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Abstract

This paper reviews recent literature on the experiences, attitudes and needs of
caring for someone with dementia in Black and minority ethnic communities in the
United Kingdom. Eight articles, which investigated carer experiences from Black and
minority ethnic communities when caring for someone with dementia, were critically
appraised. All eight studies used a qualitative methodology. The review identified
several themes and issues across the qualitative studies. These included memory loss
being viewed as a normal process of ageing, care being perceived as an extension of
an existing responsibility, a poor understanding of what support services provide, the
influence of migration, the impact of stigma, and increased female responsibility.
Methodological limitations of the research literature studies are also highlighted and
clinically relevant implications are discussed, alongside recommendations for future

research in this area.
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Introduction

Dementia is a major cause of disability in modern day society with approximately
800,000 people with the disease in the United Kingdom (UK) (Department of Health,
2009). This number is projected to double over the next 30 years with a cost to the
economy greater than that for heart disease and cancer combined, despite most of
the care being provided by family and friends (Luengo-Fernandez, Leal, & Gray,
2010). This predicted increase in the number of people with dementia is expected to
be greater in Black and minority ethnic (BME) communities, as first-generation
African Caribbean and South Asian migrants enter the age groups with the highest

incidence of dementia (Weimer & Sager, 2009).

A study by Knapp and Prince (2007) also suggests that although BME communities
tend to have a relatively young age profile at present, this will change as a
consequence of immigration patterns in the latter part of the 21st century, leading
to significantly higher numbers of members from these communities with dementia.
Furthermore, there is concern that mental health services are not well equipped to

meet the needs of BME elders and their families (Lievesley, 2010).

Carers in the UK

Policy initiatives found in many western countries prioritise early diagnosis of
dementia in order to facilitate timely access to treatment, information and support
for people with dementia and their families (Department of Health, 2009). In the UK,
around two-thirds of older people with dementia are supported in the community,

and family carers are the most important source of dementia care. A family carer is



an individual providing assistance to a relative who is experiencing difficulties due to
physical, emotional or cognitive impairments, often without financial compensation
(Bridges, 1995). There are approximately six million family carers in the UK, with as

many as three in five people likely to become a carer in their lifetime.

African Caribbean and South Asian communities represent the largest BME
communities in the UK, yet the evidence base regarding dementia care in these
communities is extremely limited. People from BME communities comprise 15% of
the English population and 39% of the London population (National Audit Office,
2007). Although they access primary care at a similar rate to the indigenous
population, they are less likely to access mental health services (Livingston, Leavey,
Kitchen, Manela, Sembhi, & Katona, 2001). Research also points to significant
variation among BME communities with regard to their motivation to adopt the
carer role, their willingness to care, the experience of being a carer, and the use of

external support (Parveen, Morrison, & Robinson, 2011).

Rationale

A previous review of literature into caring for individuals with dementia in Black and
South Asian communities in the UK was carried out by Milne and Chryssanthopoulou
in 2005. The review found that the consequences of care giving in Black and South
Asian communities were significant but also different from those experienced by
White carers. These consequences were seen to be mediated by factors including
religion, conceptualisations of dementia and expectations of family duty. The review
also highlighted an evidence base characterised by small scale studies and weak

methodology which further undermined the validity of results.



Although the review by Milne and Chryssanthopoulou (2005) presented a series of
findings in relation to the experiences of caring for a person with dementia in Black
and South Asian communities in the UK, a number of limitations were apparent.
Firstly, the review included studies conducted in the USA to supplement those found
in the UK, thereby not focussing on Black and South Asian communities in the UK
alone. Due to both cultural differences and variations in healthcare systems it is
difficult to generalise findings from Black and South Asian communities in the USA
and attribute these to the UK. A further limitation of the review is its focus upon the
experiences of only two BME communities in the UK, namely Black and South Asian;
thereby limiting the knowledge of caring experiences held in other BME communities

which reside in the UK.

An updated review of literature is warranted in order to gain a better understanding
of the experiences, attitudes and needs of caring for someone with dementia in
Black and South Asian communities and to build upon the existing findings of Milne
and Chryssanthopoulou (2005). The present literature review will build on these
findings by exploring the experiences of all BME communities within the UK. This will
allow for a more focussed critical evaluation of empirical findings from research into
the experiences, attitudes and needs of caring for someone with dementia among

BME communities.

Aims

Given the paucity of literature about the experience of carers from BME
communities, there is a need to understand the evidence base surrounding the

experiences, attitudes and needs of these individuals. The profound effect of culture



and ethnicity on caregiving underlines the importance of addressing the cultural

context of a carer experience.

The present literature review aims to provide a critical appraisal of empirical
research into the attitudes, experiences, and needs of these individuals providing

care for a person with dementia within BME communities in the UK.

Method

A systematic literature search was conducted by using six internet databases
(PsychARTICLES, PsychINFO, Medline, CINAHL, Web of Knowledge and Scopus) to
find peer reviewed journal articles (between 2005 and 2013) which examined the
experiences, attitudes and needs of people from BME communities caring for
someone with dementia. The databases were searched using key terms (see Figure

1). The terms were searched in

Figure 1. Key search terms

South Asian, Black, Muslim, Hindu, Sikh, Irish, African Caribbean, Eastern European,
ethnic, minorit*,bme,

And

Carer, cargiv¥,
And
Dementia, Alzheimer’s,




Table 1. Summary of reviewed articles.

