in accepting the vaccine. These reasons were found exclusively in Black



communities and were directly contrasted with other ethnic minorities. Ethnic minorities
were more likely to refuse the vaccine based on religious or cultural practice and were more
likely to accept the vaccine if advised by a medical professional. Findings from the unknown
ethnicity group, which represented views of all ethnic minorities suggested vaccine hesitancy
was owing to a lack of ethnic minority representation, in the development and promotion of
the COVID-19 vaccination. It was felt that there was not appropriately disseminated
information to address concerns around risks or side effects in the ethnic minority
community, which contributed to vaccine hesitancy. The use of social media provided a ‘safe
space’ for fellow vaccine hesitant ethnic minorities to share information and discuss their

concerns about the vaccine, away from the critical eye of wider (white) society.

Chapter Two is an Empirical Study which considers help seeking when a loved one of
African-Caribbean heritage experiences memory loss. African-Caribbean adults are one of
the highest risk communities for dementia in the UK yet remain underrepresented in
dementia services. The aim of this study was to see what the barriers are to help seeking
when a loved one of African-Caribbean heritage experiences memory loss. Using semi-
structured interviews, fourteen family members who provide care or support to a loved one of
African-Caribbean heritage, participated to share their experiences of help seeking and what
the potential barriers are to them accessing services. Using Reflexive Thematic Analysis
(Braun and Clarke, 2022), interviews were transcribed and coded by the author and five
themes were generated. ‘Perceptions of The Windrush Generation’, ‘Cultural
acknowledgement of dementia’, ‘Stigma and Shame’, ‘Keeping it in the family’, and ‘Racism

and mistrust of professional services .

Evidence demonstrated that specific cultural scripts and attitudes towards professional
services are held within the African-Caribbean community, influenced by their migration to
the UK and experiences of racism and told by their descendants and spouses. This in turn has
shaped their attitudes towards help seeking, as experiences of being made to feel like an
outsider and unwelcome led to many from the ‘Windrush Generation’ to ‘keep quiet and
carry on” out of fear of further discrimination, choosing not to be expressive about their
needs or concerns pertaining to their health or wellbeing. When experiencing early symptoms
of memory loss, awareness and understanding in this community carry strong associations of
stigma and shame. Memory loss was typically seen as synonymous with ageing, but more
severe cognitive decline was attributed culturally as a sign of madness. These issues

contribute to the individual not wishing to draw attention to themselves by informing



professional services, therefore family members provide care for the loved one at home as a
form of protection from community stigmatisation and potential racist treatment from

professional services.

Chapter Three presents a public domain document in the form of a press release
providing an overview of the literature review and the empirical paper. Taken together, this
thesis provides insight into how health inequalities and systemic racism impact and influence
the Black community’s engagement with authorities and professional services. The results of
both demonstrate the significant implications of how mistrust towards professional services
exacerbate health inequalities and widen disparities for health outcomes for Black

populations.
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CHAPTER ONE

WE ARE NOT ALL THE BAME: A META-SYNTHESIS COMPARING
REASONS FOR VACCINE HESITANCY FROM BLACK COMMUNITIES
WITHIN THE UK AND USA TO OTHER ETHNIC MINORITY
COMMUNITIES



Abstract

Aims: This meta-synthesis aimed to systematically synthesise qualitative literature
examining reasons for vaccine hesitancy amongst black communities within the UK and USA

in comparison to other ethnic minority communities.

Method: A systematic literature search was performed on four databases, which identified 12
papers that met the inclusion criteria. These papers were evaluated using the Critical Skills
Appraisal Programme (CASP) tool. From this, quotes identified as from black participants
were extracted and coded using reflexive thematic analysis (Braun & Clarke, 2019). Quotes
from other ethnic minority and unknown ethnic minority communities were also extracted

and coded to compare reasons for vaccine hesitancy to Black ethnic communities.

Results: Themes were organised according to the three ethnic communities; each of these
were divided into sub-themes. Black Ethnic Communities (Four Themes: Mistrust and
Suspicion, Mistreatment of Black Communities, Black Guinea Pigs, The Information
Vacuum). Other Ethnic Minority Communities (Two Themes: Obedience, Cultural and
Religious Explanations to Vaccine Hesitancy). Unknown Ethnic Communities (Three
Themes: The ‘Whiteness’ of the Take the Vaccine Message, Travel Restrictions, Social
Media).

Conclusion: Trust was the dominant contributor to vaccine hesitancy in Black ethnic
communities. This was largely influenced by historical and contemporary examples of
medical malpractice and systemic racism, referencing the Tuskegee Syphilis study and the
murder of George Floyd. These experiences were distinct to the Black ethnic group and is

consistent with literature pertaining to mistrust in the Black community.



Introduction

This review seeks to understand the reasons for vaccine hesitancy in Black ethnic
communities within the UK and USA. Terminology relating to race and ethnicity has evolved
with societal changes over time to reflect what is deemed as suitable and acceptable for use.
Race is now accepted as a socially constructed term without any biological basis, as it was
once considered a damaging construct used to divide different groups of people, making one
race superior over another (Flanagin et al., 2021). Ethnicity is defined as cultural factors such
as language, religion, cuisine, ancestry, and nationality that specific communities share which
can evolve as a community changes (Lewis et al., 2023). In the US, individuals of Black
ethnicity are defined as Black or African American and this is defined as a person having
origins in any of the Black racial groups of Africa (United States Census Bureau, 2022). In
European countries, such as the United Kingdom, Black ethnicity is categorised as Black
African, Caribbean or Black British (Farkas, 2017) and in the 2021 census a write in box was
added to the category Black African ethnic group to allow individuals to expand further on

their country of origin.

Defining Black ethnicity is difficult, as it requires navigating a complex history, culture and
identity which has been influenced by migration, ancestry, and colonialism, which in turn
makes identification differ across regions and individuals. As this research focuses primarily
on the reasons for vaccine hesitancy in Black individuals from the UK and USA, the term
Black communities has been used to represent the views of those who identify with a Black
ethnicity defined as anyone who may have ancestral roots that can be traced back to Africa
inclusive of those who may identify as being of mixed Black heritage (e.g., Mixed Black and
White ethnicity). Whilst the author recognises the use of this term may overlook the vast
regional differences between Black individuals from the UK and USA, they seek to draw

attention to similarities within Black communities that influence vaccine hesitancy.
The 2020 Pandemic and Covid-19

The highly contagious coronavirus disease (COVID-19), caused by the SARS-CoV-2
coronavirus has been responsible for an unprecedented six million deaths worldwide to date
(Cascella et al., 2023) causing significant social and economic disruption. (Clemente-Suarez

et al., 2021). Originally identified in December 2019 by a cluster of pneumonia cases



reported to health authorities in Wuhan, China (Pokhrel et al., 2020), later identified the virus
as COVID-19. It was initially believed to only be contracted through animal to human
transmission (Guo et al., 2020) but was later identified to be transmitted by droplet inhalation
or direct contact with another infected person (Lu et al., 2020). In the United States (US) and
the United Kingdom (UK), the first reported case was in January 2020 and was identified
after both individuals had travelled from Wuhan (Flynn et al., 2020; Holshue et al., 2020),
alerting authorities that the virus can be generated through air travel (Rahman et al., 2021).
Within months, cases of COVID-19 were confirmed in almost every country (Fang et al.,
2020) and in March 2020, The World Health Organisation (WHO) declared the COVID-19
outbreak a pandemic and the world entered lockdown (Hu et al., 2021).

As rising mortality and infection rates were reported, governments globally
introduced safety measures to reduce transmission, such as wearing masks, closing schools
and non-essential business, as well as introducing travel bans and lockdowns (Blistanova et
al., 2021). By December 2020, the virus was responsible for 1.8 million deaths globally
(World Heath Organisation [WHQO],2021) with 350,831 and 72,178 deaths recorded in the
US (Centers for Disease Control and Prevention [CDC],2022) and the UK respectively (UK
Health Security Agency,2023).

As efforts were made to understand and control COVID-19, it became clear that the
disease did not affect everyone equally, with emerging evidence suggesting that ethnic
minorities experienced disproportionate infection and outcomes both in the UK and
internationally (Bentley, 2020; Mathur et al., 2021,). In the UK, compared with white British
individuals, Indian, African & Caribbean individuals were at higher risk of receiving a
positive test, being admitted to Intensive Care and having a COVID-19 related death (Mathur
et al., 2021). Those from Black ethnic communities were four times more likely to die from
COVID-19 in both hospital and community settings (Office for National Statistics, 2020),
with rates of death for Black males being 4.3 and Black females being 4.2 times higher than
White ethnicities (Moorthy & Sankar, 2020).

Similar findings were found in the US, where African American and Latinx
communities were disproportionally represented in the total number of COVID-19 cases and
total deaths (Tirupathi et al., 2020). African Americans accounted for 71% of total deaths
which is concerning when this group only represents 31% of the American population (Gold
et al., 2020, Tirupathi et al., 2020).



Health Inequalities and COVID-19

The complex interplay between factors that increased the risk of COVID-19 to ethnic
minorities during the pandemic can largely be attributed to health inequalities. Health
inequalities are systematic, avoidable and unfair differences in health outcomes that can be
observed between populations (McCartney et al., 2019) and are influenced by factors such as
socioeconomic status. During the pandemic, ethnic minorities were disproportionately
employed in essential frontline work (Grooms et al., 2022; The Health Foundation, 2020)
placing them at higher risk of infection due to the nature of the work, i.e. health care workers,
requiring close personal contact, increasing risk of transmission of the virus (Nguyen et al,
2020). In the US, Black Americans were more likely to hold essential worker positions
(Brown, 2023), which increased their risk of exposure to the virus (Bunch, 2021). Similar
data from the UK, showed that most staff employed in frontline healthcare positions during
the pandemic belonged to an ethnic minority group (Bailey & West, 2020), with 20.7% of the
1.2 million staff employed by the NHS, belonging to a Black, Asian or Minority ethnic
background (NHS Digital, 2020). Of the 119 NHS staff who died during the pandemic, 64%
were from an ethnic minority group (Cook et al., 2020) demonstrating an increased risk of

death within these communities (Chaudhry et al., 2020).

Whilst safety measures advised the public to work from home where possible, to
reduce contact and therefore the spread of the virus, this message was conveyed through the
‘white lens’ of exploiting ethnic minorities to sustain the economy at the expense of their
personal health and wellbeing (Brown, 2023), as many ethnic minorities continued to work in
essential, frontline roles that necessitated face-to-face contact (Yearby & Mohapatra, 2020).
To protect workers from the virus, appropriate personal protective equipment (PPE), such as
masks and gloves, were required in healthcare settings. Due to demand, some countries
experienced a severe shortage of PPE for healthcare workers (Cohen & van der Meulen
Rodgers, 2020), with ethnic minorities being disproportionately affected by these shortages
(Carvalho et al., 2020).

These risks were compounded further by the lack of financial provision provided for
ethnic minorities if they contracted COVID-19. Black workers in the US were less likely to
have health insurance or afforded sick leave (Hawkins & Hernandez, 2022; Roberts & David,
2021), creating a pressure to manage their own health needs in the context of being a

frontline worker with less opportunity to shield or self-isolate (Kumar et al., 2021). The risk



was elevated as ethnic minorities were more likely to live in overcrowded or
multigenerational households (Mamluk & Jones, 2020; Rasheed et al., 2021) thereby

increasing the risk of transmitting the virus to family members at home.
Pre-Existing Health Conditions and Ethnic Minorities

The intersectionality of health and race demonstrated ethnic minorities had a decreased
ability to fight infection due to pre-existing underlying health conditions. Evidence suggested
that, during the pandemic, individuals with chronic pre-existing health conditions were at
higher risk for covid progressing to severe stages (Treskova-Schwarzbach et al., 2021).
Ethnic minorities are more likely to have a higher burden of comorbidities such as coronary
heart disease, hypertension, stroke and diabetes (Brown et al., 2007; Sucato et al, 2023),
making them more susceptible to disease and disproportionately impacting clinical outcomes
(El-Khatib et al., 2020; Otu et al., 2020).

Vaccination Development and Propaganda

Vaccinations are one of the most significant and effective methods to prevent deadly and
infectious diseases (Chakraborty et al., 2023). In December 2020, after months of various
clinical trials, approval and manufacturing, the Medicines and Healthcare products regulatory
agency (MHRA) approved the first COVID-19 vaccine developed by Pfizer/BioNTech
(Medicines and Healthcare products Regulatory Agency, 2020). The UK was the first country
to launch a vaccination programme in response to the pandemic, aiming to reduce mortality
by developing a prioritisation strategy to immunise health and social care workers, people
over 80, and nine key priority groups which covered adults with underlying health conditions.
(Bahl et al, 2021; Mounier-Jack et al., 2023).

Factors Moderating Vaccine Acceptance

Whilst the vaccine was promoted to help prevent serious illness and death, acceptance of a
COVID-19 vaccination differed greatly around the world. In the US and UK, vaccine uptake
was slower than expected with less than 5.5 million and 2.3 million people respectively
accepting the vaccination in the first month (Sah et al., 2021; Vaughan, 2021). Evidence from
systematic reviews found that safety, effectiveness, and side effects were identified as the
most common predictors of COVID-19 vaccine acceptance around the world (Roy et al.,
2022). More specifically, highest levels of acceptance were found in China (91.9%),



Malaysia (94.3%) Indonesia (93.3%) and the UK ranged between 73-80%. Lowest rates were
observed in Africa (15.4%) and Iraq (13%) (Sallam, 2021; Salomoni et al., 2021).

Global and US systematic reviews found factors such higher education, being White
or Asian, and being aged 45 and over were determinants of high vaccine acceptance. Lin et
al. (2020) found that White Americans consistently expressed higher receptivity to the
vaccine, with similar findings in Asian American participants. Lowest acceptance was found

in Black ethnic communities.
Vaccine Hesitancy

Vaccine hesitancy is defined as a delay in acceptance or refusal of vaccination despite
availability of vaccination services (MacDonald, 2015). Whilst this is not novel to ethnic
minority communities, most systematic reviews attribute reasons for not accepting the
vaccine to: a heightened sense of risk, loss of trust, and inappropriate communication about
vaccines from trusted healthcare providers (Hussain et al., 2022). They also found an under-
representation of individuals from ethnic minority backgrounds in vaccine trials (Kamal et
al., 2021), low-income, and uncertainty about safety and side effects contributed to vaccine
hesitancy. Religious reasons and lack of trust in healthcare systems were correlated with

having the lowest vaccine acceptance (Shakeel et al., 2022; Yasmin et al., 2021).
‘BAME’ Communities and Vaccine Hesitancy

In the UK, Black, Asian and Minority Ethnic, or ‘BAME’, is a term used to refer to
individuals who do not classify themselves as white. Research and information pertaining to
these communities are often presented using this umbrella term. Williams et al. (2022) found
‘BAME’ communities had three times lower levels of intention to vaccinate than white
people. On the other hand, Sethi et al. (2021) found the ‘BAME’ community were more
likely to take an approved vaccine. Finally, whilst Paul et al. (2021) found greater negative
attitudes within these communities, this did not influence intentions to accept COVID-19

vaccination.

Whilst research provides foundations to understanding vaccine hesitancy in ethnic
minorities, it generates a perception of ‘ethnic homogeneity’, suggesting that attitudes
towards vaccination are equivalent across all communities. Relying on this evidence

overlooks key differences in lifestyle and cultural health beliefs specific to individual ethnic



communities and can, in turn, hide the realities of heath inequalities influencing different

communities (Agarwal & Watson, 2021).

Whilst some research reports that Black ethnicities experience higher levels of
vaccine hesitancy (Robertson et al., 2021), this position comes from US participants and
captured using quantitative data (Gatewood et al., 2021; Kelly et al., 2021; Viswanath et al.,
2021). The UK reports similar findings, but results are presented under ‘BAME’ (Bhatia,
2020) which fails to consider the nuanced differences between different ethnic communities
and reasons for vaccine hesitancy. Therefore, to improve vaccine uptake in the future, it is it

important that different ethnic communities are looked at separately.

Evidence consistently demonstrates Black communities have a low uptake of
vaccinations (lyengar et al., 2021) despite being one of the highest risk communities
susceptible to COVID infection and mortality (Aldridge et al., 2020). It is therefore

imperative to gain an understanding of what influences these decisions.
Aims of Review

The primary aim of this review is to provide a synthesis of the qualitative evidence
investigating reasons for vaccine hesitancy in Black ethnic communities within the UK and
USA. Direct quotes from Black participants will provide insight into social and historical
factors that may influence decision making when choosing to accept or refuse the vaccine.
The secondary aim is to compare these quotes to those from other ethnic minority
communities to identify any similarities or differences in views expressed for vaccine

hesitancy.

The research is positioned alongside previous systematic reviews conducted which
considered vaccine hesitancy in ethnic minority populations. Whilst a minority of papers
focused on Black communities specifically, those considering vaccine hesitancy in ethnic
minority communities tended to report themes relating to mistrust of governments, the speed

in which the vaccine was completed and side effects.

The author anticipates the comparison to other ethnic minority communities will highlight
some reasons that are specific to the Black community and that these reasons may be
considered for public health campaigns which in turn will be more effective if they focus on

specific issues pertaining to the Black community.



Method
Various approaches can be used to synthesise qualitative literature as the aim is to understand
how people view their social worlds (Atkins et al., 2008; Mays et al., 2005). The most
commonly used approach is a meta-ethnography (Hannes & Lockwood, 2011), which is an
interpretive approach developed by Noblit and Hare (1988). The aim is to synthesise client
experiences through the process of translating studies into one another to create novel
interpretations of the data being studied (Malpass et al., 2009). The value of this approach is
that it preserves the interpretive properties of the primary data (Dixon-Woods et al,. 2004) by

synthesising existing qualitative research to arrive at a new meaning (Luong et al., 2023).

Whilst this approach provides a synthesis of in-depth meanings, experiences and
perspectives of individuals, it considers the whole data set in order to provide a higher order
interpretation (Cahill et al., 2018). Synthesis in meta-ethnography uses translation and
attempts to understand how concepts from different studies may be representative of each
other (Soundy & Heneghan, 2022). As this review sought to understand the unique
experiences of Black populations and attitudes towards the COVID-19 vaccine, the use of a
meta-ethnography was deemed less favourable as the reviewer is required to re-interpret
meaning across different qualitative studies to arrive at a new meaning (Atkins et al., 2008).
One of the difficulties involving ethnic minorities in qualitative research is that it combines
all experiences together, therefore a meta-ethnography would not be useful to understand

vaccine uptake in Black populations.

Meta-synthesis refers to the amalgamation of qualitative research studies to develop a
theory or model that can explain the findings of a group of similar qualitative studies (Walsh
& Downe, 2005). Synthesis of qualitative studies requires a re-conceptualisation of findings
and then re-interpreting them to create new insights beyond those attainted from individual
studies (Campbell et al., 2003). The process involved requires the reviewer to synthesise data
beyond the primary qualitative studies and use this to identify gaps in the research by

providing evidence to contribute to the existing knowledge (Mohammed et al., 2016).

This meta-synthesis focuses on synthesising direct quotes and experiences that have
been identified within the literature as being articulated from Black participants. Quotes will
be coded and thematically organised using Reflexive Thematic Analysis (Braun & Clarke,

2019) and compared to those of other ethnic minority communities to see if there are



similarities or differences held between attitudes for vaccine hesitancy. A full account of the

reflexive thematic process used can be found in Data Analysis.

Literature Searches

A systematic literature search of four databases (PsyclInfo, PubMed, Scopus, Web of Science)
was conducted between April — May 2023 and considered published literature from
December 2020 - May 2023. PsycInfo was selected for its coverage of psychological
literature, whilst PubMed and Scopus were used to capture health literature; Web of Science

was selected to cover both areas.

Search terms were categorised into three umbrella categories which aimed to attract
literature containing these concepts: Vaccination terms were any term related to COVID-19
vaccination or the pandemic; Hesitancy terms referred to hesitation or intention to take or
refuse the vaccination; Ethnic status captured different ethnic minority communities to ensure
that literature containing views from Black participants were included. All terms were
discussed and reviewed as part of research supervision, and with a research librarian, before

final terms were decided. Search terms can be found in Table 1.1.

Table 1.1

Search terms.

Vaccination Terms

Terms relating to the COVID vaccination. vaccin* OR inocul* OR immunis* AND COVID*
Coronavirus OR SARS-CoV-2 OR pandemic

Hesitancy Terms

Terms relating to hesitancy or intention to obtain or uptake OR accept* OR hesitan* OR refus* OR
refuse the vaccine, combined using OR function. confiden* OR decision* OR concern OR barrier OR

facilitator

Ethnic Status

Terms relating to the ethnic group of individuals.
Broad terms were used to capture papers that did not

explicitly specify individuals from a Black African or




Black Caribbean background but may have included ethnic minorit* OR ethnic* OR minorit* OR rac* OR
Black participants within their demography. Black* OR African* OR Asian* OR Caribbean OR
BME OR BAME OR migrant

Inclusion and Exclusion Criteria

Title and abstracts of papers were screened according to inclusion and exclusion criteria
outlined below. Studies were included if they (1) used qualitative methodology; (2) reported
material about accepting, hesitating, or refusing a COVID vaccine; (3) were published in a
peer-reviewed journal; (4) published in English; and (5) contained direct quotations from
participants that could be explicitly attributed to a Black participant or other ethnic minority

participants.

Only peer reviewed papers were selected for analysis therefore book chapters, grey
literature and dissertations were excluded from the data set. This review relied upon
systematically synthesising data extracted from qualitative studies pertaining to vaccine
hesitancy in ethnic minorities, therefore articles, protocols or suggestion papers were
excluded as they did not contain or capture the direct experiences or opinions of those within

our target demographic.

Papers were excluded if they did not include ethnic minorities. Mixed methods studies
were considered for inclusion if the qualitative data and analysis were distinct and direct
quotations were included. Solely quantitative literature was, excluded from the data set.

Inclusion and exclusion criteria, including rationale, is outlined in Table 1.2.

Table 1.2

Inclusion and exclusion criteria.

Inclusion Criteria Exclusion Criteria

Qualitative research papers with direct quotes from  Qualitative studies that do not contain any direct quotes
participants from participants

Quantitative studies

At least some of the participants were required to  No participants identified as belonging to a Black, Asian
self-identify as being of Black African or Black or Other Ethnic minority group



Caribbean heritage to be included in data set as this
was required to fulfil the aims of the review.

Literature needed to contain some material Studies that did not report attitudes specifically about
capturing attitudes towards accepting or rejecting intentions to vaccinate

the COVID-19 vaccination in ethnic communities.

The term hesitancy was included as this reflected

the views of those who were delaying their

decision to obtain the vaccination

Literature was only considered from peer- Books, dissertations, or grey literature were not
reviewed journals to ensure only high-quality included.

research studies were included as part of this

review and thus will improve the overall validity

of the results.

To consider all relevant research in this area, Articles produced after this time have not been
qualitative literature was considered from the first considered

publication of COVID-19 research in December

2019 when the first reported case of COVID-19 to

May 2023 when searches for the review were

conducted.

Studies were required to report original results. Information articles, review papers and protocols were
excluded as they did not contain original quotes or
experiences from ethnic minority participants.

Selection Summary

Inclusion and exclusion criteria were applied to papers identified. Reference lists of these
papers were screened for further relevant papers. Unavailable papers, or papers that could not
be accessed in their entirety, were excluded from the analysis. To strengthen the transparency,
consistency and completeness in the reporting of the data (Sohrabi et al., 2021), the author
adopted the use of PRISMA: Preferred Reporting. Items for Systematic reviews and Meta-
analysis (Moher et al., 2009), a 27-item checklist and four phase flow diagram designed to

demonstrate the process followed to identify and extract literature used for analysis.

Searches identified 629 papers. Following title review, three duplicates and 537 records
were removed for not meeting the inclusion criteria. The abstracts of 89 papers were read to
determine eligibility in line with inclusion criteria. Seventy papers were excluded as Black
ethnic communities did not participate in the study, there was no material about attitudes to
vaccination, or did not report original data. Nineteen papers were retained and read in full and,
following this, a further seven papers were excluded as quotes from Black participants could
not be explicitly identified. Hand searches from these papers using reference lists did not return
any further papers. Full search strategy, including reasons for exclusion, can be found in Figure
1.1
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Twelve papers were considered for review and are summarised in Table 1.3. Nine papers were
from the UK and three were from the US. Nine papers used empirical qualitative methods and three
used mixed-method design. The studies collectively presented data from 566 participants who
identified as belonging to an ethnic minority, 281 of which who identified as belonging to a Black
ethnic group. Of quotations extracted, final analysis was based on 111 quotes being extracted from
self-identified Black participants, 66 from other ethnic minority communities and 113 from unknown
ethnic minority.

Figure 1.1

PRISMA diagram of the screening and review process.

11



Electronic databases searched

Identification

Screening

Eligibility

Included

OVID
PsychiInfo
(n=282)

PubMed Scopus We
(n=124) (n=43)

b of Science
(n=180)

}

Records removed before screening:
Duplicate records removed (n= 3)

I

(n=626)

Total Retained
n=89

}

Records S d /by Titl e
ecords Screened /by Title = 537

Papers Excluded
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Papers Excluded:
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!

Studies included in review
n=12

12




Table 1.3

Summary of final papers selected for review

Title, author, year of Aim(s) of Study Methodology Participants Geographical Location Data Collection & Number of Quotes
publication Analysis Extracted
Bateman et al. (2022) To explore vaccination Qualitative 67 Participants USA Semu structured interviews, 13 African American
Exploring COVID-19 intention among African (n=49 African American) 4 Focus Groups 3 Latina
Vaccine Hesitancy among American and Latino (or (n=18 Latina)
stakeholders in African Latinx) participants Data was recorded and
American and Latinx Researcher ascribed transcribed using Thematic
Communities in the Deep ethnicity Analysis.
South Through the lens of
the health belief model
Bell et al. (2022) COVID- To gain insight into beliefs ~ Mixed Methods 20 Participants UK Semu Structured Interview 3 Black British
19 vaccination beliefs, attitudes and behaviours in (n=3 Black British) 1 Mixed White & Black
attitudes, and behaviours health and social care (n=6 Asian or Other Asian) Data was transcribed Caribbean
among health and social workers (n=2 Mixed white & black: verbatim and analysed 1 British Asian
care workers in the UK: A Other mixed background) using Reflexive Thematic
mixed-methods study Analysis
Participant Self-Ascribed
Ethnicity
Charura et al. (2022) To explore factors that may ~ Mixed Methods 161 Participants UK Online questionnaire with 17 Unknown Ethnicities
Cowvid-19 Vaccine underpin hesitancy towards (n=16 Asian) open and closed questions
Hesitancy, Medical the covid-19 vaccine and (n=125 Black)
Mistrust and mattering in intention to vaccinate in (n=18 Mixed race) Quantitative data was
ethnically diverse ethnically diverse (n=2 Any other ethnic analysed using descriptive
communities communities group) statistics, bivariate
correlations and multiple
Participant Self-Ascribed regressions. Analysis was
Ethnicity conducted using SPSS 26.0
and MPlus 8.1 For
Qualitative data thematic
analysis was used.
Eberhardt et al. (2022a) A To explore attitudes and Qualitative 16 Participants UK Semu Structured Interviews 23 Black African
qualitative study exploring  perceptions of covid-19 (n=13 Black British / 1 Black Batish
attitudes and perceptions of  booster vaccination among African) Interviews were analysed 8 Indian
the COVID-19 booster ethnic minornity individuals (n=2 Indian) using inductive thematic
vaccine in minority ethnic in northeast England (n=1 White eastern analysis.
individuals in North East European)
England
Researcher ascribed
ethnicity
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Eberhardt et al. (2022b)
Exploring COVID-19
Vaccine Confidence with
People from Black and
Asian Backgrounds in
England

Majee (2022) The past is
so present: Understanding
COVID-19 vaccine
hesitancy among African
American adults using
qualitative data

Magee et al. (2022)
Facilitators and barriers to
covid-19 vaccination
uptake among ethnic
minorities: A qualitative
study in primary care

Nagqvi et al. (2022)
Understanding covid-19
vaccine hesitancy in ethnic
minorities groups in the
UK

To understand factors
affecting hesitancy in black
and Asian individuals in
England

To explore vaccine
attitudes and intentions
among faith based wellness
programme

Explore covid-19
vaccination hesitancy in
primary care patients from
south Asian and black
African or Caribbean
ethnicities

Explore the drivers for
vaccine hesitancy in ethnic
minority groups in the UK

Qualitative

Qualitative

Qualitative

Qualitative

95 Participants UK
(n=47 Black African or
Caribbean)

(n=2 Any other black
background

(n= 3 Mixed White &
Black African or
Caribbean)

(n=24 Pakistani)

(n=16 Bangladeshi)
(n=2 Mixed white and
Asian or other Asian
background)

Researchers deliberately
recruited ethnic minorities
who then self-ascribed
their ethnicity.

(n=1 Other ethnicity)

21 USA
Researcher ascribed

ethnicity

38 Participants UK

(n=21 Black British)
(n=12 Asian / British
Asian)

(n=5 Mixed ethnicity)

Participant Self-Ascribed
ethnicity

12 Participants UK
representing Black, Arab

and Asian backgrounds

including Indian, Pakistani

and Asian Other

Researcher ascribed
ethnicity

14

Online Engagement
Platform

Written responses
including text

accompanying multimedia

uploads were analysed
using thematic analysis.

Interviews

Interviews were
transcribed verbatim
and analysed using
inductive thematic
analysis.

Telephone Interviews
Interviews were audio
recorded and transcribed
using NVivo. Data
Analysis was inductive
and informed by
thematic analysis.

