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Abstract
Background
The increase in the numbers of South Asians in the UK is likely to lead to an increased need for
dementia services yet; they are currently under-represented in dementia services. Furthermore, little
is known about the prevalence, experience and treatment of dementia in the UK South Asian
population, including their experiences of post-diagnostic support.
Aim/objectives
Commissioned by Alzheimer’s Society, the aim of this project was to gather insight into the
experiences of post-diagnostic dementia support for the South Asian community in England to
identify:




The experiences of people from South Asian communities in the assessment of postdiagnostic support.
Whether post-diagnostic support needs of people from South Asian communities are being
met.
The impact of support needs of people from South Asian communities not being met.

Methodology/Methods
As this project sought to understand experiences, a qualitative case-study approach was adopted.
Twelve South Asian carers of a person with dementia and one South Asian person living with
dementia took part in an on-line in-depth, topic guided interview. All interviews were audio
recorded with consent and analysed using a thematic analysis.
Findings
Analysis revealed that there were a number of challenges receiving a timely diagnosis of dementia
with very little to no post-diagnostic support offered by a healthcare professional. The difficulties they
experienced were the result of; a lack of information about services and having to work through a
fragmented pathway with little guidance. Once they were in contact with services, they faced
additional barriers associated with the lack of culturally inclusive care, and lack of support as carers.
As a result of their experiences, participants have been affected in all areas of their lives; mentally,
physically, socially, and financially. Despite their outstanding resiliency and self-efficacy skills, many
reported feelings of isolation, loneliness, anxiety and depression.
Conclusion/Recommendations
This study highlighted the importance and benefits of co-production whereby people who use services
and carers work with professionals in equal partnerships towards shared goals. As a result of their
experiences, the participants in this study have made recommendations that will result in better
support, and more positive experiences for South Asians when diagnosed with dementia in England.
These include: a dementia link worker to help them navigate their way through services; more
healthcare workers from the South Asian community; the development of engaging resources about
dementia in South Asian languages, greater use of technology and media for sharing information, the
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involvement of family members to help support healthcare professionals, and peer support and
counselling. Future research should investigate: the link between depression and dementia; the
development of culturally appropriate diagnostic tools; the experiences of people who may be caring
for a person who is not a registered resident in the UK and; the development of non-pharmacological
interventions for South Asians and younger people living with dementia.
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Introduction
‘Dementia is a progressive neurological condition. It occurs when the brain is damaged by
diseases (such as Alzheimer’s disease) or by a series of strokes. The symptoms of dementia can
include memory loss and difficulties with thinking, problem-solving, language and physical
function. The symptoms that a person experiences will depend on the parts of their brain that
are damaged and the underlying cause of their dementia’ (Alzheimer’s Society 2021: 7).
In 2013, the All-Party Parliamentary Group on Dementia reported there were an estimated 25,000
people living with dementia in the United Kingdom (UK) from an ethnic minority background.
A significant proportion of these people are South Asians, who make up over 5% of the total UK
population. As reported by Minority Rights Group International (2021) in the UK, South Asians
include Indians (2.3 per cent), Pakistanis (1.9 per cent), Bangladeshis (0.7 per cent) and other
Asians including Sri Lankans, as well as third-generation Asians, Asians of mixed parentage,
people from Nepal, Bhutan and the Maldive Islands and some from the Middle East. Most South
Asians in the UK come from three areas of the subcontinent: the Punjab (Pakistan and India),
Gujarat (India) and north-east Bengal (Bangladesh) with some Gujaratis and Punjabis who came
from East Africa. The main languages are Punjabi, Gujarati, Bengali (or Bangla), Hindi, Urdu and
English. The main religions are Islam, Hinduism and Sikhism with some Christians, Jains and
Buddhists.
The increase in the numbers of South Asians in the UK is likely to lead to an increased need
for dementia services yet; they are currently under-represented in dementia services (Moriarty et
the
prevalence,
experience
and reasons
treatment
dementia
in the UK South
population
(Blakemore
al., 2011).
Despite
the possible
foroflate
or no representation
toAsian
services,
very little
is known
et
al.,
2018)
including
their
experiences
of
post-diagnostic
support.
about
This project was commissioned by Alzheimer’s Society to gather insight into the experiences of postdiagnostic dementia support for the South Asian community in England. This included a brief scoping
review to understand their current challenges in services based on the literature, and one-to-one
interviews with South Asians caring for a person with, or living with, dementia. As this study sought to
understand experiences of immediate post-diagnostic support, only those who received a diagnosis
within six months to four years at the time of their interview were included.
There are significant differences within and between the various South Asian communities,
including between first and subsequent generations. This study does not seek to draw generalisations
about these communities but, rather gain an in-depth understanding of experiences of post-diagnostic
dementia support to identify:




The experiences of people from South Asian communities in the assessment of postdiagnostic support.
Whether post-diagnostic support needs of people from South Asian communities are being
met.
The impact of support needs of people from South Asian communities not being met.
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Scoping Review
A scoping review was conducted to gather evidence for the current challenges in dementia care for
people from South Asian communities in the UK living with, or caring for a person with, dementia. A
number of strategies were applied to obtain the literature for this scoping review:





Numerous library searches for books and journal articles searching keywords such as; South
Asian, post-diagnostic, support, dementia, dementia-diagnosis, services, experiences.
Electronic database searches (namely the use of PubMed) to find electronic journals using
the same key words as above.
General internet searches (Google and Google Scholar) using the same key words as above.
Recommendations of possible useful sources of information (books, journal articles, reports
and conference presentations) from colleagues and established networks.

As the number of studies focussing on UK South Asians experiences of immediate post-diagnostic
dementia support are extremely limited, papers that discussed assessment and diagnosis and areas
of service provision for South Asian communities were included.
Inclusion criteria:
●
●
●
●
●
●

Available as full text
Available in English
Published between 2010-2021
Study must be based in the UK
Must contain research with South Asian communities in the study.
Must contain information relevant to post-diagnostic support, assessment and diagnosis,
and/or service provision.

A total of 26 studies were identified, 14 studies were eligible for inclusion in the scoping review. The
existing evidence has been drawn from a range of research and literature reviews, scoping reviews,
small-scale service evaluations, PhD thesis’, practice papers and policy reports (see table one for
included papers).
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Table One: Papers included in the scoping review
Author(s)
Alzheimer’s Society

Year
2021

Atcha, M.

2018

Baghirathan, S. Cheston, R.
Hui, R. Chacon, A, Shears,
P. and Currie, K.

2018

Blakemore, A. Kenning, C.
Mirza, N. Daker-White, G.
Panagioti, M. and Waheed,
W.
Dodd, E. Pracownik, R.
Popel, S. Collings, S.
Emmens, T. and Cheston,
R.

2018

Jutlla, K.

2015

Jutlla, K.

2011

Jutlla, K.

2014

Jutlla, K. and Kaur, H.

2019

Kaur, H. Jutlla, K.
Moreland, N. and Read, K.

2010

Moriarty, J. Sharif, N. and
Robinson, J.

2011

Ogliari, G. Turner, Z.
Khalique, J. Gordon, A.
Gladman, J. and Chadborn,
N.

2019

Parveen, S. Peltier, C. and
Oyebode, J.

2016

Wilson, A. Bankart, J.
Regen, E. Phelps, K.
Agarwal, S. Johnson, M.
Raghavan, R. Sitaram, B.
and Subramaniam, H.

2020

2020

Title
Ethnic minority
Communities:
Increasing access to
a dementia diagnosis
Access to dementia diagnosis and
support in a diverse South Asian
community: A qualitative study
A grounded theory analysis of the
dementia experiences of people
from three BME communities:
Balancing the need for support
against fears of being diminished.
Dementia in UK South Asians: a
scoping review of the literature

Nature of work
Report

Methods
Literature Review
Semi-structured
interviews

PhD thesis

Qualitative study

Journal article

Secondary data analysis

Journal article

Scoping review

Dementia services for people from
Black, Asian and Minority Ethnic
and White-British communities:
Does a primary care based model
contribute to equality in service
provision?
Dementia and Caregiving in South
Asian communities in the UK
Caring for a person with dementia:
a qualitative study of the
experiences of the Sikh community
in Wolverhampton.
The impact of migration
experiences and migration
identities on the experiences of
services and caring for a family
member with dementia for Sikhs
living in Wolverhampton, UK
The experience of dementia in UK
south Asian communities

Journal article

Secondary data analysis

Book chapter

Literature based

PhD thesis

Qualitative study

Journal article

Qualitative study

Book chapter

Literature and practice
based

How a link nurse ensured equal
treatment for people of Asian
origin with dementia.
Black and minority ethnic people
with dementia and their access to
support and services

Journal article

Case study

SCIE briefing

Policy review

Ethnic disparity in access to the
memory assessment service
between South Asian and white
British older adults in the United
Kingdom: A cohort study
Perceptions of dementia and use of
services in minority ethnic
communities: a scoping exercise

Journal article

Longitudinal study

Journal article

Scoping review

Ethnic variations in referrals to the
Leicester memory and dementia
assessment service, 2010 to 2017

Journal article

Secondary data analysis

Analysis of 14 papers revealed three areas that are pertinent to the experiences of UK South Asian
communities; the lack of culturally appropriate diagnostic tools, the lack of culturally appropriate
service provision and socio-cultural factors.
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Lack of culturally appropriate diagnostic tools
According to the literature, there are some challenges for South Asian communities when receiving
an assessment for a diagnosis of dementia. This is largely due to low levels of literacy, language
barriers and a lack of appropriately translated and culturally adapted screening and diagnostic tools
(Blakemore et al., 2018; Alzheimer’s Society 2021). Atcha (2018) conducted a qualitative study
investigating access to dementia diagnosis and support in a diverse South Asian community. The
research involved semi structured interviews and focus groups both with members of the South Asian
community and healthcare professionals. This study found that current cognitive testing tools used
for diagnosing dementia do not take into account migration identities for South Asian communities
whereby ‘many of the questions in the cognitive test are about significant events in UK history, and
many first-generation South Asian immigrants in the UK who have since developed dementia may have
insufficient knowledge of UK history to complete the test’ (Atcha 2018: 183). These findings were
echoed in a study by Wilson et al., (2020) who examined referrals between 2010 and 2017 in Leicester
which included all those whose ethnicity was recorded as Black (n = 131) and a random sample of 260
Asian and 259 White British referrals. The authors concluded that most services are agnostic to the
cultural complexities of assessing and providing care and support to these groups and that the higher
proportion of unclassified dementia in these groups may be because specialists also find assessment
more difficult. A Eurocentric assessment tool can contribute to South Asian families becoming
reluctant to access dementia services and instead deciding to carry on caring for family members with
dementia without support (Atcha 2018).
Although Wilson et al., (2020) found no differences in the severity of dementia amongst the ethnic
groups, advances in the early diagnosis of dementia have highlighted the differences between those
people who receive an early diagnosis compared with those who receive a diagnosis once their
dementia has become severe. It is well reported that South Asians present themselves to services
when in a crisis situation (Moriarty et al., 2011; Atcha 2018; Alzheimer’s Society 2021). The literature
reports a number of reasons for this, namely; the lack of awareness and understanding of dementia
(Moriarty et al., 2011; Alzheimer’s Society 2021). Furthermore, the stigma around dementia can result
in some families hiding or ignoring early signs of dementia (Jutlla 2015), with some families perceiving
the use of services as shameful (Parveen et al., 2016). Evidence also suggests that South Asian families
perceive the caring of older people as the responsibility of the families and thus do not seek support
(Alzheimer’s Society 2021). As reported by Moriarty et al., (2011), late representation may result in
families having negative experiences from caring for their loved one for some time without support.
Alzheimer’s Society (2021) carried out a literature review of local diagnostic pathways, datasets and
documents relating to dementia diagnosis and ethnic minority communities. To supplement their
understanding of dementia diagnosis and ethnic minority communities, they conducted semistructured interviews with a range of health, care and voluntary sector professionals. Their research
too highlighted that access to, and provision and use of, cognitive tools to support assessment of
people from ethnic minorities was a barrier identified by professionals involved in dementia diagnosis.
Indeed, difficulties in cognitive screening or issues relating to language or culture may be more
common when assessing people from South Asian communities. Furthermore, a fragmented pathway
and the need to navigate a series of gatekeepers before getting a diagnosis has proven difficult for
people (Alzheimer’s Society 2020) and could serve as a disadvantage for communities whose first
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language is not English (Alzheimer’s Society 2021). As highlighted by Moriarty et al., (2011), it is not
clear how far lack of access to early intervention services contributes to negative attitudes about
dementia.
Jutlla (2011) conducted a qualitative study involving narrative interviews with Sikh carers of a family
member with dementia in Wolverhampton and reported that a hierarchy of credibility was given to
health professionals with General Practitioners (GP) considered the most knowledgeable, particularly
by older Sikh carers. Reliance on GPs could result in a delayed diagnosis for, ‘GPs often use a ‘watch
and wait’ strategy for patients suspected with dementia, to ensure that enough information is
collected to support a referral to secondary care’ (Alzheimer’s Society 2021: 29). Wilson et al., (2020)
suggest that the higher proportion of non-dementia diagnoses in South Asians suggest that GPs may
respond to difficulties in assessment of cognition by having a lower threshold of referral. The need for
in-service education for GPs about dementia to improve early detection has been identified by
Alzheimer’s Society (2020) however; it is evident that further work is required to adapt diagnostic
tools that are currently Eurocentric and rely on British history. Funded by the National Institute for
Health Research, the ADAPT study aims to create an online toolkit of culturally appropriate
assessments and interventions that support people from South Asian communities across the
dementia care pathway (Cheston et al., project in-progress).

