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Focusing on individual Black, Asian and Minority Ethnic (BAME) communities such as Irish,
Caribbean, South Asian, Chinese and Jewish, this accessible guide brings together key
information on the impact of living with dementia in BAME communities into a single
comprehensive resource for front-line staff as well as an information source for families and
carers.The book sets out personal case studies and examines how to provide bespoke support
and information to raise awareness and lower levels of stigma. With diagnoses among minority
communities set to increase, this much-needed handbook is the perfect companion for care
home workers, social workers, doctors and nurses who may lack experience in communicating
with and caring for people from BAME backgrounds. It is also a valuable resource for family
carers and those living with dementia.
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LeicesterDavid Truswell and his colleagues are to be congratulated on producing a unique
resource – a reader of material relating to dementia among the UK’s Black, Asian and minority
ethnic (BAME) communities of migrant origin, which combines rigorous academic research,
comprehensive reviewing of the relevant literature, and insights based on community views
involving both carers and people living with dementia, from a selection of the main groups of the
population represented within that broad label. Not before time, they have corrected a historic
omission and injustice in the literature on which the design and provision of our health and care
services are based. In a sense, this represents a ‘coming of age’ for the literature on ‘ethnic
health’ – since the times when the predominant issue was the fear of infection from migrants, a
fear that remains, however unjustified (Bivins 2015). This was followed by a period where blame
was placed on the ‘migrants’ for failing to understand the national health system or for following
‘exotic’ cultural behaviours, and a more recent period when attempts were beginning to be made
to train healthcare professionals in ‘cultural competence’. As the earlier migrants who formed the
basis of our post-war (i.e. post-1945) ‘minority ethnic’ population have aged, and their
descendants become the nucleus of a modern British society, new migrants have come to the
UK – following in the steps of many earlier generations and cohorts since at least Roman times
(Defoe 1701). All of these pose new challenges to the policy makers, practitioners, researchers
and trainers of the National Health Service (NHS), which is also waking up itself to the challenge
of an ageing ‘majority’ population and a reported epidemic of dementia across the whole
population (All Party Parliamentary Group on Dementia 2014). For once, both majority and
minority groups may be facing the challenge together.The current best estimate is that there are
25,000 people from Black, Asian and minority ethnic backgrounds in England and Wales living
with a diagnosis of dementia – a number that is expected to double in the next ten years.



However, there is a recognised need to improve rates of early diagnosis and uptake of dementia
care services among BAME groups, for whom it is believed there is at present a problem of
under-diagnosis, largely because of poor tools and familiarity among practitioners to assess
BAME patients. A recent study (Wilson et al. 2019) established that GPs may indeed ‘estimate’
or adjust scores when using the General Practitioner Assessment of Cognition (GPCOG)
diagnostic tool ‘to take account of language and cultural barriers’, so despite a significant
number of referrals to memory clinics from these populations (Black and South Asian), many
were subsequently diagnosed with other mental health issues. At the same time, referral to the
memory clinic was often not valued or desired by families because of a perceived lack of value
since there was no ‘cure’ available, and nor did they expect useful support to be forthcoming.
Clearly, GPs respond to the difficulty of diagnosis by referring more BAME people with an
‘uncertain’ diagnosis, which does not help anyone in the long run. It is to be hoped that the
chapters of this book and its clear recommendations may assist in remedying this situation.The
authors open the collection with a quick resumé of the recent past, referencing the work of the
All Party Parliamentary Group on Dementia (2013) and Truswell’s own review for the Race
Equality Foundation (2013). What it does not do, perhaps, is to highlight how this was a well-
predicted crisis, foreseen by the charity Age Concern and other researchers in the 1980s
(Barker 1984; Ebrahim, Smith and Giggs 1987; Fenton 1987) when considering the UK’s lack of
experience of dealing with older people from minority ethnic groups, the lack of a resident older
cohort of minorities of ‘New Commonwealth’ origin, and the inevitability of ageing as a group
when so many had settled in a short time around the passing of the Commonwealth Immigration
Act 1971. That said, it is also too easy to forget that an earlier cohort of Eastern European
migrants, especially those of Polish origin, made their homes in Britain following World War II,
many as refugees from Nazism and Communism, and they too went through this life-stage – as
more recent European migrants will in their turn. These lessons must not be allowed to be
forgotten again.The book continues with a series of ‘ethnic-specific’ chapters, each of which
gives useful background to the migrant origins, history and cultural specificities of the group in
question, as well as links to useful resources. They start with a chapter on the Irish, which
usefully underlines that ‘minority ethnicity’ is not all about skin colour, and it is hoped this will
also alert readers to the probability of specific issues arising in other western European origin
migrant minority ethnic groups. Tilki also highlights briefly the issue of Gypsy and Irish Travellers
in her analysis. A subsequent chapter about the African-Caribbean communities highlights,
perhaps unsurprisingly, the issue of racism – which can make the practice of ‘reminiscing’
therapies problematic – as well as raising the often forgotten notion of an ‘African-Caribbean
culture’. Too often, being English-speaking people, this has been neglected because of an
understanding that sensitivity to culture was synonymous with language and interpreting needs.
