KeywordS:Dementia; Black and minority ethnic; Stigma

Introduction

e importance of dementia as an international issue was reinforced
in 2012 when the World Health Organization produced a report [1]
declaring dementia a ‘public health priority. e number of people
living with dementia worldwide currently stands at 35.6 million, and is
expected to double by 2030, and triple by 2050.

e Alzheimer's Society's Dementia 2012 [2] reported that annual
cost of dementia to the UK economy stood at £23 billion. A signi cant
proportion (36%) of this cost is borne by informal careers.

is brie ng is looks at developments in the UK since the launch

of the National Dementia Strategy in 2009. It considers the extent to
which the Strategy is addressing the information, support and care
needs of those in black and minority ethnic communities and ensuring

that they are supported in ‘living well’ with dementia. While issues

have been raised with the connotations of the term ‘black and minority
ethnic [3] this paper is focused on the term as used for self-description
by those completing the 2011 Census.

What is Dementia?

‘Dementia’ is a term used to describe a range of illnesses associated
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should particularly consider ........... to ensure their speci ¢ needs are

met (DH p.11). is was taken forward in 2010 in the London region
with consultation work with black and minority ethnic communities
developed by Commissioning Support for London, DH London, the
Alzheimer's Society and the A ya Trust [7].

e current prime minister, David Cameron gave new impetus to
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UK’s work is the development of the post of Asian link worker, where

a community nurse uent in Punjabi and English provides an outreach
role to local South Asian communities in raising awareness of dementia
as well as advising across the professional spectrum on cultural issues.
As well as facilitating greater direct engagement and understanding
between the local community and health services, the role ranges
exibly across the primary care and acute hospital interfaces of the
dementia pathway.

Jewish Care http://www.jewishcare.org/home have a dementia care
and support service based at their Maurice and Vivienne Wohl Campus
in North London which supports those living with dementia and their
careers across the whole dementia pathway from awareness raising
activities to residential care. An important feature is their commitment
to being involved with the family throughout the pathway from
diagnosis onwards. eir challenges in reaching the Orthodox Jewish
community illustrates the limitations inherent in assuming ethnic or
religious communities are homogenous.
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the cost saving per week if 100 cases were delayed in transferring to
residential care by one week. If there are 2,700 Black African Caribbean
people over 65 living with dementia in London, then for every 100 who
spend one week longer in the community as a result of targeted early
information, the cost saving could be as illustrated.

e cost saving could be invested in the early interventions
outlined and this investment could also provide a useful stimulus
for the black and minority ethnic*3sector. Commissioners should
review existing system dynamic models for modelling dementia costs
to input the new Census data and factor in the emerging information
on higher prevalence rates for dementia in some black and minority
ethnic communities. e cost of rising rates of unscheduled hospital
admissions or transfers to residential care that are funded as urgent
spot purchases of care packages for complex, late presenting black and
minority ethnic patients who have been living in the community with
undiagnosed dementia needs to be acted on.

A New Role — A Black And Minority Ethnic Community
Dementia Navigator?

Dementia navigators as be frigmrs who provide support to people
living with dementia and help them to nd their way around the health
and social care system have been identi ed as good practice in Barnsley
(National Dementia Strategy Good Practice Compendium) [46].

Models for community health service navigators for minority ethnic
communities are well developed in the US [47] for navigating health
systems, and may have a casework focus, as in the case of bilingual
patient navigators at the Seattle Children’s Hospital [48]. Navigators
are usually uent in the community language of the person they are
supporting and have lived knowledge of their cultural background.

Is it time for a new role focusing on dementia navigators focusing
speci cally on the information and support issues for black and minority
ethnic communities? Such navigators need not be clinical experts but
would ideally stay with the person until the end of their life, supporting
other professionals, such as the Admiral Nurses. Community dementia
navigators could be of particular value in supporting those living alone
in black and minority ethnic communities or who have very limited
sources of informal help. However such provision of a culturally
informed service needs to move beyond the limitations of simple ‘ethnic
matching’ which risks importing the negative stereotyping of dementia
from the culture of origin into the care relationship. Further work needs
to be done on de ning cultural competency that achieves a nuanced
understanding of the complexity of lives lived out geographically
displaced from the culture of origin and involving mixed generational
experience of migration and discrimination. is complexity has been
highlighted by Jutlla [49] and others [50]. Experience across the NHS
following from even such focused national policy initiatives in mental
health such as Delivering Race Equality is that cultural competency in
service delivery remains a sharp challenge [51].

Although the role would be very challenging, the appointment of
black and minority speci ¢ dementia navigators could align with the
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