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Abstract: Eating and drinking difficulties are common in dementia, but little is known about the
experiences of ethnic minority groups managing these difficulties at home. We undertook qualita-
tive semi-structured interviews, exploring the meaning of food, the impact of dementia on eating
and drinking and carers’ experiences of support. Interviews were audio-recorded and transcribed
verbatim. We interviewed 17 carers and people with dementia from ethnic minority backgrounds,
using thematic analysis to analyse data. Food/drink had strong links to identity, culture and emo-
tions. Providing culturally familiar foods, celebrating traditional festivals and supporting previous
food-related roles promoted reminiscence, which encouraged people with dementia to eat and
drink, as did social interactions. However, these strategies sometimes led to distress in those with
more advanced dementia. Food choices were also influenced by carer strain, generational differ-
ences and the impact of health conditions. Despite a strong sense of duty to care for relatives at
home, there was low awareness of community support services. Carers expressed a need for cultur-
ally tailored support for managing dementia-related eating and drinking difficulties at home.
Healthcare professionals must provide contextually relevant advice to carers, being mindful of how
cultural backgrounds can affect dietary choices.
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1. Introduction

In 2019, more than 920,000 people were living with dementia in the United Kingdom
(UK), with an estimated 25,000 from ethnic minority groups [1]. There is a higher preva-
lence of dementia in ethnic minority groups [2] and evidence of later presentation to de-
mentia services with consequent delayed diagnoses [3]. Whilst the progression of demen-
tia is highly variable [4], eating and drinking difficulties are common towards the later
stages. Difficulties include loss of appetite, reduced consumption, holding food in the
mouth, over-chewing, not recognising food as food [5] and swallowing difficulties, which
can lead to dehydration, malnutrition and aspiration [6]. These may be further exacer-
bated by behavioural changes, such as apathy and restlessness [7]. Even in the earlier
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stages of dementia, memory problems can affect meal preparation and lead to changes in
food preferences [8]. Managing eating and drinking difficulties at home is often challeng-
ing and stressful for family carers [9,10]. Most people with dementia in the UK and espe-
cially those from ethnic minority groups are supported at home [11].

Food and drink are more than physical sustenance; they are intrinsically tied up with
an individual’s personality, cultural identity, social practices [12] and religious beliefs [13],
in addition to general enjoyment and quality of life. For people living with dementia, food
habits may be significantly shaped by personal upbringings, cultural backgrounds and
for some, migration journeys. Loss of more recent memories may further affect food pref-
erences and the ability to articulate these [14]. Research into eating and drinking in de-
mentia has predominantly focused on long-term care settings, such as care home. Studies
specifically exploring the experiences of people with dementia from ethnic minorities in
care homes [12, 15] have found that the provision of culturally familiar foods increased
joy, fostered a sense of cultural identity and dignity, improved appetite and nutritional
intake, promoted reminiscence, and generally improved care quality. However, the mean-
ing and role of food and drink for people with dementia living at home have only been
explored in a few studies. These studies have highlighted the importance of cultural foods
and mealtimes for identity, wellbeing and social connectedness [16,17,18]. There remains
a gap in the literature exploring the relational and emotional aspects of eating and prac-
tices related to this, and their importance in structuring everyday experiences of care for
people living with dementia. The lack of studies in this area, together with the growing
ethnic diversity of the UK’s population and evidence of disparities in dementia care for
ethnic minority groups [19,20], highlights the importance of this research.

This study aimed to explore the experiences of people with dementia and carers from
ethnic minority groups in England in relation to managing eating and drinking at home.
We interviewed carers supporting people with moderate-advanced dementia, as well as
a smaller sample of people with early stages of dementia, to include a range of experi-
ences. We explored views related to the meaning and cultural importance of food and
drink, the impact of dementia on eating and drinking, carers’ experiences of support, and
unmet needs. We found that cultural backgrounds were influential on attitudes and ex-
periences related to eating, drinking and care.

2. Materials and Methods

This was a qualitative study using semi-structed interviews with people living with
dementia and family carers. Our objectives were twofold: 1) Explore the cultural im-
portance and meaning of food and drink for people living with dementia and their carers
in ethnic minority communities; 2) Explore the role of carers in supporting eating and
drinking in dementia at home in ethnic minority communities.

2.1. Participants

We recruited participants from a variety of sources over a period of nine months in
2019/2020, including GP practices, memory services, social media (e.g., Twitter, using
departmental accounts), previous studies, online dementia research and carer support
websites (such as Join Dementia Research [JDR] and Together In Dementia Everyday
[TIDE]), local carer organisations and dementia services. Participants were purposively
recruited from neighborhoods within and around Greater London, to sample different
ethnicities, socioeconomic backgrounds, and levels of access to health and dementia care
services.
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GP Practices and memory clinics sent out postal invitation letters and study
information leaflets (with pre-paid postal reply slips) to potential participants who met
the inclusion criteria listed below. Participants identified via social media or online
research websites (e.g., Twitter, JDR) were sent postal invites (with pre-paid postal reply
slips) or email invitations with study leaflets attached (according to the participant’s
preference). Participants identified through dementia hubs or carer organisations were
first approached by members of that organisation, and then contacted by the research
group as stated above. Interested participants were then telephone-screened by the first
and second authors to confirm they met the inclusion criteria and to give them an
opportunity to ask any questions.