Not surprisingly, music features here, as with other cultures, as do gender roles and
expectations – and maybe we could add ‘dominoes’ as a pastime?The chapter on ‘Asian’ issues
is uniquely presented as co-written by a two-generation team of son and mother, both



professionals, who succeed in highlighting many learning points as well as the diversity within
the Asian communities and the commonalities – most notably the lack of a suitable term for
dementia in any major Asian language, and the contrast in attitudes towards ‘physical’ and
mental health conditions. It is also worth underlining the importance of understanding how a
collectivist or community-focused worldview differs from the individualist nature of most
‘western’ societies. One phrase that sticks in my mind: ‘Why wouldn’t she go back (to her
country of birth) in her mind?’There is much to be learned from two lesser-known or at least
more poorly documented groups – the Chinese and the Jewish – as well as some innovative
solutions which deserve consideration! It is striking to consider the degree to which both groups
have been present over time, and have affected what we consider to be ‘our’ western culture.
The chapters both highlight the degree to which community-based, grassroots organisations
have led in innovative service delivery, with lessons that can be transferred not only to other
minority groups but also to generic service provision.Following these ‘ethnographic’ chapters, a
chapter on ‘rights’ presents a challenging but salutary reminder that there are many issues of
intersectionality (cross-cutting influences of age, language, disability, culture and discrimination)
and legislation which may prove confusing or problematic for carers and others as well as
professionals. A useful discussion clearly brings out issues around competence to decide, what
the law permits or protects, and how this may affect the professionals’ decision making, as anti-
discrimination and safeguarding rules interact. There is a selection of case studies and it is
important to note that things may not be the same under all legislations – especially in the UK
under Scottish law.Another very valuable section considers in considerable depth the question
of spirituality and faith. All too often in a modern, ‘rational and scientific’ world, too little attention
is given to questions of faith, belief and practice of religion, despite the fact that a clear majority
of the population in every census or survey admits or claims membership of a faith – those of ‘no
religion or faith’ are a significant but still small minority. And it cannot be denied that patterns of
behaviour, values and rituals absorbed in childhood remain and return more strongly in old age.
As end of life becomes to be perceived more clearly, what might lie beyond, questions of the
intangible and transcendent also gain in salience. Hence, it is essential for the practitioner and
service provider to understand more about diversity of faiths, and the support that these and
their organisations can offer, in order to best serve the needs of their patients or service users!
This might include hymns and sacred songs – such as the ‘yoik’ communal singing tradition of
the Sami people of Scandinavia.A chapter which many may find hard to read, but which shows
considerable courage and reflexivity on the part of its author, is ‘a carer’s perspective’, written by
someone who would be seen by most as an expert researcher and academic in the field, who
reflects on becoming also an ‘expert by experience’ and the pain and internal conflict this
created. This may also, however, be comforting for those who wonder how they could have not
known or noticed things about their own loved ones, and we should be most grateful to Dr
Rahman for his honesty as well as the clear and insightful academic discussion he provides.The
book concludes with a summary which speaks for itself, highlighting the centrality of identity – a



key leitmotiv of the 21st century – showing how this is intimately tied up with ‘race’, culture and
faith, and the experience of being (or becoming) ‘other’ in an often-hostile society. It makes clear
and vital recommendations, such as reference to the need for a national Resource Hub, training
and funding, including attention to the issue of additional costs, and calling for an inclusive future
strategy. Finally, there is an excellent set of links to further useful resources. For this alone, the
book will become a useful reference on anyone’s bookshelf!ReferencesAll Party Parliamentary
Group on Dementia (2013) Dementia does not discriminate: The experiences of black, Asian
and minority ethnic communities. London: All Party Parliamentary Group on Dementia.All Party
Parliamentary Group on Dementia (2014) Building on the National Dementia Strategy: Change,
progress and priorities. London: All Party Parliamentary Group on Dementia.Barker, J. (1984)
Black and Asian Old People in Britain. Mitcham: Age Concern.Bivins, R. (2015) Contagious
Communities: Medicine, Migration, and the NHS in Post War Britain. Oxford: Oxford University
Press.Defoe, D. (1701) ‘The True Born Englishman.’ Reprinted (1995) British Medical Journal
313, 145.Ebrahim, S., Smith, C. and Giggs, J. (1987) ‘Elderly Immigrants – a disadvantaged
group?’ Age and Ageing, 16, 4, 249–255.Fenton, S. (1987) Ageing Minorities: Black People as
they Grow Old in Britain. London: Commission for Racial Equality.Truswell D. (2013) Black and
minority ethnic communities and dementia: Where are we now? Race Equality Foundation
Briefing Paper.Wilson, A., Subramanian, H., Raghavan, R., Johnson M.R.D., et al. (2019)
‘Diagnosis and management of dementia in primary care in Black Asian and Minority Ethnic
groups: an exploratory study.’ Final Report to National Institute of Health Research (PB-
PG-0416-200019).Note on Terminology and DiagnosisThroughout this book, the authors will
use the term dementia in a general way that refers to Alzheimer’s disease, the most common
form of dementia, and vascular dementia, a form of dementia more usually associated with the
outcome of stroke and the second most common form of dementia. Mainstream media reports
and UK policy documents usually use the term dementia in this way. Dementia is a group of
related symptoms that arise out of diseases that affect the brain. The most common one is
Alzheimer’s disease, affecting 1 in 14 people over the age of 65 in the UK. About 60 per cent of
people living with dementia have Alzheimer’s disease and about 20 per cent of those living with
dementia have vascular dementia (Rizzi, Rosset and Roriz-Cruz, 2014).The Alzheimer’s Society
website1 is a good general online resource for more information about these and other types of
