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1. Introduction
Despite commitments to develop the funding streams, resources and quality of research
into the support and services for the growing number of people in the UK with dementia,
there is a lack of sustained focus on the challenges this presents for UK black, Asian
and minority ethnic communities1. Although the need for this focus has been highlighted
in policy guidance2 there continues to be very limited practical attention paid to those
issues many of black, Asian and minority ethnic communities face3, 4 in living with
dementia. Black and minority ethnic communities in the UK are geographically
dispersed but the number of people living with dementia from the more settled migrant
communities living in UK cities is likely to be higher than previous estimates, reflected in
projections that by 2051 those ethnic groups with the highest proportions of people
aged 50 and over will include ‘Other White’, Chinese, ‘Other Asian’, Indian and White
Irish.5. New migrant communities, such as East European communities, often younger
in age profile, may also be impacted by dementia in years to come should significant
numbers stay living in the UK.
This presents a profound health equity and health economic challenge for the capital in
the 21st century. London with its cosmopolitan elder population faces a huge impact
from these challenges, but lacks a capital wide model for supporting living well with
dementia for people from black, Asian and minority ethnic communities. In the absence
of such a model the task of understanding and support will fall primarily on the
shoulders of individuals, the rapidly vanishing and underfunded black voluntary sector,
and faith resources such as local churches, mosques, temples, synagogues and
gurdwaras.
The most recent update on the Prime Minister’s Challenge on Dementia 6 drew attention
to the implications of living with dementia for black, Asian and minority ethnic
communities in London. It called for prioritising the development of more appropriate
diagnostic measures for people from black, Asian and minority ethnic communities living
with dementia and promoted the work being done by both the Alzheimer’s Society and
Jewish Care to respond to the needs of the black, Asian and minority ethnic population.

London’s longstanding diversity provides an opportunity to respond to the challenges
presented by dementia for its substantial and diverse ethnic communities by developing
a model for a dementia friendly capital that reflects its history as a city shaped by the
dynamic impact of migration. The capital should be bold enough to mobilise its
resources at a scale to do this beyond the traditional incremental approach to taken on
health issues affecting black, Asian and minority communities. This should be a vision
large enough to create a model capital city for living well with dementia for its
cosmopolitan mix of black, Asian and minority ethnic communities. It’s increasingly
diverse population demographic should expect nothing less than this from its leaders
across the political spectrum.

2. A look at the evidence
When the World Health Organisation (WHO) recognised dementia as a worldwide
public health priority in its 2012 report7 it called on all governments to develop national
dementia policies. The WHO report cited the UK’s 2009 “Living well with dementia: A
National Dementia Strategy” as one of the few instances at that time of a formalized
national plan8. UK policy guidance has been unequivocal on the importance of
responding to the particular needs of black, Asian and minority ethnic communities in
the implementation of the dementia strategy9.
However in July 2013 when the All Party Parliamentary Group (APPG) published a
report Dementia does not discriminate10 it highlighted the continuing stigma and lack of
access to appropriate services for people living with dementia in black, Asian and
minority ethnic communities. 2011 census information analysed by age and ethnicity
has been publicly available since July 201311 and there is a growing body of research
information on the higher incidence of dementia in some black, Asian and minority
populations12, 13, 14
Lievesley (2013)15 in his report based on the 2011 Census data estimated that there
were about 25,000 people from black, Asian and minority ethnic communities living with
dementia in the UK and pointed out that 58% of the black, Asian and minority ethnic
population of England live in London. This would mean that in 2011, 14,500 people in
London from black, Asian and minority communities were living with dementia.
In 2009 Commissioning Support for London (CSL) produced a needs assessment
based on 2001 census data to support planning of dementia services in the capital
which estimated that there would be 16,846 people from black, Asian and minority
ethnic communities living with late onset dementia by 202116. The more recent work of
Lievesley suggests this number may well need to be revised upwards substantially. An