Semu Structured
Interviews

Content analysis was
used to code interview
transcripts, a framework
method was used to
organise and chart the
codes. These were

19 Unknown Ethnicity

27 African American

7 Black Caribbean

5 Black African

3 Mixed Black Ethnicity
3 Black British

1 Mixed African/Caribbean
1 Black British African

1 Black British Caribbean

1 Mixed White Caribbean
1 Asian Brtish

8 Unknown Ethnicity



Sagoo et al. (2022) UK
ethnic minonity healthcare
workers perspectives on
covid-19 vaccine hesitancy
in the UK ethnic minority
community: A qualitative

study

Valero Martinez et al.
(2023) Attitudes toward
covid-19 vaccine uptake: A
qualitative study of mostly
immigrant racial/ethnic
minority older adults

Williams et al. (2022)
Public decisions about
COVID-19 vaccines: A
UK-based qualitative study

Woodhead et al. (2021)
Race, ethnicity and covid-
19 vaccination: a
qualitative study of UK
healthcare staff

To understand UK ethnic
minority healthcare
workers perspectives on
covid-19 vaccina hesitancy

To understand the attitudes
of older adults from
immigrant populations
towards the covid-19
vaccination and its
influence on vaccination
decision making.

To explore UK public
decisions about whether to
get covid-19 vaccines and
the facilitators and barriers
behind participants
decisions

Understand uptake in
ethnic minornity staff
groups

Qualitative

Mixed-Methods

Qualitative

Qualitative

15 Participants

(n=7 Black British
African/Caribbean)

(n-7 Asian / British Asian)
(n=1 Mixed/ multiple
ethnicity)

Researcher ascribed
ethnicity.

100 Participants

(n=5 Black)

(n=48 Chinese)

(n=30 Latina)

(n=11 White)

(n=5 Other)

(n=1 Amernican Indian)

Researcher ascribed
ethnicity

29 Participants
(n=9 Black Asian,
Minonty Ethnic)
(n=20 White)

Researcher ascribed
ethnicity

25 Participants

(n=2 Black African)
(n=4 Black Caribbean)
(n=4 Asian)

(n=14 White)

(n=1 Other)

Researcher ascribed
ethnicity

USA

reviewed and mapped to
interpret the data to
develop initial themes.
Themes were then used
to 1dentify gaps in the
existing literature.

Interviews & One Focus
Group

Analysis was inductive
and conducted using
thematic analysis.

Semi structured
telephone interviews

Interviews were
transcribed verbatim
and coded using
Dedoose which 1s
software for qualitative
analysis. Data was then
analysed using thematic
analysis.

6 Online Focus Groups

Data was analysed using
framework analysis.

Semu structured
interviews,

Inductive thematic
analysis

13 British Asian
14 Black African / Caribbean

15 Latinx
2 Black
9 Chinese
1 American Indian
2 Other

50 Unknown Ethnicity

11 Asian
3 Black African
1 Black British Caribbean
2 Other Ethnic
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Quality Appraisal

Quality appraisal allows researchers to systematically examine research to assess its
reliability and ensure credible conclusions can be drawn from the data. The process ensures
that research appraised makes a valuable contribution to the field. Quality appraisal for the
selected papers was made using the Critical Appraisal Skills Programme (CASP, 2018)
checklist. This tool was selected as it addresses the principles and assumptions of qualitative
research, it is suitable to use across various qualitative research methodologies and it is
recommended by the Cochrane collaboration for synthesis of qualitative research as it allows
clinicians to judge the trustworthiness and value of research evidence reliably and efficiently
(Noyes et al., 2023). The tool consists of 10 statements which assess quality by considering
the use of appropriate methodology to the value of the results. The researcher is required to
consider the quality of studies by answering ‘Yes’, ‘No’ or ‘Cannot Tell’. Hints are provided
alongside statements to help researchers feel more confident in their appraisal. The researcher
added an additional category ‘Ethnic Minority Inclusion’, which aimed to assess the inclusion
of non-white participants in the research. The rule for assessing these items was twofold.
Firstly, to determine if the researchers deliberately recruited ethnic minorities. This would
determine whether they aimed to consider the specific experiences of vaccine hesitancy in
ethnic minorities or if the research considered vaccine hesitancy more generally assuming
homogeneity is reason. It is thought that those with an exclusive focus would produce a
higher proportion of quotes from ethnic minorities. Secondly, this item assessed if the
researchers’ cultural background was known as this may have influenced the reporting of the
data.

The lead author completed the screening process and adopted a colour rating system
and mapped these onto the quality markers in the CASP tool. Green was assigned to papers
who achieved a ‘Yes” for demonstrating meeting the criteria and red if the paper did not
demonstrate this and achieved a ‘No’. Blue was used if the researcher could not tell if that item
was present. Studies were only excluded based on quality if they failed to meet the minimum
requirements of the two initial screening questions which identified if there was a clear aim of
the research and if qualitative methodology was used. No papers were excluded for quality.

Quality appraisal is displayed in Table 1.4.
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Table 1.4

CASP Checklist for quality of research papers

Are the results of the study valid

Was there a clear statenent of the aims of the research? Y ¥ ¥ Y Y| Y )4 Y |Y
Is the qualitative methodology appropriate Y |[Y |Y Y A Y e Y |Y
Was the research design appropriate to address the aims of the research [Y |[Y |Y Y Y |Y h'é b4 Y |Y
Was the recruitment strategy appropriate to the aims of the research |Y |Y |Y Y N | X Y Y |Y
Was the data collected in a way that addressed the research issue Ve e Ipe Y Y Y b4 Vi Y |[Y
Has the relationship between researcher and participants been adequately considered?|Y C e Y C Ve Y (& b'¢ Y
What are the results
Have ethical issues been addressed clearly? C NN Y DA |
Was the data analysis sufficiently rigorous? Y |Y |Y Y AN 6 R4
Is there a clear statement of findings? Y |[Y |Y Y e |p¢ e Y
Will the results help locally
How valuable is this research to the field of psychology? ly |y |y [y v |v |y lY
Ethnic Minority Focus
Did the paper deliberately recruit ethnic minorities? X V¢ Y B Y Y
Could participants from a Black ethnic background be specifically identified in this research? VY Y Y hé Y
Is the cultural background of the researchers known? N - Y Y

Y= Yes, N= No, C= Cannot Tell
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Overall quality across for the papers were of a good standard with all scoring a ‘Yes’ for a
clear statement of aims and appropriate qualitative methodology. Some papers scored ‘No’
for quality relating to ethical issues as there was no clear statement about how this was
managed during the research. There was a varied response to the ‘ethnic minority focus’ as it
was not always clear what the cultural background of the researchers were and whether this
influenced the data. A particular strength is that all papers except Bell et al., (2022), included

a statement in their recruitment strategy to deliberately recruit ethnic minorities.

Data Extraction

To specifically focus on vaccine hesitancy in Black ethnic minorities, the researcher chose to
extract and work with direct quotations alone. Data extraction involved reading identified
papers in full and highlighting all available quotes that were presented as ‘results’ or
‘findings’ and pertained to an ethnic minority. Whilst this approach allowed the researcher to
understand the direct experiences of Black participants compared with other ethnic
minorities, the ethnicity of all participants was not always specified. Therefore, all quotations

were collated and organised into three categories:

e Quotes attributable to Black Participants
¢ Quotes attributable to ‘Other’ Ethnic Minority Participants

e Quotes not attributable to a specific Ethnic Minority Participant

Data extraction resulted in 111 quotes identified as from Black participants, 66 from other
ethnic minority participants, and 113 that could not be attributed to a specific ethnic minority

participant.
Data Analysis: Reflexive Thematic Analysis

Reflexive Thematic Analysis is a method of data analysis used in qualitative research,
developed by Braun & Clarke (2019). The purpose is to develop patterns of meaning across a
dataset by using codes, and then using these to develop themes that seek to address the research

question.

The reflexive process consists of six stages (outlined in Table 1.5) where the researcher
is required to become familiar with and systematically code the data before moving onto the
development, review, and refinement of the themes. This approach was selected as it recognises

the researcher as having an active role in knowledge production (Braun & Clark, 2013) and
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recognises the researcher’s position as an African-Caribbean woman. Appreciating how this
position may influence the interpretation of the data, the reflexive process considers how the
results represent the researcher’s interpretations of patterns or meaning across the dataset
(Byrne, 2022).

Table 1.5

Phases of Reflective Thematic Analysis

Phase Number Description of Process Involved

Phase 1: Familiarising yourself with the dataset Becoming deeply and intimately familiar with the content
of the dataset, through the process of immersion.

Reading papers and highlighting the quotes relevant to
Black people, other ethnic minorities and unknown
ethnicities.

Phase 2: Coding Identifying segments of data that appear potentially
interesting, relevant or meaningful to the research question.
Code-labels are analytically meaningful descriptions and
aims to capture single meaning or concepts.

Coding will be completed at the semantic level which
captures explicit surface level meaning. Once the entire
dataset is coded, code labels are collated and compiled.

Phase 3: Generating Initial Themes This phase involves compiling clusters of codes which
share an idea or concept which may answer the research
question. Theme development is an active process which
are developed around the researcher’s knowledge and
insights and the research question. Themes describe
broader, shared meanings.

Phase 4: Developing and reviewing themes The researcher revisits the initial data set to assess whether
the initial themes make sense in relation to the full dataset
and viability of the overall analysis. This process aims to
see if the themes represent the most important patterns
across the dataset in relation to the research question.
Revision of the data becomes a dynamic process of the
researcher reviewing the content to ensure it fits well with
the patterns across themes and in relation to the overall
research question.

Phase 5: Refining, defining and naming themes This phase requires the researcher to establish whether
each theme is clearly demarcated and built around a strong
core concept. The themes should fit together to build an
overall story about the data. During this phase, an
informative name for each theme is created and a short
synopsis is written. If themes still require more work then
this is the opportunity to develop and refine them further.

Phase 6: Writing Up Data is pulled together to form the analytical narrative by
compiling data extracts to inform the reader of a coherent
and persuasive story about the dataset. The aim of this
stage is to address and answer the research question.

Using the stages outlined above, the researcher familiarised themselves with all
quotes pertaining to Black participants by reading, re-reading and making brief notes.

Considering the research question, each quote was coded semantically until the whole dataset
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was coded. Codes were then organised into categories, which began to contribute to initial
themes. Braun & Clarke (2006) suggest that after initial codes are identified, the researcher
should begin to identify relationships between themes that are underpinned by an underlying
theoretical framework. The aim is to go beyond the descriptive coding, resulting in a
conceptual framework that explains the wider data set informed by existing literature to move

from describing patterns to providing a deeper theory driven analysis of a concept.

Through review and comparing to the wider data set, themes were developed in

relation to the research question. Data was then refined, defined and themes were named.

This process was repeated for quotes pertaining to other ethnic minority participants
and compared to the themes produced from Black participants to see if any other themes were
derived. Finally, this was repeated with the quotes that could not be attributed to any specific
ethnic minority group to see if any new themes were generated that were not found in the
Black or other ethnic minority communities. Examples of code and theme development can

be found in appendix 1.
Steps to Ensure Credibility

Credibility is enhanced in qualitative research via research supervision. Institutional checking
in research refers to the researcher using the supervisory space to obtain reactions to initial
research procedures and findings (Stahl & King, 2020). The researcher met with both
supervisors who checked codes and themes for coherence and attended a ‘meta-synthesis
support group’ where student peers discussed the methodological process offering a detached
opinion on credibility of findings. The use of a reflexive diary was encouraged to allow the
researcher to consider how being Black may impact how they viewed the data and how this

may influence the interpretation of the findings.
Results

Synthesis resulted in four themes being identified from the Black participants within the UK
and USA. Mistrust and Suspicion, considers the relationship between Black individuals and
authorities. Mistreatment of Black communities discusses contemporary examples of how
Black people have been violated throughout society. Black Guinea Pigs discusses historical
medical malpractice using Black bodies for experimentation. The Information Vacuum
considers the lack of reliable sources for credible information about the vaccine and the

vulnerability of the Black community. Each theme was developed from the coding process
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as outlined in reflexive thematic analysis (Braun et al., 2019) which details the steps taken by
the author to arrive at the final themes for analysis. A breakdown of each step and table of
which papers contributed to each theme can be found in appendix one. Some papers were
more explicit in the use of attributable Black participant quotes, therefore were more heavily
relied on in the generation of themes. Whilst the author has attempted to balance the use of
quotes to increase the validity of the themes, caution should be taken that these themes are
representative of Black communities in the UK and US and based on papers who explicitly

displayed quotes illustrative of Black or ethnic minority participants to support their findings.

The other ethnic minority group identified two themes. Obedience considers how
some communities felt more inclined to accept the vaccine based on instructions from
authorities. Cultural and Religious Explanations for Vaccine Hesitancy looks at how some
ethnic communities felt their cultural and religious practice provided some protection from
the virus. The unknown ethnic Group identified three themes, The ‘Whiteness’ of the
Vaccination message refers to how the vaccine was developed and promoted by white people
without ethnic minority collaboration and contribution. Travel Restrictions describes the
pressure to vaccinate to safeguard personal liberties. Social Media considers how social
media became a safe space to discuss the vaccine during the pandemic. Theme summaries are
in table 1.7
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Table 1.7

Summary of Themes

Black Ethnic Communities

Other Ethnic Minority Communities

Unknown Ethnicity Group

Results identified dominant themes amongst the
Black community living within the UK and USA
that contributed to vaccine hesitancy was mistrust
and suspicion. These positions influenced how
the community responded to or engaged with the
vaccination programme during the pandemic and
was largely influenced by examples of historical
and contemporary mistreatment of Black people.
The results interweave to tell a story of how
structural violence has propelled fear within a
community resulting in a disengagement and
disillusionment of governments, medical
professionals, and pharmaceutical companies.
Fear surrounded what the true intention of the
vaccine was, and a scarcity of reliable trustworthy
information led the Black community to question
whether there was an alternative agenda in
promoting them to accept the vaccine.

Theme 1: Mistrust and Suspicion
Theme 2: Mistreatment of Black communities
Theme 3: Black Guinea Pigs

Theme 4: The information Vacuum

Minority ethnic communities included quotes
from participants that did not identify as being of
Black heritage and included representation from
Chinese, Asian and Latinx communities, from
both the US and UK. Similar to the Black
Community, concerns around vaccine safety and
lack of trust in the government were reasons for
vaccine hesitancy. A key difference in this group
was a greater level of obedience to accept the
vaccine influenced by messages conveyed by
authority figures, contradicting attitudes found
within the Black community. There was also
consideration of how cultural and religious
practices influenced the readiness to accept the
vaccine.

Theme 1: Obedience
Theme 2: Cultural and Religious Explanations for

Vaccine Hesitancy

Quotes from these participants could not be
attributed to a particular ethnic group and so
represent views from all ethnic minorities. Views
represented in both the Black and Other ethnic
minority themes were also expressed here,
however in the unknown ethnicity group, there
was reference to accepting the vaccination based
on travel requirements if this restricted returning
to their home country. The perceived ‘whiteness’
of the vaccination message and lack of cultural
sensitivity in the promotion of the vaccine
contributed to hesitancy. The use of social media
during the pandemic provided a ‘safe space’ for
ethnic minorities to discuss their concerns about
the vaccine away from the critical eye of wider
(white) society.

Theme 1: The ‘Whiteness’ of the take the
vaccination message

Theme 2: Travel Restrictions
Theme 3: Social Media
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Black Ethnic Communities

Theme 1: Mistrust and Suspicion

Mistrust and suspicion were dominant themes for Black communities, both in the UK and
US. Participants discussed how a lack of transparency from the government and from medical
professionals contributed to vaccine hesitancy. This attitude stems from a longstanding
history of systemic racism in which Black people have negatively faced the consequences of
health inequalities (Kalin, 2021). This participant quote taken from Williams et al., (2002)

illustrates:

The government doesn’t have a very good track record with the sense that there was
the Thalidomide tablets that were given to pregnant women back in the ‘60s, the
blood transfusions that were imported from people volunteers in state penitentiaries in
America that were contaminated, brought into the United Kingdom.... there’s been
several vaccinations given to toddlers . . . that came from America—I think about
1000 children have died. . .. I’'m not one to trust governments, they tend to rush into

things. — Williams et al., 2022.

Bell et al. (2022), refer to participants’ recollections of deeply embedded racism observed
within governments which has influenced health inequalities for decades, causing Black
communities to question why they should trust the government recommendations on

vaccination:

We feel for decades, we have been on the receiving end of health and social
inequalities. Now, were being presented with a new vaccine that has been developed

in quick time and we are now priority group number 1 — Bell et al., (2022).

Suspicion arose from the fear of being maliciously targeted, or even killed by those making
and promoting the vaccine, which further perpetuated feelings of mistrust. Suspicion led to
interpretation that the vaccine was intentionally created to attack or kill Black people as
expressed by this participant: “You don’t know whether they are going to vaccinate
something for you to live longer or to die tomorrow” (Majee et al., 2022). Suspicion towards
the government made this participant feel that they were being purposely targeted, and

accepting the vaccine will result in death:

23



If you get these vaccines, you're going to die. They want to kill you. All those things
which are coming up saying don't take vaccines, these vaccines will actually make

you die. And you see our own people that [are] dying more. (Eberhardt et al., 2022a).

Government attempts at promoting the vaccine to the Black community created
suspicion owing to a longstanding history of health and social inequalities (Morgan et al.,
2023). This attitude led to many Black individuals to observe the impact of the vaccine in
others before accepting it themselves, as suggested by this participant: “I think the wisest
thing to do is just let things play out and take it last. I think everyone in my circle’s quite like
that, just see what happens” (Magee et al., 2022). This participant agreed: “I would not be
first in line to get it. I'd have to let thousands of Americans get it before—and | see their

reaction before I get it” (Bateman et al., 2022).

Mistrust was commonplace in US literature towards the American Government, but Black
communities in the UK shared similar sentiments of mistrust towards the British

Government. This participant comments on mistrust within the Black British community:

I think just from my experience, there’s a lot of conspiracies that I’ve heard about.
Because | mean | identify myself as a Black British person and so within my
community I’ve heard a lot of just not trusting the vaccine . . . somebody sent me a
video about [UK Government Health Secretary] Matt Hancock . . .suggesting that the
vaccine was tested first amongst the BAME group (Williams et al., 2022).

This theme demonstrates that for Black communities in the UK and US, mistrust and
suspicion contributed to vaccine hesitancy. This was influenced by historical mistreatment of
Black people, causing them to question whether the vaccine was something designed by the

government and medical professionals to intentionally harm this community.

Theme 2: Mistreatment of Black Communities

The historic and continued mistreatment of Black communities by White people in power
was referenced in the literature as a reason for vaccine hesitancy. These views did occur less
frequently and so the results of this theme should be treated with caution. Views expressed
were underpinned by a deep-rooted ‘mistrust’ as this community have observed the disregard
for Black lives by citing historical and contemporary examples of mistreatment. Black people
in the US continue to report experiencing on-going discrimination in healthcare, unfair

treatment by the police, and racial slurs or microaggressions (Bleich et al., 2019).
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For many Black participants primarily in the US, the murder of George Floyd in 2020
at the hands of a white police officer was cited as a stark reminder that, in counties such as
the US and UK where there is a White majority, there is a disregard for Black lives. This
participant suggests that these experiences influenced attitudes towards the vaccination:

They continue to show us how much disregard they have for our lives, in so many
ways, [ mean, George Floyd. They continue to show us that no, it’s not in the past. It’s
not over. ‘We still have it out for y’all.” Those kinds of past experiences in our

community are the hesitation (Majee et al., 2022).

Hesitancy towards the vaccine was influenced by legacies of mistreatment remembered and
passed on generationally within the Black community. Some apprehension was related to past
experiences of mistreatment which had caused widespread harm. This participant who
declined the vaccine reflects on this : “I don’t know if it would but you know like, I guess [...]
they only just found out that it has birth defects and can cause disabilities” — \Woodhead et
al., (2021).

The notion that ‘time is a healer’, allowing the community to move on from these
historical and contemporary events, was seen as ‘naivety’ and failing to recognise the deep
sense of hurt experienced within the Black community. At the time of the pandemic, this may
have led some Black communities to feel as though White communities were inadvertently
dismissing the hesitancy felt and erroneously believing Black people did not take the risks of
the pandemic seriously. It may have been felt that a critical eye was cast on the Black
community for not accepting the vaccination, with little consideration of the historical factors
that influenced these decisions. This participant describes the frustrations they felt and how
trust has been perverted by governments, and memories of this continue to be strong within

the culture.

Mistrust [...] has been building up in [...] especially African countries and people with
African descent. [...] When you were growing up, this was information that was going
around. [...] (Eberhardt et al., 2022a).

Historical and contemporary examples of mistreatment serve as a stark reminder to
the Black community about the value of Black lives in society. These events were

compounded by mistrust and suspicion resulting in vaccine hesitancy.
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Theme 3: Black Guinea Pigs

The roll out of the covid vaccination programme led many Black communities to reflect on,
and reference, the most notable historical example of medical mistreatment as a significant
reason for hesitancy towards the vaccine. The Tuskegee Syphilis Study concerned Black
males who were experimented on by the US Government for four decades. Those men with
syphilis were not only unaware they had the illness, but the US Government failed to provide
treatment for the condition, resulting in loss of life (Brandt, 1978). This participant reflects on
this: “The Tuskegee experiments where Black men were injected with syphilis and never
treated, they just monitored to see how it’s going. We remember that” (Majee et al., 2022),
The introduction of the vaccine exacerbated feelings that Black people were treated as
‘Guinea Pigs’: “There’s a lot of seniors I know they said they re using them as guinea pigs”
— (Valero-Martinez et al,(2021)and experimented on to advance the wellbeing of wider

society:

I’'m not sure because I think that they’ve been experimenting on Black people with the
drugs all over the place. They would want for us to go and take this thing and if it

works on us and they pass it on to everybody else (Magee et al., 2022)

When asked their reasons for hesitancy, many Black individuals reflected on
experimentation in their response: “We want to make sure [we are] not being experimented
on, like the Tuskegee or the syphilis thing” (Majee et al., 2022). Others refused the vaccine
and quite explicitly stated Tuskegee for their reasoning: “Well, | have one phrase, the
Tuskegee experiment” (Bateman et al., 2022). These suspicions and views stem from Black
bodies being used for medical advancement since the days of slavery (Savitt, 1982). The
impact of this has contributed to a generational trauma which has impacted the Black
community and influenced their relationship with medicine. The term ‘guinea pig’ was
referenced by many Black participants, reflecting the notion that Black bodies were
something to be experimented on, suggesting that attempts to encourage acceptance of the
vaccine would be futile as demonstrated by this participant: “I don 't think there would be
anything that would encourage people from this area to be, quote/unquote, guinea pigs.
We've seen the history, what has happened” (Bateman et al., 2022). The historical influences
and memories of these experiences exacerbated pre-existing suspicion and fed into the
hesitancy to accept the vaccine and that the historial use of experimentation on Black bodies

reduced confidence to accept the vaccine:
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They said they brought COVID, HIV to Nigeria, there has been a lot of experiments
being done to Black people. And that has reduced their confidence in that our people
are not involved. [...] | think there has been a history of an incident that they have
maybe come to Africa to test one or two drugs. So, in this situation, anything that is
made abroad, there is always a [...] question mark, because people will always think,
are they coming in again? [...] I don't know, I've never really read the history. [...]
These are the things that break our confidence. (Eberhardt et al., 2022a).

Another participant denotes that historical evidence of using Black bodies for

experimentation was a key factor in vaccine hesitancy:

I think it’s [hesitancy] always been a traditional theme within the BAME community
and this is a historical thing. We know about cases of slaves as basically Guinea pigs
for [the Tuskegee] syphilis [study]. And even pregnant ladies being used. For
example, the Sims speculum was actually developed from pregnant slaves. And they
were really subjected to a lot of horrific examinations that would not be deemed
acceptable in this day and age. So I think that there’s a history behind this [hesitancy]
and there’s a reason why the BAME community [is] more hesitant towards any new

intervention— Sagoe et al., (2022)

Examples throughout history of using Black bodies for experimentation, led the Black
community to believe the COVID-19 vaccination was yet another example of using Black
bodies to advance medicine. Many reflected on these examples to support their feelings

mistrust and suspicion towards accepting the vaccine.

Theme 4: The Information Vacuum

Lack of information was an experience felt within all communities during the pandemic and
was not a position unique to the Black community. The lack of information added an
additional layer of uncertainty to the already suspicious Black community. The information
vacuum refers to a time where there was an absence of reliable information regarding the
vaccine. The lack of ability to rely on official bodies to convey reliable, trustworthy
information contributed to Black communities feeling a sense of uncertainty and speculation,
leading to misinformation being disseminated to fill the void. This view is articulated by this
participant: “ guess because there was no information coming from the government, there
was an empty space, and echo chamber, and people filled the space with conspiracy

theories” (Magee et al, 2022). Vulnerability surrounding the trustworthiness of information
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from the Government conflicted with other sources of information that may have been
available to the Black community. The vastness of available information caused some
members of the Black community to become confused as to the credibility, causing a conflict

in their decision making:

Besides what is online there appears to be a vagueness about the side effects that I'm
sure some people have had. | think there should be more transparency especially for

Black and brown healthcare workers - Bell et al., (2022).

Uncertainty about the vaccine, based on the lack of information available, coupled
with being ‘told to take the vaccine’, left some participants feeling frightened. They
suggested that, with more information, these feelings could have been avoided: “I wanted to
be fully informed rather than just told to take it. . . I was left frightened and with little

information which was totally avoidable” (Bell et al., 2022).

Confidence in accepting the vaccine may have been increased by providing the Black
community with more information about the vaccine and, more specifically, how it impacts
Black bodies. Having members of the Black community to promote the vaccine would have
helped to increase trust: “You can't just tell people to just take a vaccine. You have to educate
them around it, and it has to be people who are from your community that you can trust to
overcome these hurdles” (Bateman et al., 2022). Sagoe et al., (2022) suggest information
overload, complexity and contradiction generate mistrust which contributes to vaccine
hesitancy, therefore providing information about safety, potential side effects and robustness

of the vaccine trials may be useful in mitigating vaccine hesitancy.

The contentious relationship between Black people and authorities was compounded
by existing mistrust, causing many to question the credibility of information being
disseminated by the government. Lack of information and mistrust, contributed to reduced

confidence to accept the vaccine in the Black community.
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Other Ethnic Minority Communities
Theme One: Obedience

Generally, there was a sense that those from other ethnic communities were less likely to
experience vaccine hesitancy because there was a shared collectivist attitude and obedience to
authority and authority figures. This view was exclusively expressed by other ethnic
minorities and not from Black participants. Views expressed tended to focus on the impact of
taking the vaccine and how this would have a positive impact on the individual and wider
society. In contrast to Black participants, ethnic minorities appeared to be more willing to
accept the vaccine and cited reasons such as the government, medical professionals and

professional duty as influencing these decisions.

This participant expressed that they took the vaccine because that is what the
government asked, demonstrating obedience to authority: “The government asked us to
vaccinate, so we did it to support their policies ” (Valero-Martinez et al., 2022). Another
participant supported this view: “I still believe in government and believe in science [...] It
seems that Americans are used to freedom. They are like this. Chinese people are more
obedient” (Valero-Martinez et al., 2022). Trust in the Food and Drug Administration (FDA),
a department in the US responsible for promoting and protecting public health by regulating
the safety of new medical products, provided reassurance to this participant to confidently
accept the vaccine: “I trust the [FDA] and | know they are not going to approve a vaccine

that is going to hurt us” (Bateman et al., 2021).

Medical professionals were seen as a credible source to instil confidence in the
vaccine promotion. Ethnic minorities were more likely to seek further information about the
vaccine from their doctor and subsequently accept the vaccine if advised to do so. Anxieties
around vaccine hesitancy were assuaged when advised by a medical professional. This
participant was against accepting the vaccine until their doctor advised them to do so: “My
wife was against the vaccine, but she’s now following the rules that the doctor told he”
(\Valero-Martinez et al., 2022).

Underlying health conditions was a concern, but specific advice from medical

professionals allowed participants to make informed choices to accept the vaccine:

So, | was afraid to get the vaccine because of my cancer. But then | sought

information with [my doctor] and she guided me. She told me that | was fine to get it.
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| talked to my cancer doctor. He said | was fine. | should get it. So, | said OK. Now
I’m going to get it [the COVID-19 vaccine]. (Eberhardt et al., 2022a).

Medical influence was key in supporting ethnic minorities; having a medical
professional who can demonstrate cultural competency by understanding hesitancies unique
to ethnic minorities was imperative to increasing vaccine acceptance. This participant, who is

a doctor, reflects on using his position to advise people to accept the vaccine:

It’s understanding people’s cultures and being culturally competent, culturally aware.
People who are in positions like myself speaking to your own communities and
family members to give out positive messages to the family members and wider
community to say, | would take the COVID vaccine and therefore you should be

doing it as well. (Woodhead et al., 2021).

Another form of obedience found in ethnic minorities was the impact of accepting the
vaccination as part of their professional or moral duty. Several participants made references
to an obligation to take the vaccination to reduce the risk of transmission in others. This

participant spoke about the pressures of accepting the vaccine to ease pressures on the NHS:

From the worker perspective | suppose there is this um, obligation in many respects to
have the vaccine to make sure that you are reducing the risk of either contracting
COVID yourself or spreading COVID in the health service, given the pressures that
we’re under (Woodhead et al., 2021)

It was assumed that healthcare workers would be more willing to accept the vaccine

as they were more likely to see the health effects of the virus first-hand:

I can imagine the majority of staff will take it, especially in the healthcare setting
because you see a lot of it first-hand how it’s affecting people so I can’t imagine a lot

of people would say no to it (Woodhead et al., 2021)

Vaccine hesitancy in ethnic minorities was reduced if advised by medical

professionals or government officials.
Theme Two: Cultural and Religious Explanations for Vaccine Hesitancy

Practices unique to a particular ethnic group provided some communities with a perceived
protection against the virus therefore rendering the vaccination obsolete. Many looked at their

countries of origin to see how coronavirus was transmitted and managed, perceiving the
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transmission and death rates to be much lower than compared to the UK or US. Many ethnic
minorities sought solace through their religion or religious institutions to guide and advise
during this difficult time. Religious faith and cultural practices were cited as providing

protection from the virus (Kanozia & Arya, 2021).