Lack of culturally appropriate service provision
The increase in the numbers of South Asians in the UK is likely to lead to an increased need for
dementia services yet; they are currently under-represented in dementia services (Moriarty, et al.,
2011). Those who do use services have suggested that they are culturally inappropriate due to cultural
and language barriers (Jutlla 2015; Parveen et al., 2016; Atcha 2018; Jutlla and Kaur 2019; Alzheimer’s
Society 2021). Research with Sikh carers in Wolverhampton highlighted that this was due to a lack of
awareness from services about their faith, cultural norms and dietary requirements (Jutlla 2011).
Parveen et al., (2016) conducted a number of roadshows involving discussion groups about dementia
with ethnic minority groups, including British Asians. They concluded that people made use of religion,
as opposed to medical healthcare services, as a form of personal and treatment control. Similarly,
Baghirathan et al., (2018) found in their study that people from South Asian communities preferred
to draw on community support networks such as mosques, and gurdwaras, rather than dementiaspecific services such as those run by the Alzheimer's Society possibly because they did not perceive
these as meeting their cultural needs. Other studies have suggested that low service uptake is also
due to a lack of knowledge of the services available as well as culturally specific barriers such as
language (Jutlla 2015; Parveen et al., 2016; Blakemore et al., 2018). It has also been suggested that
the reliance on community initiatives for support is due to the low representation of staff from a
person's own community background in professional health services (Alzheimer’s Society 2021).

Dodd et al., (2020) set out to investigate whether there were disparities in service provision for people
from ethnic communities compared to White British communities within a primary care led dementia
service in the UK. Data were extracted from 30 cases from African-Caribbean, South Asian and Chinese
communities who had been referred to a dementia service between April 2016 and December 2017.
Data was then extracted from 30 White British cases matched for gender, age (within five years). They
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compared service provision for both samples around assessment, diagnosis and post diagnostic
support. On the contrary, their study suggests that many areas of service provision showed no
evidence of inequality however, important differences remain including the time at which people
present for assessment and the range of post-diagnostic services which are discussed. Significantly
more people from the White British sample were recorded as using or being offered more than one
form of community support. The authors were unclear as to whether support offered to South Asian
communities was declined based on the perception that these services would not meet their cultural
needs. Furthermore, they suggest that the lower recorded level of post-diagnostic support might
reflect either fewer culturally appropriate services are available or such services do exist, but dementia
navigators and practitioners are not aware of them. They also suggested the possibility that staff may
not recommend the same range of post-diagnostic support for South Asian people due to the
assumption that they may not use these services. There is also the likelihood that UK south Asians are
not aware of the services available to them following a diagnosis of dementia (Jutlla 2015; Parveen et
al., 2016; Blakemore et al., 2018; Jutlla and Kaur 2019).
There was no research that identified the immediate post-diagnostic dementia support needs for UK
South Asians, although some studies suggested improvements in practice that would consequently
support such communities to better access support. Kaur et al., (2010) discussed the benefits of an
Asian link nurse for Punjabi-speaking people of Asian origin in a dementia service in Wolverhampton.
The availability of an Asian link nurse was successful in providing appropriate and culturally sensitive
help and information for healthcare professionals, voluntary services and South Asian people with
dementia. Jutlla and Kaur (2019) later expand on this by discussing the importance of care plans
requiring a multi-agency approach involving regular visits to people with dementia and their families
to evaluate the treatment put in place. Such findings were further supported by Alzheimer’s Society
(2021: 40) who have highlighted the need for an integrated care system which should ‘consider
provision of a dedicated cultural worker at primary care level to support referral to memory
assessment.’
It has been suggested that as we move towards a more ‘superdiverse’ society, care must be
personalised and tailored to meet individual and family needs (Jutlla and Kaur 2019). Furthermore, UK
South Asians consist of many different communities who are by no means homogenous groups. As
highlighted by the APPG (2013: 20) UK South Asians ‘share a similar experience and face particular
challenges in getting the support they need. But nonetheless it is important to acknowledge and
respond to the differences within ethnic groups and, at an individual level, ensure a person-centred
approach is taken.’
Socio-cultural factors
There is some evidence to suggest that ethnicity and age impact on access and experiences of services.
Research has suggested that South Asians may be socially excluded as service users due to perceived
institutionalised racism that has led to the mistrust of health and social care services with carers of
people with dementia feeling that services ‘don’t give it to people like us’ (Jutlla 2014: 7). Jutlla (2014:
19) reported that ‘experiences of health and social care services for Sikh carers revealed wider
discourses of the social inequalities and exclusion faced by ethnic minorities when attempting to access
services.’ Atcha (2018) noted how the family members of people living with dementia reported that
the healthcare professionals involved in dementia services lacked a culturally sensitive approach when
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engaging with service users from the South Asian community, which may reinforce feelings of
discrimination. Alzheimer’s Society (2021) noted that greater attention needs to be paid to the
complexity and diversity of migrant communities whose experiences are shaped by socio-political
factors. For South Asians this involves the influences of migration experiences and migration identities
for, knowledge of a person’s background and experiences is important for understanding how they
then experience health services (Jutlla 2014).
Ogliari et al., (2019) conducted a longitudinal study to investigate whether timeliness of access to a
memory assessment service differs between older people of white British and South Asian ethnicity
in Nottingham. Their cohort comprised 3654 white British and 32 South Asian older outpatients.
Although a comparatively small sample, their study found that older South Asian outpatients are less
likely to access dementia diagnostic services in a timely way, compared to white British outpatients
due to a lower index of deprivation, previous access to rapid response mental health services and
particularly where English was not their first language. Older age was associated with reduced
likelihood of timely access, while gender was not.
Despite the reasons for late representation, it is evident from the current literature base that many
UK South Asians are faced with language and cultural barriers in the diagnosis of dementia, access to
health and social care, and that socio-cultural factors shape the South Asians community’s experience
of dementia and the services offered to them. Very little is known about the post-diagnostic support
needs and experiences of the South Asian community following a diagnosis of dementia.

Methodology and Methods
As this project sought to understand experiences, a qualitative case-study approach was adopted. The
case study approach allows in-depth, multi-faceted explorations of complex issues in real-life settings.
In light of the COVID-19 crisis, this was an on-line based research project conducted by the author.
Data collection involved one-to-one in-depth topic guided interviews either via zoom, Microsoft
Teams or over the telephone.
Recruitment
Participants were recruited in two ways:
1. A Social Media Campaign
Dedicated social media pages were previously developed by the author targeting South Asian
communities living with dementia. These accounts are led by Dr Jutlla with the support of a Digital
Marketing consultant for reaching the target audience on Facebook and Instagram (see:
@drkaranjutlla). These platforms have been designed to be interactive with various calls to action
such as sharing experiences. A communications strategy including a four weeks social media
campaign was developed to seek participants, including appearing on a South Asian West Midlands
based local radio station to advertise for participants.
2. Existing established networks
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Existing networks known well to the author were contacted including three West Midlands
based support groups that are virtually run by members of the South Asian community consisting
of approximately 20 members each. Prior to the Covid-19 pandemic, these groups met
physically but now operate via WhatsApp groups to offer support to those possibly
experiencing isolation. These groups are self-funded, organised and operated by volunteers
within the community.
A project flyer/advert was developed and shared amongst existing networks (see appendix one).
Once people had expressed an interest, a screening questionnaire was developed to
ensure that participants met the criteria to take part in this project. To take part in this project,
people must:
●
●
●
●
●

Have had a diagnosis of dementia within the last four years in England, or,
Be caring for a person with dementia who had a diagnosis within the last four years in England,
and,
Be part of a South Asian community,
Be able to understand Punjabi and/or English (to avoid the use of interpreters),
Have been receiving post-diagnostic support for at least six months

Participants
From all activities, a total of 24 people got in touch to take part in this study however; 11 of them were
not eligible due to the diagnosis having been received more than four years ago or under six months
ago. Two people had not received a diagnosis at all and contacted the author as they suspected
dementia.
In total, 13 people took part in this study: 12 carers of a family member with dementia and one person
living with dementia. The study includes nine females (eight Sikhs, one Hindu,) four males, (two
Muslims, one Hindu, one Sikh). The youngest participant is 28 years old and the eldest is 78 years old
from various locations in England (four from London, three from Wolverhampton, two from
Manchester, one from Birmingham, West Yorkshire, Willenhall, and Coventry). See Appendix Two for
more information about the participants including the route in which they contacted the author.
As with most qualitative research projects, reference must be made to the possible limitations of this
study associated with the sample. Although the number of participants in this study (n=13) is relatively
small, qualitative research is concerned with revealing aspects of reality that cannot be quantified.
The UK South Asian population are made up of a number of religions including; Islam, Hinduism,
Sikhism, Christianity and Buddhism. Nine participants in this study are Sikh, with two Hindus and two
Muslims. The high numbers of Sikh people are in part due to the eligibility criteria - being able to
understand Punjabi and/or English. Although this is a limitation, the participants in this study shared
similar challenges in their experiences of post-diagnostic support despite their religion. Furthermore,
this project sought not to make generalizations about the South Asian community but rather, focussed
on the understanding and explanation of the dynamics of their post-diagnostic dementia support
needs and experiences. Although more females (n=9) took part than men (n=4), this is representative
of current caring roles for people with dementia.
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Data Collection
Following a consultation with Alzheimer’s Society, a series of questions were developed based on the
current knowledge gaps. These questions formed the topic guide for the interviews (see appendix
three). Six interviews took place via Zoom, two via Microsoft Teams, and five via a telephone
conversation. Ten interviews took place in English, two in Punjabi and one with both English and
Punjabi. Interviews lasted between 30-90 minutes each.

Ethical considerations
All work was carried out following the guidance of the British Psychological Society’s code of ethics
and conduct (2018). In doing so, all participants were respected and the author ensured that they
acted responsibly and with integrity. They did not mislead participants and remained open and honest
about the purpose of this project and intended use of the findings.
Consent to participate
Participants were all provided with a project information sheet (see appendix four) and had the
opportunity to ask any questions. The author verbally translated the participant information sheet
into Punjabi for non-English speaking participants and gave them to time to reflect and ask any
questions before agreeing to take part. As this was an on-line research project, consent to participate
was recorded verbally at the beginning of each interview including the consent for the interview to be
recorded for the purpose of analysis. Participants understood that they had a right to withdraw from
the study at any time for no given reason.
Confidentiality
Participants remain anonymous and identity has not been revealed in the write up or publication of
these findings. Pseudonyms have been provided for participants, and names and places that may
reveal their identity have been amended in the case study illustrations, to ensure anonymity.
Consent to publish/report
Verbal consent was gained from participants for use of quotes for report writing purposes and any
dissemination activities. Participants were reassured that any details that may reveal their identity
would be amended.
Vulnerable people
Having worked as a researcher in this field for 15 years, Dr Jutlla has sound experience of interviewing
people with dementia and ensured that the five principles of the Mental Health Capacity Act 2005
were followed. Consent remained an on-going process throughout the interview and regular breaks
were given when required. Dementia is an emotive subject and if a person showed signs of any
distress, it was agreed that the interview will be appropriately terminated. Equally, a person was
informed that they have no obligation to complete their interview and may terminate at any given
point should they feel distressed. The timing of the interviews remained flexible to suit individual
needs.

11

Data protection
All audio files and interview transcripts have been stored on an external hard drive in a password
protected file known only to the author. They will be destroyed three years after completion of this
project.

Analysis
Analysis of the interviews applied the six phases of thematic analysis outlined by Braun and Clark
(2006): (i) Familiarisation with the data; (ii) Generation of initial codes; (iii) Search for themes; (iv)
Review of themes; (v) Categorisation of themes and (vi) Production of the report
Familiarisation with the data
All interviews were transcribed by the author to develop familiarisation with the data. The author also
translated and transcribed interviews in Punjabi into English. To ensure that these were valid, two
small segments of a Punjabi interview were shared with two bi-lingual (Punjabi and English) members
of the South Asian community who were asked to provide an English translation which was then
compared to that of the author’s by way of good practice (see appendix five).
Generation of initial codes
Once transcribed, the interviews were read by the author and initial codes were applied in the margins
of the transcripts. These codes were initial ideas and thoughts about issues arising from the data.
Search for themes
The initial codes generated were categorised against each question asked – also known as data
extraction. This allowed for the identification of themes which involved looking for similarities
amongst the participants. In particular, codes were categorised against a challenge, unmet need and
an impact/consequence of an unmet need. For example, the lack of South Asian healthcare workers,
language and cultural barriers, and lack of understanding of the diversity with South Asian
communities were all challenges associated with the ‘lack of culturally inclusive care.’
Review of themes
The themes were then reviewed against each participant – to understand and highlight the context in
which these themes had arisen. In line with the case-study approach, this involved writing memos to
illustrate the development of that theme for each participant. For example, in regards to the ‘lack of
culturally inclusive care’, a memo was written for each participant answering the following questions:





What does this person class as a service not being culturally inclusive?
How did the situation arise?
What has been the impact of this?
What do they suggest would help with this?

This process also allowed for the identification of any positive case examples.
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Categorisation of themes
The themes were then categorised and further developed against the objectives of this project in the
form of memos:




To identify the experiences of people from South Asian communities in the assessment of
post-diagnostic support.
To identify whether post-diagnostic support needs of people from South Asian communities
are being met.
To identify the impact of support needs of people from South Asian communities not being
met.

Production of the report
Using case study illustrations, the findings were written up to represent the collective narrative of
participants experiences which for them, included challenges with receiving a timely diagnosis and
challenges with getting post-diagnostic support due to: a lack of information about services, a
fragmented pathway, lack of culturally inclusive care and lack of support for carers. As a result of their
experiences, participants have been impacted mentally, physically, financially and socially.
A note on researcher bias
The author's epistemological stance as a Sikh woman in this research warrants some reflection.
Although there are advantages of being an ‘insider’ in regards to access, and understanding, it is
important that processes are put in place to avoid possibilities of unconscious cultural bias in the
analysis of the data. Throughout data collection and analysis, the author kept a reflective journal as a
separate space to explicate and understand their feelings about the research. Where necessary,
findings were also shared with participants to ensure that they were a true reflection of their
experiences. As with all qualitative research projects, it is possible that another researcher may
interpret the findings of this study differently based on their own epistemology. This process cannot
be avoided in qualitative research but such processes to ensure the validity of the findings should be
practiced.

Findings
Analysis revealed that there has been very little to no post-diagnostic dementia support offered to
people other than what they have been able to find via their own resources. According to the
participants, the only post-diagnostic support received has been in regards to medical treatment for
the person diagnosed with dementia. Any other service has required participants to be proactive in
finding the services available to them. Analysis revealed that an individual’s experience of postdiagnostic support is dependent upon their experiences of receiving the diagnosis.

