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Abstract
 The Alzheimer Café is a psychosocial intervention shown toBackground:

have benefits for family carers of people with dementia. Family carers of
people with dementia experience a period of change across all aspects of
their lives following a diagnosis of dementia, requiring the development of
new skills and tools to navigate these new landscapes. The objective of this
research is to investigate family carers’ perspectives of the Alzheimer Café
in Ireland, and to explore how attendance may translate into broader
benefits in their lives. This paper will also provide an overview of Alzheimer
Café models, which exist internationally.

 This is a qualitative study using semi-structured interviews withMethods:
nine family carers of people with dementia who were currently attending or
have previously attended an Alzheimer Café in the preceding six months.
The research was conducted in three Alzheimer Café sites in Ireland. Data
analysis was conducted using Braun and Clarke’s six step framework for
thematic analysis.

 Community, atmosphere, activity and information were describedResults:
as core features of the Alzheimer Café in Ireland for family carers. The
Alzheimer Café was shown to provide a social outlet which facilitated
relationship building within care dyads as well as with other attendees.
Several information avenues were identified including broad overviews from
guest speakers, attendees’ shared experiences, and specific advice from
healthcare professionals.

 The Alzheimer Café offers strong personal support to familyConclusion:
carers of people with dementia. It can also help to build family carers’
capacity to manage new social, environmental and cultural challenges
associated with dementia. While it is important the Alzheimer Café is
enjoyable, has useful information and is supportive, it is equally important
that these features generate sustained improvements for family carers
external to the Alzheimer Café.
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Introduction
The Alzheimer Café is a psychosocial intervention shown to 
have a positive impact on different aspects of family carers and 
people with dementias’ lives (Dow et al., 2011; Greenwood 
et al., 2017; Merlo et al., 2018; Winterton & Warburton, 2011). 
The Alzheimer Café model was developed by Bére Miesen in 
the Netherlands in the 1970s to address the lack of psychosocial 
supports within the largely medicalised approach to demen-
tia care at the time. The original Alzheimer Café model had 
three mains aims: to provide information about medical and 
psychosocial aspects of dementia; to speak openly about 
challenges associated with dementia; and to reduce isolation 
for people with dementia and their families (Miesen & Blom,  
2001).

This original model, sometimes referred to as the ‘European 
Alzheimer Café model’ (Dementia Action Collaborative, 2018; 
Wisconsin Alzheimer’s Institute, 2017), adheres to a set of strict 
quality control criteria. Given the wider international uptake of 
the Alzheimer Cafés in regions, including America, Australia 
and Japan, variations in the delivery of the model have, not sur-
prisingly, emerged. One of the most notable divergences has 
been the development of an ‘American Alzheimer Café model’ 
(Lokvig, 2016). Where the European model gives considerable 
attention to the provision of information and education on vari-
ous aspects of dementia, the American model emphasises social-
ising, creative engagement and developing connections with 
local community cultural resources. While education is not a 
key component of the American Alzheimer Café model, general 
information about dementia is sometimes available in the form of 
leaflets (McFadden & Koll, 2014).

Other countries have adopted elements of the European and 
American model when delivering Alzheimer Cafés. In Australia, 
some Alzheimer Cafés have been rebranded Memory Lane 
Cafés and are largely delivered as a social and educational serv-
ice. The Australian Memory Lane Café model aims to promote 
social inclusion, prevent social isolation and improve the social 
and emotional well-being of the people with dementia, family 
carers and service providers in attendance (Dow et al., 2011; 
Mather, 2006). Similar to the European model, the Memory Lane 
Café has an informational and a social focus but is more flexible 
in delivering these elements of the model. The Memory Lane Café 
also incorporates a counselling component in the form of a coun-
sellor. The role of counsellor varies in different Memory Lane 
Cafés sometimes facilitating private discussion in person or over 
the phone, in other Memory Lane Cafés attendees are not aware 
that the staff member is a counsellor (Dow et al., 2011). The 
Japanese government has recognised over 655 Dementia Cafés 
and has formally advocated for the establishment of these Demen-
tia Cafés through policy documents (Fukui et al., 2019). There 
is considerable variation in how Dementia Cafés are delivered 
throughout Japan, often including diverse combinations of social, 
entertainment and/or educational aspects (Fukui et al., 2019).