"Apnis ayy
ul Jed 9ye1 03 pa3inJdal
DJOM SJ3J3J4NS elIUSWSP

SIITYISUUUSIT Iyl JU UUTSUIIXO UE|

se aoualadxa J1ayl mes siuedidilied

djay

UuedLYY 9

1014dAD Y9349 /|

Bu1d93s urY1 JaY3BJ SIAI| JIDY3 03Ul -Adruyig
Jo Ssiaunied, AjuQ o
“ " BIJUSWAP Y}M paleIdosse sadueyd
-ApN1s U3 Ul pajInioal 3Y3 palepowwodde syuedpdiled
9J9M SJaJed juesdiw 600¢ alewsa 'sdno.g
: '9|dnod e 4o 34ed se o |enplAlpul pUE /007 _ } L JNg oM
uonesauas (T AjuQ A d
ue se Ajluewlud SaARSWaY1 MIIA UsaMIaq 3jeW 9 Ul eI3UBWSP
yn oy O Pepusy SJouled ueaqqlie) uedly| polad Yam
-J9puUan
JO seaJe Jsayio ul sdnoug sdiysuone|au Ajiwey asiseydws yuow 3|doad jo (1102
JINg J2Y310 03 S} NSl 01 papus) saunied 101dAS 33915 8T UB J3AO SJaulled 4O
JO Buisijedauagd sywi| Po1oNpPUOd (Asoayyf saousuadxd qqlo
Uorym Aid suo Ajuo| -, sdiysuolielad sujuiyapad, 40 ssa20.4d SM3IAJD1UI 08 papunoJs) ayy  pue e
ul 3oe|d 3003 Apnis ay | 8ul03-uo ue ul padedus syuedpilied| yidsp-u| €y -09 -93ued 93y €T dAI1B1I[END) Suluiwex3 ‘pJojsiog
3Y3 Ul 93ueyd 01 SJUsW|3 aAIdNJISIP YiMm uosiad
o8e3s Aly8iy aquosap osje syuedidined ay | Uelsy yinos qT € JO SJaJed
M3IAJD1IUI INOYSNOoIY) Uy
asn sia1a4d.aqul *J0J paJed -Adiuyi3 .
P + il 3P Ayourw
JUSJa44Ip pasn Apnis sy 3ulaq uosJtad ay1 yum diysuore|aud uo uIsnaoy
SNoIA34d J19Y3 JO UOIIENUIIUOD Y JaquIaW
"S9DIAJDS Y3|eay [eausw
poiels Ajwey
8uissadoe Apeadje auam 1O SWJY :
10U - J3puU39 13p|0 Ue
pa1inJoad a|dwes ay| Ul 9|04 3ulJed J19Y3 3qIIISIP SJaJe) (s002)
SM3IAIDIUI Joj Suned jo
(Auoayy
CIEETEIEN "SSQU||I DIUOJYD|  PaJNIdNIIS 0apuncs) CRIIEIIETNE ueaouo(
Apnis ayy ul syuedidied JO 32ualIadxa ay] 01 S3Je|IWIS - 1w palels ayy| pue
Jo Ajuofew ayy| Auew sey aJed |ewJojul JO SoUIISAXT yidap-u|| 10u-23ues a8yl 9¢ dAl1eYI[eND guluiwexy uoswepy|
suolleywn sSuipuly uie| usdisag 9|dwes A3ojopoylsIN wiy Apnis




pajessiw aney oym
SJaJed 0} pasi|edauas

YIS

- Aydluyy3
3q Ajuo ued "A12100S 184} Ul Way)
S3uipuly ‘2404349Y| 01 3|qe|ieAe 1oddns jo adAy
duipnjoul ‘U140 4O S9133100S
Auunuiwos yis J19y1 pasi|eapi sjuediofed SIEWS; 6
B WOJ} elausawap,
Y1IM dUOBWOS| "SJ9Jed Slew € EhusLop
yim uosJtad
JO S12J4B2 U0 Pasnioy J0 s20ualIadXxa uo 1oedw|
- J9puan 15
p|O UE
Ajuo Apnis ay | pIp saoualiadxa uonelsdiN
Joj 8uried
(Adoayy
‘Aug|  “Arauapi pue uoiedijqo Suisixs sJaJed yy|
. HIUSPLP Hest He! papunoJs) AS (0T0?)
3UO Ul P312NPUO0I UE JO UOISUDIXS UB SB 3|04  SMB3IAJIDIUI po1e1s 1ueJdiw Su
Ajuo sem Apnis ayl| Sulied Jisyl pamalA siuedidilied| SAledeu g-7 10U -23uel 98y CT SAIlR1IENYD)| IpUBISISPUN e|jany
Ao A Uelsy yinos O¢
U0 APMS ULy "SUOIIRJBUDS U9IMID(
055N aUom siojes  PUE S3ljIUe) USIMIBQ SaPNINe uesqqlies
ueaqquie) 04}y pue a3pajmouy ul Ayljigerien UESLIV 01
OU puUB PamaIAID1U] 'po1e|0S| UlRWaJ SJaJe) -Adiuyag oSS
9J9M BlIUBWIAP :
. 1UBA3|3J
UM UOSWOS a8e
JO SJ24ed YYIS| P|O YIm el3uswap Jo swolrdwAs 900¢ ah01dull (6002)
paiels
) ‘ PUe 000¢ 01 moy
Ajuo ‘Apnis sy Jo 3upjeisiw ‘uoliesiyew3ns
U29M13q 10U -Ispusy pue sdnosg e pue
93e1s puo23as 3yl u| 0} P3| Sulpueisispun Jo 3de7
poliad Jeah JING Ulyum ejjang aney
"uOo11e0| 'SJ2Jed duowe elauIwWap Jo XIS B J9AQ (pa1€15 10U) BIJUS WP pesay
9UO Ul P91ONPUODl  SulpuelSISPUN PUE 33P3IMOUY  P3IONPUOD pa1e1s 1N0Qgel ‘pueaioN
Ajuo sem Apnis syl  JO yoe| 3UINUIIUOD B SeM 343y SMIIAIDIU| 10U -23uel 33y| Of 9AI}e}|eND ules| o] ‘A3|of]
suolzenwi sSuipul} uile|y ugisaq o|dwes N | ASojopoydIN wiy Apnis




'sJ2Jed ueaqqlie) oy
pue ueisy Yinos Ajpwen

'S9JIAJSS |BWIO) SpJeMO]