Receiving a timely diagnosis: “why am I trying to find out what’s causing
this, isn’t that your job?”
Twelve of the participants in this study contacted their General Practitioner (GP) due to memory loss
issues whereby the person concerned was becoming increasingly forgetful and losing their concept of
space and time. For one participant, the GP had noticed possible symptoms of dementia during a
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check-up with their family member for a different health issue. There were three positive
experiences whereby the GP acted quickly and made a referral to a memory assessment service
where tests were conducted in a timely manner and a diagnosis was received (See Box One).
For the remaining participants, receiving a diagnosis of dementia was prolonged due to cases of
misdiagnosis, and participant’s feeling that their views were not considered. Receiving a
diagnosis therefore required a great deal of persistence. Other difficulties were also reported in
regards to: the assessment tool used; people with dementia trying to get a diagnosis on their own
and; difficulties for people whose first language is not English.
Balvinder is a 32 year old Sikh woman, who cares for her mother who was diagnosed with Alzheimer’s
disease one year ago. She lives with her mother, father and brother in London. Her mother was
beginning to become frequently forgetful and so Balvinder contacted the GP. When she explained
her mother’s symptoms to the GP he referred her mother to the memory assessment service.
Around this time, her mother’s sister had passed away and consequently her mother was feeling
depressed.
The specialist at the memory assessment service therefore queried whether her mother had
“severe anxiety and depression” as she was too young to have dementia. Her mother was sent for
two scans and as nothing showed up:
“The specialist was kind of like, “Look, I think it’s probably just anxiety, severe anxiety and
depression. Severe anxiety can cause memory loss.” So, you know, his first course of treatment
was, “Let’s get rid of that anxiety and depression.” And so, she was prescribed antidepressants
and anti-anxiety medication. So, he saw us regularly over three years, basically, we kept going
back to him to say nothing’s changed or this has happened, whatever. And he was convinced
it was anxiety and depression. So, he was very much going down the route of, “Look, there’s
nothing wrong, there’s nothing showing on her scans so let’s clear up the depression and
anxiety and see where we get to.”
Balvinder stated very clearly that she knew it was more than just depression with her mother:
“I had to, basically, push him and I was like, “No, there’s something wrong.” I was like, “You’re
saying that she’s not as depressed as she was when you initially saw her.” I was like, “But she
doesn’t know where she is. She’s got no concept of time; she’s got no concept of anything.
There is something there, like I don’t know what it is but there’s something there.” Then he
recommended this other scan. We went to another hospital, did this other scan and, basically,
we then just got lost in the system for about nine months. Nothing, we didn’t hear anything
back from the results of this scan, the GP didn’t tell us anything, couldn’t tell us anything. They
were like, “You need to get on to the hospital.” We weren’t getting anything out of the hospital,
the hospital was like, “The consultant’s left, this person no longer works here.” The memory
clinic were like, “You’ve gone through that hospital, the hospital…” we just basically had like
nine months of nothing. Which is sort of understood to an extent because Covid was happening
and I know there was a lot of weird stuff going on no one really knew.”
After persistent phone calls, Balvinder finally spoke to a specialist who confirmed that the scan showed
a build-up of plaques in the brain and that her mother has Alzheimer’s disease. Following the
diagnosis, Balvinder stated:
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“From there, we then tried to get back in contact with the memory clinic to be like, “Okay, so
what does this mean, what happens now, whatever?” and they were like, “Okay. Well now,
this is your GP’s problem, it’s not anything to do with us anymore. “And yeah, that’s it,
basically, that’s all that’s happened. So, “It’s your GP’s problem. Any issues you have, go
through your GP first and they’ll take it from there… and just when you think the battle is over,
it’s actually only just begun.”

Jasmine is a 32 years old Sikh woman who cares for her mother who was diagnosed with Lewy Body
Dementia seven months ago. She resides with her mother, father, and brother in London. Her mother
started becoming forgetful and so an appointment was made to see their GP. Following the
GP’s assessment, a referral was made to a memory assessment service however because of the
Covid-19 restrictions, they were not taking any referrals. Not knowing how long the restrictions
would last, the family decided to go private and received the diagnosis following a number of
scans a few months later. During this time, the memory assessment service had reopened and
conducted a MRI scan which showed no signs of dementia and reported to the family that there
was ‘nothing of concern.’ Consequently Jasmine stated that the memory assessment service:
“just put it down to Covid and didn’t want to progress to anything, do any other sort of tests.
Whereas, obviously, the private consultant, even though we did the MRI scan, had initially
said, yeah, it doesn’t show dementia but suggested all these other scans we could do, which
we then eventually got to the bottom of what was going on, which did take a while. The NHS
didn’t really do much, they did an MRI scan that didn’t show anything of concern and just said
it was down to Covid and being inside and, potentially, like depression and so on. That it can’t
be dementia.”
Similar to Balvinder, Jasmine stated ‘but I knew it was more than just depression, she was
very confused.” Jasmine also touched upon the fact that the memory assessment service did not feel
confident giving an assessment to her mum because of the language barrier. The service felt that
because it is not tailored for South Asian/Punjabi speaking people, she may score lower and so “that
was that, they just left it there.”

Sukhjinder is a 43 year old Sikh woman who cares for mother who was diagnosed with Vascular
Dementia two years ago. She lives alone with her mother in Willenhall. Sukhjinder’s mother has a
history of what she describes as ‘volatile and erratic’ behaviour however; when her behaviour became
more challenging, she contacted the GP and had to be incredibly persistent in order to get her mother
a MRI scan:
“So, I just pushed and pushed and I said I’m going through a hard time with her. And I think
the doctor was just saying well, she’s always been like that. And I said, “Well, I need something
done.” And they were just a little bit reluctant. And then I said, “Well, I want to check her MRI
and things.” And then, eventually, they, you know, because I was really adamant, then they
were like, “Okay.” I’m quite a firm person and pushy so I think because of that. Otherwise, I
don’t think they would have, probably, done it. They just kept for years saying, “Oh, that’s just
her personality.”
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Similar to Balvinder, once she had the MRI scan Sukhjinder was then faced ‘battling with another
service:’
“So then we went to the Hospital and we got the MRI scan. And then it took a few weeks and
I was calling and saying, “Why haven’t we had the results?” And to get the results, that took
some time, it really did and I kept pushing, saying, “Where are the results?” And they said,
“We’re sorry, there’s just been a delay.” And then they said, “Oh, it had kind of been forgotten,”
or they suggested that. And I said, “That’s not good because that MRI was done months ago
and you’ve just got back to me now.”
Consequently, Sukhjinder had to go through the process again and persistently follow up, eventually
they received the results of the scan which revealed a vascular dementia. For Sukhjinder therefore,
‘the system is really bad. I’ve spent what’s felt like years trying to get to the bottom of this. This time I
didn’t let them fob me off.”

Jaz is a 54 year old Sikh woman who cares for her mother who was diagnosed with Alzheimer’s disease,
Vascular Dementia and Mixed Dementia four years ago. Jaz is a long distance carer, her mother lives
alone in Maidenhead and Jaz lives 200 miles north of her with her husband and daughter. Following
the death of her father in 2013, her mother was diagnosed with clinical depression. In 2017, her
mother started to make ‘inappropriate phone calls’ to Jaz. Concerned for her mental wellbeing, Jaz
contacted social services asking for an assessment. Her mother performed well at the assessment and
both the GP and social services were convinced that her mother was fine and that “there was no cause
for concern.” However; Jaz tried to explain that her mother is always friendly and okay whenever a
stranger comes to the house because that is her personality. As her mother lives alone, Jaz installed
cameras in her mother’s house as a way of safeguarding her. Her mother had left the pan on the gas
and Jaz contacted social services who agreed to monitor her mother for two weeks. Once again, they
were convinced she was fine - until there was a crisis whereby her mother had left the pan on the gas
a second time running. Consequently, her mother was admitted into a psychiatric ward where a
number of tests were performed revealing three different diagnoses of dementia. For Jaz,
“It was such an ordeal to get to that point. Thankfully I had installed cameras in her house to
be able to tell someone that she’s in some sort of danger. Why didn’t they just listen to me
sooner? I don’t know why, it was just like they wouldn’t believe me. She had to end up in a
psychiatric ward to get an assessment and yet I was telling them months before that, that she
needs an assessment.’

Jayesh is a 28 year old Hindu male who cares for his mother who was diagnosed with Early Onset
Dementia one year ago. He lives with his mother and sister in Birmingham. Similar to Balvinder,
Jasmine and Sukhjinder, his mother’s symptoms were understood by the GP as anxiety and depression
due to her already having a diagnosis of depression, and it took several visits to the GP before she was
referred for a scan. Although there were some delays due to Covid, Jayesh felt that,
“She should have got her diagnosis way before she did, a year ago. I know because of Covid
everything got delayed but, Mums’ been showing signs for the last few years and I’ve been
telling the GP for a while now. It must have taken about five visits for him to take me seriously,
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he just kept saying it’s most likely anxiety or her depression because she suffers from that too.
Because she was getting really forgetful I asked the doctor to change her meds because I
thought maybe it’s a side effect of that or something and he told me that her meds don’t have
that type of side effect. But I was just sitting there thinking, why am I trying to find out what’s
causing this, isn’t that your job? So in the end, he sent her for a scan and the report showed
some areas of her brain were affected and so he told us it's dementia, and it can happen to
younger people. She’s only 62.”
Similar to the others, Jayesh questioned “why didn’t the doctor just listen to me earlier? Like, they tell
you to talk to your doctor but what are you supposed to do if they don’t listen?”

Sharan is a 53 year old Sikh woman who cared for her mother who was diagnosed with Vascular
Dementia three years ago and sadly passed away six months ago. She lives with her two daughters in
Coventry although her mother lived in Birmingham where she resided with her husband. Similar to
Jaz, she was a distant carer. Like the others, it took Sharan some time to get her mother a diagnosis.
In 2015 her mother was experiencing falls which became more frequent. During a visit to India, her
mother experienced a dangerous fall and was seen by a Neurologist there who diagnosed her with
Progressive Supranuclear Palsy which is a rare progressive condition that can cause problems with
balance, movement, vision, speech and swallowing. Upon her return to the UK, Sharan “fought with
her doctor to get a second opinion.” All areas were investigated, her vision, her shoes – all matters
that might explain frequent falls however,
“if only they had connected the dots sooner, and done the MRI scan. The doctors were putting
the falls down to her high blood pressure but the MRI scan showed mini strokes in her brain.
And we wouldn’t have known that had I have not pushed the doctor for a scan. It wasn’t until
2018 they did the scan. That’s years of investigating where Mum could have had help so much
sooner.”
Consequently, Sharan felt that “you have to do so much to get the diagnosis, you’re tired before you’ve
been started.”

There were some cases where the referral was made in a timely manner but not without its difficulties
that have been unique to each individual. Questions thus arose about the appropriateness of
assessment tools (Rita), people with dementia trying to get a diagnosis on their own (Joginder and
Aditya), and difficulties for people whose first language is not English (Kuljit).
Rita is a 56 year Sikh woman who cares for her mother who was diagnosed with Alzheimer’s disease
four years ago. Rita lives in West Yorkshire with her husband and her mother lives in a care home
not far from Rita. Although Rita’s doctor acted quite quickly and made a referral to a memory
assessment service, Rita questioned the assessment tool used to diagnose her mother as it was not
culturally appropriate. She also touched upon the issues of having an interpreter:
“They asked stupid questions, like my mums not going to know about certain things here. Ask
her personal questions not generic ones. I had to keep saying to them “she won’t know the
answer to that question, ask her this. She’s Punjabi, how will she know that?” And I had to
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keep intervening because the translator wasn’t translating properly. If I wasn’t there to
intervene then I think she would have scored very differently. Anyway, they told us it was the
early stages of Alzheimer’s disease and that was it. No referrals. Nothing from the doctor.”
Whilst the referral happened quickly, and the assessment took place, Rita still needed to intervene in
order to ensure that the assessment gave a valid diagnosis. Rita therefore felt that “the whole process
for getting a diagnosis was developed for White British people and has never been changed.”

Joginder is a 78 year old Sikh woman who was diagnosed with Alzheimer’s disease three years ago.
She lives alone in Wolverhampton. Negative comments from members of the South Asian community
motivated her to speak to someone. Initially she was told that she was fine but she persisted to be
checked:
“Actually I was feeling that something wasn’t right with me. You know I used to go to the
groups (ladies gatherings) and I kept forgetting things or sometimes I would say the wrong
thing. And the ladies used to make fun of me and say “you’re going pagal (mad)” and it used
to hurt me. So I thought it’s better if I get checked out. One day you know I was in the town
and there was a mental health stall there and I went in and asked them – that I need a little
information. Then the lady told me – you go to your GP and tell him. So I went to the GP. At
first she told me it’s nothing, you’re okay. And I said, “no, I want you to check for me. Because
sometimes when I’m driving, I forget where I’m going.” And I have another problem, because
of that, I have more problems with this. So the GP said okay, I'll give you a test. She asked me
a few questions and I answered them. Then she referred me to the memory place. And they
diagnosed me there and did some x rays or scan. Scan I think, I forget the name sometimes.
And they told me it’s this.”
Although Joginder’s experience was fairly positive in comparison to the others she still contested her
GP’s initial response to her symptoms and because she was knowledgeable about dementia having
previously attended a dementia information session, she told her GP that “I know what the signs are,
it could be dementia. I just want you to check.” Joginder also noted the difficulties for a person trying
to receive a diagnosis of dementia for themselves:
“I found the process hard because I have gone there [to the GP] because I’m forgetting things.
So then I became worried that I’m going to forget that I’ve been to the doctor or that I’ve even
got this problem.”
To support her, Joginder told a close friend and kept her regularly updated. In the event that she may
forget, her friend was tasked to remind her to attend her appointments and follow-up any tests that
were taken.

Aditya is a 31 year old Hindu male who cares for his mother who was diagnosed with Vascular
Dementia two years ago. He lives alone with his mother in London. Similar to Joginder, Aditya’s mother
went to her GP herself to “and said that she wasn’t feeling right, that her friends and family are saying
she is becoming forgetful.” Whilst her doctor acted quickly and sent her for a referral, Aditya only
came to know of the situation when:
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“one day a letter came to the house and I read it. It was for a scan. I asked her what it was
about and she didn’t know. So I rang the hospital and they told me she’s in for a PEP scan or
something like that. So I rang the doctor and booked an appointment for mum and went with
her, with her permission. The doctor then updated me about what’s been going on. So he
explained that we should hear from the memory clinic soon. I went home that day thinking,
what if I didn’t open her mail? I wouldn’t have known and she wouldn’t have remembered
what it was for.”
Aditya therefore stated that “this isn’t the right system for people who think they may have dementia.
Like, surely, if you go to your doctor and he or she thinks it's dementia, shouldn’t they ask if there is a
family member or a friend they can contact about following all this up? Like, how easy would it have
been for this to linger?”