Despite the international variations of models, Alzheimer Cafés 
have been shown to reduce social isolation, facilitate social 
network development and act as useful information sources 

(Capus, 2005; Dow et al., 2011; Fukui et al., 2019; Greenwood 
et al., 2017). In addition, the Alzheimer Café helps attendees to 
‘normalise the experiences related to dementia’ (Capus, 2005; 
Greenwood et al., 2017). Research has shown different ben-
efits for family carers and people with dementia; while car-
ers benefit from information and peer support (Akhtar et al., 
2017), people with dementia enjoy the atmosphere and activity 
aspects of the Café (Capus, 2005). One quantitative study in Italy 
reported improved measures of well-being, vitality, and emo-
tional burden for family carers following engagement with the 
Alzheimer Café (Merlo et al., 2018).

In 2011, the first Irish Alzheimer Café was established in the 
Dublin area. Since then, 26 Alzheimer Cafés have been set up 
throughout Ireland, 20 of which were still in operation in 2019. 
Given the significant uptake in establishing Alzheimer Cafés 
across Ireland, a temporary Alzheimer Café co-ordinator role has 
been funded through the National Dementia Office to develop a 
national Alzheimer Café network. However, the ad-hoc growth 
in Alzheimer Cafés in Ireland has resulted in considerable vari-
ation in delivery and governance across existing Alzheimer 
Cafés and poses a significant challenge in developing a national 
network. While the Alzheimer Café network in Ireland will offer 
guidelines for current and future Alzheimer Cafés, it is impor-
tant that these guidelines are evidence-based. Understanding 
the experiences of family carers and people with dementia is 
central to ensure relevance and sustainability of the service. Inter-
national research suggests people with dementia and family car-
ers derive different benefits from psychosocial programmes 
(Fukui et al., 2019; Kinsey et al., 2019), therefore capturing 
the perspectives of both people with dementia and fam-
ily carer groups is essential. This paper focuses specifically 
on the experiences of family carers, but the work is part of 
a larger study exploring different stakeholder experiences 
including those of people with dementia.

Family carers of people with dementia report significant personal 
challenges as a consequence of their caring role. Many fam-
ily carers report problems such as: lack of information on avail-
able services; financial constraints; administrative problems 
accessing services; low social recognition among healthcare pro-
fessionals; social isolation within their community (Birtha & 
Holm, 2017). In the context of these challenges, the potential 
benefits of Alzheimer Cafés are significant. Internationally, Alzhe-
imer Cafés have been shown to facilitate informational support 
through signposting, guest speakers and access to healthcare pro-
fessionals (Takechi et al., 2019). Delivering information about 
dementia in a safe atmosphere enabled family carers to process 
information without feeling distressed or under pressure helping 
them to normalise dementia (Greenwood et al., 2017; Takechi 
et al., 2018). In addition, research suggests that the opportunity 
to socialise with other family carers alleviated social isolation 
and led to the development of informal peer support networks 
(Dow et al., 2011; Takechi et al., 2019). Previous research has 
shown that longer term interventions produce better outcomes 
for family carers (Pinquart & Sörensen, 2006), consequently the  
on-going nature of the Alzheimer Café may be beneficial for  
family carers over time.
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The aim of this research is to explore the experiences of fam-
ily carers of people with dementia attending Alzheimer Cafés in 
Ireland. As well as capturing the immediate benefits associated 
with attending the Café, the research explores how these benefits 
translate into family carers’ wider interactions and experiences. 
A criticism of standard psychosocial programme evaluations 
is their tendency to focus solely on the immediate experience of 
individuals (Innes, 2009), rather than engaging with the wider 
social, environmental and cultural implications beyond the pro-
gramme itself. Many studies in this area are evaluated quantita-
tively, focusing on immediate improvements in outcomes such as 
depression (Teahan et al., 2020), with complex constructs such as 
skill development, sense of community or network building 
rarely being considered. The potential of psychosocial pro-
grammes to create long-term wide-reaching benefits in people’s 
lives is, therefore, often under-acknowledged in research. That 
is why we take an ecological systems approach to understanding 
the personal and social impact of the Alzheimer Café on family 
carers, outlined in more detailed in the subsequent section.

