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1. Migration history

The UK has a long history of migration. Al-
ready in the 19th century, large migrant groups
came from Ireland and Italy. Around 1900, the
largest immigrant community came from
Germany. At the same time, many people
emigrated to Canada and the US from Unit-
ed Kingdom([1]. After the beginning of British
colonialism, (1858-1947) more than 100,000
migrants from United Kingdomand Ireland
worked in India. In the further course of colo-
nial rule, more and more Indian workers came
to the UK [2]. Following Kristallnacht 1938, ap-
proximately 10,000 Jewish refugee children
from Germany, Austria, and Czechoslovakia
fled to the UK. After the Second World War,
there were two waves of large-scale immigra-
tion: 1. immigration of soldiers from Poland
and their families following the adoption of
the Polish Resettlement Act 1947, 2. immi-
gration of workers from the 'new’ Common-
wealth (the Caribbean, Africa, and India) after
the adoption of the Nationality Act (full right
of entry and citizenship to all Commonwealth
citizens) 1948 [3]. In the 1950s, 500,000 Com-
monwealth migrants came to the UK [4, 5].
During the 1950s and early 1960s especially
more and more from India and Pakistan ar-
rived to work in the textile factories in northern
England (later their families followed). Further-
more, the number of people from Ireland in-
creased significantly from the 1950s onwards
(in 1971 it was one million) [3]. From 1961 to
1971 a total of 600,000 people immigrated to
the UK (from all countries of origin together)
[4]. Between 1945 and 1982, 1.5 million people
from United Kingdomemigrated to Australia
and many others to Canada [6]. In the dec-

ade following the Maastricht Treaty of 1993,
continuous large-scale immigration occurred.
For the first time, more people came to the UK
than left the country [3]. In the first decade of
the 27st century, especially the immigration of
people from India and Ireland increased [2, 3].
Between May 2004 and September 2007, the
UK accepted approximately 715,000 workers
from the EU states that joined in 2004 (66%
from Poland, 10% each from Lithuania and
Slovakia). Besides, the UK initiated the ‘Highly
Skilled Migrant Programme’ (HSMP), through
which mainly nationals from Indian and Paki-
stan came to the country [4]. In 2018, 602,000
people immigrated to the UK (54% were non-
EU citizens, 33% were nationals of other EU
countries, and 13% were citizens of United
Kingdom). The migrant population of the
UK is mostly concentrated in London (35%).
While the proportion of migrants in the total
population in England is 15.4%, it is 6.1% in
Wales, 7.9% in Northern Ireland, and 8.8% in
Scotland [7]. In 2017/2018, the largest migrant
groups (born abroad) originated from Poland
(889,000), India (862,000), Pakistan (529,000),
Romania (410,000) and Ireland (380,000) [8].
Between 1990 and 2019, the migrant popula-
tion (born abroad) and the proportion of mi-
grants in the total population more than dou-
bled (3.7 t0 9.6 million; 6.4 to 14.1%) [9]. As of
2020, the net migration rate is 3.9 [10]. These
figures illustrate that the UK has become one
of the main immigration countries in Europe
since the 1990s. The extent to which the EU
withdrawal (31 January 2020) will have an im-
pact on migration patterns will become appar-
ent in the coming decades.
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2. Estimated number of people with a migration background
with dementia
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Fig. 3.7.32.2: Prevalence of PwM with dementia among the population (England - Nation)



Tab. 55: PwM with dementia: Absolute numbers, prevalence among PwM,
and prevalence among overall population (England — Nation)

1. 2. 3. 4, 5.
NUTS Total ENG largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
IN PL PK RO IE
3,804,522 | 3,211,260
England 56,511 | 52302 | 34500 | 27,048 | 21450 | 01442
Prevalence/10,000 inhabitants with migration background 65+
IN PL PK RO IE
England 4,425 66 61 40 31 o5 467
Prevalence/100,000 inhabitants 65+
IN PL PK RO IE
England 6,900 5,824 100 95 63 49 39 707

Data source: Office for National Statistics (2018)

There are 8,511,000 PwM. Of those, approx.
588,100 are estimated to exhibit some form
of dementia. However, these data are not
age-specific but for the whole population with
a migration background, so these numbers
are naturally higher and overestimated than if
data for the age group 65+ were obtainable.
Figure 3.7.32.17 shows the most affected mi-
grant groups presumably originate from In-
dia (approx. 56,510), Poland (approx. 52,300),
Pakistan (approx. 34,500), Romania (approx.

27,100), and Ireland (approx. 21,500). The sec-
ond graph highlights the number of PwM with
dementia in England per 100,000 inhabitants
aged 65 or older (figure 3.7.32.2). Table 55
displays the values depicted in the maps on
the national level. The following maps show
the distribution of PwM with dementia from
India, Poland, Pakistan, Romania, and Ireland
throughout the country on NUTS1 level (fig-
ures 3.7.32.3 - 3.7.32.7).
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Fig. 3.7.32.3: Absolute number of PwM with dementia.
Country of origin: India (England - NUTS1)
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Fig. 3.7.32.5: Absolute number of PwM with dementia.
Country of origin: Pakistan (England — NUTS1)
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Fig. 3.7.32.7: Absolute number of PwM with dementia.
Country of origin: Ireland (England — NUTS1)

The graphics below highlights which immi- affected at the NUTS1 level. The first map il-
grant groups are estimated to be the most lustrate the absolute numbers of PwM with de-



mentia in the NUTST regions (figure 3.7.32.8).

