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Title: Perspectives of people living with dementia and their care partners about the impact on

social health when participating in a co-designed Dementia café

Abstract

Those diagnosed with dementia and those who provide care and support often feel socially
isolated with limited opportunities for social engagement, increasing the potential for
loneliness and further isolation that is detrimental to social health. This study examined how a
co-designed dementia café impacted on the self-reported social health of community dwelling
people with dementia and their care partners in the North-West of England. Semi-structured
interviews were conducted at two time periods (summer of 2019 and spring of 2020), with 5
people living with dementia and 8 care partners. The key finding was that participating in the
cafés led to a sense of belonging and purpose that was beneficial to wellbeing and social health
for all participants. Community based initiatives that provide opportunities for peer support for
the person with the diagnosis and the care partner are essential so that people living with

dementia may rebuild their confidence as well as retaining opportunities to socialise.

Key words: community dwelling; wellbeing; social health; dementia; co-designed; care

partners; dementia café



What is known about this topic:

e Dementia (or Alzheimer) Cafés are a global approach and have been developed and adapted
by health and social practitioners in different countries since the 1990’s.
e There is limited evidence from the person living with dementia about their experiences of

dementia cafés.

What this paper adds:

e Creating opportunities for people living with dementia and care partners to interact and
participate with people experiencing life in similar ways can enhance their wellbeing and social
health.

e Dementia Cafés provide a mechanism to promote self-reported social inclusion and social

health for both the person with the diagnosis and care partners.



Introduction

Social networks and informal social support are recognised as important for the wellbeing of
both the community dwelling person with dementia and those who provide support (Wiersma
and Denton, 2016). However, those diagnosed with dementia and those who provide care and
support often feel socially isolated with limited opportunities to engage in social groups
increasing the potential for loneliness and further isolation (Alzheimer Society, 2013, Victor
et al, 2020) that is detrimental to social health. Supportive social environments focusing on
retained abilities and social inclusion are key to balancing out the experienced negative
impacts of dementia (Kitwood, 1997, Ray et al, 2017, Lee et al, 2020). Social health is a
useful concept (de Vugt and Droes, 2017) to understand and promote living well with
dementia. Vernooij-Dassen et al (2018) have argued that social health offers the opportunity
to focus on the social aspects of living with dementia and a way of understanding the
opportunities and barriers to living well with dementia and the importance of social networks
and engagement with society for the lived experience of the condition. Crucially, it has been
argued that facilitating ‘social health’ may be achieved by enhancing one's sense of active
engagement and connectedness (Vernooij-Dassen et al, 2018). Thus, social groups provide a
medium to promote Kitwood’s (1997) notion of wellbeing via the preservation of social

health when neurological health is impaired by dementia.

Alzheimer’s or Dementia Cafés are a popular approach to engaging those living with
dementia and their care partners in supportive social environments. Dementia cafés stem
from Bere Miesen’s initiative to address the lack of psychosocial support available around
dementia in the 1990s (Miesen and Jones, 2004). Two primary approaches have developed

for Dementia or Alzheimer Cafés with either 1) an educational focus (European) or 2) a peer



support/social focus (American). Both approaches reduce social isolation, facilitate social
network development and act as useful information sources, most however focus on the
impact for care partners or family members (Akhtar et al, 2017, Dow et al, 2011, Fukui et al,
2019, Greenwood et al, 2017, Teahan et al, 2020) with less focus on the benefits to the person
living with dementia (Capus, 2005, Merlo et al, 2018). Adaptations to these two primary

models have been made to suit the local context (Ney et al, 2015, Takechi et al, 2019).

Based on the Dementia Café approaches, a co-designed café, known as SIDS café, was
developed between academics (1 and 5) and community dwelling people living with
dementia and those providing care and support. A hybrid model evolved with a focus on
learning new skills and having fun, and thus had elements of both American and European
approaches. Through co-delivery, that is where participants and staff facilitated sessions
together, the café gave individuals living with dementia and care partners the opportunity to
show case their talents and hobbies. In addition, a key design element of the café was the
opportunity to socialise around refreshments, share experiences and build friendships. The
ability to mix with others in a similar situation is a key feature of café research with the
benefits of peer support for carers reported (Akhtar et al, 2017). Participating in activities
through attending café groups has been reported as important for people living with dementia
(Capus, 2005). The co-designed café evolved to become structured sessions where at least
one activity was available (such as a speaker on a subject chosen by attendees or a craft based
activity) as well as opportunities to talk, share experiences and generally have time to relax
with others who also had a diagnosis of dementia or were supporting someone with a

diagnosis.