UeISY YInos 0T

ueaqquie)d
'sdnoJg NG oM Isn{ Wou SapN1ille pue siea)
Ueslyvy 01
SJaJed paunJdaJ Apnis ay|| ,SJaJed ‘ulesis ‘uaw|iyny
40 s8Ul[934 pawliojul siy | - Aoluya3
"Apnis ay3 ul pasn aJam| yA 2y3 ul sdnoJg
SN @Y1 Ul ulog s4aded AjuQ "'SNONLIN JNg 15950e]
pue pa1dadxa ‘|ednieu 5243 Y3 WOy
UOPUOT UEPSINPUOY o g n80.80 pasijenidaauos 9BWS4 5¢ eUBWEP LM
Ajuo sem Apnis sy : :
suediiieq ajew / 9|doad jo sJaJed (8007)
"BIJUSWIAP YIIM SUO3WOS 4O Ajlwiey Jo spaau
SJ9Jed 3jew 03 Pasi|eJauad ‘A30|09p! - J9pus pUE S92UBLISAXd 99liaueg
8ulag synsas ayy  JoAISaJeD |BuOlIpRJI-UOU,|  SMIIAJIDIUI (A10341 papUNOJS) ‘sapniinie pue Isweg
SHWI| YDIYM 3|ewd) 9Jom JO J|euonipeJy, e duipjoy |[enpIAIpul 8uini8aled ‘Aen|n
sjyueddiued jo Ajuolew ayy Se pal}I3uap| aJoMm siade) yrdap-ul| £8-€€ - 98ued 98y ¢ SAIlelleny 3y} aJojdxs o] ‘@auaime
T pue 91n0J uoneJgiw fuSiio TUUHEJUT
WIS & 0L SISIE 16 Ai3unoo s1aue3 :apnjoul [ea1ydes3oa9
uo passna0} Ajuo Apnis ayl 0319pISUOD 3G 01 SI019e4
"ApN1s ay3 Ul Passnasip pue .
2Jed) A
pajuasa.d 2J9M SMBIAISIUI WIS - AHDIUYLS
Jo4 suoliedljdwi yueyiodwl
omy Ajuo yo sguipuiy ayL dABY UBD AJIUNWIWOD pa1e31s BIIUBWSP Y1IM
‘eljuBWIAP 10U - J3pua9
UJIS 3yl uiyum uos.ad
YHM SUOSLLOS JO 519189 S90UBJBYIP pue Alsianig Jop|o ue Joy dulied (6002)
JINg ||e 01 pasi|edauasd (pa1e1s 10U)
9Q 10UUED $3|NSaJ ‘dnoJ3d snosusadowoy paiels SJaJed YIS puBeRI0OIN
‘9215 9|dwes mo| 9yl 03 an( e 10U sl Aylunwwod YIS M3IAJRIU|l 10U -23ues 38y § 9AI}e}|eND 3uipueisispun pue e[jin|
suolzenwi sSuipuly uley ugisaq o|dwes N ASojopoyls\ wiy Apnis




&_Gf\_n_. _I\G+(~G.+|+ﬂ il\_(_\<a \r:__rA_UCCr\_OQL

[eljlle} JO 9SUSS JIay3 pue ueipu| g
AJreiyoAsd quawiiedwl aAIUS0D)
SHUYM ¥
Jo Adojonna sy 1noge sjalaq
u1e3Jad pIay sJaJded 21uyls AjJoulA - Apuy3 'sdnoJg
"BIJUSWIDP YHM Jaquisw snouagipul pue
Ajlwe} 419yl 01 uoiie|al ‘SJ9P|D UMO JI3Y] J314E 00| J1UY3e AjlIoulw
Ul S321AJDS Y3|Bay |ewJO p|noys saljiwe) 1eyl 3ydnoya siale)d) . ul >m.>>£.mo_
3uissadoe Apeadje aiom Apnis Slews4 €T . Suaas
91 10} pa1InJIdal sJaJed ay] ‘Buiade o 1ied jeuniou e 4 (TT02)
. Se U93S aJam swordwAs elnuawag SleW g -diay 8y pue
"A112 BUO Ajuo EhUaWiop 10} UO01S3UIAI
'SWw9|qoud 3y} UO PaUS WD - 49puUsD 3upjeas-djay
Ul pa3onpuod sem Apnis ay | pue 1iseq
SJ9Y30 |13un Jo 2d0d J93U0| OU|  SMB3IAISLUI (Adosy)y o3 sepnime
"9jewa) aJam| p|nod Ay |13un Supass-diay Aejsp|  paJnionuis popuUNOJ3) U3aMISg MUl “Jadoo)
syuedpdiyied jo Ajuolew syl 03 papusl S4a4ed d1uyia AYJOUIIN -1WIag G8-/7-93uetady | 8T SAIle)eND)| Byl aJo|dxa 0]  ‘wepeynip
UJ9ISE] JO o7IS 9|dWES |[BWS V|[EWJ0] YIIM 1USWaSEesUD paduanjjul 104 T
ewW311S JO 22ualIadXxa ay ] Hl
‘s3uipuly JO UOIleS||BJaUST
uelpul g
3Y1 pa}iWi| UeIsy| “JB[IWIS SBM SJ12J4BD URISY Y1NOS|
41N0oS WJd3 3yl JO asn Jeajpun pue ueadoJdng uJa1Sed UaM1a( IURISINedTT
eW31}S JO JUsWadeuew ay | sdnous
"Apnis ayy Ul palels - Aud1uyag
10U SBM J3J34NS BlIUSWIP "ew3ns UBISY 4INOS
pue ueadoung
9yl 01 diysuoine|as s JaJed ayy| Pasned SIXa1uod [BdN1|ND JUSIBLIP,
uJaiseg
ul elgUBWApP JO Suipuelsiapun @
ya P4 P P ul Pa1e1S 10U - J9PUID) Woly s1aJed
(sisAjeue
9Y1 Ul UJ0q 3J3M JO 3 Y3 "SI9JED UBISY UYINOS PUE|  SMIIAJDIU Snewsyy) Ajiwey Jo
0} palesdiw pey siuedpiiediuesdoldny ula1se] USSMISQ PaJajp|  PaJnidnJls . Spasu jioddns| (9002)
Jl Jespun sem Apnis sy el usWap Jo guipuelsispun -IW3S |pa1e1s 10U - 33ued 38y| QT dAI1RY[eNY) 9y} AJlauspl O]  31zUdIeN
suoneyw sSuipul4 uie|N usisaq o|dwes N ASojopoylaN wiy Apnis