2.2. Inclusion Criteria

We included current/former adult carers of someone with moderate to advanced
dementia (based on self report from carers) living at home, focusing on (but not limited
to) those from South Asian and Black ethnicities. We also included people with early
stages of dementia from these ethnic backgrounds.

2.3. Exclusion Criteria

We excluded carers with cognitive impairment or who had been bereaved in the
past three months (as it was felt that research may be intrusive in the context of their
grief); people with dementia who were diagnosed less than six months ago (due to the
fact that they may not yet have had discussions around potential eating and drinking
difficulties or may still be coming to terms with the diagnosis); and participants who did
not have mental capacity to provide informed consent to take part in the interview.
Interpreters were available if needed, but no participant requested this.

2.4. Data Collection

Data were collected through individual semi-structured interviews, most of which
were conducted face-to-face at participants” homes (or another location if requested),
and written informed consent was obtained prior to interviews. Interviews were
conducted by PN (n=16, an academic GP) and YBM (n=1, a qualitative health researcher).
Because of the impact of the COVID-19 pandemic, three interviews were conducted
remotely (two by telephone, one using Microsoft Teams). Interviews lasted
approximately one hour on average (range: 35 to 111 minutes) and were audio-recorded
using a Dictaphone. The interview topic guide was developed with the input of the
whole research team, including our patient and public involvement (PPI)
representatives, and was modified as interviews progressed. The topic guide explored
the following subjects: reported changes in eating, drinking and food preparation since
dementia started, carers” experiences of managing/preparing food and drink within
different cultural contexts, cultural practices and meanings related to food and drink,
carers’ experience of support, and identifying unmet needs. At the end of each
interview, we collected demographic data and participants were provided with a £20
voucher. Audio-recorded interview data were transcribed verbatim by an external
transcription service, anonymised and verified for accuracy by the interviewer.

2.5. Data Analysis

Thematic analysis was used to analyse the data from a constructivist perspective,
which emphasizes the importance of multiple perspectives, contexts and values [21]. The
team included two academic GPs (PN, KW), two qualitative health researchers (YBM,
ND), two psychiatrists (KA,ES), two gerontologists (KM, JM) and a speech and language
therapist (CS). All transcripts were read by (PN) and (YBM). PN then developed an
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initial list of codes, which was further refined at team meetings and iteratively
throughout analysis by reflecting on the transcripts and through discussion with the
team about ideas. PN coded transcripts line-by-line using NVivo 11 [22] according to the
initial thematic framework, which was then refined further as transcripts were coded
and with the input of all authors. PN met regularly with YBM and ND to discuss, agree
on and refine emerging analytical themes, with the input of KW. Final themes were
discussed and agreed with all authors.

3. Results

We recruited 17 participants. Of these, five were people with early-stage dementia
(three female, two male), and 12 were current or former carers of people at later stages of
dementia (eight female, four male). Of the people living with dementia interviewed, the
mean age of participants was 75.6 (range 57-87) and of the carers interviewed, the mean
age of was 57.6 (range 38-81). See Table 1 for full demographic details.

Table 1. Demographic Characteristics of Participants

Demographic Carers (n=12) PLWD* (n=5)

Age

<40 2
40-49
50-59
60-69
70-79

>80

Gender

Female
Male

Marital Status

Married
Single
Divorced
Widowed

Ethnicity

Indian
Pakistani
Bangladeshi
Black Caribbean
Chinese
Mixed Chinese/White
Other (North African)

Age Left Education

Under 17
17-20
>20

O W OO R P WL NRORFR W[ OIFDNDNDNW
W O NP OO R OO WIINRFE ODNIIN WIINDNDMORFROO

* PLWD = people living with dementia
3.1. Themes

The findings from our analysis centred around five main themes: 1.) Cultural
expectations around care; 2.) Food as an expression of culture, identity and relationships
3.) Barriers to engaging in cultural food practices; 4.) The need for culturally-sensitive
care services.

3.1.1. Cultural expectations around care

Cultural expectations around care emerged as a common topic during interviews.
Most (but not all) carers managing the practicalities of cooking for their relatives with
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dementia were female, particularly amongst South Asian participants, where it was
commonly perceived to be a cultural duty of care, even if the main listed carer was male.
This included daughters and daughter-in laws, but also wives, who in some cases were
quite elderly themselves and struggled with the added pressure:

‘But the South Asian community, when I consider my father-in-law, he always
thinks that it’s his wife’s duty [to undertake all caring duties, including preparing
meals] and he didn’t need any carers [care workers] to come in and go out, it all has
to be done by his wife.” (Former carer of parent-in-law, male, South Asian eth-
nicity, C11)

‘It was unfair on my wife, she had to bear that burden. And I used to try and make
my mum understand. Mum, be appreciative of what the fact is, that my wife is put-
ting in this effort, making it [meals] for you. God forbid if you were alone with me,
how would you have survived?’ (Carer of parent, male, South Asian ethnicity,
C5)

Most carers, across all cultures, said it was a cultural expectation in their communi-
ties to care for their older people at home, rather than consider residential care:

‘In the Caribbean culture, there’s pressure to keep your parents at home’ (Carer of
parent, female, Black ethnicity, C12)

‘We’re Asian, so we have to keep our mum at home’ (Carer of parent-in-law, fe-
male, South Asian ethnicity, C6)

Some expressed concerns that food in care homes would not be culturally appro-
priate, cultural festivals would not be celebrated or that language barriers would pre-
vent their relatives from being able to express their food preferences:

‘I think we’d have 24-hour care with carers (care workers) coming in [rather than a
care home]...because I think mum would lose the will to live because the food is not
going to be culture-specific. It's not like school, at least schools you take in celebra-
tions, so if there’s Eid or Ramadan you include it. But in care homes, I don’t think
they do stuff like that. So, if they did, if they made it more multicultural, it would be
more bearable.” (Carer of parent, female, Black ethnicity, C8)

This carer also felt that culturally inappropriate food in care homes could exacer-
bate distress:

‘Talking about food, my mum's carer (care worker), she mentioned about this chap.
He was, I think he was Greek Cypriot. And she went to visit somebody else in this
care home, and they had given him some sausage and mash or something. He looked
at it and he threw it across the room, and, of course, they're going to say that he’s
aggressive. He wasn’t aggressive, he was confused, he was frustrated and the food
wasn't right...... He probably didn’t recognise that it was food. He wasn't being hor-
rible, he was just was like, what the hell are you giving me?’ (Carer of parent, fe-
male, Black ethnicity, C8)

Some carers reported that their relatives with dementia had expressed a wish to
return to their home country in their old age and they felt that it was their duty to help
support them fulfil this wish. These carers felt that their relatives with dementia might
receive care back home that was more culturally acceptable to them, which would en-
courage them to eat and drink. In our sample, a South Asian carer had assisted with re-
locating their relative with dementia back to India and reported being happy with the
culturally appropriate care that they were now receiving. Three Black Caribbean carers
either mentioned they were thinking about doing this for their relatives with dementia
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in the future or expressed regret at not having done this when their relative with demen-
tia was alive, as they strongly believed it would have encouraged them to eat and drink
more:

‘I used to work for the [name of charity] and I see people brought their family from
Asia into England at 80, they come from a village and in no time they deteriorated.
They deteriorated because they moved them out of their cultural place and they come
here, because families think, they re going to have a better lifestyle in terms of food,
drink, whatever and a better environment. But you take that person out of that cul-
ture and bring them here, this place is isolating, but if you live in a small village in
Kolkata or something it’s fantastic, do you know what I mean?’ (Former carer of
parent-in-law, male, South Asian ethnicity, C11)

3.1.2. Food as an expression of culture, identity and relationships

For many participants living with dementia, food and drink, specifically practices
related to cooking and eating, were an important source of identity. Food and drink
were also linked to emotions of love and loss in carers, associated with the dementia
process and ensuing role changes.

e  Identity, roles and emotions

Many carers reported that practices related to food and drink, such as cooking and
hosting, had represented a fundamental part of the person with dementia’s identity. This
was especially true for women, who had often had significant food-related roles in earlier
life related to cooking and providing food for their families as wives and mothers, and
this was evident across all cultures.

‘It’s more about being an Asian woman. Right from the early age, it’s like looking after
the family. So, she’s always, whoever comes, a guest in the house, she will always offer
them food.,,,,[..]....... Even now, today, the lady [cleaner] was saying, the new lady
that’s she’s got. She said, are you still cooking? Oh yes, when I'm home I still cook. So
she still thinks she does the cooking.” (Carer of parent, female, South Asian ethnic-
ity, C9)

A sense of these identities and roles often persisted after the onset of dementia, even
in those with advanced dementia, particularly among South Asian participants. This took
the form of upholding certain engrained etiquettes during mealtimes, such as wives only
eating after their husbands had been served:

‘She will not, by herself, will not come to the table.... And I'll say come on, come to the
table. But the one thing that she still does is she always looks at my dad to say, are you
not joining us? Come on, sort of a thing, you know. It’s that her... Because she, being
the woman, looked after the family for all her life.” (Carer of parent, female, South
Asian ethnicity, C9)

"He’s the main person, the head of the family. He’ll sit on one side in the bigger chair
and he wants everyone to be with him [during meal-times]’. (Former carer of parent-
in-law, male, South Asian ethnicity, C11)

For some, cooking formed so much a part of the person living with dementia’s iden-
tity that changes in cooking style or loss of interest in food and drink were sometimes the
first signs of dementia noticed by family members:

‘I start noticing that when she cooked the soup on a Saturday, that’s when it all came
about, it didn’t taste the same. I remember saying, here, Mother, why this soup aren’t
taste nothing. She used to get quite insulted about it, she used to get uptight....And
then we started thinking, something’s wrong here.” (Former carer of parent-in-law,
male, Black ethnicity, C4)
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For one participant with dementia, cooking formed such an integral part of her iden-
tity that her grandson had created a cookbook of her recipes, so that she could pass these
on to future generations:

Researcher: And what’s important to you about eating?
Participant: ... Teaching them how to cook my way.
Researcher: Are there specific recipes that are important for you to teach?