The objective of this study was to examine how this co-designed dementia café impacted on
the self-reported wellbeing and social health of both community dwelling people with dementia
and their care partners. Groups designed for both the person living with dementia and their
family members have been found to promote social wellbeing through social connection with
others, reconnection with the Self as well as supporting the carer—cared-for relationship (Lee
etal, 2020). The monthly, no-cost to attend, café was run at the authors” University by academic
staff (co-author 5) with sessions developed together, and at times co-facilitated, with
participants. This study adds to the growing evidence base on the benefits of café approaches
to supporting not just the care partners of those with dementia but the person living with
dementia and the care dyad (Merlo et al, 2018). This is important as it builds on a recognition
that attending an Alzheimer Café can facilitate relationship building within care dyads and with
other attendees and potentially enable wider community awareness and engagement (Teahan

et al, 2020).

Methods

This study addressed the research question - How does a co-designed dementia café impact the
well-being and social health of community dwelling people with dementia and their care

partners?

At two time periods (summer 2019, spring 2020), data were collected using qualitative semi-
structured interviews as they can capture rich, detailed, first-person accounts of participants’
experiences and perspectives. Interviews have been successfully used in previous research
examining the lived experiences of people living with dementia and family members (Innes et

al., 2014) and those attending dementia cafés (Teahan et al, 2020).



The monthly café was open to all those with dementia and their care partners. The mean number
of people attending each of the eight cafés running during the research period was 12. Four
planned sessions were cancelled due to COVID-19 restrictions. Participants were recruited
from locally run groups. Most participants had previously attended an earlier version of the
café and wished to be involved in the research as they had co-designed the new café format,
however all members became involved in planning future sessions and were therefore ‘co-
designers’ of the café. All participants had first-hand experience of living with dementia. All
participants were able to give informed consent and we followed the process consent method
detailed by Dewing (2007). Thirteen participants gave their written consent to be interviewed;
5 people living with dementia (PLWD) (3 male and 2 female) 3 care partners (CP) (2 female
and 1 male) and 5 former care partners (FCP) (all female). Of the 5 participants living with
dementia, 3 took part as a dyad and 2 took part independently. The age range for participants

was 50- 87 years.

An interview topic guide designed solely for this study facilitated consistency across the
interviews and included topics such as motivations for joining the café, experiences of the café,
perceived benefits of the café for wellbeing and social health and how this initiative compared
to other support available and groups attended. All interviews were digitally recorded and
transcribed verbatim. Ethical approval for the study was obtained in May 2018 (HSR1718-
062). Due to restrictions imposed in response to the COVID-19 pandemic, follow up interviews
were conducted over video and voice calls, rather than in-person following an ethics

amendment received in April 2020.



Data from the interviews were audio recorded and transcribed verbatim and analysed using
Thematic Analysis (Braun and Clarke, 2006), incorporating inductive and deductive techniques
guided by the research questions but also by the information shared by participants, to capture

the subjective lived experiences of participants.

Table 1 about here

Using NVivo software, initial codes were identified, with transcripts revisited to identify
themes. The advantage in using such software is that it ensures researchers follow a thorough
and methodical approach to data analysis, to improve the quality of research (Bazeley, 2007).
All initial codes and themes were discussed amongst the researchers and amended until a
consensus was reached. The COREQ guidelines (Tong, Sainsbury and Craig, 2007) were

consulted for reporting this study.

Findings

The key finding was that participating in the café sessions led to a sense of belonging and

purpose that was beneficial to self-reported wellbeing for all participants.

Belonging was underpinned by the café setting that was perceived as a welcoming and
emotionally safe space. Perceptions of attendance contributing to wellbeing and social
health was achieved via Kitwood’s (1997) elements of personhood of inclusion, attachment,
comfort, identity, and occupation. Peer support and understanding as well as friendships

developed through attending the café and contributed strongly to a sense of belonging



promoting perceived wellbeing and social health. We will now discuss each of these key

thematic findings.