Methods
Study design
Semi-structured interviews were conducted with family car-
ers who were currently attending or had previously attended 
an Alzheimer Café in the preceding six months. A qualitative 
approach facilitated in-depth exploration and understanding of 
family carers’ experiences of attending the Alzheimer Café. The 
approach also explored the impact of Alzheimer Café attendance 
on family carers’ private and social lives. Interviews were con-
ducted from April 2018 – January 2020. Ethics for the study was 
granted by the University Research Ethics Committee, National 
University of Ireland Galway, reference number 18-Jan-16.

Recruitment
The research was conducted in three Alzheimer Café sites in 
Ireland. The selection of sites was based on convenience, as 
co-ordinators in each of the three chosen Alzheimer Cafés 
expressed an interest in the research topic and in facilitating the 
recruitment of family carers. For the purpose of recruitment, the 
principal researcher initially attended an Alzheimer Café meet-
ing at each site and presented an overview of the research to those 
attending the Café. Family carers were invited to participate in the 
research at that initial meeting. If family carers expressed an inter-
est in participating in the research, they were provided a copy of 
the information sheet and the consent form, their contact details 
were documented, and they were followed up later to arrange 
an interview. The study consisted of nine interviews with family 
carers of people with dementia, three from each Alzheimer 
Café site. All family carers who expressed interest in participat-
ing in the study were interviewed. For the purpose of this study, 
family carers were deemed eligible to participate if they were 
currently/had previously, provided unpaid, informal care to a per-
son with dementia and had attended at least one Alzheimer Café 
meeting in the six months prior to the interview. Family carers 
in this study were provided with an information sheet and con-
sent form in advance of their interview. On the day of the inter-
view, family carers had the opportunity to ask the researcher 

questions in relation to either document prior to signing the 
consent form.

Interview guide
An adapted ecological systems framework (Bronfenbrenner, 
1979) was used to guide the development of the research ques-
tion and the interview guide (Table 1). This approach embeds each 
family carer within a wide range of interacting systems, while 
also framing the Alzheimer Café itself as an embedded system 
with the capacity to influence and be influenced by its context. 
Ecological systems frameworks have previously been used 
to explore the impact of multiple environmental influences 
on different populations including palliative care (Chandran 
et al., 2016; Wittenberg-Lyles et al., 2010), community-based 
services (Jani et al., 2012), and team-based psychotherapy 
(Hyer et al., 2011). The interview guide was also informed by 
relevant literature in the Alzheimer Café field (Akhtar et al., 
2017; Capus, 2005; Dow et al., 2011; Greenwood et al., 2017; 
Merlo et al., 2018).

Data collection
Pilot interviews were conducted with two family carers and feed-
back was integrated to develop the final interview guides (see 
Table 1). Feedback from pilot interviews resulted in changes 
in wording and ordering of some questions as well as the inclu-
sion of additional prompts. Following each interview, the 
authors identified any novel themes, which were integrated 
into subsequent interviews as prompts. For example, gen-
eral community awareness was mentioned in the second inter-
view, this was included as a prompt in each of the following 
interviews. The interviews were semi-structured to allow the 
interviewer to explore topics which were particular to each 
interviewee, but also facilitating comparison of key ques-
tions. In-depth interviews were conducted by the primary 
author (ÁT), a PhD researcher with a background in Psychol-
ogy and Economic research. Interviews were audio-taped and 
transcribed with the permission of the participants. Two par-
ticipants preferred not to be audio-taped, in these cases extensive 
notes were taken throughout the interview. Interviews were 
conducted at a location of choice of the interviewee, includ-
ing Alzheimer Café venues, quiet public settings and the 
participants’ own home. The average interview lasted 37 minutes.

