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Dementia cafés: Recommendations from interviews with informal carers

Abstract

Dementia cafés (also known as Alzheimer’s or memory cafés) have been running in
the United Kingdom (UK) since 2000. This article reports on the recommendations
from recent research that interviewed family carers on their experiences of using the
cafés. The research was carried out in cafés in and around London, and focussed
on informal, unpaid carers’ experiences of using them. Eleven carers from five
different dementia cafés were interviewed, using semi structured questionnaires. The
results were thematically analysed. The findings showed that carers had an
overwhelming appreciation of the cafés and what they offered, but several of the
findings led to the recommendations about the recruitment and training of café co-
ordinators; how cafés present themselves and their services and how they can offer
dedicated support to informal carers. These recommendations will be of use to café
organisers and commissioners, especially considering the dearth of information
currently available in this area.
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Background

Worldwide, increasing numbers of people are living with dementia. In the United
Kingdom (UK) in 2013, approximately 816,000 people were living with dementia,
(Prince et al. 2014). Numbers are expected to rise to over one million by 2025 (Lewis
et al. 2014). There are similar trends internationally. Prince et al, (2015) suggest that
if Dementia were a country, it would be the 18th largest economy in the world. Most
people with dementia live in the community supported by informal or family carers
(Schulz & Martire 2004). As populations age, numbers of these informal carers are
also increasing. In the UK, the number of carers of people living with dementia was
estimated at 670,000 in 2014 (Prince et al -2014) and is expected to rise to 1.7
million by 2050 (Lewis et al. 2014).

Living with dementia can be challenging for both the person with the diagnosis and
their loved ones (Schoenkmakers et al. 2010; Schulz & Sherwood 2009. Carers
report, for example, reduced quality of life (Hurt et al. 2008) and poorer mental and
physical health (Argimon et al. 2004). Added to this people with dementia and their
carers report both reduced social support (Stoltz et al. 2004) and even stigma related
to the condition (Daly et al. 2013).
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Given these challenges and the important role informal carers play in supporting
their loved ones to continue to live in the community, carers of people living with
dementia deserve and need support with their role. In the UK, support services for
people living with dementia and their family carers have been highlighted as a
priority for development by the government (Department of Health [DH] 2009; DH
2016). There are a variety of well-established supportive community services,
including: one-to-one peer support (Greenwood et al. 2013; Smith & Greenwood,
2014), befriending (Charlesworth et al. 2008), support groups (Dam et al. 2017) and
singing, music and art groups (Camic et al. 2011; Rusted et al. 2006; Sherratt et al.
2004).

Dementia cafés

Dementia cafés (also known as Alzheimer’s or memory cafés) are a relatively recent
development. They were first developed in the Netherlands by Dr. Bere Miesen and
introduced in the UK in 2000 (Miesen & Jones 2004). A key concept behind the
model is one of encouraging people with dementia and their families to continue
living as normal a life as possible. The cafés provide an opportunity to connect with
peers, (thereby encouraging self-help and informal support) as well as providing
information and formal support (Droes et al. 2004).

Cafés are usually run in the third sector and often meet monthly for about two hours
at a regular venue e.g. a library or church hall. The degree to which these sessions
are structured can vary, but there is usually an opportunity for informal socialisation,
and some kind of structured, facilitated activity (such as singing or crafts) (Droes et
al. 2004). Sessions are also a source of useful information on topics such as the
causes and symptoms of dementia, and the different services available.

This article describes recommendations based on our qualitative study about carers’
experiences of attending dementia cafés (Greenwood et al. 2017). Some are
recommendations for change made by the carers themselves but others reflect what
the carers described as working well and should therefore continue.

The study

The research was carried out in dementia cafés in and around London, England, and
focussed on informal, unpaid carers’ experiences of attending them. Potential
dementia cafés were contacted through the café managers. Where we were given
permission, we visited the café to recruit carers. Eligible participants needed to have
attended a café at least three times in the last six months (to ensure that they were
regular attenders and would have had sufficient experiences with the cafés to be
comfortable talking about them). Eleven carers from five different dementia cafés
were interviewed, using recorded semi-structured interviews. We used a topic guide
to ensure that the interviews included what they enjoyed and what they liked less
about the cafés. Ethical approval for the study was given by the Faculty of Health,
Social Care and Education Research Ethics Committee, Kingston University and St
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George’s University of London. The carers were mostly spouses. Eight were women
and three were men. They were all aged over 40 years and most of them were over
60 years. Carers described their experiences in some detail and had an
overwhelming appreciation of the cafés and what they offered, but several of the
findings led to the following recommendations.