Office of National Statistics report in 2012 states “London had the greatest changes
across the majority of the ethnic groups between the 2001 and 2011 Censuses”17
CSL’s 2009-2011 implementation programme for the National Dementia Strategy in
London examined some of the issues of concern for black, Asian and minority ethnic
communities18. Further detailed recommendations on how living well with dementia for
London’s black and minority ethnic communities could be achieved were outlined in a
2011 report by the Institute of Public Policy Research19 who pointed out that ‘by 2031
ethnic minorities are expected to make up around a quarter of the over-80 population in
London, compared to just 12 per cent in 2011’ (p7).
A report for the Race Equality Foundation20 drawing on data from the UK national
Census 2011 data identified the case for considering at least three ethnic communities,
the African–Caribbean, South East Asian Indian and Irish populations for targeted
information and support on living with dementia due to the size, age profile, health
profile and migration history of these populations and the largely unrecognised scale of
dementia prevalence in these communities.
A simple inspection of current published Joint Strategic Needs Assessments (JSNAs)
for the capital shows no evidence of any the segmenting of dementia prevalence
projections into the major ethnic groups that could be used to coordinate effectively
targeted commissioning of information and support services. JSNAs are key strategic
documents for London Boroughs in identifying local population level health needs for
commissioning services
For London an estimate of the prevalence of late onset dementia (over 65) in these
ethnic communities is illustrated in Figure 1 using prevalence rates for the total
population identified by the Alzheimer Society (Table 1) (Alzheimer Society, undated)
and population figures from the 2011 Census (Office of National Statistics, 2013).
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Table 1
Estimated prevalence for all dementias by age cohort (adapted from Alzheimer's
Society)

Age

%
prevalence
dementias

65-69

1 in 100

70-79

1 in 25

80+

1 in 6

all

Major charities in the capital such as Dementia UK and the Alzheimer’s Society are
increasingly emphasising the problem of late presentation to diagnostic services of
people from black, Asian and minority ethnic communities living with dementia. Many of
the benefits of improving the opportunity for planned support for living well with
dementia, such as advanced directives and the settling of personal estate and financial
affairs are lost when people do not find their way to support services until a stage in
their illness when they have significantly lost many of their former capacities.
The prevalence for dementia estimated in Table1 could be even higher due to the
prevalence of high rates of cardiovascular illnesses in the African-Caribbean and Indian
populations and therefore the increased risk for these communities of stroke and its
potential sequel, vascular dementia. Out of all the black ethnic communities identified in
the UK Census categories the African–Caribbean population is the demographically
oldest black population and has raised risk of dementia21, 22 and a higher incidence of
early onset dementia than any other ethnic group23.
The Irish population is frequently not considered as a culturally distinct population for
targeted health information interventions, yet the numerous indicators of poor lifetime
health experience for the Irish24 and lack of attention paid to considering their cultural
needs25 would lead to anticipating that along with late presenting with dementia to
support services they will usually be presenting with co-morbidities. The typical UK
migrant experience of cultural displacement, discrimination and a characteristic lifelong
lower income than the indigenous White population26 is an integral element of the lives
of those first generation Irish migrants now moving into their late seventies and eighties.
This must be recognised in any process for promoting engagement with dementia
support and information services for this community.
Banerjee27 has recently proposed that dementia should be understood as a routinely
complex condition on the basis of the frequency that people living with dementia are
usually also living with other physical co-morbidities when they are receiving health care
services. When cultural factors as a result of minority ethnic and/or religious background
enter in the picture for people living with dementia and their carers the stage is set for a
complex and profoundly difficult experience characterising the experience of most
people from such communities when living with dementia and their supporting relatives,
partners or friends. Kenisberg et al.28 argue that faced with the uncertainty of developing
a drug based treatment for dementia before 2025 current research priorities and funding
investment needs to enhance the role of social and personal support and other nonpharmacological measures.