Data analysis
Data analysis was conducted using Braun and Clarke’s six 
step framework for thematic analysis using NVivo 10 qualita-
tive data software (Braun & Clarke, 2013). The first step in the 
analysis involved in-depth reading and re-reading of the inter-
view data simultaneously generating an initial list of ideas and 
note, this phase was ongoing throughout the data analysis proc-
ess. The second phase involved generating codes and initial 
themes that encapsulated responses relevant to the research 
question, these provisional themes were recorded, and tentative 
descriptions were generated. Once all the interviews had been 
coded and initial themes identified, the researchers moved onto 
the third phase which involved compiling the codes and initial 
themes into a provisional overarching framework comprising 
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main themes. Using this framework, subthemes were identified 
and collapsed based on their content and relevance to the research 
question thereby creating a clear thematic map of the data anal-
ysis. Steps four and five involved ongoing analysis to ensure 
the refinement of themes and to maximise the clarity of the 
definitions and names of each theme. This was part of an itera-
tive process of testing and refining the coding system. The sixth 
step involved the using the consolidated criteria for reporting 
qualitative research (COREQ) (Tong et al., 2007) statement to 
report and write up our final thematic analysis.

Results
Nine family carers of people with dementia participated in indi-
vidual semi-structured interviews. This sample comprised of 
spousal carers (N=5) and adult child (N=4) family carers, the 
majority of this sample was female (N=7). Four core themes 
emerged from the analysis: Community, Atmosphere, Activities 
and Information.

Community
The Alzheimer Café provided family carers with an opportu-
nity to be part of a new supportive community. This commu-
nity network consisted of people with dementia, other family 
carers, staff and volunteers. The sense of community fostered 
by the Alzheimer Café was supported in several ways through 
different activities and connections.

Emotional support networks were an important component 
of the Alzheimer Café, particularly in alleviating social isola-
tion for carers. The support network offered advice, understand-
ing, empathy and reassurance among carers. Family carers 
highlighted the Café as being the first communal space where 
they could sit down together and discuss dementia. The Café 

provided an open, honest and neutral venue where family mem-
bers could openly discuss caring issues with people who had 
been through similar experiences: 

 When you're battling with the same things, issues of 
personal care or whatever the things that are tricky 
and people would advise... I didn’t experience any 
support anywhere, apart from Alzheimer’s Café, in just 
talking about it. - Carer 2

 I’ve been through it, it’s very, very difficult for carers, 
it really is and, you know, you try so hard to be patient 
and do all the things you’re supposed to do but it’s not 
easy, it’s not easy. And it’s only when you go through it 
that you know how difficult it is. And the other people 
there [at the Alzheimer Café], the other carers will 
tell you, will say the same thing. - Carer 5

 Very hard to open sometimes at any meeting, I think. 
And then once you start, somebody else asks, and the 
more you get more comfortable, but sometimes you’d 
be dying to ask something but you’re afraid, you know? 
But then you think why should you be afraid? We're all 
in the same boat. You know, that's why we're all here 
you know to help each other. Or to find a bit of comfort 
you know. - Carer 7

Through shared experiences of dementia, attendees formed con-
nections with one another and developed friendships. These 
friendships often extend beyond the Alzheimer Café, indirectly 
creating support networks for people with dementia and family 
carers: 

 I can think of two ladies particularly that I still keep 
up with because we just kind of got to know each other 
and share and swap phone numbers and I learnt from 

Table 1. Interview guide prompt questions.

Interview Guide

1. What aspects of an average Café do you enjoy/feel are most beneficial for you?

2. Do you think attending the Café has had an impact on your own personal and social life? If so, in what ways? 
 
Prompts

•	 Meeting other family carers and people with dementia
•	 Relationship-building with person with dementia
•	 Explaining dementia to friends and family
•	 Lack of understanding and stigma in community
•	 Looking after your own well-being

3. Are there any instances where you found the Café to be particularly useful or supportive in relation to the practicalities of 
dementia care? 
 
Prompts

•	 Learning about dementia
•	 Regular informal contact with healthcare specialists
•	 Learning about services and supports available (health, social care, legal)
•	 Navigating these services and supports

4. Are there any services or supports that you have started to use as a result of attending the Café?

5. Have there been any negative aspects associated with your use of the Alzheimer Café?
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them, they would tell me how they were getting on or 
what they’d found you know how to approach all sorts 
of things, that was a real benefit, huge, huge. - Carer 4

 What gets you through this is friends, and we made 
an awful lot of friends in the Alzheimer Café. - Carer 6