The café setting: a welcoming and emotionally safe space

Participants spoke about the café as somewhere they experienced a welcoming environment,
promoting feelings of comfort and safety. The perception that the physical environment
allowed them to feel secure was important to participants and as something that set the café

location apart from other settings:

PLWD10: It is close knit here. I mean I like going to [another group] ...but there is
some animosity sometimes there... Here it tends to be, you just get round, pop yourself
anywhere, nobody says, hey that’s my seat, and they just take it.... And it's nice and
warm when you come in, you just feel like - it feels like home sort of thing, like you are

coming home to your other home.

This sense of being home, of feeling the metaphorical, emotional and physical warmth of the

café provided participants with a sense of wellbeing.

Participants viewed the groups at the café as offering a safe place. The feelings of safety
appeared to be derived from the physical environment, the presence of familiar people and the
fact that groups were run in a non-threatening manner, observing confidentiality, allowing
members to feel safe in sharing their thoughts and feelings. It was important to participants that
they could be honest, and share their experiences, giving them the feeling that they were not

alone:



FCPO03: You become so isolated and become so fearful, ...and to know that each week
you can come to a place where you can bring the person that you re looking after and

anything goes, and | mean anything.

CPO06: You can get things off your chest. You can be open. Because other people are in

the same position as you it's fine, so it's like releasing something out of a drawer ...

Participants spoke of their need to have a safe environment, enabling them to share openly, and

support one another.

Participants saw the benefit from attending the café as an opportunity to meet people in similar
situations. This sense of shared experience, brought with it a feeling of being in a non-

judgemental environment, where their feelings would be understood, and their views heard:

FCPO5: ...that camaraderie and the amount of respect, the mutual support, the
understanding, the empathy, it’s massive, and when you re really, really struggling, to
have that safety net of knowing that you can walk in there and people in that room truly

understand and truly care is priceless.

Participants perceived that they would be recognised as individuals and not judged by others.
Personhood describes the interpersonal processes that occur in social settings, when the person

themselves become invisible, and the focus becomes the dementia (Kitwood, 1997, p. 14). This



is described by one care partner, who had experienced her parent being labelled, and

stigmatised, and consequently not treated as an individual, with personal needs:

CPO7: They don’t see dementia here [SIDS café] they just see the person. And | think
that is the most important thing, that you just see the person. And likewise, you don’t
See me as a carer, you see me as the person. So, I think that’s important, because a lot
of places you go to, you get tagged with that label, and then that’s all people see, and
they forget that there is a person...behind the diagnosis of dementia. Here, they get to

know that person, and some places they don'’t.

Recognising the individual and supporting their sense of self, personhood and identity was key

to the positive perceptions of belonging that attending the café engendered.

Perceptions of attending contributing to wellbeing and social health

Participants reported that attending the café enhanced their feelings of wellbeing by
promoting a sense of purpose that is key to social health. Using the working definition of
personhood from Kitwood (1997) wellbeing is achieved when the psychological needs of
inclusion, attachment, comfort, identity, and occupation are met. These are not mutually
exclusive categories, as our participants demonstrate in their reports of the benefits to their

wellbeing and social health of participating in the co-designed café:

PLWDO09: We've all got a common purpose to support each other. The staff are very,

very supportive. If you were to walk in here not knowing anybody, you wouldn’t know



who is a member of staff and who isn’t, which I think is very, very important.... [ mean,
like it is, you know, everything that’s happened, obviously it’s designed for like people
with dementia and the carers and that, it’s been delivered in a non-patronising way,

which is very important, you know.

CPQG6: And it doesn’t matter who you are, or what, if you have a diagnosis or not, we re
all the same, we 're all the same, on a par with each other, and that’s what you want....
In a way, because this group gives us the acceptance that we don’t get in other groups.
Where we are accepted.... But for [Partner living with dementia] to see, and although
she doesn’t say a lot, granted, but for her to see and be involved, and you can tell just

by her expressions that she is happy to do it.

Inclusion was perceived as belonging, being part of the group, and not feeling different, or
disadvantaged because of the diagnosis of dementia. The observation that there was no
differentiation made between anyone and being a participant on an equal footing was

particularly valued in a world where having dementia often led to feelings of difference.