dementia.While loss of short-term memory can be one of the early signs of dementia, the
gradual pervasive damage to the brain caused by the illness can manifest in many other ways,
as the various testimonies of individual experience in this book demonstrate. Other health
problems apart from dementia can lead to memory problems, and dementia can affect those
under 65. Anyone with worries about persisting health problems that affect concentration,
memory, intellectual functioning or mood should seek advice from their GP. Problems with tasks
that involve thinking, calculating, recognising or doing things in a familiar sequence may often be
part of the early signs. There may be changes in mood or temperament. As the illness
progresses, these changes will become more frequent and persist for longer. An important



emphasis in this book is to encourage people from Black, Asian and minority ethnic (BAME)
communities, especially older people, who are worried about their health to seek GP advice
rather than dismiss and minimise the problems as ‘just part of getting old’.ReferenceRizzi, L.,
Rosset, I. and Roriz-Cruz, M. (2014) ‘Global epidemiology of dementia: Alzheimer’s and vascular
types.’ BioMed Research International 2014:908915.1CHAPTER 1IntroductionDavid
TruswellThe 2013 report Dementia does not discriminate by the All Party Parliamentary Group
on Dementia was an important milestone in the recognition of the impact of dementia on UK
Black, Asian and minority ethnic (BAME) communities, looking at both the status of research on
dementia in BAME communities at the time and taking in a broad range of testimony on the
experience of individuals and organisations. At around the same time, I completed a briefing
paper for the Race Equality Foundation (Truswell 2013) that reviewed UK research literature
over the previous five years and looked at several examples of grassroots organisations taking
action to raise awareness about dementia in BAME communities and provide information and
support to the communities. The work was supported by the Central and North West London
(CNWL) NHS Foundation Trust as part of a project looking at raising awareness about dementia
in BAME communities to improve take-up of the organisation’s memory services. This work also
later produced an internal guidance document for CNWL’s memory services (Truswell and
Tavera 2016).The subsequent years have seen a slowly rising awareness across the health and
social care mainstream of the need to recognise that there are issues specific to the experience
of BAME communities that introduce a further layer of complexity to the already complex and life-
changing challenges facing those living with dementia, and their families and carers. However,
the individual research papers and articles remain scarce and often reflect pilot-level studies
that are limited to a few dozen research participants. With the notable exception in the UK of
Julia Botsford’s and Karen Harrison Dening’s (2015) Dementia, Culture and Ethnicity, there is a
dearth of texts that attempt to capture the full range of issues that affect those from BAME
communities living with dementia, and their families and carers.I am indebted to a number of
people with an in-depth experience of the impact of dementia who have collaborated with me to
produce this book, either by writing individual chapters, writing chapters in collaboration with me
or contributing material from their own experiences. The contributors cover a wide range of
backgrounds and a number speak from personal experience of living with dementia or
supporting family members living with dementia as well as those sharing their professional
knowledge and experience. An important aim of this book is to show the many perspectives
there are to the story of BAME communities living with dementia, underpinning this with
accounts of personal experience and making reference to the available research evidence. The
book will be of interest to professionals working with people from BAME communities, those
from BAME communities who would like to know more about how dementia is affecting their
communities, those who are living with dementia from BAME communities and those who are
their carers. These last two groups of people often find themselves desperately looking for any
information on dementia that reflects some of the experience of BAME communities.Individual



chapters in the book stand alone with the intention of allowing the reader to dip in and out of the
book as a reference resource. Initially, the chapters on specific communities focus on some of
the most long-standing UK BAME communities with demographically high proportions of people
who are over 65. Subsequent chapters deal with the issues that have a commonality across
BAME communities. This includes a detailed account of the experience of one BAME carer, Dr
Shibley Rahman, which encapsulates a number of the issues mentioned by the previous authors
as well as elaborating on the experience of the often-neglected issue of delirium in
dementia.Although there are many BAME communities that have made their home in the UK
over the generations, much more work remains to be done to examine and understand the
impact of dementia on the full range of these communities. While BAME communities
collectively have a demographic profile that is younger than the mainstream White UK
community, a more finely grained understanding of the migration history of UK BAME
communities shows a variety of age demographics across ethnic communities. This reflects their
different histories of settlement, for example post-World War II or even earlier migration,
refugees from late 20th- and early 21st-century conflicts or political upheavals, and migration in
the more recent period of European Union (EU) integration and enlargement. However, there are
valuable lessons to be learned in looking at the commonalties across those migrant populations
with an older demographic profile that will reduce the likelihood of needing to ‘reinvent the
wheel’ as newer and younger migrant populations age and decide to stay in the UK. The
challenges dementia creates for migrant communities and the services that support migrant
communities living with dementia are worldwide (Truswell 2016).I was fortunate in having Dr
Mary Tilki and Dr Karan Jutlla, with her mother Harjinder Kaur co-authoring, writing about the
Irish and South Asian communities, respectively. These authors have written extensively about
these communities over the years and are rightly respected for their perspective and
contribution to the research evidence and depth of personal knowledge of the communities they
write about. Formal research into the impact of dementia in the African-Caribbean community is