Participant: Yes...For instance stuffed onions which takes a lot of time. I taught them
but they love doing it so I don’t do it anymore, they do it. And things like that, yes.
(Person living with dementia, female, North African descent, PD1)

It was also apparent in interviews that, for many carers, feeding/eating practices were
deeply emotional and linked to exchanges and displays of love. Carers believed it was
their duty to put effort into mealtimes to encourage their loved ones to eat, and that this
effort would be recognised as love by the person with dementia:

‘And I'm preparing the food, getting home quickly, putting it on to the table, putting
it in front of them. You forget, although you've done all of that, the person’s still there.
In their mind, they would have seen you do all of that.” (Carer of parent, male, South
Asian ethnicity, C2)

For many, offering sweet foods was seen to invoke feelings of pleasure in the person
with dementia. Whilst all carers acknowledged that sugary foods had limited nutritional
value, they were reportedly used in moderation (and depending on existing health con-
ditions) to display affection and care for the person with dementia, as well as mitigate
feelings of guilt associated with withholding such foods:

‘So I used to, I've got a sweet tooth, so I used to sometimes say, 1'm having a bit of
chocolate or something, and I used to see her noticing me and I felt bad, because I didn’t
want her to feel he’s not giving me these things. So I used to give her. (Carer of parent,
male, South Asian ethnicity, C5)

In general, carers felt a sense of responsibility over their relative with dementia’s eat-
ing and drinking and, for some, this represented a sense of parent-child role reversal:

"To be honest with you, for me it was a huge learning curve going on and there was a
role reversal going on, which I had heard about but never experienced.” (Carer of par-
ent, male, South Asian ethnicity, C2)

For some carers, witnessing their relative with dementia lose weight and interest in
food constituted a form of grief and loss, especially if food had formed a large part of their
identity prior to the onset of dementia:

‘It was sad to see how this joyful woman who liked her food detested food.” (Former
carer of parent-in-law, male, Black ethnicity, C4)

Some participants living with dementia also recognised that changes in their eating
and drinking could have a negative emotional impact on their family members:

‘I wouldn’t like what they [the hospital staff] give me to eat, would 1? My daughter
would have to bring things to me every day, and I thought she wouldn’t be able to do
it, because she would break down. Because when I was in hospital and I wouldn’t eat
it, I could see it on her face.” (Person living with dementia, female, Black ethnicity,
PD2)

e  Cultural and religious beliefs
Most participants stated that culturally familiar foods were important to them. Carers
reported that their relatives with dementia were more likely to show interest in eating if
offered traditional foods during mealtimes, and they subsequently strived to obtain these:
‘We insisted on getting things that she liked and things that were cultural to her.’
(Former carer of parent-in-law, male, Black ethnicity, C4)
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Most participants living with dementia corroborated this by reporting that they en-
joyed eating foods in line with their cultural heritage, and that they would like to continue
to be offered them as their dementia progressed:

‘I'was born in [North African Country] and I'm Jewish. And so there are specific Jewish
foods and my family follow which I carry on [making] here.” (Person living with de-
mentia, female, North African descent, PD1)

‘I think it’s quite difficult to go to a completely different place and have completely
different food, in terms of if you're Asian and then just English food. I think it’s im-
portant that they have things that they're used to.” (Person living with dementia,
female, South Asian. Ethnicity, PD4)

Our sample included participants from a range of religious backgrounds, including
Christianity, Islam, Hinduism, Judaism and Jainism. For some participants, religious be-
liefs were integral to their dietary habits and preferences:

‘We know for a fact that a lot of different people, with different religious beliefs will not
eat certain foods, and so on. My mum is a prime example.” (Carer of parent, male,
South Asian ethnicity, C5 — Hindu vegetarian)

"Yes, garlic, onion, like the cassava that grows under the ground, and the sweet pota-
toes, we don't eat’ (Carer of spouse, female, South Asian ethnicity, C010 — Jain
religion)
Alternative health beliefs, such as Ayurveda, influenced dietary choices for a minority
of participants:
‘She went to this Ayurveda doctor, and it was herbal medication he was giving, and
changing your diet a bit, and that fixed the problem for her. So that was brilliant.”
(Carer of parent, male, South Asian ethnicity, C5)
However, the person with dementia could sometimes forget previously held values
and beliefs surrounding food, which could be difficult for carers to manage:
‘She’s always been vegetarian, yes. So that bit... Because one day, at Dad’s house, by
mistake, she did help herself from the fridge, which......She helped herself with a non-
veg dish and she didn’t realise it. It was only later on that Dad realised that she had
eaten it.” (Carer of parent, female, South Asian ethnicity, C9)

e Food as a connection to the past and others: reminiscence and social interaction
Many carers believed that certain cultural foods could evoke positive associations or
memories of homelands, childhoods and family life for their relatives with dementia, and
subsequently felt that these foods encouraged them to eat and take a greater interest in
mealtimes. Some mentioned that their relatives with dementia requested specific recipes
from their childhood:
"And when he was very frail there was a time when he did crave the things of his child-
hood and I would try and recreate them for him. So, they would be quite odd things like
mince cooked in the oven with a layer of beaten egg with kind of gravy. Which again was
an approximation of something that he had known as a child, like a congee type thing’
(Former carer of parent, female, Mixed Chinese/White ethnicity, C1)

‘I guess for somebody with dementia, the food and drink, especially familiar food, to
bring them back to the phase where they were with their families, as children. So, that
reminiscence almost. I think that was really a good thing.” (Carer of parent, female,
Black ethnicity, C8)
Some carers reported that celebrating cultural and religious festivals also helped to
encourage their relatives with dementia to eat and take an interest in food:
‘Basically, he’s excited on those special [Onam festival] days. Keep him motivated,
keep him reminded. And he used to give suggestions, oh, this is how we do the Sadhya
[special meal served during the Onam festival], this is how that has to be done, you are
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not doing the right thing. He can remember some of the things.” (Former carer of
parent-in-law, male, South Asian ethnicity, C11)