3. A brief history of London’s Black, Asian and Minority ethnic communities and
the impact of dementia
Migration into UK and the capital has a history going back many centuries 29,30. The Irish
population has for many hundreds of years been the largest single ethnic minority in the
UK. A particular peak time for migration inflow from the Caribbean was the post Second
World War reconstruction years and UK industrial development in the period from the
mid-1950’s into the late 1960’s. London saw significant inflow of migrant labour into
London Transport and the NHS during this time from the Caribbean 31,32, through
recruitment drives initiated from the UK but also there were also significant economic
push factors in the Caribbean. The US, another popular destination for AfricanCaribbean migrants, for a time imposed greater immigration restrictions33 than the UK
on Caribbean migrants. The African-Caribbean population is demographically the oldest
of the Black African groups in the UK and although widely dispersed across the country
the majority of people of African-Caribbean ethnicity live in London. For the Indian
South Asian group, the long history of migration into the UK since the days of the British
Empire and East India Company was further supplemented in the mid–60’s to early 70’s
by the pull of UK labour shortages due to industrial development and geopolitical events
such as 'Africanisation' policies in Kenya, Tanzania and Uganda. It should be
remembered that prior to 1971, many of those born in the Commonwealth would have
been British passport holders. With the economic forces driving the migration
movements into the UK and the rest of Europe in the period of industrial and
manufacturing expansion and labour shortage from the post-war reconstruction of the
early 1950s and on into the early stages of the 1970s those job-seeking young adult
migrants from this period are now of an age where the age-related risks of developing
dementia are increasing. For many African–Caribbean’s the aspiration to retire ‘back
home’ has not materialised or has disappointed either due to the changes in Caribbean
society or because of illnesses, including dementia, in later life.
The experience of living with dementia involves significant psychological and social
complexities for people from black, Asian and minority ethnic communities and their
carers that contribute to delays in seeking help and support and to the severity of the
social isolation that they can experience. There is significant stigma attached to
dementia in a number of these communities. Examples of this include those ethnic
communities where the only descriptions of dementia in the community language are
derogatory terms or the testimony of the marginalisation experienced by both people
living with dementia and their carers within their communities. The unexamined
stereotype that ‘they look after their own’34 persists as a barrier preventing professionals
actively exploring support options for people beyond family carers and as a justification
within such communities for excluding from community life carers struggling to
comprehend how to support someone living with dementia. It also fails to acknowledge

the variation in expectation of care giving both within and between black, Asian and
minority ethnic communities35
Recent work by Das et al.36 on family support for those living with dementia in
contemporary India is a useful corrective to a simplistic ‘they look after their own’
narrative of patterns of kinship support in migrants’ countries of origin. Their work
debunks the myth that changes in historical patterns of kinship support in migrant
communities occur primarily as the result of the migration experience and the influence
of the migrant’s host country. This work also usefully examines how patterns of kinship
support are reflective of family power and economic dynamics that may leave the least
powerful family members shouldering most of the support burdens.
Personal testimony from members of the African-Caribbean community at events
developed by Culture Dementia UK acknowledges how personal and cultural stories of
psychological independence and resilience reinforced by the experience of migration
and surviving discrimination and hostility are hard to sustain when faced with the need
to ask for help and the loss of self-reliance that accompanies living with dementia. The
fierce sense of pride and independence, important for the resilience and dignity of the
African-Caribbean first generation migrant in a hostile environment, becomes a problem
at the stage when that person may need to acknowledge the need to seek help for
themselves, either as someone with the early symptoms of dementia or as a carer.
The Chinese National Healthy Living Centre in London has done important work in
highlighting the stigma associated with any kind of mental health problem within the
Chinese community and the isolation faced by people with people with mental health
issues within the Chinese community. The stories of the painful struggle of individual
Chinese families living with dementia find little public expression even within the
Chinese community itself. (Eddie Chan, personal communication, Janet Jadavji,
personal communication).
For the Census categories consolidated as ‘other White’ minority communities in the
2011 Census reports there is hardly any research evidence, despite the fact that
consideration of the historic pattern of migration into the capital must recognise that
some substantial communities, such as the Turkish and Orthodox Jewish communities
in the capital have been around for some time. Little is known about the impact of
dementia in these communities.. Jutlla37 in her extensive review of research on
dementia in Black, Asian and minority ethnic communities notes how little is known
about the experience of people from these communities living with dementia. She has
argued for a more personalised approach that includes the components of diversity
within cultures such as individual life history and migration history as well as cultural
norms.