Protection was symbolised through culinary practices and religious observance and
was seen as providing something unique to the individual to protect them during the
pandemic and from the risk of covid. The influence of religion and religious institutions was
contentious throughout the literature and appeared to be synonymous with whether
individuals accepted or refused the vaccine. This participant discusses the negative impact the
church had on influencing vaccine acceptance: “Churches have a lot to do with it. Yes.
Because a lady says, ‘my church says no, that [the vaccine] is not necessary” (Valero-
Martinez et al., 2022). Another reflects on the messages conveyed by the church about the
vaccine: “I saw in the news a cult, a church that the minister or I don’t know what he was, he

told the followers not to get the vaccine” (Valero-Martinez et al., 2022).

Religion played a significant role in influencing decision making around accepting the
vaccine owing to concerns and hesitancies related to the components used during vaccine
development. Misinformation influenced attitudes towards the vaccine as described by one

participant:

A lot of people use kind of religious reasons for not taking it. Um ‘cause there was
something in the news today about some of the components of the vaccine is um,
genes from kind of unborn babies or something crazy like that so, a lot of religious

people will not take the vaccines for those sorts of reasons. (Woodhead et al., 2021).

This participant discusses how the administration of the vaccine interfered with their
religious observance: “I have also decided to postpone having my first vaccine because my
second vaccine would fall in Ramadan and | will not miss my fasting ”. (Bell et al., 2022).
Hesitancy experienced by some ethnic minorities surrounding religion was contrasted by this
participant’s view. She discusses her confidence in accepting the vaccine based on protection

from her faith:

| got the vaccine with faith in the Lord, in God, that nothing is going to happen to me,
and I will get all the ones that they give me. [ ... ] I’'m not scared. I got it very calmly,
with faith. (VValero-Martinez et al., 2022)
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This participant spoke specifically about the food eaten in their home country and
how engaging in their culinary practice and cultural food preparation provided individuals

with protection against the virus:

A few months back India was number two in the number of cases and deaths from
Covid and one fine day it just vanished. So, everyone is trying to ask what is being
done differently in India. . . and I guess that mindset is being transferred to racial
communities here [in the UK]. So people are discussing our [Indian] food habits, and
we do eat a lot of spicy food and spices so I’ve actually seen people talking about
saying that ‘ok it’s our food which is different. . . There are people even saying ‘avoid

the vaccines, stick to your spices, your curries and you’ll be fine’ (Williams et al.,
2022).

For some ethnic minorities, the role of religion or cultural practice contributed to
vaccine hesitancy. Some perceived these factors as a level or protection from the virus and
therefore did not require vaccination, whereas others saw their faith in religion as a protective

factor to accept the vaccine.

Unknown Ethnicity

Theme One: The ‘Whiteness’ of the ‘Take the Vaccine’ Message

The promotion and implementation of the vaccine appeared to be conveyed exclusively by
white professionals, therefore generating the notion of ‘whiteness’ in the ‘take the vaccine’
message. This stance added to the frustrations and uncertainty felt by ethnic minorities
leading them to feel that their reservations and concerns were not adequately addressed. This
participant reflected on the government’s efforts to appeal to ethnic minorities about the
vaccine, the lack of genuine dialogue with ethnic minorities demonstrated the normative

‘white’ position to accept the vaccine:

It very much reflects the white gaze (throw a bunch of ‘BAME [Black, Asian, and
Minority Ethnic]’ people together as though they are not from separate and
heterogenous communities, appeal to racial stereotypes (e.g. Indian doctors), push the
desired narrative with a script of ‘facts’ and ‘debunking’ rather than encouraging
genuine dialogue, etc.). It felt like the way the NHS tries to appeal to us, there is no

effort to actually understand and address the reasons for our reluctance/ refusal and
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thus came across as patronizing/inauthentic...speaking at us rather than to us.”

(Eberhardt et al., 2022b).

Involving ethnic minorities in discussions around the vaccine would reduce vaccine

hesitancy, this participant suggests this requires a holistic approach:

Go to the community and get their opinions about how to roll this out and what they
want and feel in the process. This should be a holistic approach to well-being, rather
than just a one size fits all approach of ‘take the vaccine.” (Eberhardt et al., 2022b).

The lack of ethnic minority representation is something all ethnic minorities felt was
necessary to increase trust in accepting the vaccine. In the UK, a campaign using ethnic
minority celebrities was implemented to help encourage those from ethnic minorities to
accept the vaccine. The tokenism within these gestures was seen as disrespectful, as

expressed by this participant:

It is totally disrespectful to think that any celebrity can change anyone’s decision
about the vaccine. We have common sense to make decisions, we don’t need no
celebrities to tell us to be safe, clearly there is no trust because everything is done on a
one size fits all (Eberhardt et al., 2022b).

Lack of ethnic minority representation in the development and promotion of the
vaccine led to a feeling that the vaccination was for White people. Contributing to vaccine
hesitancy within ethnic minorities as it was perceived that there was nowhere to discuss how
the vaccine may impact people of colour. The lack of meaningful engagement with ethnic

minorities to assuage any concerns about the vaccine, contributed to vaccine hesitancy.
Theme Two: Travel Restrictions

Travel restrictions during the pandemic caused a global shutdown of major airports and a
worldwide banning of international flights. With many ethnic minorities having families back
in their home countries, the threat of being unable to travel without being vaccinated caused
many individuals to reconsider the vaccine. For some, this led to individuals feeling
pressured to accept the vaccine and did so out of necessity: ‘I’m only doing it because the
government seem to be saying that they won't let me travel without it ... feeling pressured to
take it’. (Charura et al., 2022). Others felt the vaccination was not about their health but
influenced by their ability to travel: “I need to travel so it’s not really about my health”.
(Charura et al., 2022).
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Deliberation between accepting or refusing the vaccination was based on the
uncertainty of the restrictions placed on civil liberties. These participants spoke about

delaying acceptance of the vaccine until it became essential or mandatory:

I’'m two minds really about whether to get the vaccine or not but [ have a feeling
people will be pressurised into having it through the vaccine passports or certificates,
whether that could be for traveling or getting jobs, so | think people will be indirectly
forced into getting it (Williams et al., 2022).

I don’t intend on taking it, unless it’s a must, unless, I heard you have [a vaccine] to
travel, but right now | am going to refuse it, until the very last moment. But | know at

some point | will have to take it (Williams et al., 2022).

Ethnic minorities felt coerced into accepting the vaccine if this threatened their civil

liberties. Acceptance was considered as a last resort if mandated by the government.
Theme Three: Social Media

Social Media was a source of communication and a way of keeping in touch for all
communities during the pandemic. Within ethnic minorities, and an extension of the
‘Information Vacuum’ found in the Black community, the use of social media for ethnic
minorities became a trusted source or a way of verifying information. Alternatively, it was
regarded as a way of validating one’s position and acted as a ‘safe space’ for ethnic
minorities to seek allies in vaccine hesitancy. In mainstream society, the ‘whiteness of the
‘take the vaccine’ message’ meant that those who did not comply, or were curious about the
vaccine, were viewed negatively. This participant speaks about the divide felt within society

between vaccine acceptors and refusers was apparent in online spaces:

It really divides those who do have the vaccine and those who don’t, and I see quite a
lot on social media people who post like very critical things of people who are on the

opposite side (Williams et al., 2022).

This participant reflects on using the internet to have discussions with people who

have similar concerns about the vaccine:

| also interact quite a lot on the internet and a lot of people that | speak to on the
internet, they say the same thing that you know they just have this concern about the
vaccine. (Williams et al., 2022).
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Some participants reflected on the use of social media and how this was instrumental
within ethnic minorities for information. Information pertaining to risk factors contributed to
decisions to not accept the vaccine: “You see stories on social media about rare blood
clotting or rare immune systems. Those stories are very off-putting, because then you see that
there is a risk factor to the COVID-19 vaccines . (Naqvi et al., 2022). Social media often
discussed reports from official websites which were then discussed or debunked online,
making it difficult for some ethnic minorities to know what to trust: “I think it is very
confusing. The things they have on official websites, social media talks about it, and you
don’t know what to trust” (Naqvi et al., 2022). There was also a sense that those outspoken
against the vaccine, or with an alternative view to the mainstream, were banned from online
mediums. This aroused suspicion, causing some people from ethnic minority communities to
question whether an ulterior motive was at play. One participant shares their thoughts on this:
“l go on YouTube, there are some very clever people, some scientists, who are speaking
against the vaccinations, but they get banned. That makes you think why are they doing this?
Let us make up our mind ”. (Naqvi et al., 2022).

Social media provided a platform for vaccine hesitant ethnic minorities to share
information about risk and concerns around the vaccine away from the critical eye of wider
(white) society. Whilst information may have been inaccurate, it felt credible as it was
usually communicated by fellow ethnic minorities, bringing a sense of comfort and

comradery during an unprecedented time of uncertainty.

Discussion

This meta synthesis aimed to evaluate 12 qualitative studies to understand vaccine hesitancy
in Black ethnic communities in the UK and US. It further aimed to ascertain similarities or
differences in vaccine uptake between the Black communities and other ethnic minority
communities. Reasons for vaccine hesitancy in ethnic minorities are often presented as one
homogenous entity, suggesting the reasons for vaccine hesitancy are the same across
communities, ignoring the nuanced differences between various ethnic minority
communities. Evidence demonstrates that vaccine hesitancy is highest in Black communities
(Gaughan et al., 2022), therefore understanding the specific reasons for vaccine hesitancy
within this community and how this may differ from other ethnic minority communities, will
help inform public health campaigns about how to effectively target and engage Black

communities to reduce health inequality.
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Summary of Findings

The study compared reasons for vaccine hesitancy from Black ethnic communities in the UK
and US to those from other ethnic minority communities and demonstrates that reasons for
vaccine hesitancy in Black communities differs to those from other ethnic minority

communities.

For this meta-synthesis, some papers included comments about the perceptions of
black communities that were in line with the final themes but were excluded from the final
presentation of the results because they did not include interview excerpts or quotes to
support their claims. Therefore, final themes presented, were based solely on explicit quotes
that could be attributed to Black participants.

Mistrust and suspicion were the driving factor for vaccine hesitancy in Black ethnic
communities in the UK and US and reflects attitudes of mistrust within Black communities
derived from a lack of information, historical injustice and mistrust, which led to deeply felt
fear and vaccine hesitancy. These findings are consistent with a systematic review conducted
by Hussain et al., (2022), who considered reasons for vaccine hesitancy in ethnic minorities
in the UK. Their evidence suggested that those from Black British communities were more

likely to state ‘they did not trust the vaccine’ compared to white British / Irish individuals.

Our findings from other ethnic minority communities, demonstrated obedience
towards authorities to accept the vaccine owing to social responsibility and a duty of care to
protect the self and others, were consistent with themes found in Valero-Martinez et al.,
(2022), Woodhead et al., (2021) and Williams et al., (2022). These findings are also
supported by Abba-Aji et al., (2022), who reports that Asian individuals, followed by white
and then Hispanic individuals, had the highest rates of vaccine acceptance. Their findings
report that in all studies reported, Black ethnic groups in the UK and US had a substantially
higher vaccine hesitancy and were less likely to take the vaccine compared to other ethnic
minorities This hesitancy observed in Black communities was driven by mistrust and safety
concerns towards the vaccine. For other ethnic minority communities, factors such as
convenience, language barriers, fear or deportation and reduction of liberty were reasons
cited for vaccine hesitancy. Echoing Abba-Aji et al., (2022), our findings demonstrate that
ethnic minority communities were also more likely to feel pressured to accept the vaccine if
these impacted freedoms, reflecting the findings by Bell et al., (2022) and Charura et al.,
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(2022), who found ethnic minorities worried about the impact of vaccine hesitancy on

freedoms or employment status and therefore influenced acceptance of the vaccine.

A literature review considering vaccine hesitancy in Black Americans by Roat et al.,
(2022) found mistrust in medical establishments was identified as a major barrier in each
article included in the review. They reference a long history of abuse and exploitation by
medical professionals and cite the Tuskegee syphilis as being the hallmark example of
mistreatment of Black individuals. This, along with political influence, impacted the
confidence in Black Americans to accept the vaccine and is consistent with our findings.
Ethnic minorities were more likely to cite religious belief or cultural practice as protection

from the virus, resulting in vaccine hesitancy.

The ‘whiteness’ of the vaccine message’ found in the unknown ethnicity group was
something that united all ethnic minorities, who collectively believed that the development
and promotion of the vaccine, with the lack of ethnic minority involvement and engagement,
resulted in vaccine hesitancy. The lack of representation contributed to vaccine hesitancy in
ethnic minorities and similar attitudes were echoed in the Black ethnic community in the
theme ‘Black guinea pigs’, where it was felt that the vaccine was being developed to be
tested on the Black community first and, if effective, would then be disseminated amongst
other ethnic minority communities. This position was reinforced in the theme of
‘mistreatment of Black communities * where members felt that society continued to show a
disregard and lack of respect for Black lives. These strong opinions were underpinned by

established legacies of violation and mistrust which were not found in other ethnic minorities.

‘The information vacuum’ theme found in the Black ethnic communities shared
similarities with ‘Social media’ in the unknown ethnicity group and discussed how a lack of
information fed into feelings of hesitation causing ethnic minorities to disseminate or rely on
information from social media. Social media was used to discuss vaccine hesitancy and seek
out alternative or perhaps more balanced information about the vaccine as supported by
Nagvi et al., (2022). For Black people, this was received as a further attempt to purposely
keep them ‘in the dark’ about the vaccine, which further fuelled feelings of mistrust towards
the vaccine. Increasing the knowledge of vaccines in ethnic minority communities was seen
as a strategy to increase confidence. Hussain et al., (2022) found that intention to vaccinate in

ethnic minorities was closely linked to the collective importance of vaccination and that by
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offering information on the development and addressing safety concerns helped to reduce

vaccine hesitancy.

The findings are consistent with the extensive literature demonstrating institutional
mistrust as a factor for vaccine hesitancy (Razai et al., 2021; Willis et al., 2021). For many
Black communities in the UK and US, the deep-rooted mistrust towards the Government
caused them to become wary and suspicious towards attempts to encourage vaccine uptake.
This was interpreted by some as a deliberate attempt by authorities to target the Black
community and kill them through administering the vaccine. Attitudes of mistrust towards
authorities within the Black community are often influenced by structural racism where
institutions create and perpetuate racial inequalities through policy, practice and norms
(Braveman et al., 2022). The existence of racism is so deeply embedded and established
within structures that they have become normalised, making it difficult for people to
explicitly identify (Sharif et al., 2021). The longstanding history of systems disadvantaging
Black communities is reflected in the findings, where some participants described a wariness

towards trusting anything from the Government.

Systemic racism was further exemplified by the unlawful killing of George Floyd, a
Black man, at the hands of law enforcement in the US, during the pandemic. This awakened
society to the deeply entrenched racial injustice that has been experienced by Black people
for decades. George Floyd was a contemporary example of racial inequality and highlighted
the continued mistreatment of Black people in society. His death sparked defiant protests of
public mourning and righteous rage from individuals of all races demanding accountability
for the countless Black lives taken at the hands of law enforcement (Francis & Wright-
Rigueur, 2021). The outrage embodied the deep sense of hurt experienced by the black
community and gave rise to yet another example of systemic racism. Historical systemic
racism led many participants to reference George Floyd as a contemporary example of the
disregard for Black lives and cited this as a reason for vaccine hesitancy. This could be
interpreted as things still not changing from the perspective of the Black community resulting
in a sense of frustration as the wariness to accept the vaccine was a dismissal of the pain felt

within this community.

References to the Tuskegee Syphilis study contributed to a major source of contention
within the Black community (Restrepo & Krouse, 2021) and many felt the introduction of the

vaccine was another attempt to use Black bodies to test the vaccine before disseminating
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amongst wider society. The phrase ‘Guinea Pigs’ were referenced throughout as a stark
reminder that this community have been exploited in the name of scientific advancement,
leading to generational mistrust and hesitancy towards the medical industry. Finally, the lack
of reliable sources of information is consistent with previous literature (Ochieng et al., 2021)
and experienced by all communities during the pandemic but, for the Black community, this
came with a pre-established foundation of mistrust towards the government, the lack of
information exacerbated feelings of vulnerability and created scepticism toward the true

intention of authorities, contributing to vaccine hesitancy within the Black community.

Our findings demonstrate the nuanced differences between ethnic minorities that
contribute to vaccine hesitancy. For Black communities specifically, historical, and
contemporary examples of mistreatment exacerbate mistrust which ultimately result in

vaccine hesitancy.

Strengths and Limitations
This meta-synthesis appears to be the first to review and synthesise qualitative literature with
a focus on differentiating between Black communities and other ethnic minority communities

about vaccine hesitancy.

Conducting a meta-synthesis allowed the author to extract direct quotes from Black
communities to help understand their reasons for vaccine hesitancy, allowing the author to
focus on issues specific to this community that influence vaccine hesitancy. The importance
of this demonstrates there are nuanced differences between ethnic minorities which are often
lost or misrepresented amongst the acronym of ‘BAME.’. Being aware of factors unique to
the Black community will help improve future health campaigns to rebalance health

inequality.

The quality of the twelve papers reviewed were rated as high, with eleven of the studies
deliberately recruiting ethnic minorities. This is a strength, as research considering the
experiences of Black communities are often underrepresented in the literature so deliberate
targeting of this group will help raise the profile and awareness about the issues that affect

them.

It should be noted however, that whilst these papers deliberately recruited ethnic minorities
for their research, some did not support their findings with illustrative quotes from interviews
and so could not be considered in our final analysis. This imposed a limitation as our method

only allowed for inclusion of data that could be explicitly attributed to a Black or ethnic
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minority participant. This meant that papers who used illustrative quotes from their
interviews were more heavily relied on and are therefore overrepresented in the final analysis
therefore caution must be taken when considering the overall findings. Appendix one

demonstrates the extent to which each paper contributed to each theme.

A further limitation is that this whilst the author extracted the experiences of Black
communities, in doing so they inadvertently created the problem they sought to address. The
homogenous grouping of ‘Black communities’ considered Black individuals from both the
US and UK who each have different ways of categorising Black ethnicities. Whilst the report
aimed to understand reasons for vaccine hesitancy in Black communities, only views from
research published in the USA and UK were utilised, therefore the views expressed in this
review may not be representative of Black people in other locations around the world. As
highlighted in the introduction, the classification of Black ethnicity differs depending on
geographical location and can be further complicated by how an individual self-identifies.
Whilst the homogenous nature of grouping Black communities is problematic, it does provide
insight into factors such as mistrust being a contributor for vaccine hesitancy in the UK and
USA. Further research could build on from this to ascertain whether these views are also
represented in other Black communities in different locations around the world. Geographical
influences and experiences of migration will differ within different Black communities and
therefore future research should consider separating these communities further and provide

clarity into how ethnicity is defined or categorised.

A similar limitation can be said of the other ethnic minority grouping as their
experiences of vaccine hesitancy were grouped together. Future research would benefit from
exploring these individual ethnic and cultural communities further to produce findings

representative of the population affected.

The review is limited by only the author completing the screening and analysis
process who chose to omit grey literature, dissertations, or non-reviewed sources of
information. Inclusion of these may have added a further richness to the data. The author
identifies as belonging to the Black community and therefore there may be bias in their
selection of quotes which may have impacted the interpretation of the data. Whilst data was
discussed as part of research supervision, the research supervisors are racially different to the
author and therefore may not have interpreted the data in the same way. As the author worked

exclusively with the quotes extracted from the literature, they were taken out of context from
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the overall theme and wider dataset, therefore the narrative created as part of this research,

may differ from how it was intended as part of the original dataset.

Implications and Recommendations

The response of the Black community in the UK and US to COVID-19 and vaccine uptake
has highlighted the deep-seated mistrust of government and authorities. Our research
provides essential learning not only for how vaccination programmes are developed and
promoted, but more generally for wider health and social issues. Governments must consider
how they are to approach and engage the Black community regarding institutional initiatives

and communications about public health and social issues.

Awareness and compassion of historical mistreatment and its enduring traumatic
impact will help address healthcare inequalities and begin to tackle systemic racism. This
involves actively working with the Black community, where continued exposure to
experiences of adversity and discrimination lead to negative effects on physical and mental
health (Kaufman et al., 2023). Our theme the ‘Whiteness’ of the ‘Take the Vaccine’ message’,
demonstrated the value of how ethnic minority representation in vaccine development and

promotion is fundamental to increasing trust in these communities.

To effectively engage with Black communities, public health officials must have a
better understanding of the barriers or factors that hinder engagement with public health
campaigns. Creating spaces that allow open and honest dialogue with those who have lived
experience to share their views with professional services would help foster a mutual
understanding of the difficulties faced within this community. Allowing professional services
to hear these views and understand the unique perspectives will allow Black communities and
professionals to work collaboratively to improve access to, and increase uptake, of the

vaccine.

The inclusion will lead to targeted campaigns and alleviate the frustrations of the ‘one
size fits all’ mentality that is often represented in the literature or promoted by governments.
Working with the Black community exclusively and other ethnic minorities as individual
entities by dismantling the acronym ‘BAME’, will help work towards health parity when it is

understood how health inequalities impact ethnic minority communities differently.
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Having a clear understanding of what impacts vaccine hesitancy in the Black
community allows public health campaigns to understand these issues and address them
directly by engaging in meaningful dialogue. Ongoing consultations with respected Black
individuals at both community and authority level is essential, as well as actively involving

these figures in the dissemination of information.

This should be a priority, as it is important that those disseminating the information
reflect the Black community to help provide reassurance and build trust. As highlighted in the
results, representation matters, and if vaccine messages are coming from those who visibly
look like those who are being targeted, vaccine hesitancy may reduce and uptake may

improve.

At the developmental stage of new medical initiatives or trials, involving Black
people in the workforce and within clinical trials to demonstrate transparency and
collaboration in the process will increase trust by observing representation. The use of Black
volunteers to trial new vaccines before inviting community uptake will hopefully demonstrate
the efficacy of the vaccine and its safety within Black participants. For Black communities
and other ethnic minority communities, being included at the developmental stage will reduce
feelings of mistrust as it will increase the transparency of new vaccines and medications. In
doing so, this will help increase confidence in accepting a vaccine where they have been a
part of the developmental process and therefore have a clear understanding of how the drug

works and be informed about any potential side effects.

42



References

Abba-Aji, M., Stuckler, D., Galea, S., & McKee, M. (2022). Ethnic/racial minorities’ and
migrants’ access to COVID-19 vaccines: A systematic review of barriers and facilitators.
Journal of Migration and Health.5,100086.

Agarwal, S. & Watson, S. (2021). BAME women and health inequality.
Anaesthesia,76(54),10-13.

Aldridge, R. W., Lewer, D., Katikireddi, S. V., Mathur, R., Pathak, N., Burns, R., Fragaszy,
E. B., Johnson, A. M., Devankumar, D., Abubakar, I., & Hayward, A. (2020). Black,
Asian and Minority Ethnic groups in England are at increased risk of death from
COVID-19: indirect standardisation of NHS mortality data. Wellcome Open Research,
06(5), 88.

Atkins, S., Lewin, S., Smith, H., Engel, M., Fretheim, A., Volmink, J. (2008). Conducting a
meta-ethnography of qualitative literature: Lessons learnt. BMC medical research
methodology, 8(1), 21-21.

Bahl, A., Johnson, S., Maine, G., Garcia, M. H., Nimmagadda, S., Qu, L. & Chen, N. W.
(2021). Vaccination reduces need for emergency care in breakthrough COVID-19

infections: A multicenter cohort study. Lancet Regional Health, 4, 10065.

Bailey, S. & West, M. (2020). Ethnic minority deaths and COVID-19: what are we to do?.

The Kings Fund. Available from: www.kingsfund.org.uk/insight-and-

analysis/blogs/ethnic-minority-deaths-covid-19 . Accessed December 2023.

Bateman, L. B., Hall, A. G., Anderson, W. A., Cherrington, A. L. Helova, A., Judd, S., Robert,
K., Oates, G. R., Osborne, T., Ott, C., Ryan, M., Strong, C. & Fouad, M. N. (2022).
Exploring COVID-19 Vaccine Hesitancy among stakeholders in African American and
Latinx Communities in the Deep South Through the lens of the health belief model.
American Journal of health promotion, 36(2), 288-295.

Bell, S., Clarke, R. M., Ismail, S., Ojo-Aromokudu, O., Naqgvi, H., Coghill, Y., Donovan, H.,
Letley, L., Paterson, P., & Mounier-Jack, S. (2022). COVID-19 vaccination beliefs,
attitudes, and behaviours among health and social care workers in the UK: A mixed-
methods study. PloS one, 17(1), e02690949.

43



Bentley, G. R. (2020). Don't blame the BAME: Ethnic and structural inequalities in
susceptibilities to COVID-19. American Journal of human biology, 32(5), 23478.

Bhatia, M. (2020) Covid-19 and BAME Group in the United Kingdom. The International
Journal of Community and Social Development, 2(2), 269-272.

Bleich, S. N., Findling, M. G., Casey, L. S., Blendon, R. J., Benson, J. M., SteelFisher, G. K.,
Sayde, J. M., & Miller, C. (2019). Discrimination in the United states: Experiences of
black Americans. Health Services Research, 54(2), 1399-1408.

Blistanova, M., Tirpakova, M., & Beiinova, L. (2021) Overview of safety measures at
selected airports during the covid-19 pandemic. Sustainability (Basel, Switzerland),
13(15), 8499.

Brandt, A. M. (1987). Racism and Research: The Case of the Tuskegee Syphilis Study.
JSTOR, 8(6), 21-29.

Braun, V., & Clarke, V. (2013). Successful qualitative research: A practical guide for

beginners. London: Sage.

Braun, V. & Clarke, V. (2019). Reflecting on reflexive thematic analysis. Qualitative
research in Sport, Exercise and Health, 11(4), 589-597.

Braveman, P. A., Arkin, E,. Proctor, D., Kauh, T., & Holm, N. (2022). Systemic and
Structural Racism: Definitions, Examples, Health Damages, And Approaches To
Dismantling. Health Affairs, 41,(2), 171-178.

Brown, J. L. (2023). Addressing Racial Capitalism’s Impact on Black Essential Workers
During the COVID-19 Pandemic: Policy Recommendations. Journal of Racial and
Ethnic Health Disparities, 10, 1597-1604.

Brown, K., Avis, M., & Hubbard, M. (2007). Health beliefs of African-Caribbean people
with type 2 diabetes: a qualitative study. British Journal of general practice, 57(539),
461-469.

Bunch, L. (2021). A Tale of Two Crises: Addressing Covid-19 Vaccine Hesitancy as
Promoting Racial Justice. HEC Forum, 33(1), 143-154.

Byrne, D. (2022). A worked example of Braun and Clarke’s approach to reflexive thematic
analysis. Quality & Quantity, 56(3), 1391-1412.

44



Cahill, M., Robinson, K., Pettigrew, J., Galvin, R., Stanley, M. (2018). Qualitative synthesis:
A guide to conducting a meta-ethnography. British Journal of Occupational Therapy,
81(3), 129-137.

Campbell, R., Pound, P., Pope, C., Britten, N., Pill, R., Morgan, M., Donovan, J. (2003).
Evaluating meta-ethnography: a synthesis of qualitative research on law experiences of
diabetes and diabetes care. Social Science & Medicine, 56(4), 671-684.

Carvalho, C. Y., Schumacher, J., Greig, P. R., Wong, D. J. N. & EI-Boghdadly, K. (2020).
Prospective observational study of gender and ethnicity biases in respiratory protective
equipment for healthcare workers in the COVID-19 pandemic. BMJ Open, 11(5),
e47716.

Cascella, M., Rajnik, M., Aleem, A., Dulebohn, S. C., & Di Napoli, N. (2023). Features,
Evaluation, and Treatment of Coronavirus (COVID-19). [Updated 2023 Aug 18], In:
StatPears [Internet], Treasure Island (FL): StatPearls Publishing; 2023 Jan-, Available
from: https://www.ncbi.nIm.nih.gov/books/NBK554776/. Accessed March 2024.

Centers for Disease Control and Prevention. (2022). 2020 Final death statistics: COVID-19 as
an underlying cause of death vs contributing cause.
https://www.cdc.gov/nchs/pressroom/podcasts/2022/20220107/20220107.html. Accessed
March 2024.

Chakraborty, C., Bhattacharya, M., & Dhama, K., (2023). SARS-CoV-2 Vaccines, Vaccine
Development Technologies, and Significant Efforts in Vaccine Development during the
Pandemic: The Lessons Learned Might Help to Fight against the next pandemic.
Vaccines (Basel), 11(3), 682.

Charura, D. H., Hill, A. P., Etherson, M. E. (2022). Covid-19 Vaccine Hesitancy, Medical
Mistrust and mattering in ethnically diverse communities. Journal of racial and ethnic
health disparities, 10(3), 1518-1525.

Chaudhry, F. B., Raza, S., Raja, K. Z., Ahmad, U. (2020). COVID 19 and BAME health care
staff: Wrong place at the wrong time. Journal of Global Health, 10(2), 1-4.

Clemente-Suarez, V. J., Martinez-Gonzalez, M. B., Benitez-Agudelo, J. C., Navarro-Jiménez,
E., Beltran-Velasco, A. I., Rulsoto, P., Arroyo, E. D., Laborde-Cardenas, C. C., &

45



Tornero-Aguilera, J. F. (2021). The impact of the covid-10 pandemic on mental
disorders. A critical review. International journal of environmental research and public
health, 18(19), 10041.