limited and I am indebted to individuals who have contributed their personal stories to help bring
to light the experience of people from this community and to Culture Dementia UK for the many
opportunities it has provided to hear from and speak to people in the African-Caribbean
community living with dementia or supporting those living with dementia. Padraic Garrett’s
chapter on the Jewish community, and the support provided by Tom Lam and Gill Tam to
produce the chapter on the Chinese community, have provided comprehensive accounts of two
communities that are rarely considered in UK dementia research literature yet have a long and
rich cultural and economic historical relationship within the UK and significant numbers of older
members living in the UK. Importantly, organisations such as Jewish Care and the Chinese
National Healthy Living Centre have done significant work with their respective communities at a
scale that would warrant examination and investment by mainstream dementia service
commissioners, not simply to improve services for these communities but for examples of
freshness, creativity and direct involvement with the whole community in awareness-raising that



the mainstream could learn much from.In looking at common issues, I was fortunate to have the
assistance of people who have been working and writing for some time on the areas focused on
for this book. Toby Williamson, a writer and researcher on a rights-based approach in dementia,
brings his knowledge and experience to a detailed examination of how the different levels of
understanding of ‘rights’ come into play for those in BAME communities living with dementia,
and their families and carers. Setting this in the context of case examples, he brings into focus
how the complex balance of interests and rights can play out in individual situations, moving the
conversation about living with dementia on from a narrow focus on health and care needs to a
wider examination of quality of life.Dr Natalie Tolbert has written extensively on spirituality and
mental health, the limitations of western models of medicine and the role of personal faith in
healing, including its role in mental health. In Chapter 8 we critically explore the recent research
on the role of faith and spirituality in dementia and look at how both personal faith and
community beliefs can either be a barrier to living well with dementia or a source of support and
benefit. We also consider how personal spirituality is not confined to those with a professed
religion.In an overarching chapter (Chapter 9), I cover briefly several themes that often arise in
practice or in conversations with people from BAME communities but are rarely a focus in the
research literature: interpreting and translation, supplementary costs of care for BAME
communities, the lack of appropriate reminiscence materials, and end-of life care. One general
problem not mentioned in this chapter is the cultural limitation of diagnostic tools for memory
assessment, as this is referred to in some detail in a number of the personal accounts and also
within the chapters focused on the experience of different communities.I am deeply indebted to
Dr Shibley Rahman for his account of his personal experience as a son coming to terms with
becoming a ‘partner in care’ for his mother as they both come to terms with her living with
dementia. This sets the context for the BAME carer in Chapter 10 on one person’s experience of
being a carer. Also, his chapter deals with the experience of living with delirium in dementia, an
issue rarely spoken of in the research literature from the perspective of the carer.Just as
dementia itself is not just one thing, the additional challenge dementia brings to people from
BAME communities is not just one thing. This book brings together a set of perspectives or
vantage points with varying significance for people as a result of their own experience of living
with dementia. The different authors throughout the book point to issues that are likely to be of
importance to people from BAME backgrounds living with dementia or helpful in supporting
them or their families. The significance of particular aspects of culture will vary over the course of
the illness and between individuals.When exploring the cultural issues for BAME people living
with dementia, and their family and carers, we are looking at the personal experience and
meaning for the individual, what matters to them and where their sense of support comes from,
rather than trying to figure out or tell anyone which culture box they need to tick. Dr Rahman’s
chapter is eloquent in illustrating this as he recounts how he and his mother have moved to
talking Bangladeshi now and how his relationship has in some ways changed in becoming a
carer but in some ways hasn’t because he’s doing what a son should do. The shifts and



realignments of roles and feelings about roles (e.g. father/daughter, husband/wife, grandmother/
grandchild) are echoed in a number of other personal accounts throughout the book. These
shifts are filtered through ideas and convictions about ‘face’, faith, filial obligation, duty and love
in many different ways. The different ways this happens for individuals is also a glimpse of how
cultural differences are expressed within people’s daily lives as they live with dementia. Linda, a
carer who reccounts her experience in the book, refers to this as ‘learning to parent the
parent’.The concluding chapter summarises the wide-ranging contributions and introduces a set
of ambitious proposals intended to give a broader direction to information and service
developments in the UK, which currently rely too much on local but largely isolated champions,
whether they be within or external to the local health and care institutional arrangements. There
does need to be a significant step-up in scale from local pilots involving relatively small numbers
of participants to more substantial and more widely beneficial systemic change. This is vital if we
are to make an impact on the scale of the challenge posed by the increase dementia rate in
BAME communities identified in 2013 by the All-Party Parliamentary Group on Dementia. This
step-up currently is nowhere in sight.ReferencesAll Party Parliamentary Group on Dementia
(2013) Dementia does not discriminate: The experiences of black, Asian and minority ethnic
communities. London: All Party Parliamentary Group on Dementia.Botsford, J. and Harrison
Denning, K. (2015) Dementia, Culture and Ethnicity: Issues for All. London: Jessica Kingsley
Publishers.Truswell, D. (2013) Black, Asian and Minority Ethnic Communities and Dementia –
Where Are We Now? Better Health Briefing Paper 30. London: Race Equality Foundation.