Kuljit is a 58 year old Hindu Punjabi woman who cares for her mother-in-law who was diagnosed with
Parkinson’s disease Dementia one year ago. She lives with her mother-in-law and husband in
Wolverhampton and speaks only Punjabi. Her local Asian radio station has a dedicated monthly
dementia show where information and advice is given about noticing the signs and symptoms of
dementia. Kuljit approached her doctor about her mother-in-law’s symptoms, who put her symptoms
down to reaching end of life:
“It’s been ten years since the doctor said that Mum has Parkinson’s Disease. Last year she
started calling out all the time ‘I want to go home’ ‘I want to go home back to India.’ All day
and all night it was the same thing, she just kept calling out and thinking she lived in India. I
spoke to the doctor, I told him she has dementia. People go back in their life when they get
dementia, and then he let the Hospice care people know. He said the hospice people will look
after. I’m not sure why he told them, she doesn’t need them. She’s not that bad yet. Like, who
knows best, is it them or us? I told the doctor and he just kept saying she’s on her last stages,
she will end (die) soon. But we should know best. We live with her. We look after her. He said
that to us last Christmas. You know, that she’s ready – send her to the hospital (hospice) she
could go any minute. And I kept saying “but what about the dementia?” It’s not nice to see her
like this and I had to keep going back because it was getting really difficult at home. So he did
some kind of test and said it’s Parkinson’s disease Dementia but nothing can be done for her.
And I know that’s not true because I listen to the radio and there are lots of things you can do
to help our people live nicely with it.”
As she is unaware of how services operate, and because she can’t speak fluent English, her only port
of call is the GP who is telling her that nothing can be done for her mother-in-law. Consequently, Kuljit
felt that “maybe because he knows I can’t speak English that I won’t follow anything up. He can say
whatever he likes really, I can’t do nothing.”

Sarabjeet is a 61 year old Sikh male who cares for his father who was diagnosed with Mixed Dementia
four years ago and sadly passed away one year ago. He speaks only Punjabi. His father used to live
with him and his wife in Wolverhampton. His father “had a pacemaker fitted so we used to go for
regular check-ups with the doctor.” At a visit to the doctors, his father couldn’t remember Sarabjeet’s
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name and that he had a pacemaker fitted. Consequently, the doctor “started asking me all these
questions about dad’s behaviour, you know how he is with his memory and things.” The doctor sent
his father for some tests “and not long after they said he’s got mixed dementia.” Unlike Kuljit,
Sarabjeet had never heard of dementia before but because he didn’t speak English, he too “had to
keep going back to the doctor to find out what this means. I can’t speak English so there was no one
else I could ask.” Unlike Kuljit, Sarabjeet was fortunate to have been referred to a South Asian Carer
Support group which no longer operates due to a lack of funding. Despite this being a positive case
example, Sarabjeet highlighted that “if it wasn’t for the carer’s support group I would have been stuck
as I can’t speak English.”
Overall, receiving the diagnosis took a lot of persistence, patience, time and effort for many of the
participants who were now left with a “life-changing diagnosis” (Jasmine), and in need of immediate
support.
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Box One: Positive cases of the diagnosis process
Sameer is a 30 year old Muslim male who carers for his mother who was diagnosed with
Alzheimer’s disease eight months ago. He lives alone with his mother in Manchester. He
noticed that his mother “started acting very strange, becoming forgetful and doing weird
things.” He spoke about this with his friend at work and was advised to take her to the GP
to check that it wasn’t dementia. Sameer had heard of dementia but didn’t know exactly
what it involved and so,
“I went home that day and started googling it. The symptoms that I read about were
quite similar to what mum was doing and so once I got over the shock of it, I took
her to the GP, and he was pretty good to be honest. He told me that it could be
Alzheimer’s Disease and made a referral to the memory clinic. He sent her for lots
of scans and tests and then after about 6 months I think they confirmed it. Covid
happened so although she got the diagnosis 8 months ago I actually went to my GP
almost a year before that. I went in feb 2020 and it took until jan 2021 for her to
get diagnosed – she has definitely had dementia for a lot longer than that.”
Other than Covid, there were no delays for Sameer receiving the diagnosis. He felt that his
doctor acted quickly and was thorough in his investigation.

Sohail is a 55 year old Muslim male who cares for his mother-in-law who was diagnosed
with Alzheimer’s disease three years ago. He lives with his mother-in-law and wife in
London. He stated that his mother-in-law moved in when she became unwell some years
ago. Sohail noticed that “she started to almost re-live Pakistan in her mind. Like she kept
asking for people that live there and saying street names from there when attempting to
give directions, that’s when we knew something is up.” His wife does not speak English so
Sohail took his mother-in-law to the doctor and explained her symptoms. A referral
was made to a memory assessment service and she was sent for scans. The results arrived
relatively quickly and they confirmed she had Alzheimer’s disease. Furthermore, Sohail
stated:
“The memory clinic were good, they explained to us what’s involved, what’s
happening in mums brain. There was a lady there that spoke a little bit of Urdu so
she was able to explain it to mum as well which I think helped. It’s one thing me
telling her but it’s another when a professional says it.”

Sarabjeet is a 61 year old Sikh male who cares for his father who was diagnosed with Mixed
Dementia four years ago and sadly passed away one year ago. He speaks only Punjabi. His
father used to live with him and his wife in Wolverhampton. His father “had a pacemaker
fitted so we used to go for regular check-ups with the doctor.” At a visit to the doctors, his
father couldn’t remember Sarabjeet’s name and that he had a pacemaker fitted.
Consequently, the doctor “started asking me all these questions about dad’s behaviour, you
know how he is with his memory and things.” The doctor sent his father for some tests “and
not long after they said he’s got mixed dementia.”
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Getting post-diagnostic support: “whose responsibility is it to tell us?”
Having understood the back-story of the participants, it is to no surprise that many of them were
already feeling deflated before they even began to get post-diagnostic support. Analysis revealed that
there was very little or no assessment for post-diagnostic support. Some participants were given
information about services via leaflets following the diagnosis, which were not considered
useful. Medical treatment was assessed via the memory assessment service whilst other forms of
support were assessed by social services; the latter only arising following a crisis or a
recommendation by a family member or friend. The challenges that participants experienced in the
assessment of post-diagnostic support were a result of; lack of information about services and
working their way through a fragmented pathway. Assessment for support involved participants
having to proactively find out what services are available to them – many of which were reported
as not being culturally inclusive. Furthermore, very little support was offered for carers.

Lack of information about services
Some participants were given no information about services following the diagnosis whilst others
received information about services but deemed them inappropriate for people in their early stages
of dementia. The format in which the information was given was also not considered useful.
Rita, Jasmine, Balvinder, Kuljit, Sharan and Sameer were not given any information about services
following the diagnosis with the exception of Sarabjeet who was given information about a local carer
support group where he was able to receive the support and advice that he needed (see Box Two for
this positive case example). The remaining six participants were given leaflets following the diagnosis.
Two of the six people did not initially read the information given to them because they felt
overwhelmed. For example, Sukhjinder stated:
“They gave me like so many leaflets and then I just was overwhelmed because, you know,
you’re just trying to process the fact that your mother’s got dementia and then I was
emotional. I didn’t contact them because it was all just all over the place. It wasn’t like in one
place. They were all different organisations, it was all just too much to take in” (Sukhjinder).
Similarly, Aditya “felt so distressed by the diagnosis, the last thing on my mind was to read some
leaflets.” When he did read the leaflets he “couldn’t make heads or tails of the information.”
Sukhjinder also stated that “these services just didn’t make sense and seem to be for people in their
mid-to-late stages of dementia, and Mums still quite active.” This was reflected by Jayesh who also
stated that he “was given some leaflets but I didn’t contact them because they were things like meals
and wheels and stuff like that. She’s still quite active and can still do things so I didn’t feel any of those
services were relevant for her.” Sohail too stated that “we were given lots of information, leaflets and
things but I didn’t really understand what they were for, none of them mentioned dementia.” Joginder
too was given leaflets but didn’t contact them “because I can’t drive anywhere and they told me that
it’s not that bad, that my Alzheimer’s Disease is on the margin and so I didn’t bother to contact any
services because they were more for people who had it quite bad.”
Participants were only aware of the services that they were referred to with the exception of a few
who were on-line searching for local support but unsuccessful in finding anything relevant to their
loved ones needs.
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A fragmented pathway
Following the diagnosis, all were assessed for medical treatment via a memory assessment
service but no one person was verbally told by a healthcare professional what they needed to do
next or where to go for help. As all participants were using a memory assessment service, if a
problem was raised that did not concern medical treatment, they were advised to contact their
GP for a referral to social services. However; this was only if they raised a concern with the
memory clinic. For some, they either got this information from a family member or friend who
works in the healthcare sector, or they work(ed) in the health sector themselves or, they have
followed up the GP because their (loved one’s) condition had deteriorated. Participants faced
challenges with finding appropriate support and being moved around services.
For example, Balvinder’s mother, “got the diagnosis and nothing happened after that.” When her
mother’s health deteriorated, Balvinder contacted the GP to let him know that her mother was
refusing to get out of bed. The GP wanted to do a blood test and as she couldn’t physically bring her
in, the GP referred them a second time to the memory assessment service. When Balvinder
explained the issue to the memory assessment service, they referred her to social services as it was
not something they dealt with. Months passed before Balvinder was able to get a response during
which time her mother’s health further deteriorated. Indeed, the additional challenges of the
Covid-19 pandemic did not help their situation however, for Balvinder, the concern was more not
being able to find her mother appropriate support and being moved around services:
“So, when this stuff was happening where she didn’t get out of bed and stuff, the GP, basically,
then referred me again to the memory clinic. They were just kind of like, “Okay, well, if your
mum’s not getting out of bed and she’s not eating then we need to refer you through the
council and maybe we can get someone in to help you with like incontinence pads and things
like that.” And I was kind of like, “We’re not really having that problem because she actually
does get out to go to the bathroom. That’s the only thing she probably gets out for. The
problem is I can’t keep her out… once she gets to the bathroom, I can’t keep her out of it, she
just runs straight back into bed. So, you know, we got referred, basically, to social services.
And they took ages to get back to us, they just didn’t. They just took it really, really slow. It was
like weeks or months that we had like replies and stuff from them. In the meantime, my mums
not getting out of bed or eating properly.”
Consequently, Balvinder “carried on figuring it out.” Eventually she was put in touch with a dementia
nurse who she found helpful as “she called every so often and gave a bit of advice on what we could
try. Ultimately, though, her answer was, “You need to get a carer in, get a change of face and try that.”
Similar to Jasmine, Balvinder didn’t want to rely on the NHS due to the delays in getting support and
so went private to find a suitable carer for her mother because “I was kind of at a point where I was
like, “I need an answer now. Like she’s not getting out of bed, she’s not eating. I need an answer now
so yeah, we went private for carers.”
For Jasmine,
“A distant family relative who works in the NHS and has worked with dementia patients was
really helpful. She rang me and kind of talked me through, like, “This is what you’re entitled
to. This is who you should contact,” and she had all the contacts. She doesn’t live in this area,
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but she had Googled everything like the numbers I should contact and what forms to fill out
and so on.”
Therefore,
“in terms of services we’ve had help with, nothing. It’s kind of us going away trying to look for
what we can get, what kind of services are available but no one’s really guided us. No one in
the NHS or the memory clinic has kind of helped. We were chasing, chasing what we needed,
what was available? And it’s just kind of like, “You can call adult social services.” But that was
about it. And it’s just really reading through things like Alzheimer’s Society, trying to get
knowledge, to be honest. So, it was a family friend who helped us and guided us in the right
way, rather than the professionals, like surely someone should be responsible to tell us what’s
available and where to go next” (Jasmine).
Jasmine has now contacted social services, filled out the necessary paperwork and is awaiting an
assessment to see if she can get some help with her personal care as one of her challenges is
encouraging her mother to shower. Her mother feels embarrassed if Jasmine tries to help herself, and
they are now concerned for her personal hygiene.
Sukhjinder’s mother was referred to a memory assessment service however; Sukhjinder
struggled to get her mother to her appointments on time. They were therefore only seen for 15
minutes at a time and Sukhjinder complained stating that “they are a memory clinic, they should
understand how difficult it can be to get someone who has dementia to an appointment on time.”
Consequently, the memory assessment service discharged her mother as they couldn’t help if she
wasn’t attending her appointments, leaving Sukhjinder with social services as her only hope for
support. When social services arrived to do the assessment, her mother “was being erratic so
we never really got to what they can help with.” Sukhjinder had done her research prior to the
assessment and so “I told them, this is what I need, I need to apply for this and that.” She completed
the paperwork for attendance allowance with their guidance only to be later told that it was
done incorrectly. Like the others, Sukhjinder noted the challenges of a fragmented pathway:
“There are just no processes in place. There might be internally or to write it down so they’re,
you know, meeting their criteria. But from an external perspective, from someone who is
diagnosed or their carer who doesn’t know about the system, who doesn’t know what’s what,
there is no system in place to show them, “Oh, you can have this.” Whose responsibility is it to
tell us? Only when you really talk and find out but that’s not always possible. It should all be
charted and written down and simplified.”
Following the assessment with social services, she felt that there was no services in place that would
cater for her mother’s needs and that you have to be in a crisis in order to get some support:
“And then they [social services] said, “Oh, just contact us if she needs any more help,” but then
I thought, “Help with what? You’re not really being specific as to what you could help with.
You’ve basically left me because you’re basically saying, ‘Oh, when she’s completely unwell
then we might be able to step in.’” But they don’t do the support up to then. All that time spent
searching for things, what’s the point?”
Sukhjinder therefore recommended:
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“Some kind of system which is very simple, like a digital system so they could interact in
languages. I like to be paperless, that’s the thing so something more in one booklet that
explains. So, it has a chart of what the process is if you think someone’s got dementia and who
to go to and what service and what the process to finding is out. And then where to go from
there and what are those. Maybe in a few sheets, not too… because people aren’t going to
read it. And then do that in different languages. And then it connects to the digital form so
they can put in certain words. Or if they feel they’ve got a problem, they know who to go to.”
Similar to Sukhjinder, Jayesh stated that his mother was not in need of any of the services offered to
him as his mother is in her early stages of dementia:
“I did contact social services like the doctor told me to but again, we don’t need any of the
services they are offering. She doesn’t need carers or things fitted around the house yet. Even
though it took ages to speak to someone, the lady was really nice, I just said I’ll call back if
that’s needed.”
Jayesh therefore assumed that “there’s not a lot of support for people with dementia, or for their
families.”
Sameer discussed the lack of emotional support for his mother: “it’s so difficult. I’m a bloke you know.
We’re not as intuitive as women I think. I see to her practical needs you know, medications, making
sure she has everything she needs, but emotionally I don’t know how to help her.” He is currently
awaiting an assessment as he “can’t help her with her personal care – I just remind her to shower and
things like that because she forgets or she thinks she has showered and she hasn’t.” This is not a gender
specific issue as Jasmine too faces a similar challenge with her mother. For Sameer, “it’s really not
clear what you’re supposed to do like, she doesn’t have one thing in place yet to help her.”
Following the diagnosis, Jaz was given leaflets and was waiting for the memory assessment service
to contact the family. Jaz was aware that this would involve her brother and his wife being
contacted as they were in close proximity to their mother. Jaz described her family
dynamic as “complicated and dysfunctional” and knew this wouldn’t be the best scenario for her
mother. Being the proactive person that she is, she contacted a Sikh gentleman that works at Age
UK and asked if he would also attend the meeting with the family and the memory assessment
service to ensure that her mother’s cultural needs could be met. Much to Jaz’s disappointment, “this
gentleman had explained to the memory clinic how Asians look after their own and it is the
responsibility of the children to take of their mother.” Consequently, Jaz felt that “he had
completely messed this meeting up. After that, no-one got back to us.” Thus highlighting the
potential danger and impact of cultural bias from South Asians working in healthcare and voluntary
sectors.
There are some issues for long distance carers as stated earlier. The leaflets Jaz was given were
all based in Maidenhead and so any dementia sessions, or offer for support for carers were not
applicable to her. After endless phone calls, Jaz discovered that there are no services in Maidenhead
that have Punjabi speaking carers or care agencies that have them. Similar to Balvinder, using her
own time and resources, she looked privately for Punjabi speaking carers due to her negative
experience of social services when attempting to get an assessment for her mother. For Jaz, “social
services never listen to me. In fact, I pushed and pushed so much with them, that they made a
complaint about me. I’ve spent years in arguments with social services because they’re not doing
anything to help Mum. I have to fight for everything for her. Like seriously, what are they there for?”
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Like the others, Jaz has been doing her own research to see what support is available for her mother
and so is “calling service after service, to be told to contact another service.” Consequently, she has
“spent so much time relaying my backstory to people that I’ve now lost the will to live as well as faith
in all services.”
Similar to Jaz, Sharan too stated how they “didn't honestly get support from anyone, like everything I
found out I Googled. Nobody got in touch with us to say this is how you cope and then I had to learn
everything and fight for her social care to get the package that I needed to get for her to be looked
after.” For Sharan, this only happened because she had previously worked in social services and so
had some knowledge of how the system works. She was therefore able to call upon her ex-colleagues
for advice: “they told me what words to use and what to ask for.”
Similar to Sharan, Rita had the advantages of working for her local CCG and so “I asked my social care
colleague at work and she told me what packages are available and what I need to do to get it all in
place for Mum. Otherwise, I wouldn’t have known all this.” To further support her statement, some
participants have no support in place – largely because they do not know what is available to them.
Sameer “wasn’t given any information about anything. I have been chasing the memory clinic since
things have opened back up and I’m still waiting to hear back from them. That’s where the referral was
made so that’s all I know about.”
Sohail’s mother-in-law was seen regularly at the memory assessment service over a period of one
year before they discharged her. Other than the information that was given to him via leaflets, he is
not aware of any other support available. Consequently “they [memory assessment service] said
she’s okay now and let her go. So it’s just me and my wife muddling through on our own.”
Similar to Jasmine, Aditya is still awaiting an assessment from social services for his mother and stated
“that’s all my doctor told me to do, contact social services so let’s see what they say.”
In terms of getting information about where to go for help, Sarabjeet was the only participant who
had a positive experience to share (see Box Two). Non-English speaking participants were most
certainly at a loss without this type of support. For example, although Kuljit doesn’t speak English, as
mentioned earlier, she is fully knowledgeable about dementia because she listens to her local Asian
Radio station every Monday morning where they have a monthly show dedicated to dementia in
Punjabi. Consequently, Kuljit stated:
“Sometimes I get angry. Because I hear about all the things that can be done for someone with
dementia but she [mother-in-law] is not getting help. Like the doctor sees to her physical needs
but not her mental needs and who do I call? It’s not like services are going to have someone
who picks up the phone and speaks Punjabi. So, what does a person like me do?”
This highlights that whilst it is important to share information with people in a language that they
understand, services also need to be set up in a way that supports people whose first language is not
English. As a result of this not being in place, some participants referred to the system as ‘Caucasian
centric’ (Jaz).
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Box Two: Positive case of immediate post-diagnostic support
Sarabjeet is a 61 year old Sikh male who cares for his father who was diagnosed with
Mixed Dementia four years ago and sadly passed away one year ago. He speaks only
Punjabi. As mentioned in Box One, Sarabjeet had a positive experience of the diagnosis
process whereby his doctor noticed some symptoms in his father during a pace-maker
check-up. His father used to live with him and his wife in Wolverhampton. His GP acted
quickly and conducted a number of tests “and not long after they said he’s got mixed
dementia.” Sarabjeet had never heard of dementia before and asked the doctor what he
needs to do next. The doctor immediately gave him the number for a local South Asian
carer support group. Sarabjeet called them to same day and attended his first meeting the
following week.
There “they explained in Punjabi what dementia was to me and slowly I started to
understand what was wrong with dad. They used to give lots of information there so it was
really helpful, who I should contact, where I can go for help. I can’t speak English so the
lady there, she used to help me with filling in forms and things like that.” Sadly, Sarabjeet
“had to stop going because dad’s behaviour got really bad and I couldn’t take him there
anymore and my wife couldn’t be on her own with him because he used to get really
angry.” Despite not being able to physically attend, Sarabjeet called the carer support
worker whenever he needed information which for him was “such a blessing, just knowing
that I can pick the phone up to someone and ask any questions.”
He also noted that “even though it was mainly women there, it was nice to meet other
people going through the same things and get advice off them. Things you can do to
support someone like play a favourite song. They were also very understanding of dads
behaviour when we were there, he just started to get too physically aggressive, would
whack his walking stick around, bless him.” Due to a lack of funding, this carer support
group stopped running three years ago.