NUTS1 regions (figure 3.7.32.9). The values
from the NUTST level can be found in table 56

The second map shows the number of PwM
with dementia per 100,000 inhabitants in the [11-13].
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Tab. 56: PwM with dementia: Absolute numbers, prevalence among PwM,
and prevalence among overall population (England — NUTS 1)

1. 2. 3. 4, 5.
NUTS Total ENG largest |largest |largest |largest |largest | Other

group |group |group |group | group

Absolute Numbers

North East 180,435 | 169,257 :)’Iéﬂ lg’\;ﬁ Zgo E; ;BHD4 7,245
North West 493,212 | 445,947 :’};34 Z,L968 !\’1002 |2E’41 5 5)5149 28,497
;Oerﬁil:bz:d 371,703 | 334,305 :;27 2282 I2’\,1277 ;?39 5),525 20,148
East Midlands | 323,472 | 282,486 :;72 |5[\’I727 ;246 l{T725 ?256 23,460
West Midlands | 397,992 | 342,378 |7’\,1383 2224 ;I;% ;288 |2E’484 29,739
East of England | 422,901 | 370,323 :603 !\’1071 5281 l;,r622 ;EgigK 34,155
London 617,481 | 388,332 g,Oﬂ ?:‘592 ?3488 5,267 2,201 166,290
South East 620,034 | 537,096 |7’Tl659 2;62 AZLA554 2547 2%312 56,304
South West 377,223 | 341,067 PL DE N ZA E&RO 23,736

4140 2,553 2,484 1,794 1,449
Prevalence/10,000 inhabitants with migration background 65+

North East 11,138 |- gl{ |5’\é Zg 25 25 447
North West 7,200 = ?7( ;ol: |5’\glg |3E5 ;E 416
el R (R U B R
East Midlands | 5,446 = ?82 g\é Sg ljc; zg 396
West Midlands | 4,938 - g\; zg ;)Iz_ ig |3E1 368
East of England | 5,550 - :; |5’\:lg ;Rlz? gl l; & PK 449
London 1,859 - lgé ;IE: ggD gg ;K 500
South East 5158 = 2:‘1 :Ié gg 26E |2E8 468
South West 7,199 - PL DE N ZA E&RO 453

79 49 47 34 28




£

NUTS Total ENG I1:;rgest Izz;rgest ;:rgest I4a.rgest IE;rgest Other
group |group |group |group |group
Prevalence/100,000 inhabitants 65+
North East 6,900 6,473 zg |3lj, Z? 25 ?E 248
PK PL IN IE DE
North West 6,900 6,239 g3 70 56 4 20 381
B L L L P P
East Midlands | 6,900 6,026 ??I:O lgz Eg I;; Z5K 474
West Midlands | 6,900 5,936 |1I\;8 5):<5 5)'60 Sg |4E3 499
East of England | 6,900 6,042 glg; |6I\é EF? Ii; |3E8& PK 526
London 6,900 4,339 26 ?;O 1837 1R?O gs 1,816
South East 6,900 5977 g\; sIS_ é? ZgE |3E7 606
South West 6,900 6,239 slé 27E !\; gg |2E7& RO 420

Data source: Office for National Statistics (2018)
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Fig. 3.7.32.11: Prevalence of PwM with dementia among the population aged 65+ (Northern Ireland — Nation)
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Tab. 57: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Northern Ireland — Nation)

1. 2. 3. 4, 5.
NUTS Total NIR largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
Northern ENG IE SCT WLS IN
Ireland 7,084 0,963 279 265 80 16 13 o8
Prevalence/10,000 inhabitants with migration background 65+
Northern ENG IE SCT WLS IN
Ireland 7351 _ 267 253 76 15 13 05
Prevalence/100,000 inhabitants 65+
Northern ENG IE SCT WLS IN
Ireland 6900 0252 257 238 72 14 12 o1

Data source: Census Office for Northern Ireland (2011)

There are 10,500 PwM aged 65 or older. Of
those, approx. 700 are estimated to exhib-
it some form of dementia. Figure 3.7.32.10
shows the most affected migrant groups pre-
sumably originate from England (approx. 300),
Ireland (approx. 300), Scotland (approx. 100),

Wales (approx. 20), and India (approx. 10). The
second graph highlights the number of PwM
with dementia in Northern Ireland per 100,000
inhabitants aged 65 or older (figure 3.7.32.11).
Table 57 displays the values depicted in the
maps on the national level [11, 12, 14].




2.3 Scotland

5 largest groups of immigrants | Ahgolute number of people with dementia and
with dementia, calculated by . A back dinth lati 65+
country of residence* migration background in the population

(Absolute numbers as at 03/2011)
I England N
- Ireland A
|:| Northern Ireland

Wales
[ india
I other

*NUTS1-level (national level)
PwD = People with Dementia

61,433 PwD in the
general populatlon

gﬁéﬂ\\ ﬁq?

N
ff:» ~3, , Scotland V/\

/
--.) 1
Northern (
Ireland
= \Mywﬁ s
e
© ICM-VC 2020 10 50 100 150
Data'sources: Scotland's Census 2011; Eurostat 2011 l [ e—— )

Fig. 3.7.32.12: Absolute number of PwM with dementia aged 65+ (Scotland — Nation)
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Fig. 3.7.32.13: Prevalence of PwM with dementia among the population aged 65+ (Scotland — Nation)



Tab. 58: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Scotland — Nation)

1. 2. 3. 4. 5.
NUTS Total RO largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
ENG IE NIR WLS IN
Scotland 61,433 |52919 5802 465 497 37 95 1,362
Prevalence/10,000 inhabitants with migration background 65+
ENG IE NIR WLS IN
Scotland 4,978 470 38 34 19 18 111
Prevalence/100,000 inhabitants 65+
ENG IE NIR WLS IN
Scotland 6,900 5944 650 55 47 07 95 153

Data source: Scotland’s Census (2011)

There are 123,400 PwM aged 65 or older. Of
those, approx. 8,500 are estimated to exhib-
it some form of dementia. Figure 3.7.32.12
shows the most affected migrant groups
presumably originate from England (approx.
5,800), Ireland (approx. 500), Northern Ireland
(approx. 400), Wales (approx. 200), and India
(approx. 200). The second graph highlights the
number of PwM with dementia in Scotland per

100,000 inhabitants aged 65 or older (figure
3.7.32.13). Table 58 displays the values depict-
ed in the maps on the national level. The fol-
lowing maps show the distribution of non-mi-
grants with dementia and PwM with dementia
from England, Ireland, Northern Ireland, Wales,
and India throughout the country in the NUTS2
regions (figures 3.7.32.14 - 3.7.32.15).