Recommendation 1: The recruitment and training of café Co-ordinators

Café co-ordinators played an important part in carers’ experiences and were
frequently praised for their positive personal qualities. Co-ordinators welcomed
newcomers, and enabled people to “feel at ease”, and “have a laugh” with them. As
one carer commented:

“...they’re very nice people...their hearts in the right place and they, you
know, are very accommodating on the whole... | mean, | was worried about
another carer for example and | rang her [café co-ordinator] up and | feel that |
can do that sort of thing.”

Co-ordinators were frequently described as approachable, often being seen as the
first port of call.

‘I mean | get on very well with [Café Co-ordinator] and having only seen her
about four times, you know, I find very, she’s a very easy person and she’s
very helpful, if you ask for information and she hasn’t got it to hand she will
take a note and you know and find out for you, yeah which | think is very
helpful.”

One participant was moved when a newly arrived café organiser was one of the few
people to attend his wife’s funeral.

“...when it came to (my wife’s) funeral | sent out invitations, and the word had
got back from the Alzheimer’s Association. They wrote to me and said they
sent their condolences. They knew me well. And the lady rang up, “When is
the funeral?” She was the only one, I'd only met her once and yet she came to
the funeral. Several people I've known for ages didn’t come and that touched
me...”

Café Co-ordinators offered a personalised, individual and caring service. They were
praised for being open and accepting of people with dementia and their carers.

This suggests care should be taken in the selection and training of staff for this role.
Recruiting and developing capability to respond to the needs of people and their
carers can be a challenging process. Sheard (2013) argues that emotional
intelligence should be a pre-requisite before attempting to develop the right set of
skills, he discusses the need for ‘attached professionalism’ to be found in dementia
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care (a quality that was observed with many of the co-ordinators and café workers in
this study).

Recommendation 2: The importance of being presented as ‘cafés’

Being described as ‘cafés’ was important. Cafés are somewhere where you can
socialise and enjoy refreshments and similarly these dementia cafés were seen as
sustaining places, emotionally, and with an appreciation of the food and hospitality
offered. As one carer commented, it only costs

“two pounds to attend... but she can have as many cups of tea, and if she
wants juice, she can have juice, she can have her cake, she’ll have
sandwiches, you know, they put on a nice, a nice little spread for them as

well, and | think the way they put the spread out always is inviting to people...”

The café style set up with tables, snacks and drinks perhaps creates an atmosphere
where people can relax and socialise as they might if it was not a ‘dementia’ cafe.

“Being in there, some nice food, talking to people and looking round and
thinking who is doing what, um and | become the part of the group, I'm not
kind of carer sitting in the corner, I'm just become part of the whole thing, that
is quite interesting.”

Whilst re-affirming the importance of the café style for those setting up cafés, it is
also important to acknowledge how the provision of low cost refreshments
contributed to creating this sustaining environment.

Recommendation 3 Reviewing how cafés are publicised

Carers valued the unique services of the café but a few commented on the sporadic
and low attendance at some of them.

Two of the five cafes were held in large rooms at local health centres and a third was
run in a day centre for older people. They were in accessible locations where a
health or social care service had offered an appropriate space for the session.
Carers often found out about the cafés through clinicians when the diagnosis of
dementia had been made.

Dementia café organisers may therefore wish to review how they disseminate
information about their services, and ensure that this is across the whole range of
professionals working with dementia, especially highlighting their usefulness shortly
after diagnosis.
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Recommendation 4: Be clear of the purpose and rationale of activities and
keep them appropriately updated

Cafés provided a wide range of activities that were in general, well received/
welcomed by carers and people living with dementia. However, it may be helpful for
café organisers to consider the purpose and rationale of these activities. Not all
carers interviewed could see their immediate relevance. It is also important that the
activities provided are suitable for people with dementia and their carers.

For example, one daughter noted that her mother (person with dementia) lacked
interest in some activities possibly because they did not encourage interaction with
others:

“...definitely less interested in activities that, that you normally do on your
own, like kind of craft things or art things or um they’re a little bit more
internally focussed. | mean | guess they include those things because they’re
aware that people may have done those as hobbies and feel comfortable
doing them, so | kind of get that. Um but they don’t always lend themselves to
conversation ...”

Another carer commented that there were times when activities could be
inappropriate for the café attendees:

“A young girl came in with a machine, she said ‘... We'll do exercises but
they’ll be gentle’. Gentle?! We come out of there it nearly killed us, we were
up down up down, you ask anyone about Zuba [sic] dance, they'll tell you...”