Lack of culturally inclusive care: Caucasian centric services
As mentioned earlier, Jaz could not find any culturally appropriate support for her mother – namely,
Punjabi carers so they could communicate with her mother and understand and attend to her cultural
needs. Using her own time and resources, Jaz found two Punjabi speaking carers and paid for their
dementia training so that they could care for her mother effectively. As a result of this, Jaz feels like
she is “at the carer's peril and they know it, they ask for more money and it’s just so hard.” For Jaz,
the battle for services for her mother is never ending as she continues to find some sort of support.
She stated that she has contacted every service she has found and has even contacted local MPs to
explain the lack of support for South Asian communities. She suggests that almost every service is
‘Caucasian centric’ and not supportive of people like her mother – an older Punjabi lady living alone:
“Not everyone has a functional family with support they can rely on. So what does this mean
for people like my Mum? She’s suffering so much. Her decline is rapid because of the lack of
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support she has had. They have pumped her with meds after meds and I’m constantly arguing
with people saying she doesn’t need that, that’s too much of a high dose. I pushed so hard that
a complaint was even made about me. My mum needs someone to connect with her. Someone
to read prayers to her and make the kind of foods she enjoys eating, home-cooked Punjabi
food. My Mum has worked in this country, she’s paid her taxes and now she’s old and in need
of care, there’s nothing for her.”
Similarly, Sukhjinder feels that “although we live here, we’re still treated as outsiders.” For Sukhjinder,
this is because of the way in which the system is set up, causing indirect discrimination to people from
culturally diverse communities:
“because everything is always in English first and foremost. You have to then go and ask for
things in different languages. Now, with such a multicultural place, I’ve lived in other countries
so, like, for example, in Gambia, it’s formed of different tribes and everything is in different
languages and so the health system has that in all those languages. So, you think about it,
that’s just a very, very poor country. And here, it’s like oh well, first English speaking and then
we’ll deal with the others later.”
Furthermore, organisations may have support available in other languages, “but in order to know
about them, you have to be able to read English because the letters, the leaflets, they’re all in English”
(Sukhjinder).
Similar to Jaz, Sukhjinder feels that the system has failed her mother due to her ethnicity and age:
“because she is capable of learning [English]. But I think it’s just because they’ve been removed
from society in some ways because a) they’re elderly, b) they’re not going to know how to
learn. But how are they going to learn if you don’t show them? And how are they going to
know things if you always put it in English? And then treat them like they’re stupid. They’re
actually brighter than this generation now because they had it hard and they did all the things
very… they went through difficult times.”
Balvinder was sent a list of recommended care agencies in the area from someone in social services
and contacted them all privately only to be faced with another obstacle – the lack of Punjabi speaking
care workers. Similar to Jaz, she talked about the importance of her mother feeling connected to
people. Even though her mother can speak English, it was more that her:
“generation is going to feel more comfortable and a bit more of an affiliation with someone
who is a bit more culturally in touch, right? And, you know, who will understand… who will just
understand and speak to you in your mother tongue, like it was just comfort, right?
Balvinder also discussed the challenges of services not understanding the diversity within South Asian
communities:
And first of all, a lot of care agencies did not understand that there is a difference between –
which is just stupid – that there is a difference between Punjabi, Gujarati and Hindi, like you
cannot just send me a Gujarati speaking care worker and say that they understand Punjabi
because it’s not the same. Because I had that, I had someone send me a Gujarati speaking care
worker saying, “Oh, but she understands Punjabi,” and I’m like, “That’s great but she doesn’t
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speak it.” That’s not the whole point. I want Mum to feel comfortable and be able to
communicate with her in Punjabi, right? That was a massive issue that we faced.”
Consequently, “what I’ve found, anyway, especially in this area, there’s like no one who can provide
that support or who can speak the language and is a specialist in this.” Out of 30 agencies that
Balvinder contacted, she only found one agency with one Punjabi speaking carer who they employed.
Sadly, her mother did not connect with this care worker due to the age difference and following her
own personal family emergency, the care worker had to resign leaving the family “back to square one.”
Kuljit also requested Punjabi speaking carers from the Hospice her mother was referred to who
provide care in the community. For her, English carers “aren’t going to come and talk to her, be able
to cook the things she eats. She eats different things every day and it’s not things that carers can
make.” Due to the lack of Punjabi speaking carers, Kuljit and her husband “have discussed getting
carers in from India but they still have to go back after a couple of months, so that would be difficult.”
Like the others, she is being proactive to find alternative solutions to better support her mother.
For non-English speaking participants, there was no way of knowing what services were available to
them with the exception of Sarabjeet who was fortunate enough to have a carer support group for
South Asian People (see Box Two). Kuljit for example does not know of a service that may be able to
converse with her in Punjabi so that she is able to get some support. She is reliant upon her GP to tell
her about any such information. Sameer explained that his mother doesn’t speak English and he can’t
find anything on-line that would cater for her. He went on to say:
“To be honest, I’m still dealing with the diagnosis myself and trying to understand it. I spend
so much time looking for ways to support her myself at home, because there’s no help with
anything. It’s a tough one because you either spend your time trying to find out what help is
available or, you spend your time researching how to help them yourself you know, because
you’re the one living with them.”
Similar to Jaz, Rita initially had challenges of being a “distant” carer (as she didn’t live with her) when
her mother was diagnosed with dementia. She encouraged her family to put a care package in place
but “they had spent all of mum’s money. Everything she had, they spent it. She had nothing.”
Eventually the family put her mother in a government funded care home not far from Rita. Determined
to bring her mother home, Rita used her savings to build a downstairs bathroom and bedroom for her
mother. However; due to the delays with the Covid-19 restrictions she has had to help her mother
settle into the care home which she described as “disgusting. The care home had really bad reviews,
poor hygiene and irresponsible staff who on occasions would leave the residents alone in the care home
while they took their breaks together.” Additionally, they had no Asian staff members meaning that
her mother couldn’t communicate with anyone. Rita took the advice of her colleagues at the CCG and
submitted formal complaints and then worked with the care home to meet CQC standards.
Consequently, “It’s coming up now. It’s clean, it smells nice when you go in. They have fresh flowers
and lamps at the bedside.” Furthermore, “I’ve helped the staff understand how to care for someone
with dementia. You know, like she has to be told twice.” In addition to providing dementia training,
she has also proactively supported the staff to converse with her mother in Punjabi: “There’s a board
in her room, and I’ve printed out simple words in Punjabi for them to use, and how to pronounce them.
So they’re able to say “chaa?” (tea?) “khaana?” (food?) “paani?” (water?), bathroom and things like
that.” As a result of this “Mum is so much happier now, she’s always smiling when I go in and the staff
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all know me now. And the other residents too.” Initially, Rita was upset at the amount of work she had
to do to improve the care home but now she feels ”I’ve not only just improved the quality of life for
mum but also, eight other residents. And now we have all become a family. They celebrate our culture.
I let them know when it’s a festive day, or a religious day, take food in and it’s really nice. They welcome
it and the other residents love it, and so does mum.” This is an excellent example of how a service has
been supported and encouraged to be culturally inclusive.
Similar to the others, Rita also has become an advocate for people living with dementia from
South Asian communities. She has now become a dementia champion and has formed a diversity in
dementia care working group at her local CCG “where I tell them what the gap is, what people from
South Asian communities need, especially in care homes because not all older people are fortunate
enough to be living with their family.”
Joginder was diagnosed with Alzheimer’s disease three years ago and lives alone. Although she has
support with her medications being pre-packed to help her not get them mixed up, she stated that
she now struggles with domestic chores around the house. Like the others, Joginder was proactive
and has privately hired Punjabi speaking women who were looking for work to help clean her house.
She stated “they’ve just arrived in this country and so are looking for work, any jobs. I pay them for
one or two hours £10 an hour to do some tasks around the house. But I got lucky to get that. What
about the people that live alone and don’t have that. They must struggle. So I think it’s important that
the government thinks about this for people living on their own like me.”
The importance and need for non-pharmacological interventions to support South Asian people living
with dementia was also noted. For example, Balvinder stated that her mother would benefit from
“things like if she can go away for a day to like… I know you can get respite care. Even when she’s okay
and she’s at home, you know, she just sits there. That’s not good for her. But she doesn’t listen to us
for us to help her to do anything else.” For Balvinder, it’s about “igniting that spark in her brain to get
her to do stuff, you know, cultural things that she enjoys.” Having such support in place, would also
“relieve a lot of tension and stress on the rest of us because then you’ve, essentially, got a day to
yourself or a day back where you can get your errands done that you need to get done. Because that’s
constantly the thing, isn’t it, because someone always kind of needs to be around.”
Similar to Balvinder, Jasmine is looking for creative ways to support her mother’s independence and
wellbeing which would also offer some respite for herself as the carer:
“They’ve started beginner’s yoga classes again. This place is for Asian people so they all speak
Punjabi there. I take her there once a week because it just gets her and me out of the house
for a couple of hours. She always feels a little better after doing the class, I think she just feels
normal for a bit, and I get to do some of my work for two hours whilst she’s in class, without
any worry. So it would be nice to have more things like that available, you know, more choices”
Aditya too mentioned the need for South Asian specific activities for people with dementia, largely
because community organisations are not equipped with the knowledge and skills necessary to be
sensitive to someone with dementia:
“I used to take mum to the Mandir (Hindu temple). It would bring her peace, joining in with
prayers, and it’s bright and colourful to look at. But, it started to become obvious that
something was wrong with mum, she would get so excited about being there and start acting
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very child-like. And people would tell me, do this prayer and she’ll get better, donate this and
she’ll get better. I’m tired. The last thing I want to do is go there and keep explaining to people
that what she has can’t be cured. People just stare at her and it’s not nice for her and it’s not
nice for me so I’ve stopped taking her and it’s a shame because she needs to do more things
like that.”
In addition to the challenges of finding and accessing post-diagnostic support, participants also noted
the challenges of not having any support as a carer for a person living with dementia.