PLWDO9: Well, first of all, you re with like-minded people. The vast majority of people
that I have met have been wonderful people. Without knowing, you don’t know how

much help you can be giving to other people, just by talking.

Participants who were living with dementia, described that to feel strong and comfortable, they

needed the warmth and support of the group.



PLWDO08: I like coming here because | can talk to people that | wouldn't be able to talk

to because | don't know them or I'm busy or whatever... You feel as though you belong

This also promoted their identity and sense of self:

PLWDO08: Yeah, you trigger my thoughts and we have a good giggle, and then it's all

over. Unless somebody says, oh, remember so and so? Oh, yeah, | remember so and so

PLWDO09: Without knowing, you don’t know how much help you can be giving to other
people, just by talking.... I mean, the thing is with dementia, it can make you feel
isolated and, you know, alienated and disenfranchised from society. And it's a focal

point where, you know, you do feel empowered.

Identity was described by participants indirectly, in terms of the struggles they faced, because

of their dementia. They described how the social interactions with others influence their sense

of wellbeing and feeling of belonging.

FCPO1: Finding my way again, after losing [name of partner with dementia]

PLWD10: And | do miss the company of the people. | do like messing about (with art/

craft). I used to be good at cartoons and things like that.

Identity was described by participants as a way of finding oneself again, being supported to

engage in activities that are enjoyed or simply sitting with friends and being able to share



laughter. They described how the social interactions with others influenced their sense of

wellbeing and feeling of belonging.

PLWD10: It makes me feel good wherever | go, because | hate sitting in watching
telly... It gives me an incentive to get up and do something. And to meet people that I
enjoy being in the company of... I'll have a go at anything... here we’ve done all sorts
of things....I mean it wasn'’t easy at first. I mean I couldn’t do it now, I've forgot how

to do it, but I did it on the day and that was an achievement.

Participant’s spoke about the sense of purpose which they felt they derived from the occupation
element of attending the café. They reflected upon how attending the group was a focal point
within their week, motivating them to leave the house, something that they were very aware of
when the second time period interviews took place, during a national lockdown when freedom

of movement was curtailed and café attendance was not possible:

PLWDO09: So, you know, it's not only occupying your time but it gives you that sense of

purpose, if you like.

CPO08: And it's become, or up until now, it's been a real, something for us to focus on,
it's been a landmark in the week for both of us. PLWDOS: .... Uh-huh, but | can't do it

alone.

A sense of purpose achieved via the belonging (inclusion) to the group, and the occupation
achieved through participating in activities at the café. Not only did the groups promote a sense

of purpose but also a sense of value and retaining a connection with others and the wider world.



The ability to engage with others, or with an activity that demonstrated abilities, promoted a

sense of achievement key to the perceived wellbeing benefits for participants.

Peer Support and understanding

Participants with dementia likened the support they encountered by attending the café as being
like a family; this reflects the shared experience and understanding of peer support. Attendance
at the group allowed them to share experiences, giving them strength in coping with day-to-

day life:

PLWDO09: Shared experience, that's the phrase I'm looking for... Peer support.

The support and understanding by and from other care partners also led to increased

perceptions of ability to cope:

FCPOS: 1t is peer support, that is what the café is all about, it’s about that we all have
different journeys, ... but when you get people together, the consensus, the empathy,

the level of support, is priceless, and it can make a massive difference.

CPO7: I like it because of the camaraderie, the peer support, the fact that people are
going through exactly what you re going through or have been through it, and also for

the fact that you 're not judged.



Peer support gained from attending the café was an important aspect of being a member of this
group. Participants spoke about the value of sharing experiences and being understood by
people with similar experiences. This shared experience was important to all participants and
reflected the support they received from one another thatthey saw as vital to their individual

wellbeing. Peer support was closely linked to friendships formed.

Friendship

Friendships developed unexpectedly for café attendees. This often began with enjoying
sessions together. Participant’s spoke about the ‘banter’ and interactions within the groups.
Participants emphasised that being with other people in a regular group created stimulating
conversations that led to strong friendships. These friendships became central to participants’
attendance at the group and was reported as something very valuable impacting positively on
other areas of their lives. However, it was acknowledged that friendship was built up over time
and was perhaps an unexpected benefit from attending the group. When looking back, many
participants had encountered isolation whilst looking after someone who was living with
dementia. The group interactions and subsequent friendships they developed were therefore
held in high esteem, enabling them to form attachments and connections which extended into

their lives outside of the café:

PLWDO09: But | daresay that you don't think about, you know, the strong friendships

that are going to be established and the camaraderie.