10



Figure 2. Literature review search flow diagram

Potentially
relevant papers
screened n= 198

Abstracts
retrieved n= 37

Excluded based
on abstract or
title n=12

Full article
retrieved for
further

evaluation n= 25

Studies excluded on the
basis they did not meet
inclusion criteria n=17

Papers used in
systematic
review n= 8




journal article abstracts, titles and keywords. The overall search resulted in 25 peer
reviewed articles, all of which were screened against the following criteria for

inclusion in the present review:

Inclusion Criteria

1. Papers published between 2005 and 2013.

2. The study explored the attitudes, experiences or needs of carers providing
care for a family member living with dementia.

3. The carers were from a Black or minority ethnic community.

4. Participants were recruited within the UK.

5. The study was published in a peer-reviewed journal.

Exclusion criteria

1. Unpublished dissertations or non-peer reviewed articles.
2. Articles published prior to 2005.
3. Non UK based studies.

4. Quantitative and survey based articles.

Once relevant articles were identified, their reference lists were searched using the
same search terms for additional articles. The final search was conducted in March
2013 and no additional articles were identified. Eight articles were found to meet the
required criteria for inclusion in the present review. Table 1 presents a summary of
the studies, indicating the sample size, the characteristics of sample and the main
findings. Figure 2 shows a flow diagram of the literature review article search process.
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Results

All eight peer reviewed articles included in the present review used a qualitative
methodology, with five of the articles analysing their data using grounded theory. The
majority of studies used semi-structured interviews to guide data collection. The age
range of the carers included in the present literature review ranged from 27 to 86
years. Six of the articles focused on the experiences of more than one BME
community, while two articles focused on only one BME community. The studies
explored various psychological and social factors which influenced the experience of

caring for a family member with dementia in the UK.

The findings from the present literature review will be framed in the following
themes; perception of dementia as a normal process of ageing, caring seen as an
extension of an existing responsibility, perception of existing mental health services,
impact of migration on the caring role, impact of stigma on a carer’s role, and female

responsibility to provide care for a family member with dementia.

Perception of dementia as a normal process of ageing

Evidence from the literature reviewed highlighted that a number of carers from BME
communities had culturally based perceptions of dementia. Botsford, Clarke, and
Gibb (2011) conducted 43 in-depth interviews with 13 Greek Cypriot and African
Caribbean carers aged between 60 and 80 years, caring for a family member with
dementia in London. The study took place over an 18 month period (2007-2009) and
the data was analysed using a grounded theory approach. It was found that most of

the participants had interpreted the changes associated with dementia as part of a

13



normal process of ageing. This was expressed through participants describing that
memory problems were supposed to occur when a person became old. The majority
of participants expressed a general belief that cognitive decline might be expected

and therefore forgetfulness was part of the ageing process (Botsford et al., 2011).

Botsford et al., (2011) also found that the perception of memory problems being
perceived as a normal process of ageing was associated with a delay between carers
noticing a problem and seeking an explanation. The study highlighted a specific way in
which dementia is construed in two BME communities. However, these findings are
limited to only two discrete Greek Cypriot and African Caribbean communities in

London.

This finding that carers viewed their family member’s cognitive decline as a normal
process of ageing was mirrored in a study by Jolley, Moreland, Read, Kaur, Jutlla, and
Clark (2009) who conducted interviews over a six year period with 30 BME carers of
people with dementia in Wolverhampton. The study highlighted that a lack of
information and understanding held by African Caribbean and South Asian carers with
regard to dementia led them to be unaware of its differentiation from normal ageing.
Carers were found to not seek help or access mental health services due to being

unaware that they were caring for someone with dementia (Jolley et al., 2009).

Caring as an extension of an existing responsibility

As noted previously, a number of carers viewed cognitive decline as a normal process
of ageing and therefore did not see their family member as suffering from a specific

mental health disorder such as dementia. In addition to this, several studies

14



highlighted how carers from BME communities typically saw their role as an extension

of an existing responsibility to care for their family member with dementia.

For example, Adamson and Donovan (2005) interviewed 36 carers from African
Caribbean and South Asian communities who were caring for a family member with
dementia across numerous geographical locations in the UK. Through the use of in-
depth, semi-structured interviews, the study aimed to discover the meaning of being
a carer for a family member. Using a grounded theory approach to analyse interview
data, the study highlighted that participants viewed caring as a normal feature of their
life which was often a continuation of their identity. It was found that participants did
not view themselves as “carers”, but rather as fulfilling a natural role within the family

(Adamson & Donovan, 2005).

The perception of caring as an extension of an existing responsibility was also evident
in a qualitative study which compared the experiences of White, African Caribbean
and South Asian carers, all caring for a relative with dementia. In-depth individual
interviews with 32 carers, aged between 33 and 87 years from London, found that
those carers with “traditional caregiver ideologies” saw caring as natural, expected
and virtuous. Holding strong religious values motivated and shaped a carer’s desire to
support a family member. In particular, daughter and son carers of South Asian origin
were most likely to explain this in terms of caring as a cultural norm and as an
opportunity to reciprocate parental support. This account was absent from the
accounts of White British sons and daughters caring for their parents in the study

(Lawrence, Murray, Samsi, & Banerjee, 2008).
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The study also found that African Caribbean carers who were born in the UK, (second
or third generation) held less traditional views of caring for an elder than first
generation African Caribbean carers (Lawrence et al., 2008). This finding suggests that
within BME communities, there are differences depending on the generation of the
carer, although a limitation is that participants were only from the London region, and
therefore, not necessarily representative of BME communities in other areas of the

UK.