Support for Carers
There were two main challenges for participants in this study. Firstly, not knowing how to support
someone to live well with dementia and secondly, not knowing how to explain the diagnosis to nonEnglish speaking family members. Out of the 13 participants, three people had the privilege of a
healthcare professional explaining the diagnosis to them and what to do to help a person live well
with the condition (Sohail, Sarabjeet and Joginder). Both Sohail and Joginder had a consultant at the
memory assessment service who discussed the diagnosis, why it had happened and what further
symptoms to expect. More importantly, they valued information about how to live well. Joginder,
for example, goes for a daily walk “because they told me at the memory clinic that oxygen is really
good for my brain and that walking will help pump blood to my brain.” Sohail noted how “the
lady at the memory clinic explained how we should use old photos and objects from Pakistan to
speak to Mum about and it’s great – she really comes alive when we do that.” Sarabjeet got advice
from other carers at his local carer support group about things he could do when his father was
feeling agitated – such as playing his favourite songs. The remaining participants talked about the
challenges of not knowing how to support their loved one, as well as the consequences of not
having any resources available in South Asian languages.
Sameer, Jayesh, Aditya, Jasmine, Balvinder and Sukhjinder have all been searching on-line to find ways
to support their loved one. They have joined on-line chat forums where they can get advice from
others, and tips for caring. All of these participants reported searching Alzheimer’s Society and
Dementia UK for resources to help them better understand dementia and how to support someone
living with the condition. With no one to call for advice, Google is their first port of call where they
have been searching for things like “how to get a person with dementia out of bed” (Balvinder) and
“how to get a person with dementia to shower” (Jasmine). Jaz, Rita and Sharan have all become
Dementia Friends and draw upon their own networks to get information about dementia and tips for
caring whilst Kuljit listens to her local Asian radio station for information in Punjabi.
Not knowing how to support their loved one was reported as one of the most difficult things.
Consequently, many of the participants felt that they would benefit from someone to come and talk
to them about this. For example, Sameer stated that the most difficult thing is “not knowing how to
help her” and so he would benefit “if someone could come and talk to me about her diagnosis. Just
explain to me what Alzheimer’s disease is and how I can give her the support she needs. No day is the
same and so sometimes I find something that works and then, boooof, the next day it fails. Just like
that. It’s tiring.” Balvinder also noted that “a point of contact to have someone to discuss issues with…
someone to just help, someone else that can help try different things with Mum, would really help.”
For Balvinder, “we are the ones with them all the time. There’s no help available for them to at least
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support us to support them, makes sense, right?” Jayesh describes it as being in “no-man’s land” and
wondered “will anyone ever come and talk to me? And explain to me what she has, just so I know how
to help her.”
As part of the South Asian community, participants also talked about the challenges and consequences
of not having any resources about dementia in South Asian languages. For example, Sameer stated
how “It would also help if my dad was able to understand what’s wrong with her. He’s so ashamed of
her at the moment and that breaks my heart but he doesn’t speak English and my Urdu isn’t that great,
so how do I explain it to him?”
Jasmine talked about the difficulty of breaking bad news because “there’s no word for dementia in
Punjabi. So, trying to explain to someone what it is, I think, you know, if there’s help or a
recommendation on how to have that conversation to explain what it is without overwhelming
someone or up-… you know, obviously, they’re going to be upset but, you know, not causing too much
of a very, I don’t know, yeah.” As a result of not understanding dementia, Jasmine’s father,
“gets frustrated when she’s [mother] not doing things right and he’s just like, “No, not like
that!” Or, it’s just like you need to learn to adapt the way you’re communicating with her and
I think that’s a bit of a struggle for him because, I guess, he doesn’t really fully, completely
understand, maybe, why.”
Jasmine also highlighted that no one had explained the diagnosis to her mother:
It’s the same thing with Mum, we didn’t initially tell her of the diagnosis because we didn’t
know how she was going to take it. And we kind of broke it to her slowly over a few weeks. But
even then, she hasn’t really acknowledged it or she just says she’s okay, there’s nothing wrong
with her. And when you ask her, “Do you know what it means?” and I think I saw one of your
posts, she just said, “Yeah, it’s when someone goes crazy.” Like she didn’t know what it was.”
This also means that older members of her extended family struggle to understand what it wrong with
her mother:
“A lot of her family on her side. The kids have been trying to make them understand, as well,
like educate them a little bit, like her siblings and so on. So, my cousins have been doing their
research and trying to educate their parents about it. But again, I think they’re finding it quite
difficult as well.”
Similar to Jasmine. Balvinder is also faced with the challenges of her Punjabi speaking father not
understanding dementia which for her, is an added frustration:
“Like there isn’t enough to worry about already, I’ve also got my dad who’s creating more
tension because he doesn’t understand what’s wrong with her. When he sees progress, so
when he sees her on a good day and she’s laughing and whatever, things are almost like
normal, he’ll be like, “Oh yeah, look, she’ll get better, things will be fine. She’ll get better. We
need to keep supporting her to get her to a point where she’s comfortable and confident
enough to do all these things again.” And we’re kind of like, “Dad, that’s not going to happen.
These are just good days. There are going to be bad days too, like now, when she doesn’t get
out of bed or whatever. There’s not going to be a point where she’s ever back to who she was.
So yeah, he doesn’t really… I don’t think he’s fully registered. Part of it is, probably, denial and
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part of it is, probably, just a lack of understanding of what this means, and it’s so frustrating
to watch.”
Therefore, what would help her and her family would be “if you had someone who was a doctor or a
specialist who could speak that or could speak the language or explain that or someone who was a
specialist who can even be able to explain it and teach Dad how to deal with it, it would be helpful,
obviously, right?”
Similar to Jasmine, she talked about the difficulties of the extended family not understanding either:
“Because everyone in my family, like my Masis (aunts) whatever, it’s the same thing. They’re
just like, “Oh, but she’s just depressed.” When my mum’s other sister died, you know, she was
like, “Oh yeah, she’s still depressed from that. She’ll be okay. You’ve got to lift her mood up
and this and that.” And it’s like, “It’s not depression, it’s not that.” Like yeah, depression is a
part of it but there’s no part of us just lifting her mood up and she’s gets better, it doesn’t work
like that. These are all just extra frustrations that you don’t need.”
Rita also mentioned how following her mother’s diagnosis, she attempted several times to educate
the family about dementia as “they just thought she was doing everything on purpose and saying she’s
playing up.” As a result of not understanding dementia, “they were frustrated with mum all the time
and my sister-in-law doesn’t speak English so for her, Mums just gone mad.” There is therefore an
urgent need to educate South Asian communities about dementia. However, the format which this
information is given is important as Jayesh noted “I found an organisation that could send me a booklet
about dementia in Urdu, Alzheimer’s Society, but that’s the thing, my dad can’t read Urdu, he can just
speak it, so it’s no use to me. If there’s no one who can speak to him, then give him something he can
watch, or listen to.”
Other participants were of the same consensus – they have already recognised the lack of dementia
specialists who can speak their household mother-tongue and suggested digital ways to help their
family members understand dementia. For example, Sukhjinder suggested “little podcasts or little
things where people talk and people could ask questions like once a week where they have a person
like you or someone. And then people could ask questions.”
She gives an example of how this worked for her mother when diagnosed with diabetes:
“Like my mum was on the verge of diabetes, and I thought what can we do? So, she went on
a diabetes workshop in Punjabi and it was a nightmare at first. She was like, “I don’t want to
do it,” and then she was shouting, “I don’t like that woman.” And then I said, “Stop it because
they can understand what you’re saying in Punjabi.” But it was on Zoom. And then she started
to do it and she did do it over eight months. And then I said, “You’ve passed,” and you should
have seen her face, she felt so happy. And then she kept asking about her certificate. And I
said, “I’m going to print it now,” I’ve got to print it and I’m going to laminate it. So, we’re going
to put it on the fridge because she feels that she passed something by attending. And her
diabetes has gone back to 41, and she’s making healthier choices now.”
Balvinder, Jasmine Jaz and Sharan all suggested resources in the form of short bite size video clips that
explain dementia, it’s causes, symptoms and ‘do’s and don’ts when caring for a person with dementia
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in South Asian languages would be incredibly useful. As Jaz noted “imagine the time I would save trying
to explain things to the carers, if I could give them something to watch to help them understand?”

The impact of unmet needs: “there is no area of my life that hasn’t been
affected.”
As a result of their experiences, participants have been affected in all areas of their lives; mentally,
physically, socially, and financially. Despite their outstanding resiliency and self-efficacy skills, many
reported feelings of isolation, loneliness, anxiety and depression. For some there have been physical
consequences of caring as well as financial implications. It is to no surprise therefore, that some
participants talked about the knock on effect that their experiences have had on their relationship
with their partners.
Take Kuljit for example, who discussed the difficulties of being a sole carer and providing around the
clock care for her mother. She highlighted the impact that this has had in all areas of her life:
Physically,
“I can’t lift her anymore and it really hurts my back. The hospice people said they may be able
to put a hoist machine in the house to help lift her but I don’t know how long that is going to
take. I’m in pain all the time, and what can I do? I can’t just leave her.”
Financially,
“I’ve had to quit my job to look after mum so now we don’t have those funds coming into the
home. I don’t get any benefits or anything like that to look after her because of her status in
this country. I’m being honest, she’s never worked in this country and so we never really
registered her and now because of that we’re having all kinds of problems. We can’t get
benefits for her. I’ve been honest with the nurse and she’s finding out what’s available to us
and what we can do about this situation. So because mum can’t get any benefits like that. I
can’t get any benefits for looking after her. I’ll be honest, I was off sick for a year so I could
deal with all of this and then I just had to quit because how long could I stay off sick for. I had
no other option but to quit because there’s no way I can go back now with how mum is. We
used all of our savings to make a downstairs disability bathroom for her. I explained everything
to the nurse, I said she used to live with my sister and now we’ve used all of our money to make
our home okay for her and we need help. They said they needed her passport and I explained
that she doesn’t have one. She’s been here for 14 years but she’s never needed one, she’s never
worked in this country. And she said that she’s sure there is something the government can do
because she’s been living here for so long. So she’s finding out for me.”
Socially,
“I used to work in a factory and I was there for 24 years. I don’t have children and so I have
worked for 40 years. I’ve been here for 41 years since I got married. Came straight from Punjab.
My friends were all from work and me and my husband used to be out and about a lot. Because
my mum was with my sister so we were able to have a social life and now I think I’m living my
poor sister’s life. She never used to come to any functions or people’s houses and I know why
now.”
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Her relationship with her husband has also been affected:
“It’s affected my relationship now too. I sleep with mum now and me and my husband don’t
share a room now and now it’s become his bedroom. I don’t even go in there anymore because
it’s become his space with his things so I don’t even have that anymore. I don’t know why I just
don’t go in there anymore. He used to come downstairs and try and sleep next to me on the
bed and that just made me feel really strange. Maybe because mum’s there. He also needs
rest because he goes to work early and he gets disturbed by mum so I tell him to go to his room
and sleep. He’s the only one working and so I don’t want him to feel tired from all of this. But
also, they’re just something in my head now. I don’t know what it is but I’m always walking
around upset and scared. Perhaps my own mental health has been affected. I don’t know. I’m
so sorry. You called me to speak to me about mum and here I am talking about myself.”
Mentally,
“The doctor has given me depression tablets but I don’t take them because they make me tired
and I have to wake up several times in the night. She needs meds at 2am and then 5am, she
needs changing in between that, then at 7am more meds and breakfast and I also have to give
her water. It’s constant throughout the night. My legs are in pain a lot. Even when I get a
chance to sleep, I can’t because I’m in a lot of pain. And I can’t tell anyone, in the family
because they’ll say that it’s stressful for me to look after my own mum and they’ll just start
saying things about me. I’m telling you the truth, every part of my life has a problem.”
This was also true of the other participants who experienced similar difficulties. Not having the correct
support in place has meant that some people have used their own finances to support their loved one
(Rita, Jaz, Sharan, Jasmine, Balvinder) whilst others have had to quit work (Kuljit). Although these
issues are universal to all carers of people with dementia, the additional challenges for those from
South Asian communities are evident. Many have had the added challenge of services not being
culturally inclusive as well as the absence of resources to explain dementia in South Asian languages.
The lack of support and guidance following the diagnosis, has left participants feeling very alone. As
mentioned earlier, Jayesh is awaiting an assessment to see if he can get help with his mother’s
personal care. He also touched upon the fact that there is no emotional support for his mother. Upon
reflecting on his close friend’s experience of his mother’s breast cancer, Jayesh stated,
“I used to think that having Cancer was the worst thing that could happen to someone and
their family. But at least, with cancer, you get a specialist nurse, and a specialist team with all
kinds of support, like my friend, he had counselling and his mother was having complementary
therapies. But if you get dementia, there’s nothing. Jayesh describes this as “soul wrenching”
because “there’s a chance you can recover from cancer but, to be told there’s no cure for
dementia is like being told about your parent’s death in advance. I’m grieving and I have no
one to talk to.”