\\RY/

Absolute number of people with dementia in the population 65+
with migration background - Country of origin: England

Absolute numbers as at 03/2011, A
calculated by country of residence
NUTS2-level (medium-sized regions)

. |ssoPwD

[ |>80-160PwD
I - 160 - 240 PwD
B - 240pPwD

——— NUTS1 (national level) ‘ , #
—— NUTS2 (medium-sized regions) L

PwD = People with Dementia

Easfom Sooband

£ <
) 7 s
Sy SRR

\__\

e /
5
Northern L
Ireland 5

L o )
© ICM-VC 2020 Jip /f

: 0 50 100 150
Data\s?urces: Scotland’s'"_Census 2011; Eurostat 2011 /

[ — LGy

Fig. 3.7.32.14: Absolute number of PwM with dementia aged 65+.
Country of origin: England (Scotland — NUTS2)



Absolute number of people with dementia in the population 65+
with migration background - Country of origin: Ireland
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Fig. 3.7.32.15: Absolute number of PwM with dementia aged 65+.
Country of origin: Ireland (Scotland — NUTS2)
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Fig. 3.7.32.16: Absolute number of PwM with dementia aged 65+.
Country of origin: Northern Ireland (Scotland — NUTS2)
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Fig. 3.7.32.17: Absolute number of PwM with dementia aged 65+.
Country of origin: Wales (Scotland - NUTS2)
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Fig. 3.7.32.18: Absolute number of PwM with dementia aged 65+.
Country of origin: India (Scotland — NUTS2)
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Fig. 3.7.32.19: Absolute number of people with dementia aged 65+.

Country of origin: Scotland (Scotland — NUTS2)

The graphics below highlight which immi-
grant groups at the NUTS2 level. The first

map illustrate the absolute numbers of PwM
with dementia in the NUTS2 regions (figure

7 N
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3.7.32.20). The second graph shows the num-  (figure 3.7.32.21). The values from the NUTS2
ber of PwM with dementia per 100,000 inhab- level can be found in table 59 [11, 15, 16).
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Fig. 3.7.32.20: Absolute number of PwM with dementia aged 65+ (Scotland — NUTS2)
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Fig. 3.7.32.21: Prevalence of PwM with dementia among the population aged 65+ (Scotland — NUTS2)
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Tab. 59: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Scotland — NUTS 2)

1. 2. 3. 4. 5.
NUTS Total SCT largest |largest |largest |largest |largest | Other
group |group |group |group | group
Absolute Numbers
B e Py A e e N
Scotara 5916 [4|gr n m w w MO
TR P U L A LR
Prevalence/10,000 inhabitants with migration background 65+
B P R - R O R
oS g | (B0 JE RN s
el S R 1o L U/ A 8
oot gy | HSwe e ey
Prevalence/100,000 inhabitants 65+
e ew e B0 M E WS N,
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e e E o O [ A B
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Data source: Scotland’s Census (2011)
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Fig. 3.7.32.22: Absolute number of PwM with dementia aged 65+ (Wales — Nation)
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Fig. 3.7.32.23: Prevalence of PwM with dementia among the population 65+ (Wales — Nation)



Tab. 60: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,
and prevalence among overall population aged 65+ (Wales — Nation)

1. 2. 3. 4. 5.
NUTS Total WLS largest |largest |largest |largest |largest | Other
group group group group group
Absolute Numbers
ENG SCT IE NIR IN
Wales 38,816 | 26,690 10290 | 400 319 138 112 867
Prevalence/10,000 inhabitants with migration background 65+
ENG SCT IE NIR IN
Wales 2,209 586 3 18 g 6 49
Prevalence/100,000 inhabitants 65+
ENG SCT IE NIR IN
Wales 6,900 4,745 1829 71 57 95 20 153

Data source: Office for National Statistics (2011)

There are 175,700 PwM aged 65 or older. Of
those, approx. 12,100 are estimated to exhib-
it some form of dementia. Figure 3.7.32.22
shows the most affected migrant groups
presumably originate from England (approx.
10,300), Scotland (approx. 400), Ireland (ap-
prox. 300), Northern Ireland (approx. 100), and
India (approx. 100). The second graph high-
lights the number of PwM with dementia in