This finding of caring being a culture bound phenomenon was supported by research
reporting that carers with strong family centred beliefs saw caring as a natural
responsibility (Botsford et al., 2011). Similarly, previous research has also described a
tendency of some carers to frame their role as a natural and expected facet of
married life (Lawrence et al., 2008). In a similar vein, Adamson and Donovan (2005)
found that carers often viewed the caring role as an accepted part of their
relationship with the family member with dementia and viewed it as an extension of
their family responsibilities. However, despite highlighting how carers situate their
role as a cultural norm, Adamson and Donovan (2005) did not investigate what

factors might account for this being the case.

Perception of existing mental health services

As noted previously, research has found that carers from BME communities may see
dementia as a normal process of ageing and appear to see their role as an extension
of an existing responsibility. Research has also found that some carers had distinct
perceptions of existing mental health services. Jolley et al. (2009) for example,

conducted a number of interviews over a six year period (2000-2006) with 30 carers
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from the African Caribbean and South Asian community in Wolverhampton. The main
findings from these interviews revealed that carers perceived mental health services
to lack the confidence and competence to address language barriers and cultural
differences. This resulted in the carers feeling culturally stereotyped (Jolley et al,,

2009).

In addition, the study by Jolley et al. (2009) captured the experiences of these carers
whilst visiting their local General Practitioner. The majority of carers felt that the
knowledge base of General Practitioners was variable, leading to some cases of initial
misdiagnosis or a delay in reaching specialist care and support. Carers from the study
also highlighted a distinct lack of clarity regarding the eligibility criteria for accessing
mental health services. This resulted in carers feeling that they were not eligible to
access such services (Jolley et al., 2009). Although this study was able to highlight the
experiences of carers accessing mental health services for support, a limitation is that
in the latter stages of the study, only South Asian carers were interviewed and no
African Caribbean carers were involved as seen in the initial interviews conducted.
This results in no comparable data available with regard to the African Caribbean

carers.

Another distinct perception of mental health services held by carers was captured by
Mukadam, Cooper, Basit and Livingston (2011). Using semi-structured interviews with
18 African Caribbean and South Asian carers, the study found that a lack of trust in
the healthcare system affected their experience of caring for someone with
dementia. This lack of trust was also aligned with a perception that mental health

services could only offer a diagnosis of dementia rather than treatment, intervention
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or general support. For many carers, a diagnosis would not change their
circumstances and therefore, was not perceived as useful (Mukadam, Cooper, Basit,

& Livingston, 2011).

The impact of migration on the caring role

It is noteworthy that some carers from BME communities appear to have distinct
perceptions of what existing mental health services can provide. For some carers,
mental health services were experienced as untrustworthy, having variable
knowledge of dementia and only able to provide a diagnosis and nothing further. An
additional finding which developed throughout the present literature review was the
impact of migration on the caring experiences of BME carers. Jutlla (2010) conducted
2-3 narrative interviews with 12 carers from a Sikh community in Wolverhampton
about their experiences of caring for a family member with dementia. Utilising a
grounded theory approach to analyse the narrative interviews, Jutlla (2010) found
that the migration route of Sikh carers influenced their role. The study coined the
process of migration as a “repositioning of existence” which occurs when someone
migrates to another country and culture. The study suggests that when caring for a
family member with dementia, BME carers experience a further episode of
“repositioning of existence” which may manifest itself in adopting new responsibilities

and also a role repositioning from a husband or wife to that of a carer (Jutlla, 2010).

The study also found that carers who had migrated to the UK often held narratives of
how support would be “back home”. Referred to as “idealised narratives of situations
and perceptions pre and post migration”, carers would idealise their societies of

origin in relation to the presence of an extensive family network and community
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support. Although the carers acknowledged the improved health and social support
services available in the UK, they still expressed a desire for their caring role to be

located in their country of origin (Jutlla, 2010).

A study by Jutlla and Moreland (2009) also identified the influence of migration on
Sikh carers. Interviewing five Sikh carers of a family member with dementia from
Wolverhampton, it was revealed that within the Sikh community, there was a range of
different experiences of migration to the UK. The study revealed how different
migration routes, age at which a person migrated, and the reason for the migration

influenced their caring experience (Jutlla & Moreland, 2009).

Presenting the findings of only two out of five participants interviewed, the study by
Jutlla and Moreland (2009) captured differences in migration experiences. One carer
had only recently immigrated to the UK due to marrying a UK born Sikh male. For this
carer, her experience was one of isolation and lack of support from the community
around her and a huge contrast to the support available if providing care in India. This
experience contrasted with that of a male carer who came to England in the 1960s
and lived with other young men whilst seeking employment. During this time the
carer learnt how to cook, clean, be self-sufficient, and it was these skills learnt when
first immigrating to England which were then used when he began caring for his wife

with dementia (Jutlla & Moreland, 2009).

This concept of migration influencing a carer’s role is supported further by Botsford et
al. (2011) who conducted 43 interviews with 13 carers from Greek Cypriot and African
Caribbean communities in London. Using the term “shielding process”, the author

identified a concept of resilience held by the carers from a BME community. This was
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believed to be due to the carer having to overcome important challenges and
obstacles whilst settling into a new country of residene. Thus the carers had already
developed ways of coping and possessed a number of resources to draw upon which
came into play in their present situation of caring for a family member with dementia

(Botsford et al., 2011).

These two studies (Jutlla, 2010; Jutlla & Moreland, 2009) have highlighted some very
noteworthy findings with regard to the impact of migration on a carer’s role.
However, a limitation of the study by Jutlla and Moreland (2009) is the small sample
size of Sikh carers which limits generalisability of results. Furthermore, by
concentrating on only one BME community, the findings can only be related to
members of the Sikh community who have in fact migrated. It is predicted that a
number of carers from the Sikh community will not have migrated and may therefore
have a very different experience of caring for a family member with dementia. In
addition, for carers born in the UK, they may have little knowledge of the systems of

support available in their ancestral country of origin.