‘I would say definitely. I"ve noticed that [she eats more], yes. Christmas and Easter she
does eat more.” (Carer of parent, female, Black ethnicity, C8)

A few carers found that involving their relative with dementia in cooking and pre-
paring meals, particularly if cooking had formed a big part of their pre-dementia identity
and if using culturally familiar food preparation methods, helped encourage reminiscence
(as well as social interaction), which improved interest and appetite:

‘We wash the meat before we, not in salt, sometimes with lemons and stuff and then
you add the seasoning. So, I might marinate the meat the day before and then cook it
the next day. So, the prep before... And so mum’s involved in the prep, you know?’
(Carer of parent, female, Black ethnicity, C8)

Many carers reported that eating together as a family, either during family mealtimes
or cultural festivals, and particularly when grandchildren were present, promoted social
interaction, connectedness and interest in mealtimes, as well as provided social cues for
eating and drinking:

‘I don’t always eat with her but I try to do that more and more because if we’re eating
as a family, then she’s more inclined to eat. So, make it a social event.” (Carer of par-
ent, female, Black ethnicity, C8)

‘I think food is something which we always as a family has brought us together. That’s
really an odd thing to say but it is what it is.” (Carer of parent, male, South Asian
ethnicity, C2)

‘Because when she saw the kids, she lit up to some extent, even when she was very,
very, very confused. It’s strange that though, when they [grandchildren] would eat,
she wouldn’t necessarily eat, but she would have a little drink or something. It was
almost like as if she was pleasing them, it’s weird, it’s really weird.” (Former carer of
parent-in-law, male, Black ethnicity, C4)

Most participants with dementia also reported a preference to eat with others, par-
ticularly family members, rather than alone:

‘If I'm not alone that’s one thing, you know if 1 have my family, my grandchildren.
They phone and they say they're coming and so I prepare for them and eat with them
and talk with them and that’s very nice.” (Person living with dementia, female,
North African descent, PD1)

A minority of carers mentioned that their relative with dementia was more likely to
eat or drink in social environments outside of the house, where there was perhaps less
pressure on mealtimes or where different social etiquettes might apply:

"And you know, English people, they always serve you with tea and biscuits and then
we let her have one or two. But, if the plate is there, she’ll keep on going for it thinking
that it’s... She can’t help herself because she’s forgotten that she’s already had one or
two and that’s it, whereas Dad will get really cross with her because she keeps reaching
for the biscuits.” (Carer of parent, female, South Asian ethnicity, C9)

3.1.3. Barriers to engaging in cultural food practices

Whilst celebrating cultural traditions and providing culturally familiar foods encour-
aged many people living with dementia to eat, for others, diets had evolved to include
predominantly Western foods due to the impact of dementia, health conditions or external
factors, such as time pressures on carers and generational differences.

e  Carer strain and generational differences
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All carers interviewed reported managing eating and drinking for their relatives with
dementia was a time-consuming and laboured process, and for some, Western foods (over
certain traditional foods), were perceived as easier and less time consuming to prepare,
with potentially more ready-meal and convenience options:

‘With the ready meals, it’s definitely more British. And I try to cook as much as I can,
but I often don’t have time to cook a full meal. And mum’s not fussy.” (Carer of parent,
female, Black ethnicity, C12)

A minority of participants living with dementia, particularly if they relied on others
for their meals, mentioned generational differences in cooking styles and less familiarity
with cooking traditional foods as being the reason for their more Westernised diet:

‘Because she [daughter-in-law] is born here.... and she doesn’t know any Indian dishes,
so I do miss those ones.” (Person living with dementia, male, South Asian ethnic-
ity, PD5)

e  Changes in taste and perception

Some people living with dementia reported an altered sense of taste which affected
their usual diets. Some were less likely to eat food perceived as too spicy and therefore
avoided certain cultural foods or required them to be prepared and cooked in a different
way:

"My traditional West Indian meal, I don’t go for that now anymore. No, very few things
I'll eat, and then I cook it a different way, because West Indians like their food very
spicy, and spicy’s out for me. So I'll cook the same thing, but not the way they... Like
frying things. No, I don’t go for fried things. Steam or boil.” (Person living with de-
mentia, female, Black ethnicity, PD2)

A few carers reported that their relatives with dementia were now more likely than
before to try new foods that were not culturally familiar to them (examples included pizza,
cheese or sushi), either because their sense of taste had changed, previously held cultural
reservations were now forgotten or they were attracted by their appearance, and offering
these foods could sometimes encourage them to eat more:

‘I come from, and my parents come from a culture where food is just put on the plate.
Here we go, one big, you know, this, that and the other. Although it is prepared nicely,
but it’s not the way that English cuisine is prepared. Especially... they watch a lot of
these [cooking] programmes now; I suddenly realised, day-time TV, all of these things
prepared beautifully. Suddenly you realise, if you do that, it’s attractive.” (Carer of
parent, male, South Asian ethnicity, C2)

e  Apathy and confusion
Some carers reported that cultural festivals and social interactions could lead to dis-
tress and agitation in those with more advanced dementia. Carers subsequently avoided
exposing their relative with dementia to these situations, which meant that they were less
likely to celebrate cultural festivals as a family and that the person with dementia was
more likely to eat alone or in the presence of a single carer, rather than share in family or
extended family mealtimes:
‘Festival times, we haven’t had much festival time for the last two years because obvi-
ously, he is so confused if I take him out.” (Carer of spouse, female, South Asian
ethnicity, C3)