Available at: .Truswell, D. (2016) ‘The impact of dementia on migrant communities: A complex
challenge in a globalised world.’ Alzheimer’s, Dementia and Cognitive Neurology 1. doi:
10.15761/ADCN.1000102.Truswell, D. and Tavera, Y. (2016) An Electronic Resource Handbook
for CNWL Memory Services: Dementia Information for Black, Asian and Minority Ethnic
Communities. London: Central and North West London NHS Foundation Trust. Available
at: .CHAPTER 2Dementia and Irish People in BritainDr Mary TilkiThe reader might be surprised
to find a chapter about Irish people in a text relating to dementia among Black, Asian and
minority ethnic (BAME) or migrant communities. This is because migration, ethnicity and
inequality debates in the UK have largely neglected the Irish community in Britain (Tilki 2015).
Defining ethnicity in a Black/White skin colour paradigm has the effect of making the White
(mostly) English-speaking Irish invisible. Although data on Irish ethnicity and place of birth is
collected, it is mainly presented within the overall White category, thus presuming the Irish are
the same as the majority and other White populations. More importantly, it neglects the health
and social inequalities which Irish people in Britain have experienced for decades (Tilki 2003,
2015; Tilki et al. 2009). The Irish are not a homogeneous group and although many have been
successful in Britain, the profile of the majority is more akin to that of other BAME groups than
the majority population.The 2011 census shows a distinctive age profile for the Irish community
in Britain, with a higher proportion of people above 55 and particularly beyond pension age than
in the general or minority ethnic populations (Ryan et al. 2014). This reflects migration patterns,



with 38 per cent of the Irish community arriving before 1961 and a further 18 per cent between
1961 and 1971 (Ryan et al. 2014). Although Irish people have high levels of employment,
especially in upper occupational categories, a large proportion of the community is economically
inactive due to retirement (Ryan et al. 2014). In addition, significant numbers from about 50
upwards and Irish Travellers of working age are economically inactive because of long-term
sickness or disability (Ryan et al. 2014). Reflecting the demographic profile of the community,
Irish people are more likely to be living in single-person households than any other group in
England, with consequent implications for care and support in old age and illness (Tilki et al.
2009). While age is probably the most significant risk for dementia among the Irish community,
this is magnified by the poor health and social isolation they experience. Truswell (2013)
estimates that there are around 10,000 Irish people in England with dementia.The 2011 census
provides robust evidence of high levels of limiting long-term illness (LLTI) and self-reported poor
health among Irish people over 50 (Ryan et al. 2014). Gypsy and Irish Travellers aged 50 and
over have the highest levels of LLTI and ‘bad’ or ‘very bad’ health in England. Research by Irish
community organisations suggests that mobility problems, cardiovascular disease, pain, cancer,
depression and anxiety are common causes of LLTI (Moore et al. 2012). Research
demonstrates that Irish people have disproportionately high rates of heart disease, hypertension
and stroke, particularly in older age bands (British Heart Foundation 2010; Harding, Rosato and
Teyhan 2008; Wild et al. 2007). The incidence of mental illness among Irish communities is high,
with high levels of common mental disorders (Weich et al. 2004), excessive rates of depression,
anxiety and psychological ill-health (Ryan et al. 2006) and high admission rates especially at
older ages (Care Quality Commission and National Mental Health Development Unit 2010).
Given the poor health profile, it is not surprising that a quarter of Irish people and over 40 per
cent of Gypsy and Irish Travellers provide 50 or more hours of unpaid care each week (Ryan et
al. 2014). These factors increase the risk of social isolation.Like other minority ethnic groups,
Irish people moved to Britain to escape poverty, find work and better themselves. They rarely
expected to settle, intending to return in four or five years having gained a qualification or saved
a particular amount of money (Tilki 2003). Most left their home country for economic reasons,
pulled by and directly recruited to jobs in particular sectors of the labour market. They often left
to join siblings or to get away from claustrophobic towns and villages already depopulated of
young people.The author acknowledges the commonalities experienced by all people with
dementia and their carers, but this chapter emphasises some of the differences which might not
be appreciated in health and social care settings. As recent memory becomes difficult to access,
people with dementia rely on memories from earlier periods in their lives. These can be
comforting but also can be vivid and distressing and often manifest as unusual behaviour.
Understanding the biography and experiences of a person living with dementia underpins and
facilitates person-centred, culturally sensitive care. This chapter will outline the experience of
older Irish migrants, highlighting the difficulties many encountered, which shaped their attitude to
British society and health services. It will also explore differences in culture and language which



differentiate them from the majority population and how these become more relevant when
people have dementia. The discussion will be illustrated with quotes from the author’s research,
community consultations and life stories from Irish third-sector organisations.Similarities but
differencesIt might be very easy to assume that the Irish are the same as the English, given that
they look similar and speak the same language. While there are shared experiences, having
spent a lifetime in the same locality, there are also many differences. These become more
important when people develop dementia, when recent memories fail and those of earlier times
become more accessible.While Irish people may have lived and worked in the same
neighbourhood for decades, it is a mistake to assume that they will all feel comfortable with
mainstream services in their area. Many feel they have never fitted in because of experiences
when they first migrated and at different times since (Tilki 2017). The feelings that shaped their
memories may become more vivid when recent memory is fragile. Most Irish people found the
English polite, but they still felt like outsiders rather than part of the workplace or community.