Impact of stigma on a carer’s role

The impact of stigma is a phenomenon that has been widely reported with regard to
BME communities accessing mental health services (Taha & Cherti, 2005). The
experience of stigma when caring for a family member with dementia was present in
the findings of a study by Mackenzie (2006) who carried out semi-structured
interviews with 18 carers from Eastern European and South Asian communities in a
northern English city. Through thematic analysis of interviews, the author found that

stigma was present in both cultures.
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East European carers, caring for a family member with dementia experienced stigma
from within their own community. This led to a number of carers to not seek help
from fellow members of their community and instead described “hiding” the person
with dementia whilst beginning to sever ties with family and friends. This process of
isolation was seen as an inevitable outcome in trying to limit stigma. Furthermore,
this fear of stigma was also present in relation to other mental health problems

(Mackenzie, 2006).

Remaining with this study, the construct of stigma was also encountered by carers
from a South Asian background. South Asian carers viewed dementia as a mental
health issue caused by spiritual influences. Such explanations imposed a level of
stigma on the family and dementia sufferer, which led carers to act in a similar way to
the Eastern European carers by concealing the person with dementia from the rest of

the community.

A similar concept of stigma featured in the findings of Mukadam et al. (2011) who
assessed why ethnic elder carers present later to dementia related health services. By
interviewing 18 carers, it was found that stigma was a barrier to accessing support
from mental health services only for BME carers. The fear of stigma was not present

in White carers interviewed for the study (Mukadam et al., 2011).

Overall, the findings of Mackenzie (2006) highlight a fear of stigma that is found in
other aspects of mental health experiences among BME communities (Knifton,
Gervais, Newbigging, Quinn, Wilson, & Hutchinson, 2010). However, a limitation of
Mackenzie’s (2006) study is in relation to the sample. A lack of understanding of

cultural differences between different sub groups of the South Asian population was
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found in this study. Taking into account culture specific beliefs, the study reports
findings in relation to Pakistani carers viewing dementia as “evil spirits” and being a
“curse” on their family. This phenomenon is very common in Pakistani cultures but
not as prevalent in Sikh and Hindu cultures (Khalifa & Hardie, 2005). Therefore, this
explanation for what they perceived to be the cause of dementia should have been
limited to the experience of Pakistani carers rather than suggesting it has relevance
for Sikh and Hindu carers as done in this study. This indicates the importance of
knowledge and awareness of the various BME communities when research is

conducted in the UK.

Female responsibility

A final issue found throughout the articles reviewed was the responsibility of care
provision falling predominantly on female carers from BME communities. For
example, Jutlla and Moreland (2009) found that when providing care for someone
with dementia in a Sikh household, there was an expectation for the daughter in-law
to provide the care. These researchers found that this example added to the already

high incidence rate of daughter in-laws remaining as “hidden” carers in Sikh families.

The presence of female care responsibility featured in a second study by Jutlla (2010),
conducted with Sikh carers in Wolverhampton. Whilst assessing the impact of a
carer’s migration to the UK on their caring experience it was also found that females
in particular held an existing care identity. This would suggest that females in
particular, may already have been providing a caring role for the person with

dementia. Furthermore, this was in contrast to male carers who exhibited a change of
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their current identity into a caring role which they had not previously identified with

(Jutlla, 2010).

A similar finding was present in a study by Adamson and Donovan (2005) who
interviewed 21 African Caribbean and 15 South Asian carers of a family member with
dementia. This grounded theory study found that female carers felt a stronger moral
obligation to care than the male carers (Adamson & Donovan, 2005). In line with
these findings, Botsford et al. (2011) identified an expectation that daughters would
provide care for the person with dementia. This tendency was found to be more

prominent in a Greek Cypriot community than in an African Caribbean community.

It is suggested that this is not an uncommon concept, with an increasing number of
females caring for parents and parent in-laws in general (Hirst, 2001). These findings
from Adamson and Donovan (2005) appear to relate to those of Botsford et al. (2011)
and Jutlla (2010) in females holding an existing, moral obligation to care that may not
be seen as much in male carers. However, what is unclear from the findings of these
three studies, is whether this female care responsibility can be explained by gender

differences, or is due to being part of a BME community.

Discussion

The aim of the present review was to critically evaluate empirical evidence on the
experiences, attitudes and needs of members of BME communities caring for a family
member with dementia in the UK. The present review highlighted a number of

complex and culture bound factors which characterised their experience of caring for
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a family member. These related factors were consistent findings across the majority

of studies reviewed.

It was noted that the level of understanding of dementia impacted on the carers’
experience. A number of carers viewed a decline in cognitive functioning as being a
normal process of ageing. These findings are also consistent with a previous literature
review by Milne and Chryssanthopoulou (2005) which identified that carers viewed
symptoms of dementia as a normal process of ageing. This would imply that carers
from BME communities continue to view the person they are supporting as
presenting with symptoms of old age and not as someone with a medical condition

that they should seek support for.

The majority of articles reviewed here found that, for a number of BME carers, their
role was seen as a natural progression in their life, and a way of repaying the care
they had received previously from the family member with dementia. In relation to
whether or not carers from BME communities are likely to access mental health
services for support, this finding suggests that carers may not identify a need for
support from mental health services. However, further larger scale research is needed

to adequately test this hypothesis.

The current review has also highlighted the value held by family members of being
able to care for a relative with dementia. Lawrence et al. (2008) describes this value
as an, “obligation to provide the care themselves”, with a number of family members
feeling that placing their relative with dementia in a care home would cause them to
encounter stigma amongst their community or a feeling of failure. The findings of

Botsford et al. (2011) also support the premise that caring for a family member with
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dementia should be completed by the family members themselves in BME
communities. Furthermore, these findings also support a previous literature review
which found that family members from BME communities in the UK, providing care
for someone with dementia considered their role to be part of normal kinship

responsibilities (Milne & Chryssanthopoulou, 2005).