‘But now, she doesn’t remember any festival even if I say to her, it’s Diwali, she’s for-
gotten. So she doesn’t know. So we offer her and when we are offering her food, to say
it’s Diwali so we made this Mum, do you remember? And try to engage her, but noth-

ing goes through.” (Carer of parent, female, South Asian ethnicity, C9)
For these carers, upholding a routine for their relative with dementia was seen as
paramount to reducing the frequency of distressed behaviour; whilst many acknowl-
edged that this could lead to greater social isolation, most felt that this was preferred by
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the person with dementia as it was less disruptive to them. Indeed, social isolation and
missing significant events and festivals appeared to be felt more acutely by the carer:
‘I won't even tell him, I mean, it’s our anniversary or it’s a birthday or anything be-
cause first of all, he doesn’t understand. Second, then I get depressed myself. Oh, it’s
Eid day and I'm at home and I'm not doing anything, so just take it as a normal day
because he’s got his routines.” (Carer of spouse, female, South Asian ethnicity, C3)
A few carers reported that their relative with dementia, particularly those in the more
advanced stages, displayed apathy or a lack of interest and pleasure in food, and that
using culturally familiar foods as a strategy to engage them had not worked, even if food
had formed a large part of their identity previously:
‘Participant: Yes, she used to cook a lot. She was a really good cook, and she would cook
dishes from her childhood, and Caribbean food. So, she did enjoy trying out different
dishes. She definitely loved cooking and eating different foods.
Researcher: And does she have that same interest now do you think in food?
Participant: Not at all. Completely changed. She definitely can’t cook anymore. She’s
just not really interested, unless she’s hungry. She just wants to get rid of the feeling
of hunger. It's not like she’s interested in certain dishes or anything.” (Carer of parent,
female, Black ethnicity, C12)

‘So, Saturday was soup day in Jamaican culture and Sunday was rice and peas and
chicken. As she became increasingly worse those things didn’t matter to her anymore.”’
(Former carer of parent-in-law, male, Black ethnicity, C4)

e  Using food to take control and manage health
For some carers and people living with dementia, food and drink were perceived as
having the power to slow the dementia trajectory, giving some a sense of control over the
dementia. For carers, this involved careful selection, preparation and management of food
and drink, whilst for people living with dementia, this affected their food choices and
acceptance of certain foods:
‘But I realise, if I put that effort in now [in food preparation], I'll probably save them
downward progression [of dementia].” (Carer of parent, male, South Asian ethnic-

ity, C2)

‘I think that food-wise I'm glad. I don’t know if it’s good to say, but I think this illness
[dementia] has changed me completely. That’s why I have this faith that I'm going to
be better, because I'm doing all the right things and it is it that has changed me to live
the way I am.” (Person living with dementia, female, Black ethnicity, PD2)

Many carers and people living with dementia perceived food and drink to be im-
portant for general health, as well as the management of accompanying health conditions,
such as diabetes, blood pressure, constipation, and urinary incontinence:

‘It’s not just about food or hunger, it’s about balancing the blood pressure, the diabetes.”’
(Carer of parent, male, South Asian ethnicity, C2)

For some, trying to balance a healthy diet against eating for pleasure constituted an
additional complexity:

‘I think obviously nutrition should be top. So, you eat the nutritious food before you
have the dessert for that reason, but you still have a dessert because you ve got to have
some pleasure as well. Do you know what I mean?’ (Carer of parent, female, Black
ethnicity, C8)

Some carers and people with dementia had moved away from culturally familiar
foods towards a more Western diet, either because they felt that some traditional foods
were prepared in an unhealthy way (e.g. fried), or because they were more confident in
managing health conditions using Western foods (e.g. due to increased knowledge about
the nutritional content of these foods compared to other types of foods):
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‘Their whole food, dietary habits have changed. My dad would only eat like Asian cui-
sine...and, I recently realised that that was what was causing him the constipation...
Then I shifted it to the complete English palate food.” (Carer of parent, male, South
Asian ethnicity, C2)

3.1.4. The need for culturally sensitive services

The majority of carers in our sample were managing food and drink for their relatives
with dementia at home, and all identified a need for further information and support from
health and social care services that were culturally appropriate. Most carers reported not
knowing how to access resources about managing food and drink in dementia, and those
who had accessed information felt that it was not particularly relevant to home environ-
ments, did not take into account how cultural backgrounds could impact on food choices
(e.g. dietary restrictions due to religious beliefs), or felt that the advice offered (e.g. on
texture modification) focused on British/Western foods and was not easily adaptable to
foods from different cultures:

"There should be a note to say that somebody from certain cultures might do something
differently, or the protocol for people of different religions and cultures.” (Carer of par-
ent, female, Black ethnicity, C12)