Cohen, J., & van der Meulen Rodgers, Y. (2020). Contributing factors to personal protective
equipment shortages during the COVID-19 pandemic. Preventative Medicine, 141,
106263.

Cook, T., Kursumovic, E., & Lennane, S. (2020). Exclusive: deaths of NHS Staff from covid-
19 analysed. Health Service Journal.[Online]
https://www.bmj.com/content/369/bmj.m1621 Accessed: December 2023.

Critical Appraisal Skills Programme (2018), CASP Qualitative Studies Checklist. [Online]
Available at: https://casp-uk.net/checklists/casp-qualitative-studies-checklist-fillable.pdf
Accessed: May 2023.

Dixon-Woods, M., Shaw, R. L., Agarwal, S., Smith, J. A. (2004). The problem of appraising
qualitative research. Quality & Safety in Health Care, 13(3), 223-225.

Eberhardt, J., Kabuye, J., & Ling, J. (2022a). A qualitative study exploring attitudes and
perceptions of the COVID-19 booster vaccine in minority ethnic individuals in North
East England. Journal of Public Health.1-11.

Eberhardt, J., Linh, J., Horsley, L., Cunnett, J., Fryer-Smith, E., Lant, J., Edwards, S. & Ross,
E. (2022b). Exploring COVID-19 Vaccine Confidence with People from Black and
Asian Backgrounds in England. Journal of racial and ethnic health disparities, 10(4),
1899-1909.

El-Khatib, Z., Jacobs, G. B., Ikomey, G. M., & Neogi, U. (2020). The disproportionate effect
of COVID-19 mortality on ethnic minorities: Genetics or health
inequalities?. EClinicalMedicine, 3(1), 100430-100430.

Fang, Y., Nie, Y., & Penny, M.(2020). Transmission dynamics of the COVID-10 outbreak
and effectiveness of government interventions: A data-driven analysis. Journal of
medical virology, 92(6), 645-659.

Farkas, L., & European Commission, Directorate General for Justice and Consumers (2017)..

Analysis and comparative review of equality data collection practices in the European

46



Union: data collection in the field of ethnicity. Publications Office.
https://data.europa.eu/doi/10.2838/447194

Flanagin, A., & Christiansen, S.L. (2021). Updated Guidance on the Reporting of Race and
Ethnicity in Medical and Science Journals. JAMA.326(7),621-627.

Flynn, D., Moloney, E., Bhattarai, N., Scott, J., Breckons, M., Avery, L., & Moy, N. (2020).
COVID-10 pandemic in the United Kingdom. Health Policy Technology, 9(4), 673-691.

Francis, M. M., & Wright-Rigueur, L. (2021). Black Lives Matter in Historical Perspective.

Annual Review of Law and Social Science, 17, 441-458.

Gatewood, J., McKnight, M., Fiscus, M., Hohmeier, K. C., Chisholm-Burns, M. (2021).
Factors influencing likelihood of COVID-19 vaccinations: A survey of Tennessee adults.

American Journal of health-system pharmacy, 78(10), 879.

Gaughan, C. H., Razieh, C., Khunti, K., Banerjee, A., Chudasama, Y. V., Davies, M. J.,
Dolby, T., Gillies, C. L., Lawson, C., Evgeny, M. M., Morgan, J., Tingay, K., Zaccardi,
F., Yates, T., Nafilyan, V. (2022). COVID-19 vaccination uptake amongst ethnic
minority communities in England: a linked study exploring the drivers of differential

vaccination rates. Journal of Public Health, 45(1), e65-e74.

Gold, J. A., Rossen, L. M., Ahmad, F.B., Sutton, P., Li, Z., Salvatore, P. P., Coyle, J. P.,
DeCuir, J., Baack, B. N., Durant, T. M., Dominguez, K. L., Henley, S. J., Annor, F. B.,
Fuld, J., Dee, D. L., Bhattarai, A., Jackson, B. R. (2020). Race, Ethnicity, and Age
Trends in Persons Who Died from COVID-19 - United States, May-August
2020. Morbidity and Mortality Weekly Report, 69(42), 1517-1521.

Grooms, J., Ortega, A., Rubalcaba, J.A.A., & Vargas, E. (2022). Racial and Ethnic
Disparities: Essential Workers, Mental Health, and the Coronavirus Pandemic. The
Review of Black Political Economy, 49(4), 363-380.

Guo, Y., Cao, Q., Hong, Z., Tan, Y., Chen, S., Jin, H., Tan, K., Wang, D., & Yan, Y. (2020).
The origin, transmission and clinical therapies on coronavirus disease 2019 (COVID-19)

outbreak-an update on the status. Military Medical Research, 7(11), 11.

Hannes, L & Lockwood, C. (2011). Pragmatism as the philosophical foundation for the
Joanna Briggs meta-aggregative approach to qualitative evidence synthesis. Journal of
advanced nursing, 67(7), 1632-1642.

47



Hawkins, D., & Herndndez, K. M. A. (2022). Racial and ethnic differences in the prevalence
of work organisation and occupational psychosocial exposures. American Journal of
Industrial Medicine, 65(7), 567-575.

The Health Foundation. (2020). Black and minority ethnic workers make up a
disproportionately large share of key worker sectors in London. Available from:

https://www.health.org.uk/black-and-minority-ethnic-workers-make-up-a-

disproportionately-large-share-of-key-worker-sectors-in. Accessed: April 2024.

Holshue, M. L., DeBolt, C., Lindquist, S., Lofy, K. H., Wiesman, J., Bruce, H., Spitters, C.,
& Ericson, K. (2020). First Case of 2019 novel coronavirus in the United States. New
England Journal of medicine, 382(10), 929-936.

Hu, S., Xiong, C., Yang, M., Younes, H., Luo, W., & Zhang, L. (2021). A big-data driven
approach to analyzing and modelling human mobility trend under non-pharmaceutical
interventions. Transportation Research Part C: Emerging Technologies, 3(124), 102955,
Article 102955.

Hussain, B., Latif, A., Timmons, S., Nkhoma, K., & Nellums, L. B. (2022). Overcoming
COVID-19 vaccine hesitancy among ethnic minorities: A systematic review of UK
studies. Vaccine, 40(25), 3413-3432.

lyengar, K. P., Vaishya, R., Jain, V. K., & Ish, P. (2021). BAME community hesitancy in the
UK for COVID-19 vaccine: suggested solutions. Postgraduate Medical Journal, 98(2),
134-135.

Kalin, N. H. (2021). Impacts of Structural Racism, Socioeconomic Deprivation, and
Stigamisation on Mental Health. The American Journal of Psychiatry, 178(7), 575-578.

Kamal, A., Hodson, A., & Pearce, J. M. (2021). A Rapid Systematic Review of Factors
Influencing COVID-19 Vaccination Uptake in Minority Ethnic Groups in the UK.
Vaccines, 9(10), 1121.

Kanozia, R., & Arya, R. (2021). “Fake news” religion, and COVId-19 vaccine hesitancy in
India, Pakistan, and Bangladesh. Media Asia, 48(4), 313-321

Kaufman, J., Khan, M., Payne, J. S., Mancini, J., & White, Y. S. (2023). Transgenerational
inheritance and Systemic Racism in America. Psychiatric Research & Clinical Practice,
5(2), 60-72.

48



Kelly, B. J., Southwell, B. G., McCormack, L. A., Bann, C. M., MacDonald, P. D. M.,
Frasier, A. M., Bevc, C. A., Brewer, N. T., & Squiers, L. B. (2021). Predators of
willingness to get a COVID-19 vaccine in the US. BMC Infectious diseases, 21(1), 338.

Kumar, B. N., Hargreaves, S., Agyeman, C., James, R. A., Blanchet, K., & Gruer, L. (2021).
Reducing the impact of the coronavirus on disadvantaged migrants and ethnic minorities.
European Journal of Public Health, 31(4), 9-13.

Lewis, C., Cohen, P. R., Bahl, D., Levine, E. M., & Khaliq, W. (2023). Race and Ethnic
Categories: A Brief Review of Global Terms and Nomenclature. Cureus, 15(7), e41253.

Lin, C., Tu, P., & Beitsch, L. M. (2020). Confidence and Receptivity for COVID-19
Vaccines: A Rapid Systematic Review. Vaccines (Basel), 9(1), 1-32.

Lu, C., Liu, X., Jia, Z. (2020). 2019-nCoV transmission through the ocular surface must not
be ignored. The Lancet (British Edition), 95(10224), e39.

Luong, V., Bearman, M., MacLeod, A. (2023). Understanding Meta-Ethnography in Health

Professions Education Research. Journal of graduate medical education, 15(1), 40-45.

MacDonald, N. E. (2015). Vaccine hesitancy: Definition, scope and determinants. Vaccine,

33(34), 4161.

Magee, L., Knights, F., McKechnie, D. G., Al-Bedaery, R. & Mohammad, S. (2022).
Facilitators and barriers to covid-19 vaccination uptake among ethnic minorities: A

qualitative study in primary care. PloS one, 17(7), e0270504.

Majee, W., Anakwe, A., Onyeaka, K., & Harvey, I. S. (2022). The past is so present:
Understanding COVID-19 vaccine hesitancy among African American adults using

qualitative data. Journal of racial and ethnic health disparities, 10(1), 462-272.

Malpass, A., Shaw, A., Sharp, D., Walter, F., Feder, G., Ridd, M., & Kessler, D. (2009).
“Medication career” or “Moral career”? The two sides of managing antidepressants: A
meta-ethnography of patients’ experience of antidepressants. Social Science & Medicine,
68(1), 154-168.

Mamluk, L., & Jones, T. (2020). The impact of COVID-19 on black, Asian and minority
ethnic communities. National Institute for Health Research. Available from:
https://www.healthwatchbristol.co.uk/sites/healthwatchbristol.co.uk/files/ COVID-19-
Partner-report-BAME-communities-BCC001.pdf. Accessed: March 2024.

49



Mathur, R., Rentsch, C., Morton, C. E., Hulme, W. J., Schultze, A., MacKenna, B., Eggo, R.
M., Bhaskaran, K., Wong, A. Y. S., Williamson, E. J., Forbes, H., Wing, K., McDonald,
H. J., Bates, C., Bacon, S., Walker, A. J., Evans, D., Ingleshy, P., Mehrkar, A., ...
Goldacre, B. (2021). Ethnic differences in SAES-CoV-2 Infection and COVID-19
related hospitalisation, intensive care unit admission, and death in 17 million adults in
England: an observational cohort study using the OpenSAFELY platform. The Lancet
(British Edition), 397(10286, 1711-1724.

Mays, N., Pope, C., & Popay, J. (2005). Systematically reviewing qualitative and quantitative
evidence to inform management and policy making in the health field. Journal of health

services research & policy, 10(1), 6.

McCartney, G., Popham, F., McMaster, R. & Cumbers, A. (2019). Defining health and health
inequalities. Public Health, 172, 22-30.

Medicines and Healthcare products regulatory agency. (2020).ARCHIVE: Information for
UK recipients on Pfizer/BioNtech COVID-19 vaccine. Available from:

www.goV.uk/government/publications/requlatory-approval-of-pfizer-biontech-vaccine-

for-covid-19/information-for-uk-recipients-on-pfizerbiontech-covid-19-
vaccine#:~:text=for%20UK%?20recipients-, COVID%2D19%20mRNA%20Vaccine%20
BNT162b2%20concentrate%20for%20solution%20for%20injection,Medicines%20%26
%20Healthcare%20products%20Regulatory%20Agency

Mohammed, M. A., Moles, R., Chen, T. F. (2016). Erratum to: Meta-synthesis of qualitative
research: the challenges and opportunities. International Journal of clinical pharmacy,
38(3), 738-738.

Moher, D., Liberati, A., Tetzlaff, J. & Altman, D. G. (2009). Preferred reporting items for
systematic reviews and meta-analyses: the PRISMA statement. BMJ, 89(9), 873-880.

Moorthy, A., & Sankar, T. K. (2020). Emerging public health challenge in UK: perception
and belief on increased COVID19 death among BAME healthcare workers. Journal or
Public Health, 42(3), 486-492.

Morgan, K. M., Maglalang, D. D., Monnig, M. A., Ahluwalia, J. S., Avila, J. C. &
Sokolovsky, A. W. (2023). Medical Mistrust, Perceived Discrimination, and Race: a

50



Longitudinal Analysis of Predictors of COVID-19 Vaccine Hesitancy in US Adults.
Journal of racial and ethnic health disparities, 10(4), 1846-1855.

Mounier-Jack, S., Paterson, P., Bell, S., Letley, L., Kasstan, B., Chantler, T. (2023). Covid-19
vaccine roll out in England: A qualitative evaluation. PloS One, 18(6), e0286529.

Nagvi, M., Li, L., Woodrow, M., Yadav, P., & Kostjova, P. (2022). Understanding covid-19
vaccine hesitancy in ethnic minorities groups in the UK. Frontiers in public health, 10,
917242,

Nguyen, L. H., Drew, D. A., Graham, M. S., Joshi, A. D., Guo, C., Ma, M., Mehta, R. S.,
Warner, E. T., Sikavi, D. R., Lo, C. Kwon, S., Song, M., Mucci, L. A., Stampfer, M. J.
Willett, W. C., Eliassen, A. H., Hart, J. E., Chavarro, J. E., Rich-Edwards, J. W., ...
Cardoso, M. J. (2020). Risk of COVID-19 among front-line health-care workers and the
general community: a prospective cohort study. Lancet Public Health, 5(9), e475-e483.

NHS Digital (2020). NHS Workforce Statistics. https://www.ethnicity-facts-

figures.service.gov.uk/workforce-and-business/workforce-diversity/nhs-workforce/3.1/ .
Accessed December 2023.

Noblit, G. W., & Hare, R. D. (1988). Meta-ethnography: Synthesizing qualitative studies
(Vol. 11). Sage.

Noyes J, Booth A, Cargo M, Flemming K, Harden A, Harris J, Garside R, Hannes K, Pantoja
T, Thomas J. Chapter 21: Qualitative evidence. In: Higgins JPT, Thomas J, Chandler J,
Cumpston M, Li T, Page MJ, Welch VA (editors). Cochrane Handbook for Systematic
Reviews of Interventions version 6.4 (updated August 2023). Cochrane, 2023. Available

from www.training.cochrane.org/handbook.

Ochieng, C., Anand, S., Mutwiri, G., Szafron, M., & Alphonsus, K. (2021). Factors
associated with COVID-10 vaccine hesitancy among visible minority groups from a
global context: A scoping review. Vaccines, 9(12), 1445.

Office for National Statistics. (2020). Coronavirus (COVID-19) related deaths by ethnic
group, England and Wales: 2 March 2020 to 10 April 2020. Available from:

https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/death

s/articles/coronavirusrelateddeathsbyethnicgroupenglandandwales/2march2020to10april

51



20204#:~:text=When%20taking%20into%20account%20age, White%20ethnicity%20male
s%20and%20females. Accessed: March 2024.

Otu, A., Ahinkorah, B. O., Ameyaw, E. K., Seidu, A. A., & Yaya, S. (2020). One Country,
two crisis: what Covid-19 reveals about health inequalities among BAME communities
in the United Kingdom and the sustainability of its health System?. International Journal
for Equity in Health, 19(1), 189.

Paul, E., Steptoe, A., & Fancourt, D. (2021). Attitudes towards vaccines and intention to
vaccine against COVID-19 implications for public health communications. The Lancet
regional health, Europe, 1,100012.

Pokhrel, P., Hu, C., & Mao, H. (2020). Detecting the Coronavirus (COVID-19). ACS sensors,
5(8), 2283-2283.

Rahman, M. K., Gazi, A. |., Bhuiyan, M. A, & Rahman, A. (2021). Effect of Covid-19
pandemic on tourist travel risk and management perceptions. PloS one, 16(9), e0256486,
Acrticle e0256486.

Rasheed, M. E. H., Youseffi, M., Jamil, M. M. A., Rahman, N., & Abd-Alhameed, R. (2021).
Analysis of why Black, Asian and Minority Ethnic (BAME) groups in the UK are harder
hit by COVID-19, and how to minimise the risks. AIP Conference Proceedings, 2401(1),
0200109.

Razai, M. S., Osama, T., McKechnie, D. G. J., Majeed, A. (2021). Covid-19 vaccine
hesitancy among ethnic minority groups. BMJ, 372, 513.

Restrepo, N., & Krouse, H. J. (2021). COVID-19 Disparities and Vaccine Hesitancy in Black
Americans: What Ethical Lessons Can be Learned?. Head and Neck Surgery, 166(6),
1147-1160.

Roat, C., Webber-Ritchey, K. J., Lee, Y. M. (2022). Black Americans Receiving the COVID-
19 Vaccine and Effective Strategies to Overcome Barriers: An integrative Literature
Review. Journal of Racial and Ethnic Health Disparities.10,(5),2577-2587.

Roberts, J. A., & David, M. E. (2021). The Pandemic within a Pandemic: Testing a sequential
Mediation Model to Better Understand Racial/Ethnic Disparities in COVID-19
Preventive Behaviour. Healthcare (Basel), 9(2), 230.

52



Robertson, E., Reeve, K. S., Niedzwiedz, C.L., Moore, J., Blake, M., Green, M., Katikireddi,
S. V., & Benzeval, M. J. (2021). Predictors of COVID-19 vaccine hesitancy in UK
household longitudinal study. Brain, Behaviour, and Immunity, 94, 41-50.

Roy, D.N., Biswas, M., Islam, E., Azam, M. S. (2022). Potential factors influencing COVID-

19 vaccine acceptance and hesitancy: A systematic review. PloS one, 17(3), e0265496.

Sagoe, D., Ogunbode, C., Antwi, P., Knizek, B. L., Awaleh, Z., & Dadzie, O. (2022). UK
ethnic minority healthcare workers perspectives on covid-19 vaccine hesitancy in the UK

ethnic minority community: A qualitative study. Frontiers in Psychology, 13, 908917.

Sah, P., Vilches, T. N., Moghadas, S. M., Fitzpatrick, M. C., Singer, B. H., Hotez, P. J., &
Galvani, A. P. (2021). Accelerated vaccine rollout is imperative to mitigate highly
transmissible COVID-19 variants. eClinical Medicine, 35,100865.

Sallam, M. (2021). COVID-19 Vaccine Hesitancy Worldwide: A Concise Systematic Review
of Vaccine Acceptance Rates. Vaccines (Basal), 9(2), 160.

Salomoni, M. G., Di Valerio, Z. D., Gabrielli, E., Montalti, M., Tedesco, D., Guaraldi, F.,
Gori, D. (2021). Hesitant or Not Hesitant? A Systematic Review on Global COVID-19
Vaccine Acceptance in Different Populations, 9(8), 873.

Savitt, T. L. (1982). The use of Blacks for Medical Experimentation and Demonstration in
the Old South. The Journal of Southern History, 48(3), 331-348.

Sethi, S., Kumar, A., Mandal, A., Shaikh, M., Hall, C. A., Kirk, J. M. W., Moss, P., Brookes,
M. J., & Basu, S. (2021). The UPTAKE study: a cross-section survey examining the
insights and beliefs of the UK population on COVID-19 vaccine uptake and hesitancy.
BMJ Open, 11(6), e048856.

Sharif, M. Z., Garcia, J. J., Mitchell, U., Dellor, E. D., Bradford, N. J., & Truong, M. (2021).
Racism and Structural Violence: Interconnected Threats to Health Equity. Public Health
Education and Promotion, 9, 676783

Shakeel, C. S., Mujeeb, A. A., Mirza, M. S., Chaudhry, B., & Khan, S. J. (2022). Global
COVID-19 Vaccine Acceptance: A Systematic Review of Associated Social and
Behavioural Factors. Vaccines (Basal), 10(1), 110.

53



Sohrabi, C., Franchi, T., Mathew, G., Kerwan, A., Nicola, M., Griffin, M., Agha, M. & Agha,
R. (2021). PRISMA 2020 statement: What’s new and the importance of reporting

guidelines. International Journal of Surgery, 88,105918.

Soundy, A. & Heneghan, N. R. (2022). Meta-Ethnography. International Review of Sport and
Exercise Psychology,15(1), 266-286.

Stahl, N. A. & King, J. R. (2020). Expanding approaches for Research: Understanding and
Using Trustworthiness in Qualitative Research. Journal of Developmental
Education,44(1), 26-28.

Sucato, V., Coppola, G., Manno, G., Vadala, G., Novo, G., Corrado, E., & Galassi, A. R.
(2023). Coronary Artery Disease in South Asian Patients: Cardiovascular Risk Factors,

Pathogenesis and Treatments. Current Problems in cardiology, 48(8), 101228.

Tirupathi, R., Muradova, V., Shekhar, R., Salim, S. A., Al-Tawfiq, J., & Palabindala, V.
(2020). COVID-19 disparity among racial and ethnic minorities in the US: A cross

sectional analysis. Travel medicine and infectious disease, 38(1), 101904.

Treskova-Schwarzbach, M., Haas, L., Reda, S., Pilic, A., Borodova, A., Karimi, K., Koch, J.,
Nygren, T., Scholz, S., Schonfeld, V., Vygen-Bonner, S., Wichmann, O., & Harder, T.
(2021). Pre-existing health conditions and severe COVID-19 outcomes: an umbrella

review approach and meta-analysis of global evidence. BMC Medicine, 19, 212.

UK Health Security Agency. (2023). Research and analysis COVID-19 confirmed deaths in
England (to 31 December 2020): report). Available from:

https://www.gov.uk/government/publications/covid-19-reported-sars-cov-2-deaths-in-

england/covid-19-confirmed-deaths-in-england-to-31-december-2020-
report#:~:text=COVI1D%2D19%20mortality%?20rates,-
Within%?20the%20period&text=1n%20the%20same%20period%2C%?20there,0f%20128.
2%20per%20100%2C000%20population. Accessed March 2024.

United States Census Bureau. (2022). About the Topic of Race. Available from:

https://www.census.gov/topics/population/race/about.html. Accessed August 2024.

Valero-Martinez, C., Martinez-Rivera, C., Zhen-Duan, J., Fukuda, M., & Algeria, M. (2022).
Attitudes toward covid-19 vaccine uptake: A qualitative study of mostly immigrant

racial/ethnic minority older adults. Geriatrics (Basel), 8(1), 17.

54



Vaughan, A. (2021). Can the UK hit its vaccine target? New Scientist, 249, (3317)

Viswanath, K., Bekalu, M., Dhawan, D., Pinnamaneni, R., Lang, J., & McLoud, R. (2021).
Individual and social determinants of COVID-19 vaccine uptake. BMC Public Health,
21(1), 818.

Walsh, D., & Downe, S. (2005). Meta-synthesis method for qualitative research: a literature
review. Journal of Advanced Nursing,15(2), 204-211.

Williams, S. N. Armitage, C. J., Dienes, K., Drury, J., & Tampe, T. (2022). Public decisions
about COVID-19 vaccines: A UK-based qualitative study. PloS one, 18(3), 0277360.

Willis, D. E., Anderson, J. A., Bryant,-Moore, K., Selig, J. P., Long, C. R., Felix, H. C.,
Curran, G. M., & McElfish, P. A. (2021). COVID-19 vaccine hesitancy: Race/ Ethnicity,
Trust and fear

Woodhead, C., Onwumere, J., Rhead, R., Bora-White, M., Chui, Z., Clifford, N., Connor, L.,
Gunasinghe, C., Harwood, H., Meriez, P., Mir, G., Jones Nielsen, J., Rafferty, A. M.
Stanley, N., Peprah, D., & Hatch, S. L. (2022). Race, ethnicity and covid-19 vaccination:
a qualitative study of UK healthcare staff. Ethnicity & Health, 27(7), 1555-1574.

World Health Organization. (2021). The true death toll of COVID-19 Estimating global

excess mortality. https://www.who.int/data/stories/the-true-death-toll-of-covid-19-

estimating-global-excess-mortality. Accessed: February 2024

Yasmin, F., Najeeb, H., Moeed, A., Naeem, U., Asghar, M. S., Chughtai, N. U., Yousaf, Z.,
Seboka, B. T., Ullah, I, Lin, C. Y., & Pakpour, A. H. (2021). COVID-19 Vaccine
Hesitancy in the United States: A Systematic Review. Frontiers in Public Health, 9,
770985.

Yearby, R., & Mohapatra, S. (2020). Systemic racism, the government's pandemic response,
and racial inequities in COVID-19. Emory Law Journal, 70(7), 1418-1473.

55



CHAPTER TWO

FAMILY MEMBERS EXPERIENCE OF HELP SEEKING WHEN A LOVED ONE
OF AFRICAN-CARIBBEAN HERITAGE EXPERIENCES MEMORY LOSS. A
REFLEXIVE THEMATIC ANALYSIS

56



Abstract

Introduction: African-Caribbean adults have a higher prevalence and incidence rate of
attracting dementia compared to their white counterparts. Barriers to seeking help for
dementia are well researched in ethnic minorities, but this is often presented under one
homogenous group suggesting parity in reasons for not accessing services. Given the risk to
this community, there is a relative paucity with a specific focus on the African-Caribbean
community. The aim of this study was to consider family experiences of help seeking when a
loved one of African-Caribbean heritage experiences memory loss and what the barriers are

to accessing professional services.

Method: Fourteen participants were recruited from community settings and invited to
participate in a semi-structured interview either face to face or online. Using Reflexive
Thematic Analysis, interviews were transcribed and coded by the author with final analysis

resulting in five themes.

Results: Five themes were generated from the data: ‘The Perception about the Windrush
Generation’ considered the impact of migration and how this shaped attitudes to help-
seeking. ‘Lack of cultural acknowledgement of dementia’, ‘Stigma and Shame’, ‘Keeping it in

the family’ and ‘Racism & Mistrust of services’.

Conclusions: African-Caribbean communities are at a higher risk of attracting a dementia
diagnosis but owing to historical experiences of racism and mistreatment, are less likely to
approach professional services for help. Fear of cultural and societal stigmatisation
surrounding dementia diagnosis, contributed to attitudes of help seeking and as a form of

protection, families chose to provide care to their loved one at home.
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Introduction

An estimated 944,000 people are living with dementia in the UK, with this number expecting
to rise to 1.6 million by the year 2050 (Alzheimer’s Research UK). Dementia is an umbrella
term used to describe a complex set of disorders that share an irreversible decline in global
intellectual, social and physical functioning (Banerjee et al., 2009). Whilst it is noted to be a
global health concern affecting 1 in 11 people (NHS, 2023) and was the highest cause of
mortality in 2023 (Office for National Statistics, 2023), growing evidence suggests that
dementia affects those from ethnic minorities at a disproportionate rate compared to their
white counterparts (Mukadam et al., 2023a). Reasons for this have largely been attributed to
dementia specific risk factors such as type 2 diabetes and cardiovascular disease (Dodd et al.,
2022, Mukadam et al., 2023b).

Whilst the evidence provides insight into who is at risk and what factors contribute to
this, research tends to colloquially present this information under the umbrella term of Black
and Minority Ethnic or ‘BAME’ which fails to tell us more about how this illness affects

individual cultural communities.

Evidence from primary care records demonstrate that Black men and women were
25% and 28% respectively more likely to receive a dementia diagnosis compared with white
people (Pham et al., 2018). For Black adults in the UK, Dementia rates are 22% higher when
compared to white people (Alzheimer’s Research UK; University College London, 2018) but
these figures give little indication as to which members of the Black community this pertains
to as data is often presented as ‘Black’ without making the distinction between Black African
and African-Caribbean communities.

As discussed in chapter one, ethnicity is a complicated phenomenon to describe how
an individual self-identifies, as this if often influenced by an individual’s cultural
understanding as well as their unique stories around migration. For this chapter, African-
Caribbean refers to anyone who traces their ancestry back to the Caribbean region and roots
from within Caribbean countries. The term acknowledges both their African ancestry and

their cultural, historical and geographical connection to the Caribbean.
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A growing body of evidence suggests that in the UK the prevalence of dementia in
African-Caribbean ethnic communities is greater than the white population and on average,
they are diagnosed 4.5 years younger than white British counterparts (Adelman et al., 2018).
Black African-Caribbean communities are also more likely to be diagnosed with a vascular or
mixed type dementia highlighting the threat of this illness to this community (Bhattacharyya,
2012; Tuerk & Sauer, 2015). Age also impacts the onset of dementia in African-Caribbean
people, according to the 2021 census, African-Caribbean people aged over 60 make up 22.3%
of the population (Office for National Statistics [ONS], 2022), with predictions indicating the
prevalence of dementia in Black communities increases by 1.2 times for each year above age

60; double the prevalence of every 5 years found in white people (Adelman et al., 2018).

Barriers into accessing services by ethnic minorities have been attributed to a lack of
knowledge about healthcare services, language barriers and cultural stigma (Robinson et al.,
2022) and supported by a large evidence base. Mukadam et al (2011a), produced a qualitative
study and found that ethnic minorities presented to services when they were no longer able to
cope, this builds on from their previous systematic review where they found ethnic minorities
were less likely to present to services owing to barriers such as perceiving memory loss as a
normal part of ageing, denial and community stigma (Mukadam et al., 2011b). A further
systematic review concluded that ethnic minorities were more cognitively impaired at referral

to diagnostic dementia services in the US and Australia (Cooper et al., 2010).

Evidence currently considering service utilisation in the UK is limited and tends to be
combined with other ethnic minorities, whilst this evidence may include the views from
African-Caribbean people, it is unclear which reasons are specific to them. Dodd et al.,
(2022), compared service utilisation for dementia for ‘BAME’ communities to White British
communities and found that ethnic minorities were less likely to receive a cognitive
assessment and were more likely to be scored as low risk for harm to self and others. White
British people were more likely to be offered more community resources such as dementia
support groups, memory cafés, sports clubs and social events at retirement homes. Ethnic
minority support was smaller and consisted of day centres, church luncheon clubs and
attending the gym. Whilst evidence presents reasons for barriers to accessing services, due to
the homogenous reporting of the data there is no evidence to suggest the barriers are

representative of the African-Caribbean community. Making it difficult for research and
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policy makers to understand the needs of this community, as it assumes all ethnic minorities

respond to memory loss or engage with professional services in the same way.