It was important for carers that community extended to the per-
son with dementia as well as themselves. This inclusion ena-
bles an increased understanding of dementia to take root within 
the broader caring community. This was evident in the data, 
indicating an acceptance that everyone was there because of 
the person with dementia, this shared experience helped to 
bond people together: 

 People got agitated, you know people with dementia. 
It was just accepted because you knew it was part of 
the dementia you know, no more than Timothy1 once 
he started. And I don’t think anyone was as bad as 
Timothy behaviour wise. - Carer 7

 That was the focus of it, was the person [with dementia] 
in the middle of this, and then because of that person, 
a circle support group was going to be around 
that. That’s what I kind of felt - Carer 2

Family carers also highlighted the potential the Alzheimer 
Café offered for wider community engagement as well as act-
ing as a support for families and people with dementia. Despite 
recommending that other community groups create links 
with the Alzheimer Café, fear and stigma were barriers to this 
wider community engagement. Advertising the Alzheimer 
Café as a general community support was suggested to create 
engagement among the wider community: 

 We have been recommending it [wider community 
involvement], I’m a member of a retirement group, 
that was one of the things I recommended but 
nothing came from it. I don’t know. I’d say there’s 
kind of fear and people just don’t want to get 
involved. - Carer 9

 Well I don’t know how it’s advertised; I get a text you 
know. Maybe if it’s in the local paper or something that 
there’s a meeting…… But I think it shouldn’t just be just 
for dementia families, I think if you could get people 
from the community to go to it as well, they would learn 
a lot. And respect people that have dementia as well. 
Open it up yeah. - Carer 7

Family carers also felt responsibility towards the Alzheimer 
Café. In one site, family carers highlighted that they continued 
attending to support the Café and keep it running, as the Café 
was an important resource for family carers and people with 
dementia. Family carers supported the Café through continued 
attendance and other contributions, such as collaborating with 
guest speakers to give talks or presenting on the Alzheimer 
Café externally: 

 Yeah, I like to like to support it as well. Yeah, you know, 
and I felt like you can't just stop because Timothy 
went into a nursing home you know that wouldn’t 
be fair. - Carer 7

 She’s giving the next talk and were going to be the 
guinea pigs in it because were using the technology, 
we’ll have a bit of fun with it. - Carer 9

 I keep coming because if these things aren't supported 
the next thing is they dwindle away and that’s it. 
People are wondering where are they gone and what 
happened? Maybe they got sick of running them and 
think that no one is making use of this service at all. 
If that happens all is gone. - Carer 8

Interestingly, this sense of ownership and responsibility towards 
the Alzheimer Café was particularly prevalent in a site where 
the Café had temporarily closed for a year due to a change 
of roles for the Café co-ordinator: 

 I love to support it while it’s in it. Like, it was off for 
a year here with changes out in the main office. I used 
to ring them on and off and see if it would start again. 
Thank god they started it up again, I hope it doesn’t 
go off again for the good of the people. - Carer 8

Atmosphere
Cultivating a warm and welcoming atmosphere is instrumen-
tal in the overall success of an Alzheimer Café. Family car-
ers strongly articulated that the Alzheimer Café was one of the 
first opportunities they had to discuss and explore dementia in 
a ‘normal’ environment.

Prior to the Alzheimer Café, some family carers felt their 
experiences of discussing dementia had been cold, unsympa-
thetic and clinical. In comparison, the Alzheimer Café fosters a 
‘warm welcoming’ environment where concerns were met with 
empathy and understanding by staff, volunteers and peers: 

 Nobody wants formal especially in a thing that everyone’s 
going through so much in their head. You know, 
they don’t need to be pressurised. - Carer 7

 It didn’t seem like a clinic, it didn’t seem like anything 
kind of scary for her, it was just a chat and everybody 
was on first name terms and that all really helped as 
well, we were all the same and it was just sharing 
tea and chat. -Carer 4

 It was such a change to go to the Café after having 
to deal with the consultants and GP who thought 
John was too young to have dementia and actually 
have somebody listen and just be so warm and 
normal. - Carer 6

Family carers reported an atmosphere of equality within the 
Café where people with dementia were treated as equals and 
their personhood supported. This was contrasted with other 
environments where people with dementia and family carers 
often felt stigmatised or disparaged: 