Wales per 100,000 inhabitants aged 65 or old-
er (figure 3.7.32.23). Table 60 displays the val-
ues depicted in the maps on the national level.
The following maps show the distribution of
non-migrants with dementia and PwM with
dementia from England, Scotland, Ireland, and
Northern Ireland throughout the country in the
NUTS2 regions (figures 3.7.32.24 — 3.7.32.28).
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Fig. 3.7.32.24: Absolute number of PWwM with dementia aged 65+.
Country of origin: England (Wales — NUTS2)
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Fig. 3.7.32.25: Absolute number of PwM with dementia aged 65+.
Country of origin: Scotland (Wales — NUTS2)
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Fig. 3.7.32.26: Absolute number of PwM with dementia aged 65+.
Country of origin: Ireland (Wales = NUTS2)
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Fig. 3.7.32.27: Absolute number of PwM with dementia aged 65+.
Country of origin: Northern Ireland (Wales — NUTS2)
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Fig. 3.7.32.28: Absolute number of people with dementia aged 65+.
Country of origin: Wales (Wales — NUTS2)
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The graphics below highlight which immigrant
groups are estimated to be the most affect-
ed at the NUTS2 level. The first map illustrate
the absolute numbers of PwM with dementia
in the NUTS2 regions (figure 3.7.32.29). The

second graph shows the number of PwM with
dementia per 100,000 inhabitants aged 65 or
older in the NUTS2 regions (figure 3.7.32.30).
The values from the NUTS2 level can be found
intable 61[11,12,17].

al = H r
Absolute number of people with dementia L
ar‘ld) migration background in the population 65+ /

[ i N
4 largest groups of )‘“’"'“\\
immigrants with dementia o 2; \\
within each NUTS-2 unit*, S 1 \
calculated by country of L Lo QU —\l
residence ‘\ﬁ > /,_/-wt e $ l\'\
(Absolute numbers as at 03/2011) j”uf’ /)" ) \\ \\\

2,000 PwD p A v
I:EI gL M
0 PwD ! .\\\
- Largest group J/ff - D
- 2. largest group w \
I Wales <
Cl 3. largest group - e .
y a P {
|:| 4. largest group W“\ 7 5 )
2 B e —
B other : R\ fr_/-f J‘/K"’“\
5 v
Country Codes:
ENG = England \“‘rf ] Lfi
IE = Ireland / il
NIR = Northern Ireland { )7-\
SCT = Scotland \ /A,,\,
Absolute number of PwD =
13.202 i1 the general population {L’ Eils ,-;
*medium-sized regions £ s
PwD = People with Dementia 13,202 =
<48
< Y
> { N
.\;" R West Wales and by i ?
a4 The Valleys (5\66&@%\0@@ ﬁ_ro
o 25,613 < 4
a ==
\Wﬂ-—_\“_‘_\ x 5 England
N S S
X J A
b < /(_m_&{ {r -
& e e & A
o Y &r,\ ~ \,r-/ /L\l_/’\——l ‘\\A
'}{/L\/:F{? W_ :(} f\j
B o G ! ,-;Z?j
\l 1 j =
e
T I/
s o /f
o fvf -
. ) BTN
I o /
d J
B T T o
© ICM-VC 2020 & T 0 20 / 40 60
Data sources: Office for National Statistics 2011; Eugqstat 2018 L ‘_—_n_-l":— km

Fig. 3.7.32.29: Absolute number of PwM with dementia aged 65+ (Wales — NUTS2)
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Fig. 3.7.32.30: Prevalence of PwM with dementia among the population aged 65+ (Wales — NUTS2)



Tab. 61: PwM with dementia: Absolute numbers, prevalence among PwM aged 65+,

and prevalence among overall population aged 65+ (Wales — NUTS 2)

1. 2. 3. 4.
NUTS Total WLS largest |largest |largest |largest | Other
group group group group
Absolute Numbers
West Wales & The ENG SCT IE NIR
Valleys 25613 18,229 6,382 242 194 85 481
ENG SCT IE NIR
East Wales 13,202 | 8,461 3008 158 125 53 497
Prevalence/10,000 inhabitants with migration background 65+
West Wales & The ENG SCT IE NIR
2,39 - 44
Valleys 393 596 23 18 8
ENG SCT IE NIR
East Wales 1,922 - 560 3 18 g 72
Prevalence/100,000 inhabitants 65+
West Wales & The ENG SCT IE NIR
Valleys 6,900 4911 1,719 65 52 23 s
ENG SCT IE NIR
East Wales 6,900 4,422 2042 83 65 08 228

Data source: Office for National Statistics (2011)

3. National dementia plan

In the UK, a total of six NDPs were identified
(three in Scotland and one each in England,
Northern Ireland, and Wales). Three more
national documents on dementia care were
also considered in this research (two from
England and one from Northern Ireland). Sev-
en of these nine documents (three from Eng-
land, two from Scotland, and one each from
Northern Ireland and Wales) address the topic
of migration to varying degrees. The following
sections present the detailed results for the in-
dividual countries

3.1 England

For England the three documents entitled ‘Liv-
ing Well with Dementia: A National Dementia
Strategy’ from 2009, ‘Building on the Nation-
al Dementia Strategy: Change, Progress, and
Priorities’ from 2014, and ‘Prime Minister's

Challenge on Dementia 2020: Implementation
Plan’ from 2016 were found.

The national dementia strategy from 2009
does not have a separate chapter on migra-
tion, but individual chapters refer briefly to mi-
nority ethnic groups. In the sections contain-
ing references to these groups, it is noted that
the views of people with dementia from minor-
ity ethnic groups have been taken into account
in the development of the dementia strategy.
These sections also provide information on
the prevalence (approximately 15,000 people
with dementia from minority ethnic groups),
identify differences in needs between people
from minority ethnic groups and the majority
population, and recognize the need for spe-
cialised services for people with dementia and
their caregivers from minority ethnic groups.
Furthermore, it is pointed out that curricula for



£

the initial and advanced training of health and
social care professionals should be designed
in a way that promotes an understanding of
diversity concerning dementia and takes into
account the needs of people from minority
ethnic groups. However, the document does
not identify minority ethnic groups as a risk
group for dementia and does not propose a
specific strategy or set of measures for their
benefit. The idea of developing specialised
services for immigrants is a very minor topic
in this document. No reference is made to cur-
rently available specialised services for people
from minority ethnic groups [18].