A similar picture can be found in mental health help seeking, where evidence suggests
that stigma, discrimination, or beliefs around mental illness within social or familial networks
may influence engagement with services in Black communities (Degnan et al. 2022). More
specifically in the UK, African Caribbean people report avoiding services due to perceived
discrimination or fears of racist maltreatment (Mclean et al., 2003). This suggests that Black
communities may be less likely to access support from professional services and are more
likely to seek support informally from friends, family, spiritual or community-based groups
(Obasi & Leong, 2009).

Berwald et al., 2016 completed a qualitative study focusing on perceptions of memory
loss in Black African and Caribbean populations and found differences unique to these
communities not found in wider ethnic minorities. They found that dementia was viewed as a
‘white persons’ illness, forgetfulness did not indicate illness or a problem worthy of medical
attention. Memory loss was viewed as a normal part of ageing, reducing the urgency to seek
help from professional services. Resulting in Black communities informally providing care
privately at home or drawing upon support from community-based services including
religious institutions and culturally specific day centres (Gove et al., 2021; Parveen et al.,
2017). This evidence demonstrates that Black ethnic minorities may experience memory loss
differently and this informs their attitudes towards help seeking. Further research is warranted

to understand their reasons for this.

The African-Caribbean community is of particular interest owing to their unique
history of migration to the UK and remain demographically the oldest of the ‘Black’
communities in the UK (Truswell, 2018). Adelman et al (2009) suggests this community are
first born immigrants who came to the UK between the late 1940s and 1970s and would
reflect those who came to England as part of the ‘Windrush Generation’. The Windrush
Generation is used to describe a collective of individuals from mainly Caribbean countries
who migrated to the UK after the end of the second world war (Reddie, 2020). Given the age
profile of these individuals, it would suggest that this ageing generation of African-Caribbean

individuals and their descendants would be those at risk of dementia.

For this community, the experiences of migration and discrimination reinforces a

cultural expectation of endurance and resilience when experiencing adversity, which in turn
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contributes to this community being hesitant to seek help (Truswell, 2018). Engaging with
professional services has always been a contentious issue for the Black community,
exacerbated further by historical experiences of neglect, racism and discrimination by
healthcare providers who are either unwilling or unable to cater their needs (Ozduzen et al,.
2022). Mistrust in healthcare professionals prevents the development of a strong patient-
professional relationship and thus negatively influences patient behaviour and health

outcomes (Bazargan et al., 2021).

Keating and Robertson (2004) propose a ‘circle of fear’ that exists between Black
communities and professional services. They describe a relationship that exists when Black
people approach professional services and how professionals respond. Fear that exists
between Black patients and White professionals compound issues of mistrust further resulting
in a misunderstanding of prognosis for the individual and an unawareness of how the illness
presents in Black individuals by professionals. Unhelpful responses from professionals and
the stigma surrounding diagnosis, creates an inadvertent pressure for families to then provide
care to their relatives (Mukadam et al., 2011a; Mukadam et al., 2011b).

To date, one study has focused on perceptions of dementia and help-seeking in
African-Caribbean’s. Berwald et al., (2016) advances the knowledgebase by providing
evidence to demonstrate there are nuanced differences for help seeking in Black
communities. However, findings also incorporated views of Black African’s who may have
different experiences owing to their unique cultural scripts and history of migration to the
UK. Given the risk of dementia to the African-Caribbean community and the age profile of
this demographic, it is imperative that services are equipped to recognise this risk and

incorporate this into health care planning and service provision.

The aim of this research is to understand family members experiences of help seeking
when a loved one of African-Caribbean heritage experiences memory loss and what the
barriers are to accessing services. Understanding the unique perspectives of the ‘Windrush
Generation’ will illuminate their experiences to help inform services and policy makers to

create culturally sensitive services that can meet the needs of this ‘high risk’ community.
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Method
Ethics

The research study received ethical approval from the University of Birmingham’s Research
and Governance committee (Appendix 1) and the NHS Health and Research Authority
(Appendix 2).

Local NHS Research & Development approvals were obtained from Birmingham &
Solihull Mental Health Foundation Trust (Appendix 3), Birmingham Community Healthcare
Trust (Appendix 4) and Black Country Partnership Trust (Appendix 5).

A level 3 research risk assessment and mitigation plan (RAMP) was submitted to The
University of Birmingham, no legal risk or liabilities were identified as part of this study. The
study obtained risk assessments approval to authorise the researcher to work alone in
participants homes or community settings as part of data collection (Reference:

SOPHS_23 90_SH) (Appendix 6).

Recruitment

The researcher contacted organisations in the West Midlands that provided support to the
African-Caribbean community. This included community centres, churches and charity
organisations. Of these, a centre which provides day care provision for the older adult
African-Caribbean community, signposted interested families to the study information which
was presented in the form of a poster. Interested participants details were passed to the

researcher who contacted them directly.

Opportunity sampling was utilised by targeting specific areas within Birmingham
with a large African-Caribbean population focusing on Black owned businesses such as
hairdressers, barbers, and Caribbean takeaway shops. The researcher provided these
establishments with posters pertaining to the study and discussed the research aim, inclusion
criteria and what would be required for participation. Interested participants could contact the
researcher directly using the contact telephone number or scanning the QR code which took

them to a webpage which contained information about the study.

Recruitment and study information was posted via social media websites Instagram, X
and LinkedIn. Recruitment material was displayed and promoted by local NHS trusts who
displayed study posters in patient areas of memory assessment services and outpatient clinics.

Recruitment documents can be found in appendix 7.
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Interested participants were contacted by the researcher who made an initial screening

telephone call. The purpose of this was to assess eligibility and provide a brief overview of

the aims of the study and answer any questions from participants. If suitable and still

interested, participants were sent the information sheet and consent form. Participants were

informed that they would have 48 hours to read the information to make an informed decision

to participate. After this time the researcher contacted participants and if still interested,

verbal consent was obtained, and an interview was booked.

Eligibility Criteria

Table 1.1 displays the inclusion and exclusion criteria.

Table 1.1

Inclusion and Exclusion Criteria

Inclusion Criteria

Exclusion Criteria

Participants providing care or supporting an
individual aged who is experiencing memory loss.

Adults can be male or female but must be a minimum
of 16 years old to participate.

Family member is of African-Caribbean or Mixed
race African-Caribbean heritage

Can verbally communicate in a language coherent to
the interviewer.

Has capacity to understand the research project to
provide informed consent for participation.

Participants who may have been experiencing
behavioural symptoms associated with dementia

Participants themselves had any current or previous
difficulties with memory loss

Loved one is not of African-Caribbean heritage

Participants with a co-morbid major mental health
difficulty such as psychosis or schizophrenia.

Genetic disorders such as down syndrome and severe
learning or intellectual disabilities.

Non-English speakers

Participants

Minimum sample sizes of six is a suggestion for Reflexive Thematic Analysis to produce

enough meaningful data to identify patterns across the dataset (Braun and Clarke., 2022) and

6-15 participants are recommended for interviews in small research projects (Braun and

Clarke, 2013). Eleven participants interviewed as individuals, and three interviewed as a

family consisting of two siblings and a spouse. This included male (n=5) and female

participants (n=9) where the majority were a child of the loved one, they provided care for.

Average age of participants was 53.9, with twelve identifying as being of African-Caribbean



heritage and two identifying as being of mixed White & African-Caribbean heritage.

Demographic information for participants can be found in table 1.2

Table 1.2

Demographic Information for Participants
Participant “Name”  Age Sex Relationship to Individual Format & Length of Interview
Ami 52 Female Daughter Face to Face 45:29
Cherry 57 Female Daughter Face to Face 55:19
Colette 55 Female Daughter Online 49:52
Dennis 56 Male Son Online 44:17
Linus 58 Male Son Online 55:01
Lloyd 72 Male Son Face to Face 51:11
Marcus 43 Male Son Face to Face 1:05
Mila 39 Female Daughter Online 56:50
Sherona 36 Female Daughter Face to Face 1:35
Shervon 52 Female  Daughter Face to Face 1:23
Winston 56 Male Son Online 1:03

Grace, Shirley & 52.56 & Female Daughter, Daughter & Spouse  Face to Face 1:42
Olive 71

Procedure

Once confirmed, Interviews that were conducted face to face (n=7) took place in a variety of
locations including participants homes, public libraries, community centres and at the

University of Birmingham. Online interviews (n=5) were conducted using Microsoft Teams.

At the beginning of the interview, an introduction was made by the researcher who
outlined the aims of the study. Participants were informed that participation was voluntary,
and that all data would be stored securely. Pseudonyms would be given to protect the identity
and provide confidentiality to the data. Participants had the right to withdraw from the study
at any time and, should they choose to do so, their data would be destroyed. Participants were

informed of the risk of becoming distressed as they may be discussing sensitive topics.

Participants were invited to ask any questions and their right to withdraw was
reconfirmed, if they were still agreeing to proceed, informed consent was given by signing
the consent form and the interview was conducted. For online interviews the consent form

was emailed and returned to the researcher with an electronic signature.
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The researcher began by building rapport before moving onto the interview schedule.
Throughout the interview, the researcher would reconfirm consent and check participants
were still comfortable to proceed. Once the interview was finished, a debrief statement was
read and participants were provided with information for support services. Participants were
thanked for their time and informed how their information and data would be used and stored.
Interview time ranged from 44:17 to 1:42 with an average time of 63.73 minutes. Participant

study documents are in appendix 8.

Data was collected using an encrypted Dictaphone and transcribed by the researcher.
For online interviews using Microsoft Teams, the record and transcribe feature was used
which could be downloaded once the interview was completed. Once transcribing was
completed by the researcher all recordings were deleted. Each participant was given a
pseudonym to maintain their confidentiality and their transcript was saved under this name
before being uploaded electronically to the research data store. Signed consent forms were

uploaded securely to the server and all recordings deleted from the Dictaphone.

Data management and storage was in line with the University of Birmingham’s data
protection policy and code of practice for research. A full data management plan was
submitted alongside ethical approvals which allowed the researcher to access the secure
server where documents pertaining to the study could be stored (Appendix 9). Access to the
server was only permitted by the researcher and chief investigators who each held separate

log in and password details.
Data Collection

The interview schedule was developed by the researcher and chief investigators and consisted
of five topic areas including: Initial reactions to memory loss which considered both the
loved one and family’s perspective of noticing initial changes in memory. Help seeking,
which asked questions around decision making to approach professional services and cultural
understandings of memory loss which looked at if the family held any specific cultural beliefs
around memory loss. Questions were informed by previous research about memory loss and
help seeking in Black or minority ethnic communities - who identified issues such as stigma,
lack of trust in healthcare systems (Mukadam et al., 2011a) and how the impact of migration
on coping with adversity (Botsford et al., 2011) may influence attitudes to accessing services.

Table 1.3 shows topic areas and example questions:
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Table 1.3
Interview Schedule Topics and Example Questions

Topic Area Example Questions Rationale
Memory Loss What kind of things does your To gain an understanding of what
loved one forget? changes have been observed since

the onset of the difficulties

Loves Ones Reaction to memory How has your loved one reacted Understanding the loved ones and
loss to the memory loss? family reaction to the memory
loss will give insight into

Family members reaction to Have you had to make any what key factors may have
memory loss adaptations to your daily routine?  influenced the decision to seek or
Prompt: Changing living not seek help

arrangements, attending
appointments, shopping.

Help Seeking What were the barriers (if any) To understand the process of help
you experienced when seeking seeking and factors that may
help? influence the decision making to

seek help.

Cultural Understanding Does your family hold any specific ~ Some members of the African-
cultural beliefs around memory Caribbean community may hold
loss? Prompt: Religious alternative explanations / beliefs

explanations, spiritual possession,  for memory loss.
witchcraft, karma.

Semi-structured interviews were selected to gather data from participants as this method
utilises open questioning to allow the researcher to be flexible and participants to discuss
issues important to them that the researcher has not anticipated (Braun et al, 2013). The series
of questions are developed beforehand and are constantly reviewed in light of content being
produced by the participant (Schmidt as cited in Flick et al., 2004). Question wording and
order was centred around the main aim and issues related to the core research question and
aligned with contextualism epistemology, allowing the researcher to be responsive to the
participants developing account (Braun et al., 2013). This method of data collection lent itself
to reflexive thematic analysis as detailed accounts of help seeking provided by participants
could be analysed to identify patterns of meaning but recognises the active role of the
researcher in the generation of knowledge and analysis (Braun et al., 2022).

Face-to-face contact between researcher and participant is viewed as the ideal or ‘gold
standard’ to collect interview data (Novick, 2008) owing to the live interaction to build
rapport and guide the interview schedule. Using Microsoft teams allowed interviews to be
conducted online emulating a real-life conversation (Keen et al., 2022) and was used to reach
participants unable to meet in person. Interviews took place between June 2023 and February
2024.
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Questions were discussed and continually reviewed during research supervision to
ensure correct data was being collected. This was to ensure a consistent richness to the data
and that the schedule evolved in relation to new issues arising. All interviews were listened to

and transcribed by the researcher. Interview schedule can be found in appendix 10.
Data Analysis
Ontological and Epistemological Positioning

Ontology relates to what we think we know based on what exists or is real and considers
whether there is shared or multiple realities. Realism ontology suggests there is an objective
reality that exists independently of human perception or interpretation. Epistemology relates
to what it is possible to know and meaningful ways of generating knowledge (Braun et al.,
2022). It is concerned with what knowledge is possible and how one goes about obtaining it
and characterises this into positivism and interpretivism. Positivism is concerned with people
providing an accurate knowledge of the world (Lyons & Coyle, 2021) and its goal is to
generate explanatory associations or relationships to try and predict the phenomena in
question (Park et al., 2020) suggesting knowledge can be objectively investigated.
Interpretivism is concerned with exploring the meaning people attach to their experiences and
how these meanings are created, negotiated and sustained (Schwandt, 2003), these realities
are based on individual experience. As memory loss is something that exists and can be
studied objectively (Positivism), each individuals experience of this will influence how they
make sense of this (Interpretivism) a way of addressing both of these paradigm is to consider
critical realism and contextualism as this research aims to capture participants own explicit
accounts of their experience of help seeking. The ontological position it seeks to adopt is
critical realism (Lyons et al., 2021) which acknowledges that whilst a reality exists
independent of the researcher it cannot be accessed in a definitive way and recognises there
will be an element of bias brought to the investigation by the researcher. Contextualism
recognises knowledge cannot be separated from the participant and the researchers’ values

and practices shape the knowledge they produce (Braun et al., 2022; Campbell et al, 2021).

As researchers make assumptions about the nature of reality it is important to reflect
on their position to the research and how this may influence the research process and data
produced. Reflexivity is the acknowledgement of the researcher about the role played by their
interpretative framework in creating the analytical account (Lyons et al., 2021) and

recognising their relationship to the research.
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Researcher

The lead researcher is of African-Caribbean heritage. They have some experience of help
seeking as their grandparents both were diagnosed with dementia. They have no previous
clinical or research experience of working with memory loss or dementia. The researcher
approached the study with a scholarly and personal interest in wanting to understand the
nuanced experience of help seeking when a loved one experiences memory loss and how this
may be compounded by belonging to the African-Caribbean community. Conducing the
research from this position allowed the researcher to gain trust, build rapport and create a
shared understanding of African-Caribbean communities and their decision making for

seeking professional help.
Reflective Thematic Analysis

Based on prior research some assumptions could be made about what issues were likely to be
relevant when considering memory loss in African-Caribbean communities. Analytical
approaches such as Interpretative phenomenological analysis (IPA) was deemed less suitable
owing to it aiming to produce accounts of lived experience from an idiographic perspective
rather than one prescribed by pre-existing theoretical preconceptions (Smith & Osborn,
2015). Given this, it was important to allow some scope for new ideas to emerge. The highly
systematic approach of a framework analysis (Gale et al., 2013) was considered less
appropriate. The lack of resources and access to specific information about the African-
Caribbean community on memory loss made Grounded Theory inappropriate for use.
Reflexive Thematic Analysis (RTA)was considered as it appeared to provide a compromise
between a very open approach and a very structured or theory-focused one. From an
epistemological point of view, it is relatively open and can accommodate the position adopted
in this study of trying to capture the explicit experiences of the participants, while

acknowledging the influence of the researchers on the outcome.

RTA is a qualitative research method which recognises the subjective position of the
researcher in relation to the data. It can provide analysis of people’s experiences on a specific
issue or the factors and processes that influence a particular phenomenon (Braun et al., 2022).
The aim of the research was to understand help seeking in African-Caribbean populations so
analysis was conducted through a contextualist paradigm which considers the nature of
meaning to the individual and accepts researcher subjectivity was also part of the analytical

process and how they play an active role in the production of knowledge.
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RTA involves a six-phase process, beginning with dataset familiarisation and
systematic coding; before developing, reviewing and refining themes. Finally producing the
written report (Braun & Clarke, 2022). The phases of RTA are displayed in table 1.4,
examples of the process can be found in Appendix 11.

Table 1.4

Six Phases of Reflective Thematic Analysis

Phase Number Description of Process Involved

Phase 1: Familiarising yourself with the dataset Becoming deeply and intimately familiar with the
content of the dataset, through the process of
immersion.

Reading and re-reading transcripts and relistening to
audio and making brief analytical ideas related to the
dataset.

Phase 2: Coding Identifying segments of data that appear potentially
interesting, relevant or meaningful to the research
question. Code-labels are analytically meaningful
descriptions and aims to capture single meaning or
concepts.

Coding may be done at a range of levels, Semantic
which captures explicit surface level meaning

Phase 3: Generating Initial Themes This phase involves compiling clusters of codes
which share an idea or concept which may answer
the research question. Theme development is an
active process which are developed around the
researchers knowledge and insights and the research
question. Themes describe broader, shared meanings.

Phase 4: Developing and reviewing themes The researcher revisits the initial data set to assess
whether the initial themes make sense in relation to
the full dataset and viability of the overall analysis.
This process aims to see if the themes represent the
most important patterns across the dataset in relation
to the research question. Revision of the data
becomes a dynamic process of the researcher
reviewing the content to ensure it fits well with the
patterns across themes and in relation to the overall
research question.

Phase 5: Refining, defining and naming themes This phase requires the researcher to establish
whether each theme is clearly demarcated and built
around a strong core concept. The themes should fit
together to build an overall story about the data.
During this phase, an informative name for each
theme is created and a short synopsis is written. If
themes still require more work, then this is the
opportunity to develop and refine them further.

Phase 6: Writing Up This where the data is pulled together the analytical
narrative by compiling data extracts to inform the
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reader of a coherent and persuasive story about the
dataset that seeks to answer the research question.

Quality Appraisal and Reflexivity
Steps to Enhance Credibility

The researcher attended monthly research supervision where the progress of the project was
reviewed. During supervision, the researcher would discuss recruitment and what data was
being produced from the interviews. Allowing the researcher to adapt questions and discuss

findings to ensure the research aims were being met.

Once data was collected, an initial review of the data was discussed and emerging
themes were identified, this was then corroborated as part of an RTA support group the
researcher attended. Themes were discussed during research supervision but as the chief
investigators were racially dissimilar to the participants, it felt pertinent to assess the
credibility of the findings amongst members of the African-Caribbean community to capture

whether the data resonated with their experience.

Member-checking is a tool that enables researchers to involve participants to provide
input to the findings (McKim, 2023). Once the final draft of research themes was completed
and discussed during supervision, a final review set of the themes were written up and
disseminated amongst participants via email to read and provide feedback on the findings. A
liberal use of direct quotations from the interviews were used so that readers had access to
some of the material which the themes were based, allowing them to judge whether the

themes were appropriately based on the data.

McKim (2023) proposes that, to conduct meaningful member checking, the researcher
should send beforehand the questions to be considered when reviewing the data. Questions
are designed to seek clarity for any areas and to correct information that may be missing or
misrepresented. Making revisions based on participant feedback adds credibility to the study
findings and ensures participants experiences are accurately represented. Member checking

questions can be seen in Table 1.5.

Table 1.5.

Member Checking Questions

Member Checking Question
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After reading through the findings, what are your general thoughts?

How accurately do you feel the findings captured your thoughts / experiences?

What could be added to the findings to capture your experiences better?

If there is anything you would like removed, what would that be and why?

Eight participants provided feedback on the results via email. Examples of feedback

can be found in Table 1.6, full exerts can be found in Appendix 12.

Table 1.6

Examples of Feedback from Member Checking

Member Checking Questions

Responses from participants

After reading through the findings, what are your
general thoughts?

How accurately do you feel the findings captured
your thoughts / experiences?

What could be added to the findings to capture your
experiences better?

If there is anything you would like removed, what
would that be and why?

“My general thoughts are that these themes capture
the experience very well, | am glad to see research
being carried out in such an important area, that is
currently under researched for the Black
community”

“It was fully captured, especially Themes 1, 2, and 5.
This notion of keeping calm and carrying on acts as
a major barrier to seeking help/seeking help at an
early stage”

“Reading through the sample of results presented |
think it captures the experience very well and have
nothing further to add”

“Nothing to be removed”

Once feedback was received, no final amendments were required, the final phase of

RTA was complete.

Reflexivity

A reflexive diary is considered by Braun et al (2013) as a tool to develop a richer, thoughtful,

complex analysis informed by a reflexive position. They regard reflexivity as part of ‘quality

control’ in qualitative research. The researcher kept a reflexive diary which detailed any

thoughts or feelings that were generated during the interview and analysis process, this was

discussed as part of supervision to ensure that upon final analysis this did not influence the
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interpretation of the results. A short example from the Reflexive diary can be seen in table 1.7

and full excerpt in Appendix 13.

Table 1.7

Example of Reflexive Diary Entry

Interviews Week One

This week | conducted my first interviews, and | was struck by the similarities that were found across each
participant, | noticed a shared experience of loyalty to their loved one and that despite the hardship and

inconvenience caregiving sometimes comes with, placing their loved one into care was not an option

Results

Following analysis, five themes emerged based on family members experiences of help
seeking when a loved one of African-Caribbean heritage experiences memory loss. The
Perception about the Windrush Generation, Cultural acknowledgement of dementia, Stigma
and Shame, Keeping it in the family and Racism and mistrust of services. An overview and

brief description of themes can be found in table 1.7.
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Table 1.7

Overview of themes and brief description

Theme Name

Overview

The Perception about the Windrush Generation
Keep Quiet and carry on & Outsiders

Lack of cultural acknowledgement of Dementia

Stigma and Shame
Dementia seen as madness or punishment
Denial and Hiding

Children and spouses discussed how their loved ones experiences of
migration against the backdrop of racism in the UK, had potentially
influenced those of African-Caribbean heritage ‘The Windrush
Generation’ to develop an attitude where experiences of adversity
were not discussed as they feared further discrimination. Racism was
a daily occurrence, and this community were made to feel unwelcome
like outsiders, resulting in them not talking about their difficulties or
approaching services for help. This contributed to developing an
attitude where difficulties or hardship were not expressed, resulting in
an attitude of ‘Keep Quiet and Carry on’

Within Caribbean culture, the word Dementia was not widely
understood. Difficulties with memory were attributed to a normal part
ageing and therefore were not seen as indicative of cognitive decline
requiring medical attention. The lack of cultural acknowledgement of
dementia led to this community not seeking help for difficulties
associated with memory loss. This also gave rise to a community who
were unwilling to acknowledge the potential onset of dementia owing
to its cultural association with madness.

Whilst memory loss was seen as a problem associated with ageing,
dementia was seen as a sign of madness or a punishment for
wrongdoing in earlier life. To attract a diagnosis of dementia would
confirm the onset of madness or be an admittance of wrongdoing and
therefore seen as a punishment. The shame and stigma associated
with this led to individuals minimising their symptoms and in turn
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Keeping it in the family

Racism and mistrust of services

family members not seeking help and choosing to keep their loved
one at home as a form of protection and to hide away the difficulties.

Cultural scripts around caring and caregiving contributed to attitudes
of not help seeking, Traditional family values influenced decisions to
provide care, and this was particularly evident for female family
members. Families spoke about a sense of duty they felt to provide
care for their loved one, therefore reducing the necessity to seek help
from professional services

Racist interactions with professionals led to a mistrust to approach
services for help when a loved one experiences memory loss.
Examples of discrimination or second-rate treatment led members of
this community to keep their loved one at home as a form of
protection. This also influenced their decisions to consider care
homes, where many feared their loved one may be racially abused, or
staff may lack cultural awareness.
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Theme 1: The Perception about the Windrush Generation
Keep Quiet and Carry On

When discussing their loved one’s memory loss, many participants reflected on the personal
challenges of their parents or loved one migrating to the UK and how those belonging to the
Windrush generation would have been deeply impacted by the emotional strain associated
with this experience. Participants shared how aspects of slavery, against a backdrop of racism
in the UK, shaped a generation of people to not express details of hardship. Participants
reflected on how the experience of migration taught their loved ones to deal with adversity
quietly and determinedly, by keeping a low profile and not asserting their needs. This, in turn,
influenced family members’ decision making about care and help seeking if they perceived it

to be incongruent with their loved ones wishes and preferences.

Experiencing migration influenced an attitude within the generation to develop a
‘strong will’ which is interpreted as a determinism to carry on so difficulties are often
minimised. Colette reflects on her mother: “She’s Jamaican born you know they ve had their
challenges; they 've come to this country and had more challenges so that fighting strong
willed thing is there you know”. The strong will described by Colette was mirrored by other
participants sharing how their elders adopted a ‘keep quiet and carry on’ mentality resulting
in a generation of individuals who were not expressive about how they felt. Sherona shared a

similar sentiment:

There’s been a lot of trauma and I would say there’s a community based belief that we
get on with it, or we cope as much as we can and that falls to my mom’s generation,
we go by the old school we don’t need to talk about these things so we shut up shop

and cope with things the best we can - Sherona

This stoic attitude has influenced this generation’s attitudes towards dealing with
difficulties, it can be seen how their response to experiencing memory loss would incorporate
attitudes of “keeping quiet and carrying on” and that their difficulties were not worthy of the
attention from services or other people.

Outsiders

Migrating and being shunned by White people and treated as ‘outsiders’ appeared to
influence the attitudes of the Windrush generation into not accepting or seeking help from

professionals, contributing to a reluctance to engage with services. Experiences of racism
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became a daily occurrence as noted by Winston: “Daily experiences of racism are
normalised”. These “everyday occurrences of racism, prejudice and abuse” also described
by Winston may have contributed to this generation of individuals finding it difficult to
approach or engage with professional services as the implicit message being communicated

was that they were not welcome. This attitude is captured by Sherona:

My mom’s community, they have lived a life on the periphery and I think that has
shaped and forged their decisions in that they think ‘it’s not for me’ or ‘I am not
included’ and I think it’s from a culture of when mainstream things were not for them,
or [they were] actively being curtailed in their aspirations in needing or wanting to be

in places but those places not being receptive - Sherona

These experiences appear to have laid the foundation for a generation to develop
attitudes towards services where it is perceived they are not welcome, feeling an ‘outsider’
and feeling as though services were designed for the utilisation of White people. Ultimately,
this has created a reluctance for Black people from the Windrush generation to engage with

professional services.
Theme 2: Lack of Cultural Acknowledgement of Dementia

A perceived lack of knowledge and appreciation of dementia being an issue within Caribbean
culture, and cultural scripts established within the community contributed to a difficultly in
seeking help from professional services. Following the rhetoric that this generation did not
discuss hardship of life or deterioration of health, many participants reflected on the cultural
incongruence surrounding perceptions of memory loss and how this was often attributed to
normal forgetfulness associated with ageing. Ami references this: "he has said a few times
you know, when your old you forget stuff so yeh | think he puts it down to age". Whilst
Dennis describes forgetfulness as part of his mother’s character and is interpreted as the

family not acknowledging this as the potential onset of dementia:

| first noticed repetitiveness in conversations, she might ask me a question but then
within 5 minutes she would ask me the same question that I’ve already answered, it
was simple things like that I first noticed that was mom’s trait anyway so you’d

almost think, oh it’s just mom being mom — Dennis

Many referenced the influence of Caribbean culture, and the lack of cultural

identification that memory loss may be indicative of a serious issue. This, in turn, may lead to
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an ambiguous understanding of memory problems making it less clear about what should be
done in response and resulting in professional help not being sought. Ami shares her views of

acknowledgement within Caribbean culture:

It’s just the culture in general, they don’t handle mental health or anything like that
very well you know it never has...from a Jamaican perspective they don’t deal with

any type of mental health or accept it as well as a culture in general — Ami

Mila supports this in her understanding of dementia with her father: “Where he’s from
in the Caribbean, it’s not something you would see or label so culturally it doesnt fit”. The
indication that dementia is not something that is ‘seen’ or ‘labelled’ culturally impacts the
community’s understanding, contributing to a lack of knowledge or awareness. Winston
suggests: “It’s not readily knowledgeable in our people”. Dementia is not acknowledged or
discussed within Caribbean communities which can inadvertently reinforce the silencing
around these experiences. Winston likens these unspoken realities to that of racism and
prejudice: “It’s an unspoken thing, so like racism and prejudice is the elephant in the room

where there would be the denial of dementia would have been the denial of racism”.

The lack of acknowledgement of dementia within Caribbean culture contributes to a
potential delay in seeking help from professional services. Symptoms of memory loss are not
taken seriously or are normalised as part of the ageing process. Culturally, dementia is not
spoken about as this is often associated with madness, this label carries with it the negative
connotations of shame which therefore leads to a reluctance to seek help or draw attention to

these difficulties.
Theme 3: Stigma and Shame
Dementia Seen as Madness or Punishment

Whilst forgetfulness was seen as a normal part of ageing, the label of dementia was attributed
as a sign of ‘madness’, therefore the association of dementia with madness contributes to a
reluctance to seek help because of the shame this could bring to the individual and the family.
Mila reflects on the culture and how this influences understanding and acceptance: “Memory
problems either means related to age but if you start presenting with other types of symptoms
like Alzheimer’s then it’s more like your mad”. Ami describes in patios (Jamaican dialect) the
narrative of the culture when discussing dementia: “You know, dem mad inna di head”. The

implications of this, combined with their experiences of ‘keeping quiet and carrying on’ and
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the lack of cultural awareness around dementia, deter the Black community from help

seeking.