 They know that even no matter what state their 
loved one is going through they’ll be acknowledged, 1Pseudonyms have been used to protect the identity of the interviewees.
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helped, supported, minded and that’s great because 
that doesn’t happen in very many places. - Carer 4

 We don’t make a fuss, we just get on with life, just 
every day normal life. When we get there everyone is 
normal, and everyone is fine and it’s just nice to treat 
people as normal. - Carer 3

 Friendly and very welcoming. And for the likes of 
Timothy [has dementia] they were just lovely people 
and treated him normal you know. - Carer 7

In terms of logistics that impacted the Café atmosphere, envi-
ronmental design aspects were highlighted as important in 
developing atmosphere; notably the size of the room, chairs, 
table design, tablecloths and having teacups. Location cen-
trality and accessibility were also important considerations. It 
was also highlighted that transportation was a major issue for 
some people who may be interested in attending: 

 Make it a bit more… that everyone is kind of together, 
the coffee machine is together and everyone is 
chatting together. - Carer 3

 I would be the first person to arrive at the café 
and it was so lovely with the nice china and lovely 
people. - Carer 6

 The other bus provider would bring us to our door but 
when they lost the contract, the new crowd changed 
the rules. There’s plenty of people not on our route 
and they were coming here to things and they can’t 
anymore. You have to live either in a big village or 
a town, if you’re in between how’re you going to 
do that. - Carer 9

Activities
Family carers discussed the challenges of engaging in mean-
ingful social activities. In some cases, family carers and peo-
ple with dementia had become disengaged from activities they 
previously found enjoyable. A mixture of fear and uncertainty 
from the person with dementia, a lack of options for socialising 
and a lack of understanding in the general community reduced 
socialising opportunities for family carers and people with 
dementia to enjoy together. The Alzheimer Café model pro-
vided an activity and outing for carer and people with dementia 
to engage in together: 

 There’s very little for Alzheimer’s people to do, we’re 
very limited. - Carer 3

 ‘Come on and we’ll do something’, she’d say, ‘No 
I don’t want to’, and I know now, a lot of it was fear, 
going to things and she was withdrawing even from her 
own brothers, things like that because I knew – I know 
now that she was afraid of going places where she’d 
get too many questions about things that she knew 
she couldn’t really answer. - Carer 4

 There was a while there where Jenny [has dementia] 
never left the house for about 6 weeks or 2 months. The 
next thing then she got encouragement to go out and 
now we go to all these things. Now we leave the house 

once a day. At least. And we wouldn’t have looked 
forward to this once a month only it was helpful and 
useful, that’s the way I see it anyway. - Carer 9

The opportunity to engage in activities together outside of the 
home was important in maintaining the relationship between 
the family carer and person with dementia: 

 It was good that the two of us could go to that and it 
was just something to do really for a couple of hours 
because he didn’t do anything much really. Well he 
used to go for walks and that but towards the end he 
wouldn’t and that’s the only thing we kind of did so 
it was very good. - Carer 5

 It was a safe place to bring people who had it 
[dementia] as well. And I kind of felt with some 
families, they said, ‘This is our outing, this is where 
we can go together in a different venue and just come 
out’. The only thing I always… I’m always sorry in my 
own head that I didn’t… I hadn’t started earlier that 
I could have brought Mam. - Carer 2

One family carer spoke extensively about how the Alzheimer 
Café had been a support to him following the death of his mother 
who had had dementia. This carer had not previously attended 
the Café and was experiencing high levels of social isolation 
and uncertainty following his mother’s passing: 

 I got it very hard to go out places afterwards. At the 
time I do now. Because you have no one to go with, 
you’re on your own. - Carer 8

 They welcomed me with open arms and attended 
to me. I reckon I had a new lease of life after the 
death, I had someplace to come. Someplace to look 
forward to. - Carer 8

 And that was another great help to me because I 
had something to look forward to that was in four 
weeks’ time say that I could go to and meet people out 
like. - Carer 8

Information
Several different information outlets were highlighted as impor-
tant for family carers. A variety of channels were used to dis-
seminate information, primarily through guest speakers, other 
attendees, healthcare professionals etc. The variety of inputs 
provided a knowledge platform encompassing a wide range 
of topics associated with dementia.