The report from 2014, which is based on the
national dementia strategy, also does not have
a separate chapter and only briefly refers to eth-
nic minority communities in one chapter. Refer-
ence is made to the study ‘Dementia Does Not
Discriminate’ from 2013, which states that peo-
ple with dementia from black, Asian, or ethnic
minority communities may be socially isolated.
To address this problem, the use of so-called
‘dementia leads’ (people with special responsi-
bility for ensuring quality care) is recommend-
ed. Such people can act as a linkage between
local organisations and the contracted service
providers and ensure that the needs of all peo-
ple with dementia are met [19].

The ‘Implementation Plan’ from 2016 discuss-
es migration in nine passages. First, the gen-
eral goal is formulated to create a society in
which all people with dementia, their families,
and caregivers receive high-quality and cultur-
ally competent care, regardless of their origin
and ethnicity, by 2020. Currently, according to
the document, there are inequalities in care
based on geography, age, and gender, as well
as ethnicity. Several current (implemented) or
planned measures to address these care in-
equalities are mentioned. These include the
establishment of a working group that also
advises on support for people with dementia
from ethnic minorities. Furthermore, there are

plans to improve access to data on ethnic-
ity and to work with the organisation 'Skills
for Care' to develop a tool to support social
workers who work with people with demen-
tia from different cultures and backgrounds.
A film focusing on the specific needs of the
African-Caribbean community within the care
process has already been commissioned and
will be made available free of charge to health
and social care providers. The document also
highlights that materials raising awareness
and understanding of dementia have already
been developed for black and minority ethnic
people. In terms of scope, the topic of migra-
tion plays a minor role in this Implementation
Plan from 2016. However, it identifies ine-
qualities in care for black and minority ethnic
groups and refers to several measures to ad-
dress them. The reference to considering the
views of black and minority ethnic groups in
the introduction also gives the issue a certain
presence and importance [20].

3.2 Northern Ireland

For Northern Ireland the document ‘Improving
Dementia Services in Northern Ireland - a Re-
gional Strategy’ from 2011 and ‘The Dementia
Learning and Development Framework’ from
2016 were identified. While the dementia strat-
egy from 2011 does not bring up migration
[21], the document from 2016 refers to this
topic in four chapters. The chapter ‘Equality,
Cultural Diversity, and Inclusion in Dementia
Care’ focuses in some detail on ethnic and
cultural minorities. First of all, it is emphasised
that the equality of people with dementia with
an ethnic minority background is of particular
importance. Furthermore, this chapter con-
tains a description of different experiences
and skills that service providers need to have
to support people with dementia from differ-
ent cultural and ethnic backgrounds. This in-
cludes recognition of cultural differences and
the fact that people from various cultures have



different approaches to living with dementia,
as well as an awareness of the impact of cul-
tural differences on people with dementia. The
other sections dealing with migration have an
action framework. In them, learning goals are
formulated, recommendations are given, and
reference is made to an existing instrument for
sensitizing care providers to migration-specif-
ic issues. Palliative care providers are advised
to support people with dementia in meeting
their spiritual, religious, and cultural needs.
The available self-assessment tool for service
providers, which includes a four-level scale of
assessment for different dementia-related is-
sues and has a special focus on people from
different cultural backgrounds, is an instru-
ment at the national level to raise awareness
among care providers of the needs of people
with dementia, their families, and caregivers
from other cultures. In this document, North-
ern Ireland has identified people from different
cultural and ethnic backgrounds as a group
with special needs concerning dementia care.
To improve the provision of care for them, sev-
eral concrete measures are mentioned and
recommendations are given [22].

3.3 Scotland

For Scotland three national dementia strate-
gies were identified (2010, 2013, and 2017).
The version from 2010 (‘Scotland’s National
Dementia Strategy’) has no chapter on migra-
tion and makes no reference to this topic in
the continuous text of the actual strategy. Only
the preface refers to the necessity to ensure
that the needs of people from ethnic minori-
ties are not neglected [23]. In the version from
2013 (‘Scotland’'s National Dementia Strategy:
2013 - 16) there is no chapter on migration,
but a short section on black and ethnic mi-
nority communities. This section refers to a
different relationship of these communities to
health and social services, which is based on
strong family structures. It is stated that the

family-based culture reduces the likelihood of
them seeking diagnosis or becoming more in-
volved in services after diagnosis. Following
this problem description, the general goal of
providing services in a way that this group is
not disadvantaged is formulated. To this pur-
pose, the intention to conduct an investigation
that focuses on the care pathway (from diag-
nosis and support to treatment and care) for
people with dementia in black and ethnic mi-
nority communities is stated. The necessity of
taking the specific needs of family members
and caregivers into account is mentioned. The
main goal of this investigation is to identify fur-
ther necessary measures and to adapt the ar-
eas of diagnosis, post-diagnostic support, and
care coordination to the needs of this group.
Thus, the National Dementia Strategy for the
period 2013 - 2016 briefly refers to one aspect
related to ethnic minority communities, but
announces its intention to further investigate
their needs and formulates the general goal of
removing ethnic barriers to access to post-di-
agnostic support [24].

The latest version (‘Scotland’'s National De-
mentia Strategy 2017 — 2020") makes no di-
rect reference to migration. In the section on
dementia and equality, it is generally stated
that awareness and understanding of signs
and symptoms across all different population
groups in Scotland are fundamental to pro-
moting early detection. Moreover, the need for
further research to identify the most effective
ways to improve the quality of life and to build
understanding and awareness of dementia
among different population groups is em-
phasised. In the same section, it is conveyed
that care must consider cultural aspects and
that people from protected characteristic
groups with a diagnosis of dementia must
have access to competent local services and
post-diagnostic support services. The terms
'different population groups’ and ‘protected
characteristic groups’ are likely to be used
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primarily to describe different minority ethnic
groups and PwM. The section could refer to
the population called black and minority ethnic
communities in the Dementia Strategy from
2013. This termis not used at all in ‘Scotland’s
National Dementia Strategy 2017 — 2020’ [25].