Although Irish people worked in farms, factories and hospitals alongside the English during
World War II, they were seen as a threat to national security and persistently taunted about
Ireland’s neutrality (Tilki et al. 2010). While the English appeared formal, when Irish people tried
to find somewhere to live, they faced hostility.When I came to England there was no blacks, no
dogs, no Irish. I remember seeing an ad for a flat in the post office. She banged the door in our
faces when she heard the accent. Bloody Irish! Slam! (Kay)From the late 1960s, ‘The Troubles’
in Northern Ireland legitimated public expressions of anti-Irish racism and draconian police
powers through the Prevention of Terrorism Act (PTA) 1974. Every Irish person was suspected of
allegiance to the Irish Republican Army and, as such, complicit in terrorism.I remember being in
the gardens at the back of my house the time of the Hyde Park bombing. I had my five children
with me. I was ordered out of the gardens. I knew nothing about it. (Margaret)I had it with
patients. I remember going on to the orthopaedic ward; ‘The Irish and the bombs. Ye’re all the
same’. (Philomena, staff nurse)Survival for Irish people meant keeping a low profile, avoiding
speaking, or trying to conceal their accent. Irishness was only expressed in the privacy of home,
Catholic Church, dancing school or local Irish centre. Those difficult times generated discomfort
and guardedness among the older generation.While Irish people do not have the same
language problems as other minorities, communication can still be problematic. Although
English speaking, they speak with different accents, expressions or terms for common items,
often reflecting translation from the Irish language. Irish family names and first names can be
difficult to pronounce and it can add to the confusion of a person with dementia when their name
is mispronounced. The mother tongue of a small number of people from Gaeltacht (Irish-
speaking) areas is Irish, with English learned as a second language on migration. The ability to
communicate in the second language can be lost when the person has dementia.Older Irish
people are especially sensitive about having to repeat themselves or having their accents
mimicked in public and professional settings.With the English doctors, you have to keep
repeating yourself – it’s embarrassing. When you say something the way we do, they correct you



and make you feel very, very little. Or they take the mickey out of your accent. (Alice)Sadly, the
feeling of not being safe outside family and community was further perpetuated by Irish people’s
experiences of health professionals. Older people repeatedly recounted consultations where the
first question the doctor asked was about alcohol consumption (Tilki 2003). Furthermore, they
were not believed if they said they were abstainers or only had an occasional drinkOne of the
first questions the doctor is likely to ask is ‘Do you drink?’ and if you admit to taking a drop at all,
it’s automatically assumed that you are an alcoholic and that’s the cause of all your problems.
(Michael)I said to him ‘Doctor, I don’t drink,’ and he said ‘What? An Irish person who doesn’t
drink?’ I was furious. (Bridget)Overt and insinuated anti-Irish racism instilled insecurity, a lack of
confidence and a strategy of keeping heads down. Today, this may explain the reticence of older
Irish people in non-Irish settings. Although people have dealt with their insecurities over the
years, reliving painful emotions when memory fails can recreate the anxieties of the past. This
may contribute to agitation, unusual behaviour or negative responses to doctors or other
professionals by Irish people with dementia.Cultural sensitivity for older Irish peopleIt is
important that services for people with dementia are welcoming and navigable. For the reasons
mentioned in the previous section, Irish people are likely to be reluctant to access services for
mainstream elders or dementia. This is exacerbated by practical issues such as poor health,
poverty and lack of transport, which prevent people participating in activities outside the home.
Although Irish people are reluctant to use mainstream services, they are often unwilling to use
Irish services unless recommended by a trusted person. Therefore, many Irish organisations
provide outreach to older, isolated or marginalised people using culturally sensitive staff or
volunteers.There is undeniable stigma around dementia, so Irish organisations focus on being
welcoming and non-judgemental. They value confidentiality while encouraging people to be
open, talk about difficulties in a safe environment, share experiences and help them recognise
the structural roots of problems, rather than blaming themselves. In particular, they operate a
strengths model, recognising problems, but focusing on and capturing the strengths and
resilience of the individuals involved.Elders services are increasingly adopting Dementia
Engagement and Empowerment Project (DEEP) guidance for dementia-inclusive
environments,1 but it is also important to take account of culture for people from minority ethnic
groups. Traditional images of shamrocks, harps and leprechauns may seem old-fashioned but
can be very meaningful and comforting to vulnerable Irish people or those with dementia.