‘I think it [support] would be good to be adapted to different cultures because then it’s
more diverse, isn’t it? I think, one size doesn't fit all, do you know what I mean? I do
think it should be, yes, definitely.” (Carer of parent, female, Black ethnicity, C8)
Another carer felt that a more holistic approach was needed, that took into account
the cultural values and beliefs of the person with dementia:
‘I would say a dietician, or a sort of holistic person look at mum and just say, what,
how can I change things, because it was about changing her food habits and under-
standing, because we are vegan. I needed somebody who was vegetarian, vegan too.’
(Carer of parent, male, South Asian ethnicity, C5)
More diversity within the multidisciplinary team could potentially provide more
meaningful support with eating and drinking for ethnic minority groups:
‘Participant: ... Maybe the group could be diverse themselves and then they could make
contributions. Do you know what I mean?’
Researcher: So, the multi-disciplinary team themselves could have more diversity?
Participant: Absolutely, that’s the way forward anyway. Yes.” (Carer of parent, fe-
male, Black ethnicity, C8)

4. Discussion

Findings from our study suggest that cultural backgrounds play an important role in
influencing attitudes and experiences related to eating, drinking and care. Food and
mealtimes were strongly linked to cultural and personal identity, reminiscence and so-
cialising, all of which encouraged people with dementia to eat and drink. However, die-
tary choices were also influenced by carer factors, the dementia process and health condi-
tions. The majority of carers in our sample were looking after their relative with dementia
at home and all identified a need for more culturally relevant support for managing eating
and drinking difficulties.

To our knowledge, this is the first published study that has sought to specifically
elicit the views of carers supporting those with advanced dementia and people living with
early-stage dementia from ethnic minority groups in the UK, regarding the management
of eating and drinking at home. Studies have mainly focused on long-term care settings,
despite the fact that the majority of dementia care is undertaken at home [11,20]. These
studies found that the provision of culturally familiar foods in care homes fostered a sense
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of cultural identity and dignity, improved nutritional intake and promoted reminiscence
[15,12]. Our findings show that this is applicable to home settings and most people with
early-stage dementia interviewed confirmed that they would like to continue to be offered
culturally-familiar foods in the future, if they were unable to verbalise or make clear their
preferences.

Food and drink are linked to identity, cultural expression, and emotions

In our study, eating and drinking were perceived to have strong links with identity.
In dementia, identity is threatened as social roles and relationships become altered or lost
[23]. Studies suggest that control over food choices encourages a sense of agency, decision-
making and sense of self in the person with dementia [24] and failure to provide culturally
appropriate foods in care homes could cause a person with dementia to feel unvalued
[25]. Those few studies focusing on home environments have highlighted family
mealtimes as being important in promoting cultural values [18] and honouring the iden-
tity of the person with dementia [17]. Building on these findings, and reflecting previous
studies [26], we found that maintaining meaningful food-related roles and identities
might encourage interest in food and improve oral intake.

Food was also intrinsically connected to emotions of love between carers and their
relatives with dementia, as echoed by Brijnath [16], who found that the feeding of sweet
foods in Indian culture in particular was linked to displays of love, care and pleasure.
However, in our sample, eating for pleasure was carefully balanced against using food to
control health conditions which led to feelings of empowerment in both carers and people
with dementia. Thus, food and drink were seen to hold simultaneous, multiple meanings,
linked to cultural identity, love and pleasure, but also imbued with a (sometimes unreal-
istic) sense of power and control over health conditions, including the dementia process.

Practices related to eating and drinking promote reminiscence

Reminiscence was highlighted in our findings as having a particularly important role
in stimulating people with dementia to eat and was encouraged by serving familiar cul-
tural and childhood foods, celebrating traditional festivals, and involving the person with
dementia in meal preparation. Previous studies [17,18] exploring mealtimes at home also
highlight their function in supporting reminiscence by engaging the person with demen-
tia in stories about the past. Some researchers have suggested that reminiscence may re-
duce distressed behaviour and support people with dementia to eat and drink [27, 28, 29].
However, whilst reminiscence therapy has been shown to improve interactions and qual-
ity of life for people with dementia [48], its effects have not been shown to be consistent
and appear to vary according to mode of delivery and setting [48], perhaps warranting
further exploration of its specific application to supporting nutrition and hydration for
people with dementia from ethnic minority groups.

Multiple factors impact the provision of culturally familiar foods

One study exploring food and drink in dementia in home environments [18] high-
lighted generational differences in the perceived importance of cultural foods and tradi-
tions, with second and third generation immigrants aligning themselves more with main-
stream culture and moving away from their parents’ food habits. Whilst this was noted in
a minority of our sample, most strived to provide cultural foods that were important to
their parents. Reasons for not providing culturally familiar foods were more often due to
time constraints and pressures on carers, which led some to opt for convenience foods, or
uncertainties about the nutritional content of foods from different cultures. Our findings
suggest that practitioners supporting carers with managing eating and drinking should
consider the impact of time pressures, priorities, cultural values and cooking abilities on
food choices and provide information on nutritional content, for both convenience foods
[30,31] and different cultural diets.
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Mealtimes and cultural festivals as a means to stimulate social interaction

We found that social interactions, for example during family mealtimes and cultural
festivals, and particularly when grandchildren were present, encouraged people with de-
mentia to eat and drink. Other studies in care homes have found that mealtimes signify a
social event [32,33,34] and that the environment in which food is served and eaten is im-
portant in stimulating older people to eat [35]. Previous studies focusing on home envi-
ronments [16,17,18,36] found mealtimes increased connectedness between family mem-
bers and encouraged reminiscence. Our findings support this and further suggest that
family mealtimes can reinforce previous social or food-related roles, which can help ori-
entate the person with dementia and uphold a sense of normality. But for those with more
advanced dementia, celebrating festivals and social events could disrupt routines and
worsen symptoms of dementia. This might increase carers’ social isolation and cultural
disengagement, as well as for the person with dementia, amplifying carer burden and
stress [9,10,37].