3.4 Wales

The ‘Dementia Action Plan for Wales 2018 —
2022" from 2018 does not have a separate
chapter on migration, but the section ‘Meeting
the Needs of Specific Groups’ contains three
paragraphs on people with dementia from
black, Asian and ethnic minority communities.
These paragraphs identify the challenges of
low utilisation of care and support services by
some ethnic groups, the changing language
needs of people with dementia during the

dementia progress, and the difficulties of di-
agnosis due to cultural and linguistic interpre-
tations. The stigma associated with dementia
and diagnosis in some cultures and services
that do not meet cultural needs or religious re-
quirements are mentioned as reasons for the
lower use of services. Based on the challenges
identified, three goals are formulated. In the fu-
ture, easy access of ethnic minority groups to
appropriate services needs to be ensured. Ser-
vices should respond to language and com-
munication needs and diagnostic tools must
be available in a variety of languages and be
culturally appropriate. However, the dementia
plan does not describe how these goals are to
be achieved. There is no indication of a com-
prehensive approach to culturally sensitive
care services [26].

4. National dementia care and treatment guidelines

According to the contacted experts, three
guidelines on care, treatment, and/or support
for people with dementia are used in the UK
(a common document for England and Wales,
and one each for Northern Ireland and Scot-
land). All three guidelines refer to the topic of
migration to varying degrees (two briefly, one
in detail). The following three sub-chapters
summarize the contents of the sections with
a migration reference from these documents.

4.1 England and Wales

The NICE Guideline 97 ‘Dementia - Assess-
ment, Management and Support for People
Living With Dementia and Their Carers’ from
2018, similar to all other NICE guidelines,
serves both the English and Welsh health sys-
tems. The guideline has no separate chapter
on migration, but briefly describes the rela-
tionship between membership of a minority
ethnic group and access to dementia-specific
care services in several sections. Accordingly,
people from black, Asian, and other minority

ethnic groups generally have less access to
health and social services. Concerning de-
mentia, especially caregivers from Africa and
the Caribbean do not have access to the sup-
port to which they are entitled. Furthermore,
the problem is identified that some diagnostic
tools are not appropriate due to cultural dif-
ferences and language deficits and therefore
lead to biased results in certain population
groups. Based on this problem description, the
guideline makes several recommendations
for health and social service providers. First,
care providers should design their services in
a way that makes them accessible to people
from black, Asian, and minority ethnic groups.
When selecting diagnostic test procedures,
they should consider if the respective tool is
appropriate for cultural differences and lan-
guage deficits. It is also pointed out that cul-
turally appropriate approaches may be need-
ed to support caregivers from minority ethnic
groups. Concrete measures or a specific strat-
egy for the care of people with dementia and



the support of caregivers from these groups
are not mentioned. Compared to the scope of
the guideline (419 pages), the topic of migra-
tion or minority ethnic groups plays a minor
role [27].

4.2 Northern Ireland

Northern Ireland does not seem to have its
own national document with dementia care
guidelines. According to the Alzheimer's Soci-
ety Northern Ireland, it follows the guidelines
by NICE and the Social Care Institute for Ex-
cellence (SCIE) called ‘NICE-SCIE Guideline on
Supporting People With Dementia and Their
Caregivers in Health and Social Care - Nation-
al Clinical Practice Guideline Number 42’ from
2007 [28]. However, the Northern Ireland De-
partment of Health points out on its homepage
that this guideline was developed for England
and cannot be simply adopted [29]. The guide-
line refers in detail in almost all chapters and
most subchapters to minority ethnic groups.
Nearly all relevant subject areas are linked to
this topic. The guideline not only describes
the central problems in diagnosing and caring
for people with dementia from minority ethnic
groups at several points in the text, but also
indicates possible measures for solving the
specific problems and makes concrete rec-
ommendations for action. People from black
and minority ethnic communities are iden-
tifled as a group with specific language, cul-
tural, religious, spiritual, and communication
needs. Besides, the need for culturally sensi-
tive training for caregivers from this group is
pointed out. The guideline identifies black and
minority ethnic communities as a vulnerable
group. In particular, it highlights that non-native
English speakers are vulnerable to the effects
of dementia, as memory impairment exacer-
bates existing communication problems. Peo-
ple from minority ethnic communities are also
identified as a risk group in terms of underdiag-
nosis of dementia and a lower level of dementia

care. Causes cited are communication difficul-
ties, language barriers, culturally/linguistically
inappropriate or less valid diagnostic tools and
care services, stigmatisation within the com-
munities, pressure to provide at-home fami-
ly-based care rather than professional care, and
lack of knowledge about care opportunities.
Some ethnic groups are also identified as a risk
group for developing dementia: The increased
incidence of hypertension and diabetes in peo-
ple from Africa, the Caribbean, and Asia leads
to an increased risk of developing vascular de-
mentia among older people. The guideline also
concludes that the needs of ethnic minorities,
especially non-native English speakers, had not
been sufficiently recognised in the past. To ad-
dress all these challenges mentioned above, it
recommends that health and social care pro-
viders develop and offer specialized services
for ethnic minorities. These services must be
culturally sensitive and take into account the
religious and spiritual needs of people with
dementia and their caregivers from minority
ethnic communities. According to the guide-
line, specialised services providing support,
information, and culturally oriented training
for caregivers are needed. Care providers are
asked to consider the cultural identity and reli-
gious beliefs of people with dementia and their
families when developing training programs for
healthcare professionals. The professionals
should identify the religious and ethnic-specific
needs of people with dementia and their car-
egivers from minority ethnic communities and
care plans should take these into account. In
the case of language barriers in care, and es-
pecially regarding dementia screening tests for
non-native speakers, independent interpreters
should be consulted and information should
be provided in the preferred language. Overall,
Northern Ireland (according to the Alzheimer’s
Society Northern Ireland) is following a guide-
line that has identified and described some of
the key issues related to dementia and migra-
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tion and has created a framework for action to
address these issues [30].