4. Recent initiatives in the capital
Recent initiatives in the capital to provide information and support to people black,
Asian and ethnic minority communities include the Alzheimer’s Society’s
(http://www.alzheimers.org.uk0 three year project ‘Connecting Communities’, the first
attempt to develop a large scale programme of information and community engagement
focusing on dementia within black, Asian and minority communities. It reaches across 8
London Boroughs (Croydon, Hillingdon, Enfield, Newham, Merton. Lambeth, Hounslow
ad Redbridge) with an opportunity for cross-fertilisation of ideas between the sites. The
Alzheimer’s Society has also developed new material to raise dementia awareness in
South Asian communities.
The Chinese National Healthily Living Centre (http://www.cnhlc.org.uk) recently
embarked on a three year funded pan-London project on dementia awareness and
support for the Chinese community which had included developing a Chinese model of
dementia peer support, The Reminiscence Tea House, and developing information on
dementia in Chinese38
In the past couple of years Culture Dementia UK (http://www.culturedementiauk.org)
have developed excellent lively and creative local conferences in Brent and Luton that
have provided a platform for representatives from a number of minority ethnic
communities to tell their story of living with dementia in thought-provoking and engaging
ways.
Irish in Britain (http://www.irishinbritain.org) is currently leading a consortium based
approach in Brent, The Brent Dementia Alliance has diversity as its focus, delivering
dementia support and information to the population of a borough that is one of the most
diverse in the UK and is notable for its significant African-Caribbean, Irish and Indian
populations39.
Commissioners in the London borough of Enfield have found that by working with local
community groups to develop consortia working and a co-production approach and
linking this to wider council priorities such as community cohesion they can bring a
wider constituency and refreshed investment into improving dementia service planning
and information provision for black, Asian and minority ethnic communities.
These initiatives are valuable along with other notable research over the past few years
on working with the highly stigmatised issue of dementia in black, Asian and minority
communities. However a regular feature of such initiatives is that they involve short term
funding for local projects (usually two years or less) and are often are not integrated
with the mainstream provision. In addition, all the examples mentioned are remarkable

in their attempt to engage with mainstream services and mainstream policy at the
borough level, with varying degrees of success. Even where well developed services
have been in place for several years, such as the Pepperpot Club in Kensington and
Chelsea, Tom’s club in Haringey, Nubian Life in Hammersmith and Fulham, the Asian
People’s Disability Alliance in Brent and the Alzheimer’s Society dementia café in Tower
Hamlets, opportunities for these services to inform the mainstream or contribute to a
regional knowledge base have been virtually non-existent.
New initiatives tackling the issue of dementia in black, Asian and minority communities
frequently start from scratch. With predominately short term funding and the time lags
in appointing staff once funding has been agreed it is not uncommon to find new
initiatives will lose six months or more of their funded time ‘reinventing the wheel’ in the
absence of any infrastructure that could inform on previous work, provide a sounding
board for testing out ideas or provide access to established groups and networks in
various communities.
In February 2015, the Mental Health Foundation in collaboration with the Central and
North West London’s Raising Dementia Awareness in Black and Minority Ethnic
Communities Project facilitated an invitation-only seminar for representatives from
voluntary sector organisations that had conducted recent work with black, Asian and
minority ethnic communities in developing awareness and providing support for those
living with dementia and their carers. The intention was to explore common experiences
for third sector organisations that are active in this area.
The seminar group was deliberately small enough to support an honest, open and fully
engaged exploration by the participants of their experience and develop a consensus
view on lessons learned from this work. The seminar group also worked to identify a set
of agreed recommendations for the next steps needed if the capital is to make the move
from its current approach of ad-hoc, isolated, and time limited funding for projects to
embark on developing and delivering a strategic vision of sustained improvement at
scale across London to its diverse black, Asian and minority ethnic older population.40
Participating organisations were:
The Alzheimer’s Society
Nubian Life
Dementia UK
Chinese National Healthy Living Centre
Community Action on Dementia, Brent