Support for carers is needed to manage nutrition and hydration at home

Nearly all carers interviewed felt a sense of cultural duty to care for their relative
with dementia at home, but there was generally a low awareness of available community
support services, confirming other studies [38,39,40]. There are significant expectations of
familial care and reluctance towards care homes among South Asian communities in the
UK [41,42], possibly due to cultural stigma, language barriers and concerns over cultur-
ally-inappropriate care. An ethnographic study from India [16] highlighted the im-
portance of seva or the duty of care towards older members of the family, which may also
be felt in the UK, as well as the increased burden of care on female carers, which has also
been noted in UK studies [43]. Fewer studies have explored attitudes amongst Black com-
munities in the UK towards care homes, but one study found more heterogeneous views
[44]. Our study however suggests that attitudes to care homes are similar in South Asian
and Black communities, with common fears over culturally insensitive care, particularly
surrounding limited provision of cultural foods and not celebrating cultural festivals, as
well as fears encompassing other aspects of personal care and potential language barriers.
This led some carers to move or consider moving their relative with dementia back to their
‘home’ country as an alternative to a care home, where they felt care might be more cul-
turally appropriate and acceptable — a novel finding that warrants further exploration to
see how common this practice is.

4.1. Implications for practice

All carers expressed a desire for culturally tailored support regarding eating and
drinking, specifically that advice should take into account cultural values, diets and reli-
gions, but most had difficulty envisioning exactly what form this support should take and
had low awareness of existing services. Increasing the ethnic diversity of support services,
by recruiting more people from ethnic minority backgrounds, was proposed by one par-
ticipant - an observation which has also been noted in previous studies [40,4540] but needs
to be set in the context that in the Greater London area there is substantial diversity among
care workers [46].

Our findings suggest that support for carers managing eating and drinking at home
for someone with moderate or advanced dementia should take a holistic, multidisciplinary
approach. Specialist clinicians (e.g. dieticians, speech and language therapists, GPs, nurses,
hospital specialists) and homecare workers providing community support are generally
required to take up training promoting cultural awareness, but there is still a need for more
support of cultural sensitivity and respect. Professionals must be mindful of how different
cultural values and religious beliefs can affect dietary choices. Furthermore, if necessary,
healthcare professionals could provide advice on the nutritional content of cultural foods
and possibly how to fortify these and help with texture modification.
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Encouraging reminiscence through the provision of culturally-familiar foods, cele-
brating traditional festivals and involvement in practices related to cooking and eating in
the home were shown to encourage people with moderate-advanced dementia to eat, par-
ticularly when food once formed a large part of their identity, and is strongly encouraged
in current good practice guidelines [47].

Social interaction around family mealtimes in particular, or during cultural celebra-
tions, was often positively associated with encouraging eating. Most carers intuitively did
these things but including them as potential strategies in a nutritional resource may be
helpful (see [49] - this resource was informed by the findings from this study).

Our findings also have implications for care homes and their marketing and prac-
tices, in light of the significant fears expressed in our sample over culturally insensitive
care in such settings. However, strategies focusing on cultural or social engagement were
not always successful in encouraging people with dementia to eat, particularly those with
distressed behaviour, which often led to increased carer isolation and burden. Supporting
carers with finding alternate strategies for supporting eating and drinking in those with
more advanced dementia, and/or providing home care services and respite may be im-
portant for these groups.

Finally, our findings highlight that including people from ethnic minority groups in
developing resources related to managing eating and drinking in dementia is vital to en-
sure cultural diversity and appropriateness of future support [50], and also that better
awareness needs to be raised among these communities of existing services. Findings from
this study have directly helped to inform a co-designed information resource for carers
managing eating and drinking difficulties at home [49].

4.2. Strengths and limitations

We included participants from diverse socioeconomic neighbourhoods and re-
cruited former and current carers, which enabled us to obtain broad perspectives about
caring. However, most carers had completed full-time education, which meant we may
not have elicited the views of those from other sociodemographic groups. Another limita-
tion of this study is the small number of people living with dementia. Unfortunately, de-
spite repeated attempts, we were not able to identify more participants to take part. Three
interviews were conducted remotely, which may not have yielded the same depth of in-
formation as face-to-face interviews. This study primarily focused on South Asian and
Black ethnic groups, whose views may not be transferable to other minority groups; fur-
thermore, these labels themselves are somewhat reductionist and fail to capture the diverse
ethnicities they represent. One consideration is that one of the interviewers was a GP (not
revealed to participants unless directly asked) from a South Asian background, which may
have influenced participants’ openness during interviews, both positively (higher levels of
trust and relatability) or negatively (less likely to criticise health services/GPs).

5. Conclusions

Managing eating and drinking for someone with dementia in home environments is
challenging, and those from ethnic minority backgrounds do not always receive support
that is culturally relevant. Our study sheds light on the cultural importance of food and
drink in these groups, and the positive role reminiscence and social interaction may have
in encouraging people living with dementia to eat and drink. These strategies, however,
were often considered inappropriate for those with more advanced dementia. Increasing
knowledge of existing services, ensuring support takes into account cultural values and
religious beliefs, and tailoring nutritional advice to culturally familiar foods, are tasks for
dementia services.
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