The stigma associated with dementia, and the shame surrounding admitting the
difficulties, may lead people to deny they have problems and to be reluctant to seek help.
This influenced how the person experiencing memory loss accepted help, as reported by Ami
in reference to her father: “/He is a] Typical hard Jamaican man [he says] nothin’ wrong
with mi head you think I'm going mad”. Mila supports this and discusses how dementia is

perceived as a sign that you are going mad and no longer functioning:

Culturally, for my dad and my Dad’s generation, I think it’s [dementia] something
that is seen as life is over for you. It’s not just a memory problem it’s seen as [...]
sorry I have no other way but to say like you’re mad, like you’re mad you are not

functioning anymore - Mila

Another cultural aspect that contributes to stigma is the belief that dementia, or other mental
illnesses, were ailments that exist as a punishment for bad things the person may have done in
earlier life. This influenced the help seeking process, as it was suggested that people are

reluctant to talk about illness for fear of this being perceived as an admittance to wrongdoing:

With a lot of Black people you did such and such a thing and now you’re being
punished and that’s it, I think that’s one of the reasons why our people are very
reluctant to talk about the illness to admit they’ve got illness because it admits that

you have done something wrong it’s like a taboo you’ve done something wrong —
Lloyd.

Denial and Hiding
Stigma and shame may contribute to the individual denying or minimising their
difficulties and family members ‘hiding them away’ to protect them. Shervon suggests that

when a difficulty arises, hiding the loved one is a form or protection:

A lot of people in my culture if there’s a problem or a difficulty they would hide their
parents to protect them, they would look after them inside they wouldn’t tell them
[authorities] they would protect them, they wouldn’t say I’m gonna phone this one

this one or this one you involve too many authorities then this might happen. So they
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try to shield them or protect them whether that’s right or wrong they shield them -

Shervon

Ami provides further examples of how difficulties are ‘hidden away’ and discusses

how they are managed in Jamaica:

In Jamaica probably a couple of doors up from my aunt’s, there’s a family who has a
child with severe difficulties and they’ve made a brick house outside the house and
the child is locked up in that [...] I’m just giving you an example of how its managed

over there — Ami

Stigma and shame may lead to the loved one denying that they are experiencing
difficulties and, if they do present to services, make a concerted effort to minimise their
difficulties. This contributes to a false sense of coping similarly to ‘Keeping quiet and

carrying on’. Dennis shares how their mother would respond in professional appointments:

We made an appointment to speak to the memory clinic, first time they said Mom’s
ok and we were like, no, she's not but because mom would get asked certain questions
and she'd be like she'd play up to it and she'd answer the questions like Bam, bam,

bam, bam and then they think, oh, yeah, there's nothing wrong with her - Dennis

An experience shared by Mila, who describes how her father would dress well and try
hard to be presentable in professional settings, to mask difficulties, therefore making it

difficult to obtain appropriate support:

My dad would arrive at appointments suited and booted, he had his best clothes on,
he’s got his best voice to articulate whatever it is he feels there is to articulate and
presenting himself well. You know you can’t really hide memory problems but he’s
concentrating and using all of his efforts to come across as a well put together Black
man in this professional setting, so it’s hard because my mom is trying to explain the
difficulties but if the person presents in a certain way which is masking all the

difficulties, then you’re not getting the help you need- Mila

The shame and stigma associated with dementia founded on claims that it is a sign of
madness or admittance of wrongdoing that you are consequently being punished for,
contributes to the individual masking or minimising their difficulties and reduces the
aspiration to seek help. Incorporating cultural scripts generated from the Windrush generation

to carry on and work through adversity coupled with the lack of cultural awareness of
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dementia, gives rise to feelings of shame that the attraction of a dementia diagnosis would

lead to stigmatisation within the community.

Theme 4: Keeping It Within the Family

A sense of duty was felt towards providing care to a loved one and this was largely attributed
to cultural and family scripts around caring, instilled from childhood. Many female
participants referenced that part of their upbringing as a girl ‘conditioned’ them to become
caretakers, equipping them with the skills to take care of a loved one if they became ill.
Giving rise to the notion of a cultural expectation to provide care and keep their loved one at

home:

Sherona highlights the differences she felt between the expectations placed on her as

the first-born daughter and the sense of duty to provide care:

I honestly believe that there’s so much conditioning that goes into the first girl child
and it’s almost like this pivotal moment, everything that’s got you to this point has led
you to caregiver number one. I feel like within our community there’s this idea that
you learn how to cook, you learn how to care for your siblings and adults and it’s
almost like there’s this incredible sense of [...] duty. I have this conversation with my
siblings and they don’t feel they have the same need of duty, I feel duty bound and

that’s a feeling for some reason they don’t have — Sherona

Cherry reflects on how being a daughter has also led to a cultural expectation to

provide care to their loved one:

I think because of his age as well he can be quite sexist and | think from my point of
view if me and my sister were boys it would be different but | think because were

girls it’s an expectation that you’re a girl so you should provide care — Cherry

Participants reflect on their upbringing and how this influenced their role in
caregiving and how, as Colette suggests, this was a cultural norm: “This is the way my mom
grew me to actually be there and so it’s a normal part of me, my extended family is the same
everyone chips in [with care] and so that’s what I’ve known”. Family members also reflected
on the difficulties that come with the role, as voiced by Cherry: “I do want the best for my

dad, but you know there’s only so much I can actually do really as I say everyone’s got there
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limit and I'm not a natural carer”. Some saw it as a sense of entitlement and felt they were

taken for granted by their loved one and wider family members:

There’s many layers to this entitlement, in the first stage people are grateful then it
becomes like no you will do this, and it’s that transition that’s occurred. I don’t know
how we got there but also I’ve been conditioned to believe that it’s my duty because if

I don’t then who will? and actually it is my role - Sherona

My brother said ‘well you’re the carer’, but actually it’s a bit more complicated than
that he seems to think that I should stay at home with my mom 24/7, he thinks I’'m a
machine, I’'m not a machine I’ve got feelings. I’m not just chief cook and bottle
washer you know that’s not what I am, I’m not the dresser. There was a film called
the dresser and this man would dress the main character and that literally was his role,
he wasn’t seen as anything else, he did everything and then when the guy died he
didn’t leave the dresser anything in his will because he left everything to everyone
else because he saw his role as just the dresser even though he spent 40,50,60 years
looking after him, in that vain that’s how my brother sees me, I’'m the carer that’s

your job that’s your duty — Shervon

Individuals from African-Caribbean communities identify with caring for their loved
one as a sense of family duty, especially for daughters. Cultural scripts depict that when a
loved one experiences memory loss, as a form of protection they should remain at home and
be managed by the family. The ‘Keep quiet and carry on’ attitude outlined in the Windrush
Generation theme appears to be passed on generationally, where family members are taught
to provide care and not involve others outside of the family or community, therefore
minimising feelings of stigma and shame associated with seeking help from professional

services.
Theme 5: Racism and Mistrust of Services

Experiences of racism within professional services, and the general historical mistreatment of
Black communities, contributed to a lack of trust in services, causing Black people to
question whether being Black would influence their loved one’s quality of care, and
generated concerns around whether their loved one would receive a ‘second-rate’ service or

be subjected to racial abuse within care homes. These experiences contributed to the

81



community becoming reluctant to engage with services, reinforcing their perceptions that

services are set up for White people and that as a form of protection, provide care at home.

‘Don’t Bother Because I'm Black’

Participants shared examples about encounters where they felt their race may have
negatively influenced professional interactions. Providing real examples of experiences
where poorer outcomes could be specifically attributed to their race. Shervon felt being Black
influenced professionals to ‘not bother’: “I think cos we’re black they are just not bothering
as much and that’s an attitude that’s just there whether that’s an attitude that’s conscious or
unconscious I don’t know but it’s there because we are Black”. Colette felt that completing

demographic information may disadvantage the level of treatment received:

You know when they do that thing? When your asked to complete forms and they ask
you what ethnicity you are? | have a feeling that behind the scenes that possibly [they
see you are Black ] that is what happens which is why you know, you're left to it,

they’re not gonna help - Colette.

Sherona shares an example of how having a racially ambiguous name leads to
assumptions being made, which are then changed when professionals are presented with a

Black person. She believes that this leads to professionals relaxing the level of care or service

provided:

| think sometimes they see the name and assumptions are made before she’s got there
and when she’s turned up that’s when the differences [in care] occur cos you’re not
expecting someone of colour, you’re not expecting someone with a headwrap. I feel
as though some professionals when they are presented with her in front of them
unfortunately there’s a prejudice or a bias that comes forth [they think] ok so we can
kind of slack we can push back there’s no urgency that’s needed there’s no need for

us to be on top form — Sherona

Second-Rate Services

A sense of second-rate treatment was sensed from participants when discussing their
interactions with professionals, echoing the feeling that there was no urgency when it came to
their loved one. A potentially serious incident was not reported to Colette by the company
who provided carers for her mother, leaving Colette to question whether she would receive

this response if she were white:
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I went to my mom’s house and there was a burn mark on the floor, no one had called
me to say there was a mark or if my mom had had an accident. I called the office to
ask if both carers had gone in they said yes and reported no concerns. That was a red
flag and really upset me because mom could have been hurt. Within an hour they
were at the door saying my mom gave them a different story. It makes me wonder if

they would have treated me differently if | were white - Colette

Incidents like this contributed to feelings of mistrust towards professional services
leading many participants to question the quality of care their loved one would receive.
Doubt and suspicion were influenced by pre-existing attitudes towards authorities and
questioning the positioning of Black people within society. Linus reflected on how they felt
society and the medical industry “does not do things in [Black people’s] best interests”.
Interactions with professional services influenced levels of trust based on a deeper sense of
mistrust generated at an institutional level. Sherona suggests that there is a scepticism felt

towards professionals based on previous experiences of mistreatment:

I would say it's a difficult one with the community 100% there's definitely mistrust
and especially in the age of information we know all the Tuskegee experiment we
know that various sort of clinical projects are taking place globally that have had

detrimental impacts on people of colour - Sherona

Winston refers to mistrust being based on society not being fairly set up for Black
people: “It’s not been normal how we 've been treated in the past”. This is supported by
Linus: “When you really start to look into the way how society’s been constructed, you start
to go so who is this set up for? It’s not really set up for us”. This influenced attitudes towards
approaching professionals, as participants were wary or apprehensive of the potential
repercussions when involving authorities to help their loved one. This fear influenced

decision making to engage with professionals as demonstrated by Cherry:

I think I don’t wanna get people involved because I don’t know what the financial
implications are, my dad’s got some finances and I don’t want the government or the
housing to take it so I think I’m just a bit more resistant to give out more information
and I don’t know what the repercussions are because further down the line I don’t

know are they gonna come back and say well we need to have that off you? - Cherry

This also contributed to loved ones becoming wary when presenting to professionals,
as demonstrated in this excerpt from Colette who discusses how her mother changed her
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mind about engaging with services after initially agreeing to their support, owing to fear of

the consequences of their involvement:

Now I requested one of the doctors to do a memory test with mum and she was happy
to, she and | had the conversation because we were now at the point where | was
having to write things down like the dates and things to remind her. She was happy to
have the memory test but he [Clinician] wanted to repeat it to confirm his findings,
which is normal and she said ‘on no account do I want him to assess me again,
because they're gonna write it down and have it on record and I don't know what

they're gonna do with my house and my money — Colette

Unhelpful Responses

Mistrust permeated decisions to engage with professionals. Shervon reflected on how
involving authorities can lead to decision making and outcomes that are incongruent with

Caribbean culture, where sometimes an individualised approach would be better:

Sometimes when you get involved with some of these authorities they go by the book
and sometimes you can’t go by the book for every single person you know you got to
deviate with for the person and sometimes going by the book isn’t right, Sometimes
the book is written for certain cultures and not for other cultures and sometimes the
book doesn’t understand other cultures and other things that happen and they just deal
with it in that way but instead of dealing with it that way they go round it that way
and its ok but they just go straight — Shervon

Professional responses to family members when approaching services for help
exacerbated mistrust further, with many participants reflecting a negative experience when
visiting their GP for their loved one’s memory loss, and a sense that their concerns were not
taken seriously. Participants also felt that they were not provided with adequate information
or informed of the next steps/stages of care, leaving families feeling lost and unsure where to
turn to support their loved one, Grace describes this as feeling at a loose end: “when the
doctor says this is it and you don’t know where to turn for help they don't offer no other help
they don’t say where to go, were just at a loose end really”. This led to families feeling
frustrated with the lack of support they received from doctors. Cherry questions: “the doctors

1 think are easy to diagnose but are they supportive in supporting the carers or the family?”.
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This frustration was also felt by Ami: “I think in terms of the GPs, | mean other than

referring us to the mental health team for the assessment the GPs don’t really do anything”

There was also a sense of frustration felt that the response from professionals was
inadequate often resulting in families being told to adopt a ‘watch and wait’ attitude. This
often resulted in a perceived delayed response to the urgency of the difficulties being
experienced or referrals made to services with no follow up. Olive shares: “the doctor
referred us to [service] they said they would get back in touch with us but they haven’t” of,
as reported by Mila, the delay in response is owing to test results being lost “you're having to
chase up what's going on because not hearing anything, then you get back in touch with them

and it's a case of, oh, sorry, we've lost the test results ”. Sherona shares a similar experience:

They said the receptionist should have called her in and given her an immediate
emergency appointment so she could get antibiotics but they were talking about oh

well for whatever reason that got lost [...] but how does it get lost? — Sherona

Culturally (Un)Informed Care

With the deterioration of memory loss causing some families to consider long term solutions
to care, several participants raised anxieties around the consideration of a care home. This
was discussed as part of a multi layered process around decision making intersected with
race. Many spoke about the complex interplay between cultural scripts around providing care
and how their perception of care homes influenced this, with many worried about whether
their loved one would be racially abused or if the care home would be able to adequately

cater to their cultural needs. Others viewed care homes as not something Black people do:

I don’t know but I’'m just speaking from my own experiences I can’t speak about

anyone else’s but Black people don’t tend to go into homes as much as other cultures
and culturally I don’t know many people in my culture that have got their own family
in a home within my culture they look after them at home and try to protect them that

way and I don’t really know anyone that’s in a home - Shervon

Do I want to put them in a care home further down the line? [...] I don’t really want
to, | suppose there is that perception that maybe as Black people we don’t put our
people in care homes whereas white people might find it a bit easier more acceptable

maybe - Cherry
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Ami felt that a cultural misunderstanding or language barrier may result in poor
treatment outcomes for her father. She reflects on the lack of perceived culturally informed

care:

They just generally are not understanding for example my dad saying ‘my foots
hotting me’, to another [white] professional they wouldn’t understand what he’s on
about or where the pain was, you have to understand how they [elders] are explaining
things do you know what I mean? Unless there’s someone from an African-Caribbean
background working there then they wouldn’t have a clue, even things like the food
he's old school again he might eat the odd English dish but it’s very rare he likes his
Caribbean food - Ami

Placing their loved one in a care home was a difficult decision for families to consider
as the lack of Caribbean-specific care homes made it difficult for families to be assured their
loved one’s cultural needs would be understood or met. Cherry reflects on the scarcity of

Caribbean care homes:

I will look after him cos we know that care homes aren’t always the best places to be
but you know what I suppose if you get the right care home and they are happy and
comfortable there but its finding that and cos there aren’t that many, well I’'m
assuming that there aren’t many that are just Caribbean well I don’t suppose there are

any Caribbean at all - Cherry

Olive and her family were aware that they would find it difficult to find an African-
Caribbean specific care home, they suggest that if he was in a predominantly White care

home, he could eat English meals if he has his Caribbean condiments:

We carried on with our plans [to look for a care home] we knew it wasn’t going to be
African-Caribbean he can socialise and integrate with anyone as long as we’ve got a

bottle of hot pepper sauce we can put that on anything and were good to go — Olive

Whilst Dennis and his family did consider an African-Caribbean care home,
experiences shared by his partner made them reconsider. This led to a new concern of

whether his mother would be racially abused in a predominantly white care home:

We did look into African-Caribbean care homes but my partners friend said her mom

was in one and they were really rude to each other...and then on the flip side we were
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thinking but if mom goes to a predominantly white one will she be racially abused?

We just didn’t know — Dennis

The care home Linus’ mother resided in did not cater to Caribbean cuisine leading the
family to bring in daily Caribbean meals. After consultation, the care home agreed to provide

Caribbean food:

Mom was in a home so my sister wanted us to have a rota so each of us could bring
my mom Caribbean food even though were paying the home to feed her...She wanted
us to be buying more food to feed her with... anyway, the home have said they're
going to do some Caribbean food for her, which is great that they're accommodating
of that - Linus

This theme highlights the historical events that have led to a mistrust in services.
Racism experienced and discussed in the theme ‘The Windrush Generation’ provide insight
into a fear that services may offer their loved one a second-rate service or may be racially
abused or discriminated against. This filtered into decision making around care homes and
raised concerns about their ability to meet the cultural needs of their loved one and again may
experience racial abuse or discrimination leading many families to provide care to their loved

one at home.

African-Caribbean communities are reluctant to seek help due to a fear of being

treated as second-class citizens, and this fear is based on real, lived experience.
Discussion

This research aimed to understand family member’s experiences of help seeking when a
loved one of African-Caribbean heritage experiences memory loss. Fourteen participants,
family members of people experiencing memory problems were recruited and completed
semi-structured interviews where they were asked about their experiences of engaging with
professional services. Using Reflexive Thematic Analysis, interviews were transcribed and

coded.
Summary of Findings

Five themes were generated from the data. The Perception about the Windrush Generation
discussed the perceived impact of migrating to the UK, a sense of not feeling welcome by
services as an African-Caribbean person and working through adversity at a time where

racism was a daily occurrence, told through the lens of their children or spouses. They
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discussed how these experiences contributed to a generation who did not express their
hardship or share their difficulties, impacting their ability to seek help. ‘Lack of cultural
acknowledgement of dementia’ considered the lack of vocabulary around dementia as a
disease amongst some of the African-Caribbean community, and how this may shape
attitudes to perceive memory loss as a normal part of ageing, resulting in a delayed response
to seek help. The theme Stigma and Shame built on the notion that dementia is often
culturally attributed to a sign of ‘madness’ or a form of punishment for wrongdoing in earlier
life, which could elicit stigma or shame from other community members. Those affected may
mask or minimise their difficulties, causing delays or barriers to services that could support
them. Keeping it in the Family considered how family and cultural expectations around
caregiving influenced the decision to provide care for their loved one at home. The impact of
this was twofold as it impacted the family’s ability to seek help owing to a sense of duty to
provide care, and also affected some families’ decisions around care homes. It was felt that
the loved one was more likely to be protected and taken care of if kept at home. Finally,
Racism and Mistrust of Services detailed examples of how racist interactions or responses
from professionals caused participants to question the level of care and provision their loved

one would receive if they were to make use of those services.

This position supports the broader mental health literature which demonstrates that
experiences of discrimination impact engagement because of mistrust and poorer therapeutic
relationships (Clement et al., 2015). Degnan et al., (2022) also found that for Black
communities in the UK, engagement with mental health services was impacted by
perceptions about illness and perceived racial or ethnic discrimination. Their findings are
consistent with wider literature which suggest that more ethnically homogenous social
networks were associated with improvement in engagement with services from both a staff
and service user perspective. Whilst it is useful to consider wider reasons why Black
communities may not access services, it is important to note that when discussing access to
services for memory loss, this is a different area and one which may differ due to
generational differences which impact attitudes and understanding of services and how to

access them.

Considering generational differences, our study supports the findings found by
Berwald et al (2016) who investigated barriers to help seeking in Black African and
Caribbean British communities. In their original paper, they found that the Black community

attributed dementia to be a ‘White person’s illness’ that does not affect Black people. This

88



supports our findings from the ‘Lack of cultural acknowledgement of dementia’ theme where
a similar sentiment was voiced from the participants. Both studies found that culturally,
memory loss was seen as an accompaniment of old age and that Dementia did not translate
culturally, demonstrating a lack of awareness within the community. A similar sentiment was
implied from our findings, but to the African-Caribbean community specifically, the
connotations of dementia were attributed to a sign of madness or punishment.

Stigma and Shame were noted as reasons for delaying help seeking and built on from
the association of viewing dementia as a form of madness or punishment. Whilst there is
limited evidence exploring associations of dementia and punishment (Adebisi & Salawu,
2023, Jett, 2005), our findings could suggest that African-Caribbean communities minimise
their difficulties to both professionals and loved ones owing to the shame and stigma this may
hold as being perceived as mad within the community. Berwald et al (2016), found similar
findings and notes stigma, pride and embarrassment as factors that hinder help seeking.

Another similarity was found around information sharing and family duty to provide
care. Berwald et al., (2016), noted that participants expressed a lack of trust in the healthcare
systems ability to appropriately manage confidential information and how disclosure of
personal information could be used against them by official agencies. This was reflected in
our theme ‘Racism and Mistrust of Services” which went on to consider not involving
professionals out of fear of the potential ramifications. They also found a similar sense of
duty to provide care within Black communities and note that family was considered ‘instead
of” not ‘in addition’ to professional help, supporting our theme ‘Keeping it in the family’.
Whilst the reasoning to delay help seeking for memory loss was similar in our research (it
was not seen as a serious problem), the rationale for delaying help seeking differed. Berwald
et al (2016) discussed practical barriers of help seeking such as limited appointment time or
obtaining an appointment, whereas our research demonstrated incidents of racist interactions
impacted some African-Caribbean’s confidence in help seeking.

Whilst the findings show some overlap to Berwald et al (2016) research which
focused on Black communities generally, new insights are offered regarding what barriers
prevent those specifically of African-Caribbean heritage to seek help from professional
services. New findings highlighted how attitudes towards care homes, the impact of
migration and, more specifically, how perceptions about being part of the Windrush
Generation may have contributed towards attitudes about accessing professional services

when a loved one experiences memory loss.
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The Perception about the Windrush Generation provided insight into an attitude that
was shaped by their experiences of migration and racism in the UK as perceived by their
descendents and spouses. The existence of racism in Britain is something many Black people
experience, but the ‘othering’ of African-Caribbean elders at the time of the Windrush
migration created a vulnerability in this community to not seek help out of fear of further
discrimination or racist abuse. Experiences of racist interactions with professionals captured
in ‘Racism and Mistrust within Service’s’ may have shaped the African-Caribbean
community’s experience of the healthcare system, leaving them to feel marginalised and their
difficulties not taken seriously. This manifests as an attitude to not seek help owing to
perceived racial biases from professionals which will then impact their level of care. This is
supported by Swords & Sheni (2022) who found 65% of Black people in Britain reported
being discriminated against by healthcare professionals because of their ethnicity. More
widely, Sim et al (2021) conducted a systematic review considering perspectives of ethnic
minority patients and found they were more likely to feel alienated due to white supremacy
which resulted in inadequate treatment. A further systematic review of healthcare
consumption in ethnic minorities by Chauhan et al (2020) found that ethnic minorities were
more likely to experience unsafe health care. Our findings support the literature by suggesting
that experiences of discrimination and unfair treatment owing to institutional racism directly
impacts this community’s confidence to seek help when experiencing difficulties.

The reality of feeling ‘othered’ were reignited for the Windrush Generation in 2010,
when the UK Government introduced a ‘hostile environment’ to reduce UK immigration and
destroyed disembarkation records belonging to the Windrush Generation; without these,
individuals were unable to demonstrate their residency (Boyd et al., 2018). Those affected
were unable to prove they were in the UK legally and therefore were prevented from
accessing healthcare, work, housing and threatened with deportation. The government later
issued an apology, but these contemporary acts of ‘othering’ continue to diminish trust within
this community, providing validation for their reasons to not seek help or involve
professional services.

‘Keeping it in the family’ demonstrated cultural and familial expectations to provide
care as well as captured attitudes towards help seeking when the symptoms of memory loss
progress. Findings illuminated attitudes towards care homes, with many feeling that this was
not an option for them and not something that is culturally adhered to. Our findings support
Baghirathan et al., (2020) who found that, Caribbean communities wished to protect their

loved one by hiding the vulnerabilities that arose from dementia by caring for them at home.
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Building on from this, the consideration of care homes from our research was hindered by
concerns around a lack of cultural sensitivity or their loved one being racially abused.
Baghitarathan et al (2020), supports this and listed diminishment of identity within Caribbean
communities as a reason for not considering care homes. They cited reasons of isolation and
being the only visible Black person within a service as a risk to their cultural identity owing
to different cultural norms such as food or language. This was highlighted in our results as
participants spoke about not using care homes owing to fear of racial abuse or staff being
unable to meet their cultural needs.

These cultural scripts place an inadvertent pressure to provide care, instilling a sense
of duty as articulated by the participants. Truswell (2019) suggests that family pressures to
provide care may be generated from cultural expectations as many of the Windrush
Generation would have migrated from rural communities, with multiple generations and close
relatives living in close proximity which would help manage and share the demands of care.
Our findings demonstrate that traditionally held Caribbean values around collectivism and
caring as well as cultural awareness of dementia are barriers to seeking help in this
community.

Our findings support existing research that discuss barriers for accessing dementia
services for ethnic minorities (Kenning et al., 2017; Mukadam et al., 2011, Mukadam et al.,
2011b; Werner et al., 2014) and provide evidence to suggest that help seeking for dementia is
culturally specific (Mukadam et al., 2013) and differs between ethnic minority communities.
This study is unique in its focus as it reports findings specifically from the African-Caribbean
community and their experiences of help seeking when a loved one experiences memory loss.
Whilst the wider literature pertaining to ethnic minorities is useful, it fails to capture the
nuanced experiences of the African-Caribbean community and those belonging to the
Windrush Generation and how this, specifically shaped attitudes and experiences of help

seeking from professional services in the UK.

Strengths and Limitations

The study targeted African-Caribbean communities and received a good response for
participation resulting in fourteen participants recruited into the study. Evidence suggests that
Black communities are less likely to participate in research (Smart & Harrison, 2017) owing
to mistrust and discrimination (Hainsworth et al., 2022). The importance of engaging

members of the African-Caribbean community in research can begin to address the power
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imbalances to help reach this community who are deemed high risk. Our research contributes
to the evidence base to help policy makers and stake holders understand the unique position
of these individuals to work towards health equity. Further involvement of these participants
through the use of member checking increased the credibility of the research findings as those
who participated in the study were actively involved in the final results and were used to
ensure the findings were representative of their experiences.

Building on from this, deliberately focusing on the experiences of the African-
Caribbean community and Windrush Generation, provided a unique focus considering the
historical factors that have contributed to their decisions around help seeking and identified
barriers specific to this cultural group within the UK. Whilst our findings shared some
overlap with Berwald et al (2016) who considered barriers in Black communities more
generally, this study is the first of its kind to focus solely on the experiences of the African-

Caribbean community.

The author identified as being of African-Caribbean heritage who had experience of
help seeking for dementia services. Belonging to this ethnic community provided a cultural
understanding of the norms and values generated within Caribbean culture. This was a
particular strength as it was felt participants were more likely to be trusting to share their

experiences and participate in the study.

Limitations to be considered include participants were all recruited from the West
Midlands. Birmingham is home to the largest African-Caribbean community in the UK
representing 8% of the population (Gov.uk, 2019), Results may not be representative of those
who may live in rural parts of the UK or those in parts of the UK where the African-
Caribbean community is less well represented. The data also only represented individuals
who acknowledged that a family member did have dementia so findings may not be

representative of those who are less willing to accept or acknowledge this.

The study was promoted and advertised in NHS locations but received no participants
through these channels. All participants were recruited from community settings; therefore,
the findings may not be representative of anyone currently engaged with a professional health
service. Incorporating the experiences of those currently engaged with health services would
provide insight into how the journey of help seeking may differ to those who chose to not

seek help and provide care at home.
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Whilst the author enhanced the credibility of the findings through member checking
and the use of research supervision, ultimately, they are responsible for the final
interpretation of the data. Owing to the reflexive process, the researcher acknowledges that
their own personal experiences of barriers to help seeking and opinions will have influenced

the interpretation of the results, leading to a bias in the overall data.

Implications & Future Research

Clinical and Service Implications

Evidence generated from the ‘lack of cultural acknowledgement’ and ‘stigma and shame’
themes suggest the need to raise awareness of dementia in the African-Caribbean community.
Our findings demonstrate that for some members of the African Caribbean community, there
are several barriers that prevent them from presenting to services when symptoms of memory
loss arise. As a consequence of this, individuals may only present to services when the
symptoms reach crisis point and the individual or family member are no longer able to cope.
This delay contributes to worse treatment outcomes and limited intervention options available
from professional services. To overcome this, professional healthcare services should work
with community organisations who support individuals from the African Caribbean
community to help raise awareness of memory loss and dementia. In doing so, they can
promote early detection and encourage access to services for preventative care. This
ultimately would help increase awareness and reduce the incidence and severity of dementia
within the African Caribbean community.