CPO7: ...I think if I hadn’t have come here, then I wouldn’t have had that because the

[friendships are very strong, and I think that’s what you find. So, you still have that



connection, or you'll still see people socially after that, because those are the

friendships that started from here that carry on... we call them our dementia family.

One participant spoke about the impact that the unique friendships formed from groups such

as SIDS café, had made to her, by recounting the words of another group member:

FCPO5: She turned to me and she said, I truly don’t know how I could have got through
this without my friends [here], because I can say things to you that I can’t say to my

children, that I can’t say to my friends,

Whilst talking was an enjoyable part of the session, conversations continued beyond the
session, and acted as a catalyst for interactions and discussions after the café finished. The
benefit to the relationship for the dyad was evident too as this excerpt from a husband and wife

demonstrates:

CPO08: [Directing the question towards her husband] you look forward to it and you'll

talk about it afterwards. It keeps your mood up.

PLWDO08: I'll talk when I'm going home, yeah, but after that it's all gone, the shutters
have come down...Yeah, you trigger my thoughts and we have a good giggle, and then

it's all over

CPO08: It's about stimulating rather than saying do you remember so and so, this is
something we thought you might be interested in... offering you something that might

be the trigger... bringing something to mind that you've not thought of for a long time.



And | think that's wonderful, because we can't do that at home and we do the same old,

same old.

Participant’s wellbeing and social health was positively impacted by attending groups that went
on to improve their lives after the groups had ended and when they returned home. Participants
spoke of the difficulties of dealing with the diagnosis of dementia, and the subsequent support
they encountered when they attended the café. Having the acceptance via peer support and
friendship of others appeared to be crucial to participants perceived wellbeing and sense of
belonging. All participants highlighted this need for acceptance, of belonging, and how it
motivated them to attend the café. Friendships and peer support were vital to the perceived
benefit of attending the café. Participants spoke about not expecting to make such strong
connections, and how these had built up overtime. Friendship contributed to feelings of
inclusion, belonging and attachment and as such the friendships forged by participation in the
café can be clearly seen as part of maintaining personhood and wellbeing (Kitwood, 1997) and

social health (de Vugt and Droes, 2017).

A sense of belonging

A sense of belonging stemmed from the shared understanding of having first-hand experience
of living with dementia and the perceived atmosphere of the café. The experiences of SIDS
café presented above reflects the camaraderie and non-judgemental environment they

experienced:



CPO7: You feel as though you belong here. Enjoyment and feeling positive was a way
of describing how the café made participants feel, about being together and laughing

together

CPO06: But she [person living with dementia] does like the café, yeah. And you can
always tell, because if she doesn’t want to go she will let me know. You know. It is
actually a pity you couldn’t capture the smile there actually, because that would answer

your question (PLWD 06 smiles broadly)

Through participation at SIDS café relational and self-identity was maintained. The café served
as place to learn from others’ experiences with practical tips and emotional support key benefits
for both those with the diagnosis and those providing support. In this way attending the café

brought social health benefits to both the person living with dementia and their care partners.

Discussion

Our study adds to the growing knowledge base about the potential of belonging to a group to
combat loneliness (Tsekleves et al, 2020) and create social reserve that can be associated with
social health that enables attendees to have the capacity to better manage the challenges
associated with dementia (Teahan et al, 2020). As with other research our findings suggest that
belonging to a group like SIDS café can foster peer support, social inclusion and belonging
(Lee et al, 2020, Akhtar et al, 2017, Dupuis et al 2012). The importance of peer support and
acceptance was a central finding and was interwoven with other perceived experiences such as
safety, inclusion and friendship. This reflects evidence that suggests that the opportunity to

socialise with others experiencing life in similar ways can reduce social isolation and lead to



informal peer support networks (Dow et al., 2011, Takechi et al, 2019). Study findings support
the importance of adopting person-centred approaches in dementia support groups and
dementia cafes. SIDS café promotes the ethos of personhood for those living with dementia,
where positive relationships were developed and feelings of being valued and empowered were
fostered (Alsawy et al, 2020). Participant’s narratives demonstrate the importance placed on
belonging to the group which gave them the opportunity to positively reflect on their own
experiences and laugh with other members, regardless of whether they had a diagnosis of
dementia or not, and to maintain their social health. Participants who were living with dementia

benefitted from feeling that they were accepted and not judged by others attending SIDS Cafe.