PLIAS Resettlement
Culture Dementia UK
Asian People’s Disability Alliance
Race Equality Foundation
Irish in Britain
As a summary account of the deliberations the participants identified and agreed the
following:
a. Common themes – the wheel we find ourselves constantly reinventing
All the organisations around the table spoke of similar experiences for people in the
communities they serve in living with dementia or being a carer for someone living with
dementia. These included:


People not understanding or getting lost in health and social care systems;



People experiencing stigma and exclusion from their own communities both as
carers and people living with dementia



A lack of access to, engagement with and availability of culturally competent
services - but trying to access culturally appropriate service through the
personalisation, choice and control route then creates tensions when people
want carers of a particular ethnicity;



A lack of peer mentoring arrangements;



A lack of support with appropriate housing and support packages;



Many support mechanisms do not meet the complex needs of many individuals
which mean that people initially withdraw and only re-engage when their
dementia has deteriorates or they are in crisis;



Often people experience both discrimination from services which cannot respond
to the cultural issues and also the stigma of dementia in their own community;
‘Dementia’ translates in many languages as a very negative term;



Support from social services is often very limited and dominated by the view that
black, Asian and minority ethnic communities “look after their own”;



Commissioners do not appreciate that community organisations may work for a
long time with people living with dementia and increasingly are supporting

individuals who are have much higher levels of need as result of their advancing
illness.
b. Consensus action points – how can we build the vehicle for change
From a discussion of shared experience the seminar group identified a number of
agreed key features that needed to be in place for a more ambitious approach across
the capital to take development beyond the ‘reinventing the wheel’ experience for
community groups . These were:


Solutions need to be joined up and “at scale” relevant to the size of the
communities involved across the capital;



Health promotion programmes and ageing well strategies with dementia
components need to be made relevant to Black, Asian and minority ethnic
communities;



Training for Black, Asian and minority ethnic staff should recognise how their own
experience of discrimination will affect how they engage with clients and how
they may carry their own stereotypes of dementia from their own cultural
background;



There should be some readily available resource for examples advice and
expertise on good practice involving housing, dementia and Black, Asian and
minority ethnic communities;



Local authority housing strategies should take into account of Black, Asian and
minority ethnic people with dementia;



Language and terminology are a barrier – both staff training and educating
communities training can help address this by not using derogatory and negative
terms, challenging myths and stereotypes and focusing on personal stories,
capacity and abilities of people living with dementia;



People from Black, Asian and minority ethnic communities with dementia need
encouragement to seek help earlier and be supported to do this through
advocacy were necessary;



It’s important to work across London and across all communities to recognise
that this is an issue of community cohesion that affects all communities;



Engaging with people with dementia from black, Asian and minority ethnic
communities needs to be more directly involving community groups, this means
direct investment in these groups and more use of co-production in designing
services;



Learning to be gained nationally as well and disseminated in London;



Important to collect evidence of need and what works for people from black,
Asian and minority ethnic communities affected by dementia, including people’s
lived experience;



There needs to be a London-wide dementia investment strategy for this work that
involves and builds on the knowledge of community groups and offers
sustainable funding for the community groups involved. Work funded through this
would be to deliver the strategy objectives rather than isolated ‘stand alone’
initiatives. It would prioritise partnership initiatives involving community groups in
sustainable delivery;



A London-wide ' black, Asian and minority ethnic dementia alliance’ needs to be
developed to support this strategy.

3. Envisaging a Dementia Friendly Capital for all London’s communities
Despite the worldwide reputation that London enjoys for the diversity of its population
and the value of the impact of that diversity on its cultural life, growing old and the risk of
living with dementia in later life for people from black. Asian and minority ethnic
communities remain a matter barely spoken of in these communities and often given
little consideration in the assessment of need and planning of services. Due to the
nature of migration and settlement into the capital over the past 75 years some of the
highest numbers of people living with dementia are in the largest long standing settled
UK migrant populations (Irish, African-Caribbean and Indian) in London. The evidence
is that the rate of increase in the incidence of dementia in black and Asian and minority
ethnic communities will be seven fold over the next 40 years, compared with a doubling
of the incidence over the same period in the white majority. Due to the age structure of
the long standing migrant communities the main effect of this overall increase will be felt
in the larger settled migrant communities.
Piecemeal short term funded initiatives are unlikely to impact in any significant way on
the challenge afforded by the scale of the increasing numbers of people from black,
Asian and minority ethnic populations. The number with the complex co-morbidity