Targeted messaging to dispel the misconception that dementia is not a White disease and is
more prevalent in the Black community. As mistrust is associated with services, these
messages need to be disseminated within the African-Caribbean community, ideally by an
individual of African-Caribbean heritage. As highlighted in chapter one, which discussed
issues associated with vaccine hesitancy, representation was seen as something that increased
trust. It could be argued that those from an African Caribbean background may be more
likely to share cultural experiences, values, and understand the specific health challenges that
may be prevalent in Black communities. This shared cultural background helps deliver the
messages in a way that resonates with the individual and feels more relevant to their cultural

and life experiences.
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Given the mistrust and alienation some members of the African-Caribbean
community feel towards services, further thought could be given to culturally specific
services that are perceived as belonging to, and being for, the African-Caribbean community.
This could be co-ordinated by appointing a dedicated lead who works with professional
services to actively monitor access to dementia services and balances this with the needs of
the community. Creating services for African-Caribbean communities which are run by Black
led organisations will provide culturally informed advocacy, information, and guidance by
supporting members of the African-Caribbean community to access the support they need.
Having a professional workforce who shares the cultural background and possesses the
knowledge and authority can help empower and inspire trust. It can break down barriers and
remove feelings of alienation by seeing information being disseminated by individuals and

services who understand their context.

Future research should build on our findings, specifically investigating what barriers
prevent some members of the African Caribbean community to seek help, and use this
knowledge to help develop targeted strategies and campaigns to increase engagement with
professional services. Having an awareness of these barriers could help to develop culturally
tailored care models that address the specific needs of the African Caribbean community.
Incorporating culturally specific beliefs, practices and values into healthcare delivery could

improve effectiveness of earlier intervention and, therefore, treatment outcomes.

Incorporating community collaboration into existing healthcare services is one way to
establish trust within the African Caribbean community. Future research could investigate
whether culturally specific services who liaise between Black community organisations and
healthcare providers are effective at influencing trust and increasing healthcare utilisation and

healthcare outcomes.

The Windrush generation are a finite resource whose experiences are still largely
misunderstood. Compassionate understanding about the experiences of this community will
help shed light into how healthcare providers can meet their needs and raise awareness and

understanding of dementia within this community.
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We are not all the ‘BAME?’ Black people do not want to take the COVID-19 vaccination

Research demonstrates that Black people globally showed higher rates of not accepting the
COVID-19 vaccine compared to all other ethnic minority communities. What is the reason
for this? Well historically, Black people have been used to advance medicines in the form of
unethical testing which has led to this community to be mistrusting of both government and
medical professionals. We know that the evidence states that those from ethnic minority
communities generally were less likely to accept the vaccine, but this is usually presented as
one large group and doesn’t factor in that different ethnic minority communities may have

different reasons for not accepting the vaccine...
... and they did!

We looked at research that considered responses for not accepting the vaccine in ethnic
minorities and separated them into individuals who identified as being from a Black ethnic
group in the UK and USA and compared these to those who belonged to other ethnic
minority communities. We also created a group for quotes that could not be linked to a
specific ethnic minority group to see if any new information was found. What we found, is
that Black people were less likely to accept the vaccine based on fear and suspicion that the
government or medical professional were unethically testing on them. They also felt that
there was a lack of information around the vaccine which led many to be unsure what
information could be trusted as demonstrated in this participant quote:

“A lot [of information is available]. Sometimes it’s only bad, but we don’t know what

can we trust? It’s good, or it’s not good. Especially me, I end up in the middle, [ don’t

know”
Generally, other ethnic minority communities were more likely to accept the vaccine based
on government recommendation and advice from medical professionals. In the unknown
ethnicity group, it was found that ethnic minorities as a collective felt that the vaccination
message was promoted by white people and that the lack of ethnic minorities included in the
development and promotion of the vaccine, contributed to vaccine hesitancy, it was felt that
governments and medical professionals should engage with the community to help minimise

‘fake news’ and address any concerns:

“Go to the community and get their opinions about how to roll this out and what they
want and feel in the process. This should be a holistic approach to well-being, rather
than just a one size fits all approach of ‘take the vaccine’.”
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The results demonstrate that reasons for vaccine hesitancy do differ for different ethnic
minority communities. If governments and medical professionals are keen to increase vaccine
uptake within Black ethnic minority populations, it is important that they listen to their
concerns and attempt to instil trust by actively engaging with the community and providing
reliable information through trusted sources.

105



Memory Loss or Madness? The Windrush Generation and understanding of

dementia

Memory loss is a sign of madness! Within African-Caribbean communities, there is a
belief that if someone is having trouble with their memory, that this may be a sign of
madness. Owing to this association, African-Caribbean people do not to seek help from
professional services when experiencing memory loss, and instead choose to be cared for
by their families at home. Currently there are over 944,000 people living with dementia in
the UK and this number is expected to rise above 1.6 million by 2050, with evidence
demonstrating that those from African-Caribbean populations remain one of the highest
risk communities because of risk factors such as diabetes and cardiovascular disease.
Black women are 28% and Black men 25% more likely to receive a dementia diagnosis

compared to their white British counterparts.

So, what does this mean? Well currently there is evidence to demonstrate that
African-Caribbean populations are underrepresented in dementia services and are more
likely to receive this diagnosis much later in the illness, which therefore impacts
treatment outcomes. With such high numbers of people getting dementia, the numbers do
not match the representation in services and there does not seem to be much research into

factors that contribute to this.

Using semi-structured interviews, we interviewed fourteen family members, who’s
loved one is affected by memory loss to understand their experiences and how this

impacts their ability to get help from a professional.

What we found is that many of the individuals experiencing memory loss came to the
UK as part of the ‘Windrush Generation’, and the experience of migration played a role in
shaping their attitudes towards professionals. Experiences of racism contributed to an
attitude of feeling unwelcome and that services were not for them. This instilled an
attitude of stoicism within this community to not make a fuss if experiencing difficulties.
This led to a generation of individuals who are not expressive and therefore do not share
their difficulties, making it hard for the family to get help. They also carry distinct

cultural scripts around dementia and associated this as a form of madness or punishment:
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“With a lot of Black people you did such and such a thing and now your being punished and
that’s it, I think that’s one of the reasons why our people are very reluctant to talk about the
illness to admit they 've got illness because it admits that you have done something wrong it’s
like a taboo you 've done something wrong”

The shame and stigma associated with madness contributed to many choosing to hide
their difficulties and family members becoming responsible for providing care.
Experiences of racism through interactions with professionals made them fear that their
problems would not be taken seriously and that their loved one may receive second rate

or even racist treatment.

The findings demonstrate that a lack of awareness into the factors that contribute to
the barriers to seek help within the African Caribbean community, lead to a delay in help
seeking. Services need to be accommodating in showing an appreciation of the trauma
associated with migration and how this influences attitudes of mistrust towards
professionals. Active engagement with the community by disseminating culturally
specific information about dementia will help increase awareness to this community and

in turn, result in an increase in service utilisation.
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Organising Quotes into Black, Other ethnic minorities and Unknown

Unknown Ethnicity
I'think it’s important to follow the rules.

“For so many people, you're like a sitting duck. If you go to a particular place... they could think, ‘If I go to that
place, [ will get the vaccine, but probably T will get something more, like arrested or deported or something — County

Latinx Participant™
Ethnic minorities have a role to play in the management and
spread of Covid-19 and should take this responsibility seriously
“I'would not be first in line to get it. I'd have to let thousands of Americans get it before—and Isee  “Just havin” authority figures telling us that this is good for us and showing us... bein” vaccinated... That’s the best
their reaction before [ get it.” (Mobile County, African American).” way to actually camy the message”™ — Latinax participant
‘Thave also decided to postpone having my first vaccine because my second vaceine would fall in Ramadan and I'will  ...the data does not add up as no long-term research has been
not miss my fasting’. (Survey ID234—HCW, female, Asian or Asian British:—Pakistani) done.

... ['would get it, but it is still in the trial stage. 'l wait awhile.

“We've never had anything like this, and it's just the unknown” (Dallas County, African American).” I'monly doing it because the govemment seem to be saying that
they won't let me travel without it ...feeling pressured to take it.
“The people who have taken the vaccination, if they talk, if they can share their experience there, there might be ...l have I've been forced into taking because of my profession.

somefthing] useful to the others to get vac- cinated. (Participant 4)”

Do not trust these medical professionals.

“You can’t just tell people to just take a vaccine. You have to educate them around it, and it has to be
people who are from your community that you can trust to over- come these hurdles.”
“"| don't see how they're gonna get those people to believe in the vaccine for the virus that they don’t do not trust this government as they do not have our best
believe in.” interest at heart.

...... Ican understand the distrust about medical care from an
ethnicity distrust perspective but NOT from an overall anti-vax
perspective.

“If we educate the person, he may understand and he may [...] volunteer himself to take the vaccine. Unless we teach or [ would like more information about the COVID vac- cine trials
we [...] explain or we make them under- stand they will not take [the vaccine] so [...] we need to educate them. on my ethnic group.

(Participant 6)"

‘Will not be forced by legislation or coercion.

Especially because of the impact on my civil liberties if [ don’t
have the vaccine.

“I think it was fear that was driving it (spreading misinformation) to be honest. It was such a difficult time and there
were people who were really scared, there was almost like a pamanoia.™ P20, Asian British, 40 years, Female

Ineed to travel so it’s not really about my health.

Tam doing it for convenience’s sake with fear that if I refuse it
might affect my future care and treatment

So short-term probably engagement in terms of leaflets and maybe little snippets of a video, say on the BBC, about the

vaccine, and about its safety and something about clinical trials. Maybe some of this stufl'is already out there, but if

stuff like that goes viral it counteracts some of the negative and misinformed things that are in videos that are doing

the rounds.” P20, Asian, 40 years, Female
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Papers contributing to Black Communities

Valero-
Theme Majee Bateman | Martinez | Eberhardt | Magee Williams | Bell Sagoe Woodhead | Total
1. Mistrust 1 1 0 1 1 2 1 0 0 7
2. Mistreatment 1 0 0 1 0 0 0 0 1 3
3. Black Guinea Pigs 1 2 1 1 2 0 0 1 0 8
4. Information vacuum 0 1 0 0 1 0 2 1 0 5
Total 3 4 1 3 4 2 3 2 1 25
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Appendices for Chapter Two: Empirical Project

Appendix 1: University Sponsorship letter

FINANCE OFFICE

Dr Stephanie Howarth
School of Psychology
University of Birmingham

Tuesday, 7 February 2023

Dear Dr Howarth

Project Title: Family experiences of help seeking when a loved one of Afro-Caribbean
heritage, experiences memory loss.
IRAS ID: 319096

Sponsor Reference: RG_22-143
UoB Ethics Reference: ERN_2022-0384

Under the requirements of UK Policy Framework for Health and Social Care Research, the University
of Birmingham agrees to act as Sponsor for this project. Sponsorship is subject to you obtaining a
favourable ethical opinion, HRA approval and NHS R&D management approval where appropriate.

As Chief Investigator, you must ensure that local study recruitment does not commence until all
applicable approvals have been obtained. Where a study is or becomes multi-site you are responsible
for ensuring that recruitment at external sites does not commence until local approvals have been
obtained.

Following receipt of all relevant approvals, you should ensure that any subsequent amendments are
notified to the Sponsor, REC, HRA and relevant NHS R&D Office(s), and that an annual progress
report is submitted to the Sponsor, REC and NHS R&D departments where requested.

Please ensure you are familiar with the University of Birmingham Code of Practice for Research
http:/‘'www. binmingham.ac.uk/Documents/university/legal/research.pdf) and any appropriate College
or School guidelines.

Finally please contact researchgovernancef@ contacts.bham.ac.uk should you have any queries.

You may show this letter to external organisations.

Yours sincerely
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Appendix 2: NHS Health Research Authority Ethical Approval

NHS!

Health Research
Authority

Yorkshire & The Humber - Bradford Leeds Research Ethics Committee
NHSBT Newcastle Blood Donor Centre

Holland Drive

Newcastie upon Tyne

NE2 4NQ

Telephone: 02071048083

02 May 2023

Dr Stephanie Howarth
University of Birmingham
52 Pritchatts Road
Edgbaston, Birmingham
B152TT

Dear Dr Howarth

Study title: Family experiences of help seeking when a loved one of
Afro-Caribbean heritage, experiences memory loss.

REC reference: 23/YH/0056

Protocol number: 1

IRAS project ID: 319096

Thank you for your recent correspondence, responding to the Research Ethics Committee’s
(REC) request for further information on the above research and submitting revised
documentation.

The further information has been considered on behalf of the Committee by the Chair.
Confirmation of ethical opinion

On behalf of the Committee, | am pleased to confirm a favourable ethical opinion for the above
research on the basis described in the application form, protocol and supporting documentation
as revised, subject to the conditions specified below.

Good practice principles and responsibilities

The UK Policy Framework for Health and Social Care Research sets out principles of good

practice in the management and conduct of health and social care research. It also outlines the
responsibilities of individuals and organisations, including those related to the four elements of

115



research transparency:

reqgistering research studies

reporting results
informing participants
sharing study data and tissue

o=

Conditions of the favourable opinion

The REC favourable opinion is subject to the following conditions being met prior to the start of
the study.

Guidance on applying for HRA and HCRW Approval (England and Wales)/ NHS permission for
research is available in the Integrated Research Application System.

For non-NHS sites, site management permission should be obtained in accordance with the
procedures of the relevant host organisation.

Sponsors are not required to notify the Committee of management permissions from host
organisations

Registration of Clinical Trials

All research should be registered in a publicly accessible database and we expect all
researchers, research sponsors and others to meet this fundamental best practice standard.

It is a condition of the REC favourable opinion that all clinical trials are registered on a
publicly accessible database within six weeks of recruiting the first research participant. For this
purpose, ‘clinical trials’ are defined as:

« clinical trial of an investigational medicinal product

« clinical investigation or other study of a medical device

« combined trial of an investigational medicinal product and an investigational medical
device

« other clinical trial to study a novel intervention or randomised clinical trial to compare
interventions in clinical practice.

Failure to register a clinical trial is a breach of these approval conditions, unless a deferral has
been agreed by the HRA (for more information on registration and requesting a deferral see:
Research reqistration and research project identifiers).

If you have not already included registration details in your IRAS application form you should
notify the REC of the registration details as soon as possible.

Publication of Your Research Summary
We will publish your research summary for the above study on the research summaries section

of our website, together with your contact details, no earlier than three months from the date of
this favourable opinion letter.
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Should you wish to provide a substitute contact point, make a request to defer, or require further
information, please visit:
https://www.hra.nhs.uk/planning-and-improving-research/application-summaries/research-sum
maries/

N.B. If your study is related to COVID-19 we will aim to publish your research summary
within 3 days rather than three months.

During this public health emergency, it is vital that everyone can promptly identify all relevant
research related to COVID-19 that is taking place globally. If you haven't already done so,
please register your study on a public registry as soon as possible and provide the REC with the
registration detail, which will be posted alongside other information relating to your project. We
are also asking sponsors not to request deferral of publication of research summary for any
projects relating to COVID-19. In addition, to facilitate finding and extracting studies related to
COVID-19 from public databases, please enter the WHO official acronym for the coronavirus
disease (COVID-19) in the full title of your study. Approved COVID-19 studies can be found at:

https://www.hra.nhs.uk/covid-19-research/approved-covid-19-research/

It is the responsibility of the sponsor to ensure that all the conditions are complied with
before the start of the study or its initiation at a particular site (as applicable).

After ethical review: Reporting requirements

The attached document “After ethical review — guidance for researchers” gives detailed
guidance on reporting requirements for studies with a favourable opinion, including:

Notifying substantial amendments

Adding new sites and investigators

Notification of serious breaches of the protocol

Progress and safety reports

Notifying the end of the study, including early termination of the study
. Final report

. Reporting results

. s s s

The latest guidance on these topics can be found at
https://www.hra.nhs.uk/approvals-amendments/managing-your-approval/.

Ethical review of research sites

Non-NHS/HSC sites

| am pleased to confirm that the favourable opinion applies to any non-NHS/HSC sites listed in
the application, subject to site management permission being obtained prior to the start of the
study at the site.

Approved documents

The final list of documents reviewed and approved by the Committee is as follows:
Document Version Date
Copies of materials calling attention of potential participants to the |1 01 November 2022
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research [Recruitment Posters]
Copies of materials calling attention of potential participants to the |1 23 March 2023
research [Recruitment Posters]

Evidence of Sponsor insurance or indemnity (non NHS Sponsors
only) [Confirmation of Insurance]

Izrgggview schedules or topic guides for participants [November i

IRAS] Application Form [IRAS_Form_10022023] 10 February 2023
IRAS Checklist XML [Checklist_18042023] 18 April 2023
Letter from sponsor [Confirmation of Sponsorship] i)

Letters of invitation to participant [Participant Demographic 1 01 November 2022
Information]

Other [REC Actions] 1 23 March 2023
Participant consent form [Participant Consent form] 1 01 November 2022
Participant information sheet (PIS) [Participant Information Sheet] |1 01 November 2022
Participant information sheet (PIS) [Participant Information (PIS)] 2 22 March 2023
Research protocol or project proposal [Research Proposal] 1 01 November 2022

Response to Request for Further Information
Summary CV for Chief Investigator (Cl) [CI CV]

Summary CV for student [Melissa Brown CV] 01 November 2022
Summary CV for supervisor (student research) [Dr Stephanie 01 November 2022
Howarth CV]

Summary CV for supervisor (student research) [G Riley] 13 February 2023
Summary, synopsis or diagram (flowchart) of protocol in non 1 01 November 2022

technical language [Flow chart of participants]

Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements for Research
Ethics Committees and complies fully with the Standard Operating Procedures for Research
Ethics Committees in the UK.

User Feedback

The Health Research Authority is continually striving to provide a high quality service to all
applicants and sponsors. You are invited to give your view of the service you have received and
the application procedure. If you wish to make your views known please use the feedback form
available on the HRA website:

http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/
HRA Learning

We are pleased to welcome researchers and research staff to our HRA Learning Events and
online learning opportunities— see details at:
https://www.hra.nhs.uk/planning-and-improving-research/learning/

[ IRAS project ID: 319096 Please quote this number on all correspondence

With the Committee’s best wishes for the success of this project.

Yours sincerely
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Appendix 3: NHS Research and Development Confirmation — Birmingham
Community NHS Trust

Dear Melissa,

Notification of Research Registration

Birmingham Community Healthcare (BCHC) NHS Foundation Trust is pleased to confirm that your
research has been registered. Please note that the following information is needed before we can
promote your project:
e Protocol v1 01.11.2022 [the protocol you have provided has a different date to the one listed
in REC Favourable opinion letter dated 02.05.2023]
e Recruitment Posters v1 23.03.2023 [the posters you have provided does not include a version
number or date. We have taken the date and version number from the REC Favourable
opinion letter].

It is noted that HRA approval is not required and they have issued a letter dated 12.05.2023
confirming this.

To help the R&I department keep an accurate record of your research please can you send
them the following:

e A monthly report summarising the status of the project.
e Any amendment made to the research, including any changes to study documents.
e Any incident or complaint relevant to the conduct of the research within this Trust.
This includes any event that could have, or did, lead to loss of data, a confidentiality
breach, damage to property, and/ or harm to participants.
e When recruitment at BCHC has ended. Currently this is September 2023.
e A summary of the research findings when data analysis has been completed.
Please contact the R&I team if you need any support or if you have any queries regarding the above.
May we take this opportunity to wish you success with your research.
Kind regards

Research and Innovation
Birmingham Community Healthcare NHS Foundation Trust

i l Serwe Care raether Lomminne

Research & Innovction‘
L Burmingham Community Healtheare TZEY |

WL b md et bud

i
J
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Appendix 4: NHS Research and Development Confirmation — Birmingham and
Solihull Mental Health NHS Foundation Trust

Dear Melissa

IRAS ID: 319096 - Family experience of help seeking for a loved one with memory
loss(V1) - Confirmation of Local Capacity and Capability at Birmingham and Solihull
Mental Health NHS Foundation Trust

This email confirms that Birmingham and Solihull Mental Health NHS Foundation Trust has
the capacity and capability to deliver the above referenced study. Please find attached the
agreed Organisation Information Document as confirmation.

Start and end dates:

We agree to start this study on with immediate effect.

We understand that recruitment will end on 12 March 2025. We are aware that at this
point, archiving is the responsibility of researchgovernance@contacts.bham.ac.uk.

Recruitment figures:

Please note that you will be contacted by the R&D department periodically to obtain your
current recruitment figures.

The target date for first patient recruited is 23 June 2023 — 30 days post confirmation of local
capacity and capability.

During vour study:

During the study, researchers are required to fulfil the following duties:

- Inform R&D of any amendments to the study, both substantial or non-
substantial

- Inform R&D when the study has completed at the Trust - Inform R&D of the
total recruitment number at the Trust - Submit a final report to the

R&D department.

All of the above can be submitted to researchanddepartment@bmhft.nhs.uk

If you wish to discuss further, please do not hesitate to contact us.
Finally, we would like to wish you all the best with your research.

Kind regards
Research and Development
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Appendix 5: NHS Research and Development Confirmation — Black Country
Healthcare NHS Trust

Dear Melissa,
| hope that you are keeping well.

Following the completion of our internal approvals process, | am pleased to advise that Black
Country Healthcare NHS Foundation Trust will start promotion activities for your research project
with immediate effect.

Best wishes

Research and Innovation
Lime Room

The Beeches

Penn Hospital

WV4 5HN

Click to follow us on Facebook, Twitter and Instagram!
@
0,000
Together with you to achieve (MaA

healthier, happier lives
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Appendix 6: Risk Assessment Form

SOPHS_23_80_SH - approved for Research Family experiences of help seeking when a loved one from
Afro-Caribbean heritage experiences memory loss

To:

Melissa Brown (ClinPsyD Clinical Psychol FT)
Thu 29/02/2024 14:54

SOPHS_22_230_CAP_Home visits_R2.docx

51 KB

You RA SOPHS_23_80_SH - has been approved for Research Family experiences of help seeking when a loved one from Afro-Caribbean heritage
experiences memory loss

Using already approved SOPHS_22_230_CAP_HomeVisits

UNIVERSITY©F
BIRMINGHAM
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GENERAL HEALTH AND SAFETY RISK ASSESSMENT FORM

Fieldwork LES/School of Psychology

An initial visit to the participants’ own home to ex

In participants’ own homes participants recruited from
participant information leaflet will be left with the

‘Join Dementia research’

A second visit to the participants’ own home durir
some paper copies of questionnaires/measures di

29_02_2024

Hazards Who might How might Existing Control Measures Initial Risk Are Changes to/ Additional Controls
Category Identifie be harmed? people be Rating these
d Staff harmed? s| L R | adequate
Students ?
Contractors Yes/No
Others
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Organisational/
social

Safety of
the
research
er when
conducti
ng the
home
visits

Researcher

Researcher is
put at risk due
to lone
working

1)

2)

3)

4)

5)

6)

7)

8)

9)

10)

All participants will be recruited from the Join Dementia
Research website which matches participants to studies, so all
participants will have been previously in contact with other
researchers through the website.

On the day of a visit, the researcher leading the visit will send a
text message to their supervisor indicating the time of the visit
and an expected finish time.

On termination of the visit, the researcher will send a second
text message to indicate that they have safely returned to the
University/ home.

If the supervisor has not received the exit text message by the
specified time, they will attempt to call the researcher. If they
cannot make contact, they will attempt to call the participants
the researcher was scheduled to visit. If they still cannot make
contact, they will call the police.

All visits will be carried out during working hours to ensure the
supervisor is available and to ensure that the visits occur during
daylight.

The researcher will ensure upon arrival that there are no other
people present at the house other than the participants and
will terminate the visit if others enter the house during the
visit.

The researcher must adhere to University of Birmingham policy
around public transport use during fieldwork — page 11 of:

https://intranet.birmingham.ac.uk/hr/documents/
public/hsu/hsuguidance/18FW.pdf

The researcher must familiarise themselves with relevant

public transport timetables and does not rely on the last
available option to travel home.

The researcher will ensure that they are carrying a debit card or
sufficient money for a taxi and ensure they have the number of
a reputable taxi firm stored in their phone.

The researcher will terminate the visit if they do not feel safe
and have a charged mobile phone on them at all times.
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Social Participa Participants Participants 1)  Ethically approved informed consent and debriefing 211 2

nts are may be upset procedures will be followed.

upset by by the content 2)  The researcher will look out for signs of discomfort from the
the of the participants, which may be subtle (e.g., disengaging from the
content researcher ; T i fdi ‘ h h

of the which has an ongoing activity). If signs of discomfort are shown, the
research emotional researcher will remove them from the emotional content.

er emphasis 3)  The participants will be offered breaks during the visit and will
activities be informed that they are allowed to reschedule any visit or
which terminate the visit at any point if they find it too distressing to
have . an carry on with the study at that time.

emotion . R . . .

al 4)  If they experience any significant distress, they will be directed
emphasis to sources of support. If it is deemed serious by the researcher,

they will be asked for their consent to contact an appropriate
form of support such as their GP. The researcher will make sure
to check that the participants are not distressed or that they
have access to support if they do seem distressed before they
leave.

Risk Scoring System

The most commonly used consequence / severity domain for health and safety risk assessments is the “Impact on the safety of
staff, students and public” consequence domain of the Model Matrix as shown below. To calculate the risk both the consequence /
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severity and the likelihood of occurrence (as shown below) needs to be calculated for the health and safety hazard. In each
case, the most likely outcome should be considered. If the most likely outcome of the consequence does not relate to the impact on
the safety of staff, students and public, then a more appropriate domain included in the full Matrix should be used.

The scoring system is provided as a tool to help structure thinking about assessments and to provide a framework for identifying which are the most serious
risks and why.

Consequence / Severity score (severity levels) and examples of descriptors

Domains Negligible

aff, students or publicfequiring first aid or
physical / Fequiring no/minimal

ychological harm)  fntervention or
treatment.

Epact on the safety of Minimal injury not

loderate
njury requiring
professional
ntervention

No time off work

Requiring time off work

Likelihood score 11

Frequency Rare
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Broad descriptor [This will probably neve ight happen or occu
happen/occur asionally

ime-framed Not expected to xpected to occur
scriptor occur t
for years least monthly
Probability <0.1 per cent 1.1-10 per cent

Will it happen or not?

The overall level of risk is then calculated by multiplying the two scores together.

Risk Level = Consequence_Severity x Likelihood (C x L)

Likelihood

Likelihood score 1 P 5

Unlikely i i [Almost certain

|5 Catastrophic

14 Major

B Moderate
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2 Minor

1 Negligible

The Initial Risk Rating is the level of risk before control measures have been applied or with current control measures in place. The Residual Risk is the level
of risk after further control measures are put in place.
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Appendix 7: Recruitment Documents - Posters

FAMILY MEMBERS EXPERIENCE OF HELP SEEKING WHEN A LOVED ONE OF
AFRO-CARIBBEAN HERITAGE EXPERIENCES MEMORY LOSS

Do you have a loved one
who is experiencing memory
loss?

Are you seeking help to
provide them with support?
We want to hear from you.

We are looking for adult family members who are supporting a loved one aged over 65
who is experiencing changes associated with memory loss, to help understand their
experience of help seeking from a family members perspective.

Many individuals from Afro-Caribbean populations choose not to approach services when
experiencing memory loss, which can delay treatment and result in poorer outcomes.
Participants will be asked to engage in an interview about their experiences of help
seeking lasting approximately 60-90 minutes.

For more information or to register your interest in this study, scan the QR code.
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Recruitment Documents — Posters Online

FAMILY MEMBERS EXPERIENCES OF HELP SEEKING WHEN A LOVED ONE OF
Fr0-CAR'BECAN HERITAGE EXPERIENCES MEMORY LOSS

Are you seeking help to

provide them with support?

We are looking for adult family members who are supporting a loved one aged over 65
who is experiencing changes associated with memory loss, to help understand their
experience of help seeking from a family members perspective.

Many individuals from Afro-Caribbean populations choose not to approach services
when experiencing memory loss, which can delay treatment and result in poorer
outcomes.

Participants will be asked to engage in an interview about their experiences of help
seeking lasting approximately 60-90 minutes.

For more information or to register your interest in this study, scan the QR code.

W UNIVERSITYOF | Wolssa tioun -| @' Ao Ff«rafpr." e
T Trainee Clinical Psychologist _~
‘=" BIRMINGHAM nee Clinical Psychologi B cean the OR code




Recruitment Documents — Information webpage when QR code is scanned

FAMILY MEMBERS EXPERIENCE OF HELP SEEKING
WHEN A LOVED ONE OF AFRO CARIBBEAN HERITAGE
EXPERIENGES MEMORY LOSS

What is this study about?

This research study is seeking to understand the experience of help
seeking from family members who may be providing care or support
to a loved one with Afro-Caribbean heritage who may be experiencing

memory 0ss.
We orreyloo?(ing for:

Adults aged 16+ providing care and support for a loved one experiencing some of
but not limifed to difficulties with memory such as forgetting, misplacing items,
becoming confused or getting lost.The loved one is not currently receiving
professional help from a respite home or healthcare provider.

Why participate?

This research will help provide a unigue insight into the journey families go on
before seeking help or support from professional services. The study will help
contribute to future research that will help provide those from afro-caribbean
populations experiencing memory loss receive support or intervention sooner
resulting in better treatment outcomes.

What will we be doing?

You will be interviewed to discuss your experiences cf help seeking for your loved
one who is experiencing difficulty associated with memory loss. This can include
cognitive, functional, behavioural or personality changes. Interviews will last
approximately 60-90 minutes and you will be compensated with a £20 shopping
voucher as @ token of gratitude.

Interested?

For more information or to schedule a study appointment, contact Melissa Holland
Brown on or email: L
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Appendix 8: Participant Study Documents
Participant Information Sheet

E4' UNIVERSITYOF
&y BIRMINGHAM

Participant Information Sheet
Family experiences of help seeking when a loved one of African-Caribbean heritage
experiences memory loss.

Thank you for your interest in the above research, before you decide to take part in this study
it is important for you to understand why the research is being done and what it will involve.
Please take your time to read the following information carefully and discuss it with others if
you wish. The contact details of the researchers can be found at the end of this document and
you can discuss with them anything that is not clear or things you would like more
information on. Finally, please take your time to read and ensure you fully understand this
information before deciding whether you wish to take part.