Within our study, the importance of engaging alongside others in activities that were personally
relevant, enjoyable and meaningful, clearly linked with a sense of identity and perceived
wellbeing. Our findings demonstrate how participants experienced the co-designed café as a
welcoming and safe place promoting wellbeing and social health. Kitwood’s notion of
personhood was evidenced through participant self-reports of the strong sense of belonging
membership of the café engendered, reflecting attachment to the group defined as ‘a kind of
safety net when the world is full of uncertainty’, (Kitwood, 1997, p. 19) supporting the ability
to function and maintain identity. Café participation was experienced as a safe and welcoming
space where everyone was included, and thus providing what Kitwood termed comfort,
‘enabling a person to remain in one piece when they are in danger of falling apart’ (1997, p.

19).

The co-designed café supported the personhood of participants, through their ownership of the
café at the outset through the co-design process, and also by delivering sessions with staff

enabling them to showcase their hobbies and skills. Participating in the café thus helped



participants retain their sense of identity, defined as ‘involves maintaining a sense of continuity
with the past, and some kind of consistency in the present life’ (Kitwood, 1997, p. 20). Our
findings strongly evidences Kitwood’s (1997) belief in the benefits of maintaining personhood,

and we argue that this is closely aligned to preserving social health.

Teahan et al (2020) argue that community engagement activities have the potential to reduce
stigma as community members see people living with dementia and their care partners
engaging in usual ways. This study supports the need for increased allocation of funding for
development of low-cost interventions, such as dementia cafés, to be made accessible to
community dwelling individuals living with dementia and care partners wherever they live
(Lee et al, 2020). This is important as the issues raised in this study reflect reports in the
literature, of how care-partners can experience anxiety and depression (Mahoney et al, 2005),
loneliness (Victor et al, 2020) that can in turn affect their ability to provide care (Holst and
Edberg, 2011). Dementia support groups and dementia cafés can provide coping strategies and
enjoyable/occupying activities, and also offer the social support often associated with
subjective wellbeing (Safavi et al, 2017) and social health (Vernooj-Dassen et al, 2018, de Vugt
and Droes, 2017). In addition, partnership working when creating groups also brings benefits
of empowerment through the enactment of social citizenship (Dupuis et al, 2012). These issues
were clearly represented within this study; with both care partners and people living with
dementia describing gaining ways of coping better in their everyday lives and no longer feeling
disenfranchised, this was achieved via experiencing peer support and participating in enjoyable

activities that promoted personhood and social health.

Limitations



Participants were self-selecting, and as such the generalisability of the findings beyond the
sample in this study is limited. It should also be acknowledged that the positive findings
reported above, arrived at via the self-reported views of participants on the impact on
wellbeing and social health could be influenced by participating in a café participants had a
strong sense of ‘ownership’ (due to their involvement in the design of the café). In addition,
as participants were known to the authors they could have felt the need to respond in a
particular way. To mitigate this risk the authors primarily involved in data collection (2,3 and
4) were different to those involved in co-designing the café with participants (authors 1 and
5). A future study could compare the benefits of new members to a dementia café and

members who co-designed the café they attended.

Conclusion

Cafés provide the opportunity to help address increasing loneliness and social isolation that
people living with dementia and their care partners commonly face. Community based
initiatives that provide opportunities for peer support for the person with the diagnosis and the
care partner are essential, so people living with dementia may rebuild their social confidence
as well as retain opportunities to socialise. For care partners, the importance of peer support is
a way of achieving reciprocal interactions with people experiencing life in similar ways.
Opportunities to interact and participate with people experiencing life in similar ways, should
be an essential part of everyday life to enhance participation, communication and mood.
Creating these opportunities is important, as demonstrated in our findings where, for our
participants it led to engagement and belonging, enhanced perhaps by their involvement in the

design of the café contributing to ownership of the group.
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