routinely presenting in services in the moderate to late stages of dementia compounded
by the complications of cultural diversity and lack of community understanding will
increase considerably. Many UK migrants originate from developing countries where
average life span even as recently as in 2002 was less than 65 years 41. Such
communities have no historical experience of living with significant numbers of older
people who lived long enough to develop dementia and significant numbers of families
caring for people living with dementia.
The development of a regionally based strategy for London underpinned by sustainable
investment for London focussing on a capital-wide approach to living well with dementia
for black, Asian and minority ethnic communities could have many advantages across
all communities. In the absence of such a strategy the increasingly diverse population of
London will still get old and ill. Both health and social care agencies will find the cost in
time, money and resources in responding by funding on an isolated case by case basis
far more expensive than developing a proactive and planned approach involving
integrated and proactive work. This would include a properly funded role for the black,
Asian and minority ethnic voluntary sector and growing independent sector.
The Mental Health Foundation/CNWL seminar participants agreed that an important
building block to make the delivery of such a strategy a realistic possibility is the
development of a structured black, Asian and Minority Ethnic Alliance for Dementia in
London. This would bring together the considerable knowledge base present in the
capital from host of organisations that already have a significant track record in the
development of information, support and policy in this area. Such a structured alliance
could provide;


A reliable source of good practice and expertise for commissioning of dementia
services and local policy development;



An informed communication gateway for communication of dementia information
and raising awareness and source of testimony for media campaigns across
print, radio, TV and social networking;



A gateway organisation for recruiting both community researchers and research
subjects from black, Asian and minority ethnic communities to address the
significant lack of participants from these communities in dementia research;



A model for community cohesion in tackling one of the mist significant health
issues faces London’ diverse population in the 21st Century.

Participants in the seminar have committed themselves to further follow up work to
establish this alliance.

London’s diverse population has developed a number of signature cultural events in the
capital, such as the Notting Hill Carnival, St Patrick’s Day, Diwali, and Chinese New
Year, to name just a few of the more well publicised. These events help to bring the city
international recognition. Many of the children and grandchildren of migrant
communities who now have successful lives in the capital have been brought up by
parents who impressed upon them the need for resilience in the face of discrimination
and with the hope and promise that their hard work could bring success. Those same
children as taxpayers will also be bearing the cost of additional care and support needs
for parents living with dementia who will not have those care and support needs
effectively served by publically funded services. A change needs to come.

References
1

Truswell. D. (2013) Black, Asian and Minority Ethnic Communities and Dementia – where are we now?
Better Health Briefing 30 Race Equality Foundation www.better-health.org.uk
2

Department of Health (2009a) Joint Commissioning Framework: National Dementia Strategy
http://www.dhcarenetworks.org.uk/_library/Resources/Dementia/National_Dementia_Strategy__Joint_Commissioning_Framework.pdf
3

Isokariari M. (2013) PM pledges to double funding to help cure and treat dementia The Voice online
22/12/2013
http://www.voice-online.co.uk/article/pm-pledges-double-funding-help-cure-and-treat-dementia
4

Shah A. (2008) Estimating the Absolute Number of Cases of Dementia and Depression in the
Black and Minority Ethnic Elderly Population in the United Kingdom International Journal of
Migration, Health and Social Care Volume 4 Issue 2 October
5

Lievesley N. (2010) The future ageing of the ethnic minority population of England and Wales
Older BME People and Financial Inclusion Report Runnymede and the Centre for Policy on Ageing
6

Department of Health Prime Minister’s challenge on dementia 2020 Department of Health
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/414344/pmdementia2020.pdf
7