4.3 Scotland

The ‘Standards of Care for Dementia in Scot-
land’ from 2017 do not have a separate chapter
on migration and this topic does not play a cen-
tral role in this national document, although it is
briefly referred to in several chapters. The doc-
ument recognises the problem that language,
cultural, and ethnic barriers are a challenge for
communication in dementia care. Furthermore,
it is suggested that black and minority ethnic
groups do not receive attention in the diagno-
sis of dementia. Diagnostic tools seem to be
based on the needs of the majority population.
Therefore, it is announced that in the future,
national health services will ensure that people
with dementia from black and minority ethnic
groups will also have timely access to servic-
es for assessing cognitive impairments. In ad-
dition, healthcare providers are asked to make
themselves, their procedures and policies, as
well as their staff aware of cultural, ethnic, and
other barriers to good communication and to
take measures to overcome these barriers. The
national health services must ensure that com-
munication and language support is available

when there are language, cultural, and knowl-
edge barriers. Furthermore, the report cites a
case study, which shows that language and
cultural barriers can pose a particular challenge
to formal care for PwM, but that these challeng-
es can be overcome with appropriate aware-
ness-raising and specific measures tailored to
the individual, language, and cultural needs of
migrants. In the Scottish dementia care stand-
ards document, the particular situation of PwM
with dementia has been recognised, especially
in the context of diagnosis and formal care, and
some measures have been introduced to ad-
dress it. While there are examples of culturally
sensitive care for PwM at the local level and in
relation to individual care institutions, there still
seems to be a great lack of specialised services
for this population at the national level [31].

The following parts on services and informa-
tion for PwM with dementia, professional care
and support for family caregivers are based on
a conducted interview with an expert from Eng-
land and reflect the experience and opinion of
this expert. A selection bias in information and
a discrepancy to results from the previous sec-
tions might ensue.

5. Services and information for people with a migration

background with dementia

According to the expert, the healthcare strat-
egy is an integrative one where there is an
effort to make ‘'mainstream healthcare ser-
vices' more acceptable and fitting for minority
groups to promote their inclusion. Still, PwM
with dementia are only partly integrated in the
healthcare system in England with potential
barriers to equitable care being for instance
language barriers, lack of relevant information,
transportation, family commitments, beliefs,
and potential stigma. There are organisations

like the Alzheimer's Society that are providing
culturally specific information on dementia
and trying to raise awareness on the topic. But
it is not something that is widely done within
England. Services for inpatient and outpatient
care for people with dementia are available
nationwide for PwM, however, the expert es-
timated that PwM with dementia are probably
rarely involved in designing information mate-
rial or healthcare services for people with de-
mentia. Making existing healthcare services



more fitting to minority groups is the preferred
approach rather than setting up specialised
services for specific groups. The latter also
exist in some local area in England, generally
in the form of day care centres catering to spe-
cific ethnic groups. Existing care services for
people with dementia are not fitting for PwM
according to the expert but this is a constantly
fluid situation depending on various aspects
such as funding and staff levels. Measures to

provide intercultural care are locally in devel-
opment. These are local initiatives with differ-
ent models, methods, and service provision
that are being tried out to see what works. For
example, in one area in London, there is a fo-
cus on raising awareness of dementia within
ethnic communities by setting up cultural de-
mentia cafés. There is also an effort to involve
the community and religious leaders with links
to the communities.

6. Professional qualification and people with a migration

background in healthcare

The expert estimated that culturally sensitive
care is part of the qualification of healthcare
professionals nationwide. However, the qual-
ity and extent of it probably depend on the
course providers. Culturally sensitive care as
curricula of universities, colleges, and other
institutions that train professionals is taught
in nursing, health, and social care but it might
just be a part of a module or course in single
institutions. Therefore, the extent and context
of training or teaching culturally sensitive care
probably differ. There are organisations that
provide short courses on topics such as inter-
cultural care and communication. Also, there
are published professional standards for nurs-
es and care workers working in institutions
such as care homes, nursing homes, or home
care and they specify what competence cri-

7. Support for family caregivers

The expert stated that the family and religious
communities, migrant organisations, as well
as providers of inpatient and outpatient care,
are very important in supporting family car-
egivers of PwM with dementia.

According to the expert, there are major differ-

teria are required for people to practice in de-
mentia or old age care and they outline what is
needed to provide a holistic, person-centred as
well as culturally sensitive care.