In a similar vein, Mackenzie (2006), when interviewing carers of family members with
dementia from an Eastern European community found that carers viewed, “keeping it
in the family” as a very important value to adhere to. The participants placed
particular value on familial responsibility to look after the person with dementia and
that outside help was viewed as intrusive. This would suggest that mental health
services could improve by offering a type of support for carers which enable the
person with dementia to be supported at home. This may help to minimise the risk of
carers feeling stigmatised by other community members, and would allow them to

complete their familial obligation to care for an elder.

The present review has highlighted a construct present in several qualitative studies
which describes how migration of carers from BME communities has an impact on
their caring experience. Evidence from these studies indicates that carers who
migrated to the UK held a strong sense of resilience. This attribute seemed to assist
first generation carers to manage the role and responsibilities of being a carer for
someone with dementia without accessing mental health services for support. This
would imply that services would benefit from being aware of the migration route of
carers from BME communities and consider how this would impact on their desire to

access mental health services for support.
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Furthermore, the findings of Mackenzie (2006) were explicit in relation to the impact
of stigma on a carer’s experience. The fear of being stigmatised led carers to isolate
not only themselves, but also the dementia sufferer. This could potentially lead to
members of the community who are suffering and in need of specialist support from
mental health services being isolated. This was not dissimilar to the finding by Milne
and Chryssanthopoulou (2005) who found that carers felt stigmatised due to a family
member having dementia. This would suggest that services need to consider
providing education and psycho-education for BME communities on the nature of
dementia as a lack of understanding appears to continue to cause carers to feel

stigmatised from other members of their community.

The present literature review has highlighted a general tendency for female family
members to be the principal providers of care for family members with dementia.
This particularly related to the main carer being a wife, daughter or daughter in-law
being expected to take responsibility for caring for a relative. For many BME
communities, it was a cultural norm for female family members to adopt this role
more typically than their male counterparts. In some instances, the studies revealed
that this cultural norm was an extension of an already existing obligation held by the

female family members.

The findings from the present literature review are also in line with a previous review
by Milne and Chryssanthopoulou (2005) which identified a cultural role among
females from Black and South Asian communities to provide the majority of care for
someone with dementia. This would suggest that the majority of carers of someone

with dementia from BME communities in the UK are likely to continue to be female.
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Therefore, further qualitative research could usefully determine the extent to which
mental health services are providing adequate support for female carers and whether

this has implications for tailoring mental health services to support their needs.

Limitations

The present review has identified a number of limitations of the existing evidence
base. The first is the lack of male participants across most of the studies. The majority
of existing published research provides an insight into the experience of how females
cope with being a carer, which most likely represents the majority of carers for
someone with dementia in BME communities. However, whilst bearing this in mind,
we still lack an understanding of the male experience of caring in BME communities.
Several of the studies reviewed here have acknowledged this limitation and
recommend that further studies should assess the experience of male carers from

BME communities. This is also a recommendation of the present literature review.

A specific limitation of the UK literature in this area is the pattern of the majority of
participants being recruited from only one major city or different boroughs of
London. Although this provides an insight into the experience of carers in these
specific areas, it limits generalising findings to the wider UK. Considered together with
the fact that the majority of research into this topic has, until now, relied on
qualitative methodologies with small sample sizes, it is recommended that
researchers should now start to build on the current evidence base with larger
quantitative studies encompassing multiple sites in the UK, and including BME carers

in more contexts.
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A further limitation which has arisen from the present review is the number of ethnic
sub communities which were grouped under the umbrella term of “South Asian”. A
number of studies presented their findings using the term “South Asian” to express
the experiences of Pakistani, Sikh and Hindu carers (Adamson & Donovan, 2005;
Mackenzie, 2006; Mukadam et al., 2011). Mackenzie (2006) for example, highlighted
that Pakistani carers viewed their carer role as a means to gain ‘blessings from god’,
whilst Sikh and Hindu carers described their role as ‘repaying’ the person with
dementia for previous acts of kindness. These are two very different narratives
underpinning why participants take on a caring role, and the author has grouped

these practices as a “South Asian” experience.

This observation is reiterated by Jutlla and Moreland (2009) who emphasise how BME
communities are not homogenous, and there are differences of experience when
caring for someone with dementia between these communities. It appears that when
studies have adopted this “South Asian” labelling approach they have not adequately
captured the full range of experiences, attitudes and needs of individuals from BME

sub communities.

Interestingly, this limitation identified in the current literature review was also
identified in a previous review by Milne and Chryssanthopoulou (2005) who criticised
research in this area for using terms which were not clearly defined, resulting in a
reduced validity of UK research. From the findings of this present literature review,
there appears to be a continued lack of rigour in using appropriate terms to describe
BME communities with regard to their experiences, attitudes and needs when caring

for someone with dementia.
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Overall this limitation has huge bearings on our understanding of the experience of
carers from a BME community. By grouping a number of ethnic communities
together, the ability to compare and contrast caring experiences, and assess whether
different BME communities have different needs for mental health services is lost. At
present, it is only possible to compare and contrast the experiences, attitudes and

needs between White, African Caribbean and “South Asian” carers.

Implications for practice

Although the research has highlighted how carers from BME communities experience
caring in different ways from a White British community, it is evident that within BME
communities, there are differences in the experiences, attitudes and needs when
caring for a family member with dementia. This has been evident when comparing
the experiences, attitudes and needs of Greek Cypriot with African Caribbean carers
and also when comparing Eastern European carers to those from a South Asian

background (Botsford et al., 2011; Mackenzie, 2006).

In addition to this, Lawrence et al. (2008) also found that African Caribbean carers
who were born in the UK (second or third generation) held less traditional views of
caring for an elder than first-generation African Caribbean carers (Lawrence et al.,
2008). These findings have significant implications for mental health services. It
means that services need to be aware of these cultural and generational differences
and tailor their services to accommodate the individualistic nature of BME

communities in the UK.