World Health Organization and Alzheimer’s Disease International (2012) Dementia: a public health
priority.
http://whqlibdoc.who.int/publications/2012/9789241564458_eng.pdf
8

Department of Health (2009b) Living well with dementia: A National Dementia Strategy
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/168221/dh_094052.pdf
9

Department of Health (2009c) Joint Commissioning Framework: National Dementia Strategy.

http://www.dhcarenetworks.org.uk/_library/Resources/Dementia/National_Dementia_Strategy__Joint_Commissioning_Framework.pdf
10

Alzheimer's Society House of Commons All-Party Parliamentary Group on Dementia (2013) Dementia
does not discriminate The experiences of black, Asian and minority ethnic communities
www.alzheimers.org.uk/site/scripts/download.php?fileID=1857
11

Office of National Statistics (July 2013) DC2101EW - Ethnic group by sex by age.
http://www.ons.gov.uk/ons/search/index.html?pageSize=50&sortBy=none&sortDirection=none&newquery
=DC2101EW
12

Adelman, S, Blanchard, M & Livingston, G, (2009a) ‘A systematic review of the prevalence and
covariates of dementia or relative cognitive impairment in the older African-Caribbean population in
Britain’, International Journal of Geriatric Psychiatry, 24, pp.657–665.
13

Adelman S (2009b) Prevalence and Recognition of Dementia in Primary care: A Comparison of Older
African-Caribbean and White British Residents of Haringey. http://discovery.ucl.ac.uk/19622/1/19622.pdf
14

Adelman, S, Blanchard, M, Greta Rai, G, Leavey, G &Livingston, G (2011) Prevalence of dementia in
African–Caribbean compared with UK-born White older people: two-stage cross-sectional study.
http://bjp.rcpsych.org/content/199/2/119.long
15

Lievesley, N (2013) The ageing of the ethnic minority populations of England and Wales: findings from
the 2011 census.
http://www.cpa.org.uk/information/reviews/theageingoftheethnicminoritypopulationsofenglandandwalesfindingsfromthe2011census.pdf
16

Dementia needs assessment Appendix 1 2009 Commissioning Support for London
http://www.londonhp.nhs.uk/wp-content/uploads/2011/03/01-Dementia-needs-assessment.pdf
17

Ethnicity and National Identity in England and Wales 2011 Office of National Statistics 11 December
2012
18

Truswell D. (2011) Black, minority ethnic and refugee (BMER) communities and the National
Dementia Strategy: the London experience Diversity in Health and Care Volume 8, Number 2, June
2011 , pp. 113-119(7)
19

Sachrajda A. (2011) Dementia care in London Institute for Public Policy Research

20

Truswell D. (2013)Dementia and Minority Ethnic Communities - where are we now? Better Health
Briefing 30 Race Equality Foundation
21

22

Adelman S., et al. (2011) ibid

Adelman S. (2009) Prevalence and Recognition of Dementia in Primary care: A Comparison of
Older African-Caribbean and White British Residents of Haringey. Ph. D. Thesis University College
London

23

Moriarty J, Sharif N. and Robinson J. (2011) Research Briefing 35: Black and minority ethnic
people with dementia and their access to support and services March 2011 Social Care Institute of
Excellence
24

Walter B. (1999) The Irish Community in Britain - diversity, disadvantage and discrimination
Paper presented to the Commission on the Future of Multi-Ethnic Britain
http://www.runnymedetrust.org/bgIrishCommunity.html
25

Tilki M. , Mulligan E. , Pratt E., Halley E., Taylor E. (2010) Older Irish people with dementia in
England Volume 9, Issue 3, December 2010 Advances in Mental Health p219-230
26

Khan O. (2012) A Sense of Place: Retirement Decisions among Older Black and Minority Ethnic
People Runnymede
27

Banerjee S. Multimorbidity — older adults need health care that can count past one (2015) The
Lancet Volume 385, No. 9968, p587–589, 14 February 2015
28