For Jaz, the continuous battle with services has led to her own diagnosis of depression and yet she
“can’t find the time for counselling because I’m forever chasing people to get support for Mum.” Her
plight to help her mother has had a knock on effect with her relationships with her husband who “just
doesn’t get why I need to do all of this” and her daughter who “is very poorly and not spending much
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time with me because I’m on the phone all evening to people chasing things.” As a result of this, Jaz
feels like she’s “lost all faith in services and all faith in her own community because they won’t do
anything to help my mum.” Consequently, she describes herself as “tired”, “heavy headed” “can’t
sleep” and is now in need of urgent work because “I need money to pay for things for mum.” Jaz clearly
stated that “there is no area of my life that hasn’t been affected.” Additionally, she has “lost faith in
my country. I used to feel proud to be a part of a multicultural Britain but all of this has shown me that
we will never be equal here, despite having paid our taxes.”
With the covid-19 restrictions lifting, some participants are experiencing anxiety of how they are going
to cope when they have to physically return to work. Balvinder for example, noted:
“at the moment I’m working at home. And my dad’s retired and my brother is always in and
out working. And so, obviously, even though restrictions are lifting and things like that, I was
going to start going back to the office at least two or three days a week. So, I set it up that the
carer would be there on the days that I’m not there. But, obviously, that’s now fallen through,
I’m not sure how we’re going to cope, and I can’t sleep at night thinking about it.”

Similar to Kuljit, Jasmine mentioned how she no longer is able to see her friends as all of her free time
outside of working is spent caring for her mother which she described as “heart-breaking, you know,
I’m losing her” She therefore described herself as feeling “lonely and isolated.” She has joined an online chat forum to help her better understand her mother’s diagnosis and find ways to cope. It also
helps her “knowing that I’m not the only one out there going through this.” This was also true to
Jayesh, Aditya, Sameer and Balvinder who all mentioned that their friends are now starting to get
together and they are unable to socialise as they can’t leave their loved one alone at home. As Sameer
stated “it’s been hard enough being isolated during Covid but at least then there was nothing to miss
out on whereas now you’re sort of sat at home knowing that your friends are out there having a good
time.” He too reported feeling “alone” and “scared for the future.”
For peer support, Sukhjinder joined an on-line forum called “Molly’s Movement:”
“it was set up buy a guy whose mum had dementia, Alzheimer’s and she died. And there’s all
people who put up pictures of their parents, “I’m going through this,” and people with like
positive messages or they can relate to it. So, I went on that, as well. Some of it is quite sad. I
don’t go on it as much but usually, I just put something positive for the person, now. But at the
time, it was nice to know I’m not the only one. But that’s mainly in the States.”
Peer support was a need identified by all carers who felt the benefits of knowing that they were not
alone in their situation. Furthermore, because of the additional challenges faced as a South Asian
person, participants are in need of further support both for the person with dementia, and for
themselves. A situation powerfully summarised by Balvinder:
“Every day I’m losing my mum one bit at a time. Not only is there no one to talk to about this,
I don’t know how to help her. She hasn’t got out of bed for months. My dad doesn’t understand
why and neither does the rest of the family who think we aren’t doing enough. Services can’t
help us because they don’t have the resources or understand our needs. The community aren’t
educated enough to provide us with any support. I can’t tell you what it feels like to have spent
two years of our lives chasing a diagnosis to then be told “okay, crack on now.” It feels so
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disappointing. And I work as well, long hours, and working from home means I’ve had to do
both. Even though it’s been a blessing in disguise, I don’t know if it would have been different
had my brother and I not actually been around. But, you know, if this was someone else, if it
was my parents by themselves, they’d really be struggling, like, they’d be really, really
struggling.”

Participants reported feeling “emotionally and mentally drained” (Jaz, Sharan, and Jasmine) and
remain anxious for the future as they continue to battle their way through services to get support for
their loved one – many of whom are currently the only resource and form of support for their family
member.

Discussion
Receiving a diagnosis
As highlighted by Alzheimer’s Society (2021), without a diagnosis of dementia, people are unable to
access emotional, practical, legal and financial advice, as well as vital support services and
pharmacological and non-pharmacological interventions. Furthermore, late representation can lead
to crisis situations, leaving people with less opportunity for timely support to be offered and be
effective (Moriarty et al., 2011). Research suggests that for South Asian communities, this is common
due to the lack of awareness and understanding of dementia and its associated stigma meaning that
people are less likely to access services (Moriarty et al., 2011; Jutlla 2015; Alzheimer’s Society 2021).
Contrary to the literature, this study demonstrated that people did contact their GP in a timely manner
however; the diagnosis was delayed due to people being misdiagnosed due to their age or a preexisting health condition like depression. In some cases, no further action was taken following
negative results of a MRI scan. As many felt that their views were not being taken into consideration,
the people in this study demonstrated resilience and persistence in getting a diagnosis and the support
they need. Whilst Covid-19 contributed to delays for some of the participants, there is no evidence in
this study to demonstrate that the process was more efficient prior to the pandemic. In support of the
literature, the need for culturally appropriate diagnostic tools were touched upon.
Getting post-diagnostic support
Once a diagnosis was received, people had access to pharmacological interventions but nothing to
support their (loved ones) cognitive function, independence and wellbeing. Supportive of the
literature, the people in this study also faced the challenges of working through a disjointed and
fragmented pathway making evident the lack of coordination and leadership on dementia
(Alzheimer’s Society 2020). Indeed, the lack of access to early intervention services contributed to
negative attitudes about dementia and of services, as previously questioned by Moriarty et al., (2011).
Contrary to the literature, this study evidenced that people were not reluctant in using services out of
stigma or shame (Jutlla 2015; Parveen et al., 2016; Alzheimer’s Society 2021). Rather, they were
disappointed by the lack of culturally inclusive care available to them which, supportive of the
literature, was due to the lack of South Asian staff in professional health services (Alzheimer’s Society
2021), including care workers, as well as cultural and language barriers (Blakemore et al., 2018;
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Alzheimer’s Society 2021). Some services were also not appropriate due to the stage of the person
with dementia with most people feeling that services were more for people in their later stages of the
condition. Whilst pharmacological treatment was assessed, there is a need for non-pharmacological
interventions to support cognitive function, independence and wellbeing for South Asians living with
dementia.
According to the literature, South Asian families prefer to draw upon their community networks rather
than services (Parveen et al., 2016; Baghirathan et al., (2018). Whilst this is useful for South Asians,
there was no evidence in this study of a preference towards community initiatives. Rather, people
drew upon their own networks as no other support was available to them. For some people in this
study, community initiatives were not helpful because of the lack of awareness and understanding of
dementia within the community, meaning that they were unable to provide effective support. There
was also no evidence that services were declined based on the perception that services would not
meet their cultural needs (Dodd et al., 2020). For the people in this study, such services did not exist
or, they were/are unaware of them.
Although there seems to have been a generational shift from some of the cultural norms preventing
people accessing services, the lack of awareness of dementia from the wider South Asian community
and its impact within families still remains. The lack of resources explaining what dementia is in South
Asian languages has resulted in a lack of support from extended family members and the local
community, who do not understand the condition. As there is no word for dementia in any of the
South Asian languages (Blakemore et al., 2018), non-English speaking South Asians continue to
perceive dementia as a mental health problem and a person ‘going mad.’ Furthermore, no support
was offered to carers to help them understand the condition, and how to support someone to live
well with it. In some cases, this information was also not given to the person who received the
diagnosis of dementia, an issue identified previously by Alzheimer’s Society (2020). The burden
experienced by carers for a person with dementia has been well reported yet, little support was
offered to carers and in some cases, none at all.

Conclusions and Recommendations
This study sought to understand the experiences of post-diagnostic dementia support for the South
Asian community in England. Using a case study approach, 12 South Asian carers to a family member
with dementia, and one South Asian person living with dementia took part in an on-line in-depth, topic
guided interview. Athematic analysis was used to identify: their experiences in the assessment of postdiagnostic support; whether their post-diagnostic support needs were met and; the impact of their
support needs not being met. Findings revealed that people experienced challenges in receiving a
timely diagnosis of dementia, with very little to no post-diagnostic support offered, other than support
with medical treatment. The challenges they experienced were the result of: a lack of information
about services; a fragmented pathway; lack of culturally inclusive care and; lack of support for carers.
As a result of their experiences, participants have been affected in all areas of their lives; mentally,
physically, socially, and financially. Despite their outstanding resiliency and self-efficacy skills, many
reported feelings of isolation, loneliness, anxiety and depression.
Many of the recommendations from the findings of this study have come directly from the
participants, making evident the benefits and need for co-production whereby 'people who use
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services and carers work with professionals in equal partnerships towards shared goals' (SCIE 2015).
It is important that ‘experts by experience’ are able to influence and support services in the way that
they are designed, commissioned and delivered, moving towards a more equal and meaningful role in
services. As a result of their experiences, the participants in this study have made recommendations
that will result in better support, and more positive experiences for South Asians when diagnosed with
dementia in England. These include: a dementia link worker to help them navigate their way through
services; an increase in specialist healthcare workers from the South Asian community; the
development of engaging resources about dementia in South Asian languages, greater use of
technology and media for sharing information, the involvement of family members to help support
healthcare professionals, and peer support and counselling.
A Dementia Link worker
Following a diagnosis, people identified the need for a point of contact who can help guide them
through services, as well as help explain the diagnosis and what to expect. A dementia link worker
should be knowledgeable about dementia, how to support someone to live well with the condition
and of the services available to them, including any financial entitlements and information about
services who may cater for South Asian communities. It should not be assumed that services would
not be utilised due to a person being from a South Asian background. Nor should it be assumed that
South Asian families have informal and community networks to support them. It is important that a
family and person centred approach is taken.
An increase in specialist healthcare workers from the South Asian community
The need for more healthcare workers from the South Asian communities was identified - in particular,
people who can speak and understand their household native language. Whilst language was an
important component of care, so is having knowledge about dementia. Not only have people used
their time and resources, sourcing South Asian workers but also to educate them about dementia creating more burden for people who are already experiencing difficulties. It is recommended
therefore that healthcare workers have training in dementia care and that further work is done to
increase and encourage the numbers of South Asian people on nursing programmes to seek a career
in admiral nursing. It is also important that such individuals remain culturally competent in their values
and delivery of care which includes self-reflection activities to eliminate cultural bias.
The development of engaging resources about dementia in South Asian languages
Whilst there are some resources about dementia in South Asian languages available in written
formats, the need for more creative, engaging materials were identified. As many older South Asians
are illiterate in their native languages, information about dementia explaining its cause, symptoms
and how to care for someone living with the condition, should be developed in the form of short,
educational videos. In line with the co-production model, the content should be developed in
collaboration with South Asian people who have been experiencing difficulties explaining the
condition to their family members, and healthcare clinicians who have expertise in dementia. The
variations in the types of dementia in this study also highlights the importance of differentiating
between these, and their symptoms and what would support someone to live well.
It is important that such resources go beyond explaining dementia, its causes and symptoms and that
people are given information about creative ways they can support their loved one that help to
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improve their cognitive function, independence and wellbeing. The benefits of creative therapies such
as reminiscence and music therapy, have been well reported for people living with dementia (Hayes
and Povey 2010). Information about such resources would be incredibly useful for family members
who are knowledgeable of their loved one’s life history, likes and dislikes, and are actively seeking
ways to support their loved one’s cognitive function, independence and wellbeing.
Short, bite-size educational videos will relieve some of the burden experienced by people who are
experiencing the additional frustrations and challenges of non-English speaking family members and
care workers who do not understand the diagnosis. Furthermore, such resources can also help the
person who has received the diagnosis to better understand their condition, and what they can do to
support themselves - crucial for older South Asians who are living alone.
Greater use of technology and media for sharing information
Creative ways of engaging with people that involve greater use of technology and media should be
considered. Not only will the above resources support individual families who have received a
diagnosis but can also be shared across social media platforms to help raise awareness about
dementia and extend reach to the wider South Asian community. Furthermore, it was suggested that
podcasts should be developed explaining dementia and giving people an opportunity to ask questions
both in English and South Asian languages. A visual or digital representation of the dementia pathway
was also suggested, highlighting the processes involved and where to go for help in certain situations.
If developed digitally, the links to services or relevant forms could be embedded, making access easier,
seamless and faster. Such platforms should be developed in a way that are inclusive of people who
cannot speak English. The increase in the use of technology and mobile phone applications means that
more creative forms of communication can be developed such as audio content as opposed to written
formats.
The involvement of family members to help support healthcare professionals
Basic language skills training can be provided by family members to support healthcare workers to
communicate effectively with their loved one. In addition to this, advice can be taken to ensure that
cultural needs are not only identified but can also be celebrated. For example, one participant gave
an excellent example of co-production whereby she worked directly with the care home to help
support her mother living with dementia. This involved picture boards explaining the pronunciation
and meaning of simple Punjabi words and getting staff and residents involved in the celebration of
festivals and religious days.
This study also highlighted the need for family member’s views to be listened to when seeking a
diagnosis of dementia. They are best placed to suggest what ‘normal’ behaviour is for their loved one
and for many, a diagnosis would not have been received had they not been persistent and proactive
in seeking support. Furthermore, they should be involved in the assessment process to ensure that
the questions being asked are relevant to the individual’s history. As highlighted by Alzheimer’s Society
(2021), knowing an individual’s life history is a crucial component to being able to provide an efficient
diagnosis as well as effective non-pharmacological interventions, such as reminiscence therapy.
This study has highlighted that there are additional challenges for long distance carers. The changing
demographics and structures of South Asian households means that there are likely to be more carers
supporting a parent from a distance. It is important that appropriate support is provided to individuals
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who live in a different area to the person diagnosed with dementia, and that they are included in the
assessment of their post-diagnostic support needs.
Peer support and counselling
Participants in this study welcomed opportunities to hear the stories of other people in similar
situations. This involved interacting on-line with others via chat forums to seek advice and support
with their own personal situation. Furthermore, participants made evident their feelings of isolation
and loneliness and that they would benefit from having someone to talk to. A positive case example
highlighted the benefits of a carer support group but taking on board current restrictions, and other
commitments greater use of media networks would prove beneficial for some, particularly the
younger carers. Support groups via Facebook, Instagram and what’s app would be utilised as these
are the mediums that many participants are currently engaging with, and the route in which younger
people came forward to participate in the study. It is important that people know that they are not
alone in their experiences and have a space to seek and share advice. Such platforms will also help
identify people in need of support and advice. It is important that peer support remains inclusive, and
virtual and face-to-face opportunities to network should be provided.
As highlighted in this study, receiving a diagnosis of dementia is life-changing and people need support
emotionally to process it. Upon receiving a diagnosis, family members, including the person with
dementia, should be offered some form of counselling - a safe space for them to discuss how they are
feeling and identify any additional support in cases of anxiety and depression. In light of the Covid-19
pandemic, this is even more important for people who may potentially remain isolated.