What is the purpose of this study?

Current research shows that individuals from African-Caribbean populations have the highest
incidence rate for dementia diagnosis and are also more likely to approach professional
services for help and support in the advanced stages of the illness. Whilst we know that many
individuals with memory loss symptoms tend to seek help and support from local community
groups such as churches and day centres, little is known about the decision making process of
where and when to seek help from made by the family members and what factors influence
these decisions. The results of this study will help inform professional services of the unique
challenges experienced within this group which will in turn offer recommendation for earlier
intervention and support. It is anticipated this research will be completed by March 2025.

Why have | been asked to participate in this study?

You have identified yourself as having a family member from an Afro-Caribbean population
and have observed changes to your loved one associated with memory loss. You may have
been involved in the decision making around whether to seek support from professional or
community services. This study is interested in understanding the decision making process
that families consider when choosing to seek help.

Do I have to take part?

Your participation in the study is entirely voluntary and you have the right to withdraw from
the study before analysis of the data is commenced.

Safeguarding Concerns
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Whilst all the information you provide during your participation in this study, If any risk to
the individual or family member is suspected, then safeguarding procedures will be observed
by reporting this to the chief investigator and following safeguarding procedures.

What will happen to me and my data during the research?

Information with be gathered via interview which will take place either face to face or
virtually, these will be recorded by Dictaphone so they can be transcribed by the researcher.
Interviews will last approximately between 60-90 minutes, and you will be asked various
questions about the changes you have observed and how these may have changed over time.
You can choose whether you wish to complete the interview alone or with other family
members who share the care with you.

Audio recordings will be listened to and transcribed by the researcher and each recording will
be identified by a code known only to the researcher. All participants will be given
pseudonyms to protect the identity of the individuals and data will not be used or made
available for any purposes other than the research project. These recordings will be destroyed
at the end of the study.

What are the possible risks or disadvantages to me taking part?

As you will being asked questions around a sensitive topic, you may find reflecting on these
events distressing. If at any point this becomes distressing to you or your family, you can
seek support from the researcher who is a trainee clinical psychologist who can pause the
interview, provide support and signpost you to further support.

What are the possible benefits of taking part?

As individuals with dementia from an Afro-Caribbean population is a largely unresearched
area, your participation in this study will help future research and clinical practice understand
the unique experiences of these groups before seeking professional help. This will help
provide more evidence to offer support and earlier intervention for treatment.

How will my information and data be kept confidential?

Data management and storage will be conducted in line with the University of Birmingham
and NHS data protection policy and code of practice for research. Any information collected
using participants recruited through the NHS may be required to be stored on NHS premises.
As the lead researcher is an employee of the local trust they seek to recruit from, they will
have access to collect, store and manage data securely which can only be accessed through
the use of a personal smartcard which provides encrypted IT access and storage.

Participants information will be stored securely and not shared with anyone who is not
directly involved in the study. Participants will each be given pseudonyms to anonymise their
identities and the true identities will only be known by the lead researcher. All data obtained
will be stored on an encrypted USB stick.

Data will be recorded using an encrypted Dictaphone and uploaded to an encrypted device,
stored on a password protected computer. Once these have been listened to and transcribed,
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they will be destroyed. Signed documents including consent forms will be uploaded
electronically and stored on a securely encrypted device, and the hard copies will be
destroyed using secure confidential waste disposal.

What will happen to the results of the research project?

As this study will be part of a University thesis all data obtained will be included as part of
the results section which is expected to be published in March 2025. It is not anticipated that
any data collected as part of this research will be used beyond this date and therefore will be
destroyed. As per university policy, the thesis remains the property of the university and will
be archived for 10 years after publication.

Who is organising the research?

This research project is being completed as part of my qualification for the Doctorate in
Clinical Psychology at The University of Birmingham.

Who has granted ethical review for this study?

This project has been reviewed by The University of Birmingham’s Psychology Research
Ethics Committee and NHS Ethics Committee.

Who can | contact for further information?

Melissa Brown (Trainee Clinical Psychologist & Lead Researcher)

Dr Stephanie Howarth (Clinical Psychologist & Research Supervisor)

Dr Gerard Riley (Clinical Psychologist & Research Supervisor)

I have read and understood the information and | wish to still take part?

Great news, please contact the lead researcher who can provide you with the necessary
consent forms and provide you with a timeline of how and when the research will be
conducted.

Where can | go for further support?

Age UK

Age UK is a charity dedicated to providing advice and support for older people.

The charity helps older people achieve and maintain their independence and wellbeing.

Age UK can help with support services such as home help, foot care, dementia support, help
with shopping and social activities.

Age UK Advice Line: 0800 678 1602
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https://www.ageuk.org.uk
Alzheimer’s Society

Alzheimer’s society provides practical advice, information and emotional support for
individuals and families affected by memory loss. They provide social and recreational
programmes tailored to the needs of people living with dementia. Their aim is to help
individuals socialise with others who understand what it is like to experience dementia.

Dementia Connect Support Line: 0333 150 3456
https://www.alzheimers.org.uk

Butterflies Memory Loss Support Group
Butterflies memory loss support group provide support to families and individuals affected by
memory loss who may not have a formal diagnosis of dementia. They provide workshops for

carers to help them to develop ways of coping and with the challenges they face.

Butterflies Memory Loss Support: 07821519212
https://www.butterflies.org.uk

Dementia UK

Dementia UK is a specialist dementia nurse charity, who provide support and care for
families affected by all forms of dementia — including Alzheimer’s disease. Admiral nurses
help families manage complex needs, consider the person living with dementia and the
people around them. They can also provide advice to other healthcare professionals.

Dementia Helpline: 0800 888 6678
https://www.dementiauk.org

Mind

Mind provide advice and support to empower anyone experiencing a mental health problem.
Their website features information on different mental health presentations and they also
have an information line which can provide signposting services on where to get local
support, treatment options and advocacy services.

Mind Infoline: 0300 123 3393
https://www.mind.org.uk

Our Roots CIC

Our roots is a community interest company who engage in community development and
promotion of mental health & wellbeing. They specialise in improving social integration and
cohesion. Our roots provide services for counselling, emotional health and mental health.

Our Roots: 0121 439 9045
https://www.ourrootscic.com/about-our-roots-cic/
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Participant Consent Form

£@'1 UNIVERSITYOF
gy BIRMINGHAM

Participant Consent Form

Family experiences of help seeking when a loved one of African-Caribbean

heritage experiences memory loss.

I agree with the following statements

Yes

No

I confirm that | have read and understood the participant information sheet

| have had the opportunity to ask questions and had them answered

| understand that all personal information will remain confidential and that all
efforts will be made to ensure | cannot be identified

| agree that data gathered in this study will be stored anonymously and
securely and will be archived for 10 years following publication at The
University of Birmingham

| understand that my participation is voluntary and that I am free to withdraw
at any time without giving a reason

| agree to take part in this study

Participants Signature:
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Participant Eligibility and Demographic Information

£d% UNIVERSITYOF
ey BIRMINGHAM

Participant Eligibility and Demoqgraphic Information

Family experiences of help seeking when a loved one of African-Caribbean
heritage experiences memory loss.

Please complete the following information

Age

Sex

Gender Identity

Ethnic Background

Religion

Relationship to Individual

Previous History of Mental
Health Difficulties (Please give
details)

Participants Signature:
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Participant Debrief Sheet

£8' UNIVERSITYOF
gy BIRMINGHAM

Participant Debrief Sheet

Family experiences of help seeking when a loved one of African-Caribbean
heritage experiences memory loss.

Thank you for your participation in this research.

This research aimed to explore family experiences of help seeking when a loved one of
African Caribbean heritage experiences memory loss. These changes often experienced by
the individual can include personality changes and challenging behaviours which can affect
the relationships between family members.

Research has shown that those form African-Caribbean populations are less likely to seek
help for memory difficulties from professional services and instead receive support from their
family, local religious groups or day centres. This often leads to a delay in assessment and
diagnosis, which then contributes to poorer treatment outcomes.

Without seeking professional help, care is usually provided in an unofficial capacity from
family members who will face specific challenges by nature of the changes a person will
experience as the difficulties progress.

This has been shown to have implications for the family who usually provide care to their
loved one who may be unsure how or when to seek help from professional services. By
interviewing yourself and others in this position, we hope to have gained a more in-depth
understanding of how the symptoms and changes associated with memory loss are
experienced over time and gain an understanding of what factors have influenced your
decision to seek help. Research with a specific focus on African-Caribbean populations and
their experience of help seeking is underrepresented, so we hope the results of this study will
help to inform effective support for individuals and their families affected by memory loss.

Thank you for your participation in this research.

If you have any further questions or concerns, please contact a member of the research
team:
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Mrs Melissa Brown (Researcher)
Dr Stephanie Howarth (Chief Investigator & Research Supervisor)

Dr Gerard Riley (Research Supervisor)

9 UNIVERSITYOF
PR BIRMINGHAM

Family experiences of help seeking when a loved one of African-Caribbean
heritage experiences memory loss.

Support Services

Where can I go for further support?

Age UK

= -
- ageuk
Age UK 1s a charity dedicated to providing advice and support for older people.
The charity helps older people achieve and maintain their independence and wellbeing.

Age UK can help with support services such as home help, foot care, dementia support, help
with shopping and social activities.

Age UK Advice Line: 0800 678 1602
https://www.ageuk.org.uk

Alzheimer’s Society

Alzheimer’s society provides practical advice, information and emotional support for
individuals and families affected by memory loss. They provide social and recreational
programmes tailored to the needs of people living with dementia. Their aim is to help
individuals socialise with others who understand what it 1s like to experience dementia.

Dementia Connect Support Line: 0333 150 3456
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https://www.alzheimers.org.uk

Butterflies Memory Loss Support Group

w,
Butterfl #&¢s

N
Memory Loss Support Group

Butterflies memory loss support group provide support to families and individuals affected by
memory loss who may not have a formal diagnosis of dementia. They provide workshops for
carers to help them to develop ways of coping and with the challenges they face.

Butterflies Memory Loss Support: 07821519212
https://www.butterflies.org.uk

Dementia UK

0

DementiaUK

Dementia UK is a specialist dementia nurse charity, who provide support and care for
families affected by all forms of dementia — including Alzheimer’s disease. Admiral nurses
help families manage complex needs, consider the person living with dementia and the
people around them. They can also provide advice to other healthcare professionals.

Dementia Helpline: 0800 888 6678
https://www.dementiauk.org

Mind

Hprins

Mind provide advice and support to empower anyone experiencing a mental health problem.
Their website features information on different mental health presentations and they also
have an imformation line which can provide signposting services on where to get local
support, treatment options and advocacy services.

Mind Infoline: 0300 123 3393
https://www.mind.org.uk

Our Roots CIC
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OURROOTS

Our roots 1s a community interest company who engage in community development and
promotion of mental health & wellbeing. They specialise in improving social integration and
cohesion. Our roots provide services for counselling, emotional health and mental health.

Our Roots: 0121 439 9045
https://www.ourrootscic.com/about-our-roots-cic/

Who can I contact for further information?
Melissa Brown (Trainee Clinical Psychologist & Lead Researcher)

Dr Stephanie Howarth (Clinical Psychologist & Research Supervisor)

Dr Gerard Riley (Clinical Psychologist & Research Supervisor)
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Appendix 9: University Data Management Plan

University’s Data Management Plan

1. Overview

a. Researcher’s Name: Ms Melissa Brown

Title of Research Project: Family members experiences of help seeking when a loved one of African Caribbean heritage

experiences memory loss

b. Length of Project (incl. Start Date & End Date): September 2022 — March 2025

c. A brief statement of the aim(s) of the project: To explore family members experience of help
seeking when a loved one experiences memory loss. What are the barriers to those from an
African Caribbean community seeking help when a loved one experiences memory loss, what
influences their decision to seek help or provide care at home.

2. About the Project Data

a. Briefly describe the data that you will collect for the project:

Using semi structured interviews, participants will be interviewed either individually or jointly with their
family carer if preferred. Asking open questions generated form the broader categories of:

e Initial changes and reactions observed over time

e What sense has been made of these experiences

e Help seeking and professional input for support

e Cultural understanding of memory loss

This will provide a broad understanding of the symptoms they have observed and how this has influenced
their decision to or not seek help

b. Frequency of new data (how often will you get new data and over what time period?):

Data will be collected over a 6-12-month period and will be provided from up to 15 family members. Once
this data has been collected, we do not anticipate to generate any new data once interviews have been
completed.

c. What format is the data in?

The data will be provided in the form of an audio recording which will then be transcribed using specialist
transcribing software.

d. Could the data be considered high value and/or vulnerable (e.g., is your data likely to attract
“hactivists”?)? How could this be mitigated?

The data collected as part of this study, while personal to the participants, has no real world financial value.
As such I anticipate low interest from external parties wishing to obtain this data. This being said, the data
will be stored in encrypted fashion on a secure internal database held at the university.
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3. Data Collection and Storage

a. What different versions of the data do you create (e.g., versions of data files)?

Data will be collected in audio format and then digitally transcribed. Both of the data files will be collected using
an encrypted Dictaphone and securely stored on an encrypted USB stick and accessed using a password protected
computer.

b. What additional information is necessary to understand the data (e.g., abbreviations, supplementary
notes)?

Information providing a brief literary overview of dementia and prevalence rates in Black populations. It will also

demonstrate the risk factors that make members of the African Caribbean community more vulnerable to the

onset.

c. Where will the data be stored?

Any data collected on NHS sites will be securely stored in line with local trust policy in an NHS service. Data
collected from charity or third-party organisations will be stored using an encrypted university database as per the
data management and storage policy.

d. Describe the system to name and structure any electronic files.

Electronic files will be stored under pseudonym with no personally identifying data in the file name or filing
system. All files will follow the same format to ensure consistency. including date of recording and pseudonym
of person. Files will be named in date first followed by pseudonym followed by revision / data type.

Structurally, audio raw files and transcriptions will be stored in separate sub-folders in the project folder, with
referential filenames to link relevant files.

Project -> Audio -> 20200324 AH mp3
Project -> Transcription -> 20200324 _AH.docx

e. Describe the regime for backing up the data.

All original data will be collected and securely stored using encrypted USB stick, this will then be backed up onto
secure university servers.

f. Describe the procedure to be used to ensure files can be restored from the backups.

Any data files that have been backed up on the university database will be encrypted and stored securely. If data
needs to be restored, then they can be accessed via the university and transferred to the encrypted USB stick.

4. Data Availability to Others

a. Who owns the data?

As this is a university thesis, the data remains the property of the university.

b. Are there restrictions on who can use the data, and if so, what are they?
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As the University stores thesis projects for 10 years, the project could be requested via application through the
university library. The application would have to prove relevance and use in order to be approved. Raw data
would not be included, as it will be deleted when the project is completed. Only final analysis would be included
as part of final thesis publication.

c. If the data can be made openly available, at what point can this happen?

Raw data will not be made available as it will be erased once analysis has been completed.

5. Archiving (preserving the data for future use)

a. What data should be kept beyond the end of the project?

No data is required to be kept beyond the end of the project. All raw data files will be destroyed after the project
is completed.

b. How long should it be kept?

Not applicable.

c. Where will the data be archived?

Not applicable.

d. Who will create and maintain the archive of data?

Not applicable.

e. Are there restrictions on who can access the archived data?

Not applicable.

f. What are the likely (estimated) costs of preserving the data?

Not applicable.

6. Implementing this Plan

a. Name of person responsible for implementing this plan:
Melissa Brown (Trainee Clinical Psychologist) supervised by Dr Stephanie Howarth (Clinical Psychologist) and
Dr Gerald Riley (Clinical Psychologist)

b. Frequency of review and/or updates of this plan:
This plan will be reviewed and updated where necessary during research supervision which takes place
approximately every 4 weeks.

c. Actions required in order to implement this plan:

No actions are needed at the present time.

d. List any further information needed to carry out the actions above:
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Not applicable.

Notes:
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Appendix 10: Interview Schedule

el UNIVERSITYOF
=y BIRMINGHAM

Family experiences of help seeking when a loved one of Afro-Caribbean
heritage experiences memory loss.

Interview schedule

General questions will be asked of all participants. Prompts will be used only if needed to
help the person think about, and elaborate on, their answer.

We know that memory loss can have a significant impact on all areas of life for both the
individual and those around them. Today I will be asking questions relating to your loved
ones experience of memory loss, what sense you as a family have made of these experiences
and what you have done to seek help.

The first topic we will discuss is memory loss and your understanding of when you first

noticed any changes in [name ofperson with memory lOSS].‘

Topic: Memory loss

® General question - when did you become aware that [name of person with

memory IOSS] was experiencing problems with their memory?

® General question - what kind of things do they forget? Prompts - forgetting names, faces,
getting lost, items (keys, phone, glasses, walking aids, handbag), conversations.

® General question - Does [name of person with memory loss]
acknowledge that they do have memory problems?

® General question — Do you, or [name of person with memory loss], have

an idea what was causing the memory problems? Prompt — did the memory problems
coincide with something else going on at the time? Do you think it is a ‘normal’ part of
ageing?

Compassionate statement: “Thank you for sharing, that must have been a difficult time for
you and your family, are you ok for us to continue? (If yes) I will be asking you about
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[name of person with memory loss] reaction to the memory loss (If no -
offer to take a break).

Topic: Family member’s reaction to the memory loss

If they do acknowledge that there is a problem:

“So it appears that [name of person with memory loss] has shown some
insight into their current difficulties”

® General question - How has [name of person with memory IOSS] reacted

to having these problems? Prompts - what has been their emotional response? how have
they coped? Do they do anything to get round the problem?

® General question - What sense do they make of the problem - what do they think is causing
the problem?

If they don't acknowledge:

So it appears that [name of person with memory lOSS] has shown some

difficulty with accepting these recent changes”

® General question: Have you discussed it with them or suggested there is a problem? If so,
how has your loved one reacted to this?

® General question: What is your understanding of why they don’t accept there is a

problem? Prompt — Denial, Cultural undertraining of memory loss

Compassionate statement: “/ understand how hard this must have been for you and your
Sfamily, I just want to check in and make sure that you are ok”

Topic: Participant’s own reactions to the memory loss:

® General question — What is your understanding of why [name of person with

memory IOSS]is having this problem?
Prompts — ageing process, genetics, injury. cultural — spiritual possession, curse, religious
reasoning, change in geographical location, diet, educational level, acculturation.

® General question — how do you feel about [Nname of person with memory
IOSS] having this problem?

® General question — how have you tried to manage the problem, what practical steps have

you taken for dealing with it? Prompts — Talking to religious authority figures, seeking
help from services.
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® General question — Have you had to make any adaptations to your daily routine? Prompts

— Preparing things in advance, changing living arrangements, accompanying loved one to
attend appointments / shopping.

Compassionate statement: “Thank you for sharing these personal accounts with me, it must
be difficult for you to reflect on these experiences, but you are doing really well”

In the next section we will be discussing help seeking. Sometimes individuals from a
minoritized background can experience stigma and shame which makes them reluctant to
seek help from professional services. I would like to gain an understanding of how or where

youmay have sought help for [name of person with memory loss] in

relation to their memory loss.

Topic: Help-seeking

® General question — Has [name of person with memory 10ss] been to the
GP (or health or social services) to discuss the problem?

® General question — What has been your experience with the help seeking process? Prompts
— easy to access, clear approach to treatment, sufficient information.

® General question — What were the barriers (if any) you experienced when seeking help?

Prompts — not knowing where to go / who to speak to, lack of compassion, personal
barriers (shame, stigma, guilt), cultural barriers (language, access, location, interpretation)

® General question — Have you or [name of person with memory loss]|

tried to get other kinds of outside help in dealing with this? If yes, what other sorts of
help? Prompts — other people, looking things up online, seeking help from religious
groups, attending community day centres.

If yes to first question:
® General question — How was this decision about getting outside help made? Prompts —

Who was involved? Was it a whole family decision or a decision made by the family
member themselves? Was there disagreement in the family about getting this help?

® General question — Why was this decision taken? Prompts — relate this back to answers
about the understanding of why the memory loss is happening.
® General question — How culturally informed was the advice given? Prompt — GP sharing

advice in a culturally informed way? Information was understood by the family member,
Cultural explanations were considered.

If no to first question:
® General question - Was there a definite decision not to ask for help?
Ifyes:
O How was this decision about getting outside help made? Prompts — Who was
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involved? Was it a whole family decision or a decision made by the family
member themselves? Was there disagreement in the family about getting this
help?

O Why was this decision taken? Prompts — relate this back to answers about the

understanding of why the memory loss is happening.
If no:

o Might [name of person with memory 10ss]at some point go to

the GP for help? If yes, what is the reason for holding back? If no, what is the
reason for this? Prompts — relate this back to answers about the understanding of
why the memory loss is happening.

“Being from an Afro-Caribbean background may mean that you have an alternative way of
how you make sense of these memory difficulties”

Topic: Cultural Understanding

General Question — Does your family hold any specific cultural beliefs around memory
loss? Prompt — religious explanations, spiritual possession, karma, witchcraft.

If yes:
O What is your understanding of how this may relate to [name of person
with memory loss]?

O How would this be traditionally treated? Prompts — Religious intervention
(prayer, spiritual intercession, exorcism), Isolation.

If no:
O What is your understanding of what is happening to [name of person

with memory loss]?

Does having Afro-Caribbean heritage influence your understanding of what is
happening?
If yes:
O  Where did these beliefs develop from? Prompts — Tradition, family, societal
influence.
O How has this shaped your motivation to seek help? Prompts — More informed on
who to contact, better understanding of how to treat.

Sometimes people don’t trust doctors and medical services, sometimes people don’t trust the
government what are your thoughts around that
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Research has shown that within ethnic minority populations, there was a hesitancy to accept
the covid-19 vaccination during the pandemic. Most research focuses on previous history of
medical mistrust and a lack of trust in the government and cites this as a reason for not
approaching professional services.

General Question: How far would you agree with this statement? And how far if any did it
influence your experience of help seeking?

If no:

Compassionate ending: “Thank you for taking the time to meet with me today and answer my
questions. This will be really helpful for us to get a better understanding as to why people
from an Afro-Caribbean background choose to seek help from services in England, so we can
think about how we can support better access for people from this ethnic group. Do you have
any questions? Do you feel you need any support?”

Version Number: | November 2022 IRAS Number: 319096
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Appendix 11: Examples of Reflexive Thematic Process

Phase One: Familiarising yourself with the dataset
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Phase Two: Coding
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Phase Three: Generating initial themes
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Phase Four: Developing and Reviewing Themes
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Phase Five: Refining, defining and naming themes
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Phase Six: Writing Up
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Appendix 12: Member Checking Results and Questions
E9 UNIVERSITYOF
g5 BIRMINGHAM

Family experiences of help seeking when a loved one of African-Caribbean heritage
experiences memory loss.

A total of fourteen Participants were selected for interview. Eleven participants interviewed
as individuals, and three interviewed as a family consisting of two siblings and a spouse. This
included male (n=5) and female participants (n=9) where the majority were a child of the
loved one, they provided care for. Twelve participants identified as being of African
Caribbean heritage and two identified as being of mixed white & African-Caribbean heritage.
Seven interviews were conducted face to face and five were completed online. Analysis
Resulted in Five Major Themes: (1) The Windrush generation, (2) Lack of Cultural
acknowledgement of Dementia, (3) Stigma and Shame, (4) Keeping it within the family and
(5) Racism and Mistrust of Services.

Theme 1: The Windrush Generation
Keep quiet and carry on

The experiences of this generation (who are the ones now developing dementia) taught them
to deal quietly and determinedly with adversity, to keep a low profile, and not to be assertive
about their own needs. This is evident in the report of some of the participants that their
parents didn’t share with them how difficult it was for them coming to the UK and dealing
with what they had to deal with.

“She’s Jamaican born you know they 've had their challenges, they ’ve come to this country
and had more challenges so that fighting strong willed thing is there you know

If they are experiencing memory and other difficulties, their response would tend towards
carrying on, not making a fuss, and not bringing it to the attention of other people or to
services.

Outsiders:

Being shunned by White society in the UK also created a feeling that services were for White
people and not for them — again contributing to a reluctance to engage with services.

“they have lived a life on the periphery and I think that has shaped and forged their
decisions in that they think ‘its not for me’ or ‘I am not included’ and I think its from
a culture of when mainstream things were not for them, or [they were] actively being
curtailed in their aspirations in needing or wanting to be in places but those places
not being receptive”
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Theme 2: Lack of cultural acknowledgement of dementia

Lack of knowledge and appreciation of dementia as an issue within Caribbean culture.
Normal forgetfulness seen as an accompaniment of old age, but severe memory problems or
other symptoms are attributed to ‘madness’. This lack of cultural identification of the issue,
and the lack of a culturally specified response when the issue is identified, may mean that it is
less clear what is happening, and less clear what should be done about it — meaning they may
be less likely to go down the route of seeking help from others or services.

“Its just the culture in general, they don’t handle mental health or anything like that very
well you know it never has...from a Jamaican perspective they don’t deal with any type of
mental health or accept it as well as a culture in general ”

Theme 3 Stigma and shame:

Identification of dementia with madness also brings with it the stigma associated with
madness, and a reluctance to admit to difficulties because of the shame of being perceived by
others as mad. Another cultural aspect that can contribute to stigma is the belief that going
mad is punishment for some bad that the person has done earlier in their life. Stigma and
shame may lead people to deny that they have any problems, to be reluctant to seek help, and,
if they do end up with an appointment in services, making every effort to minimise their
difficulties.

“Memory problems either means related to age but if you start presenting with other types of
symptoms like Alzheimer’s then its more like your mad”

Theme 4 Keeping it within the family:

Cultural and family pressure (in particular oldest girl) in the family to provide any care that’s
needed, and to keep the person at home — rather than going into care. Family pressures or
expectations around keeping the loved one at home led to providing care becoming an
expectation or entitlement from the loved one or within the culture.

“I think because of his age as well he can be quite sexist and I think from my point of
view if me and my sister were boys it would be different but I think because were girls
its an expectation that you're a girl so you should provide care”

Theme 5 Racism and Mistrust of services:

Experience of racism within services, and the general historical mistreatment of Black
communities, leads to a lack of trust in services. This leads to concerns that they will get a
second-rate service, that information they provide will be misused, that they may get racially
abused within care homes — all of which makes them reluctant to engage with services.
Another aspect of this is their experience or perception that services are set up for White
people and lack cultural sensitivity.
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“They just generally are not understanding for example my dad saying my foots hotting me,
to another [white] professional they wouldn’t understand what hes on about or where the
pain was, you have to understand how they [elders] are explaining things do you know what |
mean? Unless theres someone from an African Caribbean background working there then
they wouldn’t have a clue”

Thank you for taking the time to read through the initial results. The results capture the views
represented in the entire dataset so there may be material or concepts that do not align with
your personal experience, that is okay, this is what emerged from the data as a pattern that
was represented amongst different participants. If you have any further comments or
feedback or would like further elaboration on any of the themes please do let me know.

If you could consider the following questions and return via email at

Results Checking Questions

After reading through the findings, what are your general thoughts?

How accurately do you feel the findings captured your thoughts / experiences?
What could be added to the findings to capture your experiences better?

If there is anything you would like removed, what would that be and why?
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Member Checking Feedback

Member Checking Question

Participant Feedback

After reading through the findings, what are your general
thoughts?

“After reading through the findings, I completely agree with the findings,

although our father did explain the difficulties he faced with racism when he came
to this country, he gave a few examples but not in great detail. | remember him
talking about a racist politician called Enoch Powell whom wanted all black people
to return to their home country. Also they were given jobs that most white people
were not prepared to do. Racist social clubs that did not allow black people in. He
& my mother experienced racism being in a mixed marriage. When they went to
purchase their first house my dad said my mom went alone as if he had gone to view
the house together, they would not have sold it to them. These are a few of my
memories”

“I have read the document that you have sent through and found it to be very
interesting. There were parts and references that at the moment don’'t reflect my
situation, however possibly sometime in the future it will have an impact.”

“We agree / do agree with views and experiences presented.”

“My general thoughts are that these themes capture the experience very well, I am
glad to see research being carried out in such an important area, that is currently
under researched for the Black community”.

How accurately do you feel the findings captured your thoughts /

experiences?

“I feel the findings are accurate in my thoughts and feelings. Especially in regard
to dementia/ mental health as there is a huge stigma in Afro Caribbean culture
towards this and seen as very shameful”

“I don’t feel confident in nursing homes etc that they can provide holistic care
properly for Afro Caribbean patients in terms of food, understanding the

language and general care with hair, skin etc, music, culture & history. | do agree
we do not seek or access services due to the above & feel obliged to care for our
parents due to this. Unfortunately, whilst caring for our parents we get very little
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support either and certainly not financially which has a big impact on your own
family and mental health”

“The only real comment that 1 feel relevant, and you may have captured within the
wider assessment is that feel the younger generation don’t have the same thought
process as the elders. The cultural and family pressure (keeping it within the family)
comes mainly from the elders, (aunts, uncles etc) in my experience. This could be as
the youngsters haven’t been bought up in the Caribbean and they are/have been
aware of care homes as a norm for the elderly. Its practical once caring for adult
becomes detrimental to your/their health that this facility is available, and they
would find it quite easy to place the family member one of them.”

“We agree the findings were true to the experiences remembered by our parents
generation.”

“It was fully captured, especially Themes 1, 2, and 5. This notion of keeping calm
and carrying on acts as a major barrier to seeking help/seeking help at an early
stage”

What could be added to the findings to capture your experiences

better?

“Nothing more to add”

“Reading through the sample of results presented I think it captures the experience
very well and have nothing further to add”

If there is anything you would like removed, what would that be

and why?

“There is nothing I would like removed from the findings and think you have done
an amazing job highlighting the issues”

Nothing to be removed”
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Appendix 13: Excerpt from Reflexive Diary

Interviews week 1
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