Kenigsberg P-A., Aquino J-P., Bérard A., Gzil F., Andrieu S., Banerjee S., Brémond F., Buée L.,
Cohen-Mansfield J., Mangialasche F., Platel H, Salmon E and Robert P (2015) Dementia beyond 2025:
knowledge and uncertainties Dementia March 2015 1471301215574785.
http://www-sop.inria.fr/members/Francois.Bremond/Postscript/dementia2015.pdf
29

Winder R. (2005) Bloody Foreigners: The Story of Immigration to Britain Abacus New edition

30

Fryer P. (2010) Staying Power: The History of Black People in Britain Pluto Press New edition

31

Snow S. and Jones E. Immigration and the National Health Service: putting history to the
forefront http://www.historyandpolicy.org/papers/policy-paper-118.html Accessed 19/02/14
32
33

Kramer A. (2006) Many Rivers to Cross http://www.manyriverstocross.co.uk/index.html
The New Commonwealth Migrants 1945-62 (1985) Henry Z. History Today Volume35 Issue: 12

34

Jolley D. , Moreland N.. Read K., Kaur H., Jutlla K. and Clark M. (2009) The ‘Twice a Child’
projects: learning about dementia and related disorders within the black and minority ethnic
population of an English city and improving relevant services Ethnicity and Inequalities in Health and
Social Care Volume 2 Issue 4 December 2009
p4-8
35

Parveen S. , Morrison. and Robinson . A. C. ( 2011) Ethnic variations in the caregiver role: A
qualitative study J Health Psychol 16: 862 http://hpq.sagepub.com/content/16/6/862
36

Das P., Kumar P., Amarenrda A. and Dey A. (2014) Dementia Care In India: Issues &Prospects
International Journal of Medicine and Pharmaceutical Sciences Vol. 4, Issue 1, Feb 2014, 29-36
37

Jutlla, K (2013) ‘Ethnicity and cultural diversity in dementia care: a review of the research’, Journal of
Dementia Care, 21:2 April/June pp.33-9

38

Truswell D. Leung M. Lam T. and Tan. G. (2015) The Reminiscence Tea House Journal of Dementia
th
Care Volume 23 No.3 May/June 5 May 2015
39

Brent Council (2013) The 2011 Census A profile of Brent London Borough of Brent.

40

House of Commons All-Party Parliamentary Group on Dementia ibid

41

Mathers C. and Loncar D. (2006) Projections of Global Mortality and Burden of Disease from 2002
to 2030 PLoS Medicine November 2006 Volume 3 Issue 11 p2011-2030

_____________________________________________________________________________________________

What people have said about this paper
“Well done David for a striking piece of work that makes for a debate. It does what it’s
supposed to – it makes you think and action always starts there.”
Claire Murdoch, Chief Executive of Central and North West London Foundation Trust
*
“With the forthcoming Mayoral and GLA elections in London in 2016 and the talk of
greater devolvement of health and social care budgets, this is probably one of the best
times for system leaders to make a concerted effort to support the plans for a regional
investment strategy around public health awareness and capacity building for dementia
targeting BME communities. Since WW2 BME migrants have made significant
contribution and sacrifices in making London a world class city. The generation that
came to Britain from the time of the Windrush in 1948 to the mid-1960s who are now
part of an ageing population that is experiencing higher levels of dementia and other
long term health conditions. Thus it is only fair and just that politicians, commissioners,
service providers and policy makers support these elders and their families as an
acknowledgment of their contribution to London over the decades and a commitment to
the public sector equality duty.”
Patrick Vernon OBE member of NHS England Equality & Diversity Council
*
“I’m very happy to endorse this article. I commend David on its comprehensiveness in
relation to BME dementia issues. David one of the few researchers who acknowledge

the needs of the Irish, concerns we have in common with other minority ethnic groups,
but which are often forgotten."
Mary Tilki, Chair, Irish in Britain
*
"This paper powerfully describes the specific challenges experienced by many ethnic
communities and the organisations that seek to support them. It highlights the potential
benefit for all Londoners, now and in the future, in developing a focussed, co-ordinated,
and realistically funded strategy in relation to these issues"
Dr Julia Botsford, Admiral nurse and co-author of ‘Dementia Culture and Ethnicity’