Future Research
Based on the findings of this study, there are some areas which warrant further investigation:
•

•
•

•

•

•

There were four cases in this study where dementia was misdiagnosed with depression. The
link between depression and dementia is unclear and warrants further investigation to
identify whether depression may act as an early indicator of dementia.
In support of the literature, two people identified the need for further development of
diagnostic tools to ensure they are culturally appropriate.
One person in this study made evident the challenges for people caring for a family member
who is not registered in the UK. It is possible that there are others in similar situations, unable
to claim benefits due to not being entitled. Future research should consider investigating the
experiences and needs of such people, who may be facing further challenges.
Future research should focus on the development of non-pharmacological interventions for
South Asians living with dementia that support their cognitive function, independence and
wellbeing. Such interventions should also be inclusive of younger people living with dementia.
As the majority of the participants in this study were Sikh, it is recommended that this study
should be replicated with other South Asian, and ethnic minority communities to understand
the similarities and differences in their post-diagnostic dementia support needs and
experiences.
Future research should focus on the development of inclusive digital platforms to support
people through the dementia pathway.
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Appendix One: Project Flyer

Want to get in touch?
PHONE:
07888 900 949

EMAIL:

hello@drjutlla.com

WEBSITE:

www.drjutlla.com/contact

SOCIAL MEDIA LINKS:
FACEBOOK

A recent report by Alzheimer’s Society
(yet to be published) found a lack of
appropriate support from services for
people from South Asian communities
when receiving a diagnosis of dementia.
Known as ‘post-diagnostic’ support, these
involve services that are offered or used,
immediately following a diagnosis.
Passionate about this subject, I have teamed up
with Alzheimer’s Society to speak to South Asian
people who live in England and have experiences
to share.
If you are someone who is South Asian and has
received a diagnosis of dementia or you care for
someone who has been diagnosed with
dementia, please contact me.

@drkaranjutlla

INSTAGRAM
@drkaranjutlla

LINKEDIN

Dr Karan Jutlla

This is an opportunity to tell your
story and get your voice heard.

TWITTER

@JutllaK
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Appendix Two: Participant Information
Name

Gender

Age

Ethnicity

Religion

Location

Relationship

Diagnosis

Who do they live with?

Balvinder

Female

32

Indian

Sikh

London

Daughter

Kuljit

Female

58

Indian

Hindu
Punjabi

Wolverhampton

Daughter

Joginder

Female

78

Indian

Sikh

Wolverhampton

Person with
Dementia

Mother: Alzheimer’s
Disease,
1 year ago
Mother – in-law:
Parkinson’s disease
Dementia,
1 year ago
Alzheimer’s Disease,
3 years ago

Sharan

Female

53

Indian

Sikh

Coventry

Daughter

Jasmine

Female

32

Indian

Sikh

London

Daughter

Sarabjeet

Male

61

Indian

Sikh

Wolverhampton

Son

Sukhjinder

Female

43

Indian

Sikh

Willenhall

Daughter

Rita

Female

56

Indian

Sikh

West Yorkshire

Daughter

Jaz

Female

54

Indian

Sikh

Manchester

Daughter

Sameer

Male

30

Pakistani

Muslim

Manchester

Son

Aditya

Male

31

Indian

Hindu

London

Son

Jayesh

Male

28

Indian

Hindu

Birmingham

Son

Sohail

Male

55

Pakistani

Muslim

London

Son-in-law

Mother: Vascular
Dementia,
3 years ago
Mother: Lewy Body
Dementia,
7 months ago
Father: Mixed
Dementia,
4 years ago
Mother:
Vascular Dementia,
2 years ago
Mother: Alzheimer’s
Disease,
4 years ago
Mother:
Alzheimer’s Disease,
Vascular Dementia
and Mixed Dementia,
4 years ago
Mother: Alzheimer’s
Disease,
8 months ago
Mother: Vascular
Dementia,
2 years ago
Mother:
Early Onset Dementia,
1 year ago
Mother-in-law:
Alzheimer’s Disease,
3 years ago
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Father, Brother, Mother

How did they hear of
this project?
Instagram

How was it conducted/
Language?
Zoom
English

Husband, Mother

Gulshan Radio

Telephone
Punjabi

Alone

What’s app network

Telephone
English/Punjabi

Two daughters
(mother passed away,
lived in Birmingham)
Mother, Father and
brother

Facebook

Zoom
English

Instagram

Zoom
English

Wife (father passed
away)

What’s app network

Telephone
Punjabi

Mother

Facebook

Zoom
English

Husband (mother in care
home)

Instagram

Microsoft Teams
English

Alone (daughter lives in
Maidenhead)

What’s app networks

Microsoft Teams
English

Mother and father

Instagram

Zoom
English

Mother

Facebook

Telephone
English

Mother and sister

Instagram

Zoom
English

Wife and mother-in-law

Facebook

Telephone
English

Appendix Three: Interview Topic Guide

Topic-guide for interview
This schedule details all areas that must be covered in the interview.

Are you happy for this interview to be recorded?
Are you happy for me to use quotes from your interview in the write-up of this project?
Please confirm the following:
Age

Ethnicity

Gender

Diagnosis

Tell me how you/your family member received a diagnosis.
What did you think of when you heard the word ‘dementia’?
What happened next?
What services have you/your family member been referred to?
Have you contacted these services? If no, could you tell me why?
If yes, how useful do you find these?
What else would help you?
What do you find difficult?
What impact does this have?
Where do you go to for help?
Any other comments
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Locality

Carer –
relationship

Dr Karan Jutlla

About this project
A recent report by Alzheimer’s Society (yet to be published) found a
lack of appropriate support from services for people from South
Asian communities when receiving a diagnosis of dementia. Known
as ‘post-diagnostic’ support, these involve services that are offered
or used, immediately following a diagnosis. A lot of research in this
area also talks about the lack of culturally appropriate support from
these services for such communities.
Taking this on board, Alzheimer’s Society would like to understand
the experiences of assessment of post-diagnostic support for the
South Asian community and more importantly, understand what
their needs are and what the impact is of their needs not being met.
Passionate about this subject, I have teamed up with Alzheimer’s
Society to speak to South Asian people who live in England and
have experiences to share. I am particularly looking for people who:
Have had a diagnosis of dementia within the last four years in
England, or,
Are caring for a person with dementia who had a diagnosis
within the last four years in England, and,
Be able to understand Punjabi and/or English, and,
Has been receiving post-diagnostic support for at least six
months (including support received from Alzheimer’s Society).
Invitation
I would like to invite you to take part in this project to discuss with
me your experiences of the diagnosis, what services you and your
family were referred to and how helpful you found these.
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Appendix Four: Participant Information Sheet

Understanding Experiences of Post-Diagnostic Dementia Support for
the South Asian Community in England

What does this involve?
One meeting will be arranged at a time that is convenient for you
either via zoom, Microsoft Teams or over the telephone. It will last
between 30-60 minutes (whatever suits you). With your
permission, the meeting will be audio recorded. This is so that I can
focus on the meeting and not worry about making notes.
What do I want to know?
I will ask you the following questions:
Tell me how you/your family member received a diagnosis.
What did you think of when you heard the ‘dementia’?
What happened next?
What services have you/your family member been referred to?
Have you contacted these services?
How useful do you find these?
What else would help you?
What do you find difficult?
What impact does this have?
Where do you go to for help?
Any other comments

What will be done with the information?
Your story will help me to identify what some of the key issues are
for the South Asian community when receiving support from
services following a diagnosis of dementia. From this, I will be able
to produce case study illustrations that highlight the consequences
of not having the correct support and the benefits of having it. This
information will feed into a report that will be shared with
Alzheimer’s Society who will use this information to influence and
inform their policy. I will not share any personal information
including any personal details that reveal who you are.
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I will keep all your information secure and safe, in a password
protected file known only to me. Once the report has been written,
I will keep this information for a maximum of three years and then
it will be destroyed indefinitely.
The findings of the report may be presented at conferences and
other events where it can reach people who need to hear about
these experiences. I will also share the findings with the public via
my social media pages as it is important that people hear your story
but, I will not reveal your identity.
Are there any risks and benefits?
It might be possible that you find talking about your/or your family
members diagnosis upsetting. If you at any point in the meeting,
you feel distressed or emotional, you do not have to continue. You
may withdraw at any point of this project and give no reason for
doing so. I will respect your wishes and remain sensitive to your
needs. With your consent, I will keep any information that I already
have.
Will other people know that I took part?
No. All your information will be confidential. Only I will have access
to your personal details and anything shared with Alzheimer’s
Society will not reveal who you are. Your name will be replaced
with a pseudonym (we will agree this together).

I want to take part, how do I contact you?
There are a number of ways you can reach me:
You can complete a contact form via my website:
www.drjutlla.com
You can email me directly: hello@drjutlla.com
You can call or text me: 07888 900949

49

Two short segments of Kuljit’s interview were shared two members of the South Asian community
who are fluent in both Punjabi and English. They were asked to independently provide an English
translation for the following statements. Their translations were then compared to that of the
author’s to ensure validity

Punjabi segment 1:
“Das saal hoge jado doctor ne kya mum nu Parkinson’s Disease hoya. Pichle saal mum roj hakha mar
di si, “me ghar nu jana” “meh vapas India jana chaun dhi.” Din, raat, ohi gal, roj hakha marna, soch
di si, India rehndi. Meh doctor de naal gal kiti, meh onu kya, enu dementia hoya. Lokhi, apne life’ch
piche chal jhan de jodo dementia hundah, une fer Hospice care vale nu kehtha.”

Punjabi translation into English by the author:
“It’s been ten years since the doctor said that Mum has Parkinson’s Disease. Last year she starting
calling out all the time ‘I want to go home’ ‘I want to go home back to India.’ All day and all night it
was the same thing, she just kept calling out and thinking she lived in India. I spoke to the doctor, I
told him, she has dementia. People, they go back in their life when they get dementia, and then he let
the Hospice care people know.”

Punjabi translation into English by South Asian member of the community 1:
“It’s been ten years since the doctor said that Mum has Parkinson’s Disease. Last year she starting
shouting out all the time ‘I want to go home’ ‘I want to go home back to India.’ All day and all night it
was the same thing, she just kept shouting out and thinking she lived in India. I spoke to the doctor, I
told him, she has dementia. People, they go back in their lives when they get dementia, and then he
let the Hospice care people know.”

Punjabi translation into English by South Asian member of the community 2:
“It’s been ten years since the doctor said that Mum has Parkinson’s Disease. Last year she starting all
the time calling out ‘I want to go home’ ‘I want to go home back to India.’ All day and all night, the
same thing, she just kept calling out and thinking she lived in India. I spoke to the doctor, I told him,
she has dementia. People, they go back in their life when they get dementia, and then he let the
Hospice care people know.”
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Appendix Five: Validity translation check

Validity translation check

Punjabi segment 2:
“Mere latha nu dardh bohut hunda. Jodo menu chance vi milda saun lahi, meh sau nahi sak di kyu ke
mainu dardh bohut hunda. Nale meh kise nu das nahi sak di, family de vich kyu ke oh na ne kehna
mainu stress lagda mere apne mum nu kyaal rakhan, naaleh oh aimi mere vaal gala karanghe. Meh
sach tenu khendi ah, har paseh mere life de problem phegi.”

Punjabi translation into English by the author:
“My legs are in pain a lot. Even when I get a chance to sleep, I can’t because I’m in a lot of pain. And I
can’t tell anyone, in the family because they’ll say that it’s stressful for me to look after my own mum
and they’ll just start saying things about me. I’m telling you the truth, every part of my life has a
problem.”

Punjabi translation into English by South Asian member of the community 1:
“My legs are in pain a lot. Even when I get a chance to sleep, I can’t because I’m in a lot of pain. And I
can’t tell anyone, in the family because they’ll say that it’s stressful for me to look after my own mum
and they’ll just start saying things about me. I’m telling you the truth, every part of my life has been
affected.”

Punjabi translation into English by South Asian member of the community 2:
“My legs are in pain a lot. Even when I get a chance to sleep, I can’t because I’m in a lot of pain. And I
can’t tell anyone, in the family because they’ll say that it’s stressful for me to look after my own mum
and they’ll just start saying things about me. I’m telling you the truth, there is now a problem in every
part of my life.”
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About the Author
Dr Karan Jutlla is a passionate researcher and educator
dedicated to promoting cultural competence in health and
social care, with a particular focus on dementia.
As an academic, Karan’s research interests in the challenge of
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the community.
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ensuring that leadership level decisions are reflected in the
quality of care received by service users. She has spoken at
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