One specific activity — singing - was referred to repeatedly. It was noted that songs
continued to centre around the 1940’s. There was enjoyment and nostalgia about
these, as one carer noted.

“It makes you feel part of history, so that’s again another positive in the
memory café, because the activities that they put on, are just great”

However, another commented that war songs were “old when | was young” and saw
them as outdated and patronising:

“... (war songs) belittle elderly people and think all they want is songs going
back so far, like the old music hall, you know, because when you think about
it, well we’ll say a seventy year old, | suppose that’s the average right, I'm a
bit older but the average. Now seventy, | mean they can remember the
Beatles, they were teenagers when the, if you go back to the sixties and
seventies, that’s fifty years ago, but everybody knows the Beatles...”

Carers may not feel confident enough to challenge café organisers or to ask them
about the rationale behind the activities offered. So it may be helpful for café
organisers to be more explicit about the aims and objectives of activities perhaps
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with a written statement available that makes this clear to carers, and to regularly
ask for feedback from carers.

Recommendation 5: Review how information is presented

Cafés offered a lot of practical information to people with dementia and their carers.
This included printed information signposting them to other services, or informing
them of services that were accessible for people with dementia.

At times, the amount of information being provided was seen as too much. Also, it
was not always clear to carers, why the information was being provided or what they
should do with it:

“Some of the information and | guess it’s more relevant for carers and it’s
directed at the people themselves but, | mean | know my mum’s not going to
remember a thing so it’s kind of pointless um and they don’t um yeah, so they
don’t deliver the information very effectively...”

“There’s never any follow up as to how the information’s been used so you
kind of wonder you know, well what was the point of that really?”

Specific directions as to how to use the information would be helpful, signposting its
relevance:

“

. even something like an instruction on the top saying ‘Put this by your
telephone’ so that they know what to do with it when they get home or ‘put this
up in your kitchen’. You know something like that or ‘give this to your primary

J

carer’.
Another suggestion was for ‘taster sessions’ by visiting service providers:

“l wonder whether you know, they should actually offer to come along to
memory café and do like a free five minute consultation or like a free five
minute chat so you can experience a little bit of the service and then you
might actually access it, um but | can see, so | know this is the way | feel and |
can see it on other people’s faces when they get told about the service and
they get handed a leaflet and they go ‘Oh OK’, you know it gets put in the bag
and you know they’ll not do anything about it because you get home and then
you think, ‘Nah | won't bother, it’s not for people like me’

Café organisers may therefore wish to review their strategy for presenting
information, bearing in mind that this can sometimes be perceived as overwhelming
to carers.

Recommendation 6: Having a dedicated space for carers

For some carers, it was important to spend the time in the café with the person they
cared for, as a shared experience:
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“...An experience that we've done together, which is also important, so |
wouldn’t give that up lightly.”

However, there was also the need for some space alone, with other carers, to share
things that they could not around the person they cared for. This allowed them to
speak openly about the challenges they faced and to seek out peer support. One
carer felt that some dedicated space, just for carers “would go down well for me”.
Another noted that

“l think emotionally it’'s much better like, it’'s not a one to one basis but you've
got other people that share...Whilst you've got a person with dementia there
and it’s not everything you want to say.”

If they are not already doing so, cafés might consider offering carers a group or
activities just for carers, as well as activities for everyone, thus providing time
together and time apart.

Recommendation 7: Frequency of opening

Most participants valued their time at the café and felt that meeting once a month
was not enough

“Well, | think what | would like, | think | would prefer it if the memory cafes
could be, | wonder perhaps more days or you know, | mean there was
somebody | was talking to and | think they have a memory café every day or
something or you know.”

Other carers preferred fortnightly meetings , although, for working carers, this also
presented difficult choices around what they would then need to give up in order to
attend.

“l would like my mum to go more often. Um so | would be keen for her to go if
it was fortnightly, but then it’'s whether | could make that happen.”

Conclusion

Dementia cafés offer an important sense of place to carers and people with
dementia. They provide information, support and emotional sustenance that carers
identified as being unique. This seems especially important following the dementia
diagnosis . However, some carers questioned the purpose of and rationale for the
activities offered, as well as the need to provide the amount of information that, at
times, felt overwhelming. Many requested that the cafés were held more frequently,
and some asked for a specific space for carers.

Most carers spoke about the cafés with fondness, and their impact can perhaps be
summed up by this carer.
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“The memory café has been the one constant thing. So all the other activities
that we’ve done, they kind of come and go, or they’re seasonal or whatever,

but the memory café, | quite like the consistency, the fact that it's every month
all throughout the year over a period of years, so yeah | think that’s a benefit.”
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