The proportion of professional caregivers
with a migration background in inpatient and
outpatient care is high in big cities, more so
than in the rest of the country according to the
expert. They mostly originate from Africa, the
Caribbean, Asia, and Eastern Europe. These
professional caregivers often tend to have
lower education or qualifications and lower
pay, and language or cultural issues may arise
that have an impact on the care provided. The
expert felt that because of the low qualifica-
tion and education cultural needs are not be-
ing met although this is difficult to assess.

ences in the suitability and utilisation of exist-
ing services by family caregivers of PwM with
dementia and non-migrant dementia patients.
Accordingly, there is a very high need for spe-
cialised services providing support and infor-
mation in England.
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4. Important elements for the provision of culturally
sensitive care to people with a migration background

with dementia

In the systematic analysis of written and oral
expert contributions about the situation of
PwM with dementia, several key topics and
measures have been identified that should be
considered in the context of building struc-
tures and developing services for culturally
sensitive care of PwM with dementia. Since
the analysis only refers to excerpts of certain
medical-scientific and policy-related discours-
es, the following overview does not claim to be
complete. Moreover, the measures listed must
be adapted to the respective national and re-
gional circumstances as well as the specific
needs of PwM with dementia and their rela-
tives and subsequently evaluated in practice.
The inclusion of PwM with dementia and their
relatives has to be the focus throughout the
development and implementation process.
The following elements should be included in
strategies or guidelines for establishing cultur-
al sensitivity in dementia-specific care:

Awareness-raising among migrant
communities

Many migrant communities have a high need
for information about living with dementia,
symptoms of dementia, possible disease
progression, diagnosis, and available care
services. Conducting events, developing web
portals, and publishing guides with the aim of
disseminating information on a nationwide
scale, in a culturally sensitive way that is ac-
cessible to people of different languages and
cultures, would help meet this need [1-8].

Healthcare structures

Particularly important is the building of struc-
tures that promote the intercultural opening of
healthcare, the inclusion of PwM in the health-
care system, and the participation of this pop-

ulation in providing care. A first step could be
the establishment of national institutions for
the health of PwM with a task force on demen-
tia [9]. At the local level, the establishment of
migrant health centres with dementia-specific
trained medical staff and dementia-specific
care services can be an opportunity to include
PwM into healthcare [10-13].

Cooperation of key stakeholders in
developing measures for PwM with
dementia

There should also be a focus on developing
care networks and promoting local, national,
or international cooperation between govern-
ment representatives, care providers, care re-
cipients, initiatives, and researchers in the field
of dementia and migration [11].

Diagnostics

As an exact diagnosis is essential for tailored
care and PwM are a population with specific
needs regarding dementia diagnosis and care,
special attention should be paid to initiating
measures that ensure an early and valid diag-
nosis of dementia in PwM [14] with linguistically
and culturally sensitive diagnostics [2, 15]. Apply-
ing an intercultural dementia screening tool like
RUDAS and consulting professional interpreters
could help in the diagnostic process [16-18].

Support for family caregivers

To improve the care situation of people with
dementia and reduce the burden on their rel-
atives, family caregivers should be offered
support oriented towards their individual, lin-
guistic, and cultural needs [19, 20]. Emphasis
should be laid on counselling services [21],
help with household and nursing activities, as
well as emotional and mental support [6, 22].



Support for care providers

A key factor in providing culturally sensitive
care is supporting providers of dementia care
services in gaining awareness and knowledge
about the importance of PwM-specific, cul-
tural, and religious elements in dementia care
[23]. Care and health professionals must be
trained regarding cultural sensitivity, the needs
and treatment of PwM with dementia, dealing
with barriers, and using community resources
(13,14, 24-26].

Communication between care providers
and care recipients

Furthermore, measures need to be taken to
overcome communication barriers between
care providers and PwM with dementia [27].
Professionals who care for PwM with dementia
should have access to special publications [18,
28] such as handbooks on linguistically and cul-
turally sensitive patient conversations [10].

Access to healthcare

PwM must have the same access to the health
system and be offered the same level of care
as non-migrants [29]. One way to ensure this is
to provide health cards for all migrant groups
[27]. Besides, it should be ensured that cultural-
ly sensitive care and support for dementia pa-
tients is generally accessible and multilingual
information, as well as mother-tongue services,
are comprehensively available [13, 14].

Culturally sensitive care

Following diagnosis, it is crucial that PwM with
dementia receive culturally sensitive support,
care, and treatment, preferably from a per-
son who speaks their mother tongue [9, 25].
A person-centred approach has proven to be
appropriate in this context [6]. Key elements of
culturally sensitive care could be: 1. an inclu-
sive culture of care providers [30]; 2. a system-
atic identification of the individual, linguistic,
cultural, spiritual, and religious needs of peo-

ple in need of care, as well as their priorities
regarding illness, health, and care by service
providers [14, 25, 27, 31]; 3. the integration of
a cultural mediator in healthcare teams [10];
4. the recruitment of multicultural staff with
intercultural experiences [5, 21, 22, 32, 33]; 5.
the inclusion of PwM (e.g. integration of family
caregivers into formal care [23, 34, 35], inclu-
sion of professional caregivers with a migra-
tion background in the health system [29]); 6.
development of integrative services [19, 21,
22, 36] and segregative services for PwM [13,
21]; 7. design of innovative intercultural or cul-
ture-specific housing and care concepts [21,
32]; and 8. validation of cultural sensitivity of
care services [11, 14].

Research

More attention must be paid to the equal in-
clusion of PwM in studies when designing re-
search projects on the care situation of people
with dementia [14]. Furthermore, there need to
be separate studies on the needs of PwM with
dementia [22, 32]. Researchers with a migra-
tion background should be involved in the de-
sign and implementation of these studies [21].

Conclusions

To systematically build structures and develop
nationwide culturally sensitive dementia-spe-
cific care services, the above mentioned and
other measures should be included in NDPs
and care guidelines. The development of ded-
icated and extensive national or European
guidelines on culturally sensitive care for PwM
with dementia can also be useful in estab-
lishing care standards. In both cases, state/
institutional funding and clear budgeting for
the development and practical implementa-
tion of culturally sensitive services as well as
systematic monitoring of the implementation
of the specified action plans are of central im-
portance [37].
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