Posters, photographs, county coats of arms, Irish background music and familiar accents help
people feel safe and at home.I enjoyed the local clubs, but Paddy was restless, withdrawn and
unhappy. The only place he relaxed was at the Irish lunch club. He could have a laugh and a
joke… As his condition deteriorated and his speech was muddled, his face would light up when
he heard the accents. He was with his own people. (Rita, carer, London)Stimulation and social
interaction for Irish people with dementia are facilitated through conversation, exercise, bingo,
card games and culturally appropriate memory work.I look forward to coming and recounting old
times with the others. I enjoy the memory sessions each Thursday, meeting with friends all



suffering from memory loss. (Michael, service user with dementia, Leeds)Irish music is a major
focus of activities in Irish community organisations for all participants, and plays a key role in
expressing emotions by people with dementia (Tilki et al. 2010). Memory for familiar music is
particularly well preserved, even in people with advanced stages of dementia (Vella-Burrows
2012), and can enhance recall of personal memories (El Haj, Postal and Allain 2012).
Background music can calm agitation and aggression and increase sensory awareness and
communication (Garabedian 2014). Music can be recorded or live, but singing is particularly
valuable in dementia (Wall and Duffy 2010). Singing helps with language, and people with
dementia find great joy in interacting with others and remembering the songs they sang as
children.Research evidence about the value of physical activity in dementia is controversial
(Guure et al. 2017; Sabia et al. 2017). However, it is clear that exercise improves wellbeing and
offers enjoyment. Irish organisations provide exercise sessions for people of differing physical
abilities. ‘Tea Dances’ are highly popular afternoon events, offering social interaction, exercise
and continuity as people maintain the traditions of their youth and recall the Irish dance halls
they frequented as young people. While some may be too frail to engage in physically
demanding ‘sets’ or ‘céilís’, many are able to enjoy a gentle waltz. This provides physical
exercise but also affords opportunities for reminiscence and social interaction and may be the
only physical contact an isolated person has all week.Irish organisations invariably provide Irish
newspapers, films and DVDs and variously incorporate them into discussions which stimulate
verbal abilities, promote conversation and enable people to keep up to date with current events.
Requiem masses, wakes, funerals and memorial services are an important part of Irish culture,
demonstrating respect for and celebrating the lives of deceased members of the community.
Rather than being morbid or reminding people of their own immortality, they are often reassuring
and comforting, especially for those without family (Tilki et al.
2010).ReminiscenceReminiscence is a popular activity among services for people with
dementia. It relies on sharing life experiences, memories and stories from the past. It is an
enjoyable activity, which captures the ability of people to recall the past when recent memories
are less accessible. It is said to improve quality of life, reduce agitation and offer a sense of
competence and confidence as people use their retained skills to recall past events (Woods et
al. 2012). It also provides an opening for people to get to know each other through shared
experiences and can allow staff to get to know ‘the person’ with dementia rather than a person
with dementia. This can facilitate an individualised plan of care as well as a better understanding
of behaviour.During a Happy Days reminiscence session, we were talking about what it was like
going to school in Ireland and how it differs from today. The participants recalled how the
children would write on a slate with chalk. A slate was passed around the group so they could all
use the chalk.One woman with advanced dementia needed a lot of encouragement to take part.
As the slate got to her she started to write with the chalk. We didn’t recognise what she had
written, but when asked she said it was her name in Irish. Her daughter was shocked as she
didn’t know that her mother had learnt Irish or could write her name in Irish. This was an



emotional moment for her daughter. She got her mother to write her name on paper, which the
daughter keeps as a lovely memory. (Irish Community Services, Greenwich, Bexley and
Lewisham)Had the group in this situation not been culturally sensitive, the importance of what
the woman had written might have been dismissed as meaningless, rather than providing
opportunities for her family or the Happy Days group to encourage her to take
part.Reminiscence can also retrieve bad memories. It should be undertaken by staff who are
culturally competent and who have facilitation skills. In the Irish context, this means
understanding the Irish migratory experience, anticipating and being sensitive to grief, pain and
loss which may have been buried for decades. Facilitators should be adept in handling sadness
at leaving home, bereavement, discrimination in Ireland and Britain, perceptions of failure, not
being able to return home and ending their days in another country (Tilki et al.
2010).Understanding behaviourRecent advances in dementia research suggest that behaviour
which might be considered ‘challenging’ is not meaningless but a way of communicating
distress or suffering or a response to the social and physical environment. Most changes in
behaviour come from heightened levels of stress which can be caused by physical,
psychological, environmental or communication factors. Pain, hunger, anxiety, embarrassment,
and inability to navigate the environment or express themselves are very common causes of
distress. Unless the underlying cause of the behaviour or the function it serves are understood, it
can be difficult to alleviate (Krishnamoorthy and Anderson 2011). For example, repeatedly not
being understood can make a person angry or withdrawn, in danger of being labelled difficult or
less competent than they really are.Clearly, every person with dementia is different and the way
in which the condition manifests is individual. Knowing the person with dementia as a person
can not only help explain why somebody comes across as difficult, but facilitate strategies to
make the person more secure and comfortable. The preceding sections highlight some of the
memories which might make an Irish person with dementia anxious, unsure or reluctant to
engage with. Those harassed or arrested under the PTA may react aggressively to being
touched, taken to the bathroom or seeing somebody with a dark uniform or a tone of voice that
reminds them of a police officer. Irish Travellers are particularly sensitive, having experienced
forced evictions by the police and hostility from the public. Remembering such experiences may
explain anger and verbal or physical aggression, for example when helping to mobilise or bathe
somebody or move them by ambulance.Even earlier memories can trigger negative responses.