29



With regard to changing immigration patterns in the UK, it would be predicted that
mental health services will come into contact with carers from a wider range of BME
communities in the future who will have their own individual perceptions and
experiences of caring for a family member with dementia. Therefore, it would be
essential for mental health services to be able to provide a meaningful, flexible and

accessible service to these carers.

The findings from this present review have also found how many carers from BME
communities viewed their role as an extension of an existing responsibility to provide
support for their family member with dementia. This would imply that carers from
BME communities may be at risk of carer burden or stress when providing for this
family member without assistance from formal care services. Therefore it is important
that mental health services are supporting carers from BME communities with their
own mental health and ensuring that carers are not suffering from any specific mental

health difficulties due to the impact of their carer role.

A lack of knowledge appears to be a common thread among the research collected
which would imply that mental health services need to be aware of existing beliefs
held by carers with regard to dementia. This was particularly pertinent in findings by
Mackenzie (2006) where carers from a Pakistani background believed symptoms of
dementia to be an “evil spirit” which had consumed their family member. These
beliefs would greatly impact on the experience of being a carer and on their intent to
access mental health services. Therefore, it would be advisable for mental health
services to aim to increase this knowledge of what dementia is for family members

and also be aware of cultural beliefs held by BME carers.
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However, it is also important to acknowledge how attempts to tailor mental health
services to meet cultural needs can be misunderstood by members of a BME
community. Rao (2006) raised the issue that service providers may lack confidence in
producing specialist services in the worry of appearing racist or singling out a
community. To limit this, perhaps mental health services would benefit from
employing staff from a range of ethnic backgrounds with a number of language skills.
This implication for practice was also found in a recent systematic review of
innovative practice of mental health services for BME communities (Bhattacharyya &
Benbow, 2012) which found that services were already beginning to employ more
staff from communities of interest with similar cultural background and language

characteristics.

If the employment of staff from a range of ethnic backgrounds could not be achieved,
mental health services could also increase the knowledge of existing staff members in
their service on the range of BME communities which exist in the UK through staff
training. This would provide staff working in mental health services with the cultural
awareness of certain BME communities and would assist them in understanding the
cultural significance of being a carer for a family member with dementia within

different cultures.

To further support this, a literature review by Jutlla (2013) found that existing mental
health services could drastically improve their engagement with BME communities by
providing an individualised care approach. The review proposed that this could be
achieved by existing services increasing their understanding and the importance of

life histories and migration; culture and community norms when caring for a family
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member with dementia; raising awareness and tackling stigma; and making services

culturally competent.

Finally, dementia related services may benefit from using initiatives adopted by other
mental health services to increase the access and engagement of BME communities.
Kaur, Jutlla, Moreland, and Read (2010) for example, found that the use of a “link
nurse” which was a community psychiatric nurse, who spoke Punjabi and English, and
understood the relevant cultural issues, helped people from BME communities to
gain a better understanding of mental health, thus increasing their level of

engagement in mental health services.

Implications for future research

It is clear from this literature review that there are a number of complexities when
carrying out research in relation to dementia and ethnicity. These include the
complexity of carrying out research with BME groups who are reluctant to access
mental health services for support and are still influenced by stigmatisation.
Furthermore, this literature view has highlighted the feeling of shame carried by
carers of someone living with dementia. These aspects would all impact on how
readily carers from BME groups respond to taking part in research on their

experiences of caring for someone living with dementia.

However, whilst taking into account the complexities of research in this area, the
literature review has highlighted a number of implications for future research. One
implication is that future research in this area should address a gap in the literature in

terms of capturing the experiences, attitudes and needs of male carers from BME
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communities. This would not only strengthen our knowledge of carers from BME
communities in general, but would also add to the literature of how males experience
being a carer for someone with dementia. Some of the studies in this present review
have clearly identified how gender roles held in BME communities impact upon the
experience of being a carer (Adamson & Donovan, 2005; Botsford et al., 2011; Jutlla,

2010).

Further research would also benefit from examining the experience of caring in a
range of geographical locations across the UK. Although the research included in this
article has provided an in-depth insight into one particular ethnic minority group in
one specific location: widening the range of locations in which participants are
recruited from would allow research to assess if there are any similarities or
differences in carer experiences, attitudes and needs depending on geographical
location. This is also supported by the findings of Jutlla (2013) and the All Party
Parliamentary Group (2013) which recommend that further research should be
carried out on the experiences of carer’s of someone with dementia from BME

communities to provide us with a better understanding of their support needs.

Whilst conducting this present literature review, it was evident that very little
research has been conducted on the largest BME community in the UK; namely the
Irish community. Research has found that there are a number of “hidden” dementia
sufferers from Irish communities in the UK who are not accessing mental health
services for support. This appeared to be caused by a reluctance to engage in services
which are seen to ignore their distinct cultural needs and experiences (Tilki, Mulligan,

Pratt, Halley, & Taylor, 2010).
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This apparent reluctance to engage in existing mental health services may explain why
so little research has taken place with this BME community. Therefore, future
research should again aim to understand the experiences, attitudes and needs of this
large and long established community to allow a broader understanding of the
experience of caring for a family member with dementia among the variety of BME
communities in the UK. This is also supported by evidence from the 2001 census
which found that members of the Irish community have the highest proportion of

elders among BME communities in England (Royal College of Psychiatrists, 2009).

Conclusion

This paper reviewed the recent literature on the experiences, attitudes and needs of
caring for someone with dementia in BME communities in the UK. The review found
memory loss being viewed as a normal process of ageing among BME communities
with the role of a carer being perceived as an extension of an existing responsibility.
The review found that carers from BME communities were most likely to be female
and that they held a poor understanding of what support services were able and what

these services could provide.

The review also highlighted how a carer’'s migration to the UK affected their
experience of caring for a family member with dementia. Furthermore, the review
found that carers from BME communities continued to encounter stigma in relation
to a family member living with dementia. This not only impacted on their carer
experiences, but also impacted on their willingness to access formal mental health

services for support.
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