Apart from economic reasons, many Irish people left Ireland to get away from an unfair,
religiously authoritarian society. Abuses experienced in institutions or the family may emerge in
reminiscence or when the person is freed from inhibitions which kept such matters ‘secret’. Irish
child-rearing practices were often harsh and some people will have lived in abusive families.
However, a significant number of young Irish people left Ireland in the 1950s and 1960s to
escape abuse in religious institutions.I was in an orphanage you know. Physically, emotionally,
sexually abused – terrible, terrible. I was 16 when I came here. As soon I got out I came over
here [to England]. (Martin)Some have had help to address these traumas but many have



repressed them and kept them hidden throughout their lives. Feeling cold or hungry, being left in
the dark, touched by somebody unfamiliar or undressed for bathing can trigger traumatic
memories, which may manifest as crying, swearing or physical aggression.The nature of Irish
society also meant that many pregnant unmarried girls and gay people of both sexes fled to the
anonymity of England, carrying these ‘secrets’ often for the rest of their lives. Some may never
have told their families, or families who did know might fear that dementia could lead to
disclosure. These ‘secrets’ have implications for staff and volunteers and must be handled
sensitively, ethically and, if necessary, by appropriate professionals.Services for carers, respite
and advocacyLike other BAME groups, there is a high level of informal care within the Irish
community, with a significant proportion of carers providing 50 or more hours’ care per week
especially among Irish Travellers (Ryan et al. 2014; Tilki 2015; Tilki et al. 2009). Many do not
consider themselves carers and see this as part of their role as wives, husbands or daughters
(Tilki et al. 2009). As in wider society, carers are often old, frail and in deteriorating health. Most
have little knowledge about what is available, but many Irish people fear that if they ask for help,
the person they care for will be placed in residential care.In addition to lunch clubs, memory
groups or dementia cafes which offer a brief respite for carers, some Irish organisations provide
specific facilities for carers. Increasingly, organisations facilitate carers’ support groups, which
encourage carers to socialise, share problems and support each other. Advice is offered about
coping with the person with dementia, avoiding back and other injuries and handling the abuse
that carers often experience. One innovative initiative is a sitting-in service for carers where
trained Disclosure and Barring Service (DBS)-checked volunteers sit with the person with
dementia while the carer has a break for a few hours.Much of the work of Irish organisations in
Britain is providing information about benefits and services and especially about dementia
diagnosis, treatment and management. Advice workers assist families in applying for allowances
or, more commonly, appealing decisions about benefits or care services. Organisations provide
advocacy around the same problems that other carers experience, such as care services, home
adaptations, respite care or related matters. However, Irish families frequently have an additional
barrier to overcome – recognition of the cultural needs of the Irish person with dementia. While
acknowledging that the cultural needs of BAME people are far from perfect, it is commonly
assumed that services for the majority population suit the Irish. Casework from community
organisations report that Irish families who ask whether it is possible to have an Irish careworker
are frequently told they cannot make such requests. Those who have asked have been
perceived to be racist (Tilki et al. 2010).Why Irish community organisations?Although
mainstream services are well intentioned, they are often inadvertently ethnocentric. The
following story from an Irish community organisation not only highlights the importance of accent
but how a knowledge of the person could have shaped some of the activities which might have
relieved some of her unhappiness.I was approached by a care home to make contact with Mrs
M from Wicklow who was living with dementia. On my first visit, I found her to be very isolated
and depressed, and heavily medicated. I introduced myself and she immediately remembered



my family, my Irish connections and began to reminiscence. She told me that staff and residents
in the care home were unable to understand her accent. They thought she was less able
mentally than she actually was, which she found frustrating. They thought she was awkward and
avoided her as much as possible.As I got to know her, she told me that her son had passed
away and her daughter rarely visited, so she had nobody to talk to. We talked about her life in
Ireland, the death of her mother when she was a child, being unable to marry the person she
loved as her father did not approve, coming to England and marrying somebody abusive. Her
childhood memories were different from most of the other residents. Activities, songs, local
history and stories were based around Lancashire childhoods, so meant little to Mrs M. Mrs M
died soon afterwards, but the care home did not let me know so I was unable to attend her
funeral or pay my respects, which is an important part of Irish culture. (Maxine, Irish Community
Care, Liverpool)The Cuimhne Project – a whole-community response to dementia‘Cuimhne’
pronounced ‘queevna’ is the Irish word for memory, and the Cuimhne Irish Memory Loss
Alliance is a whole-community response to dementia in the Irish community in Britain. Mapping
and consultation with Irish organisations in Britain in 2010 identified that the numbers of people
with suspected or confirmed dementia using services for elders had been increasing for several
years (Federation of Irish Societies 2010). They were especially concerned that people with
dementia and their carers were dropping out of lunch clubs and social events. Advice and
advocacy services were inundated with requests to help families negotiate the health and care
system, which was rarely accessed until a crisis happened. Organisations were confident to
provide culturally sensitive services for older people but did not necessarily feel equipped to
provide the correct support for people living with dementia.
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