Guest speakers delivered informative talks on different topic 
areas. These talks were largely well-received and of high qual-
ity. Family carers found speakers to be a particularly useful 
mechanism to develop awareness of the broader landscape of 
dementia services (legal areas, health services etc.). Psychosocial 
aspects, such as emotional well-being and self-care, were also 
of interest to carers: 

 All kinds of information, what was available, what 
help was available, I didn’t know anything about 
home help or Carer’s Allowance, any of those things, 
I didn’t know anything about it. So that was great to 
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know about all these things and there was always some 
different speaker coming to talk about them. - Carer 5

 I liked the Café because it’s a steady ship, I feel 
like I’m learning real things. And then having the 
speaker as well to introduce topics to talk about. 
People ask questions and I listen, I find that very 
good. - Carer 1

 I think that it was outstanding to set it up, outstanding 
just for the information alone. Like you could hear Dr. 
…… or anybody come and give a talk, she’s a doctor 
in the hospital. And she’s an expert in dementia and 
you can hear other people talking like chemists and 
giving advice for people in it. Everything fits into 
place and people are warned of the pitfalls coming 
in before them. - Carer 8

Peer information exchange consisted mainly of informal con-
versations among family carers. These conversations often 
developed narrative reconstructions of events or learning expe-
riences, offering guidance when dealing with sensitive situa-
tions or giving practical advice to families when navigating and 
accessing health and social care supports.

 Got to know about maybe just even practical things 
about how other people [family carers] had access 
to things through their own public health nurses 
and things like that, what approach they took, 
bearing in mind that we were all living in different 
areas and each of the health service boards work 
slightly differently. - Carer 4

 I think it's good to be there. And then somebody 
they'll say something, and you’ll think god that's 
me. You know, you can think about things differently 
you know what I mean? And you think, oh, maybe 
I should have done that, or maybe shouldn't, you 
know, but it's only when you hear people open up to 
chat. - Carer 7

The Café often provided an opportunity for people with demen-
tia and carers to meet with health and social care profession-
als. Being able to discuss a sensitive matter with a healthcare 
professional and having the opportunity to do so in private 
was important for attendees. Empathy and understanding were 
very important in these discussions: 

 I could talk to people they have a stand with 
information leaflets and people coming in talking- 
nurses, OTs [occupational therapists], doctors, 
consultants, solicitors etc. After the first Café I spent 
the 4 weeks waiting to go back, I couldn't wait to find 
out more. - Carer 6

 Families would have taken over the consultant or the 
social worker or the community nurse, and left the 
person they had come with, for them to have a private 
conversation around things, situations that were 
delicate. - Carer 2

 Yeah, there are very good, very, very professional. You 
know. Well, I didn't ask much up the meetings, but I 
was able to go and have a private meeting with her 

and Timothy, you know, if you need to know anything, 
you know. - Carer 7

Educating and raising awareness of dementia among less 
involved family members was a challenge for some carers. 
Family carers would often encourage other family members 
to attend the Alzheimer Café to learn about dementia from an 
unbiased source: 

 My brother did come a couple of times with me, he 
valued it and he felt it was well run, I think again he 
acknowledged then that you know mum was where 
she was and was beginning to see that we were 
going to have to address certain issues but before 
he didn’t want to address, there was no point in me 
saying it, he needed to hear it from somebody else, so 
that was definitely helpful. - Carer 4

Discussion
Community, atmosphere, information and activity were identi-
fied as core features of the Alzheimer Café for family carers. 
On their own and in combination, these features have the poten-
tial to produce wider impacts in family carers’ lives. These fea-
tures can help to build family carers’ capacity to manage an 
array of new social, environmental and cultural challenges asso-
ciated with dementia. While it is important that the Alzheimer 
Café is enjoyable, has useful information and is supportive, it is 
equally important these features generate sustained improve-
ments for family carers external to the Alzheimer Café, as is 
suggested by our analysis. This moves away from the preva-
lent understanding of ‘psychosocial’ as an intervention encom-
passing psychological or social components with benefits for 
immediate well-being, to viewing psychosocial as a very 
broad concept encompassing the wider context and implica-
tions of caring for a person with dementia (Innes, 2009). As 
well as addressing subjective needs, psychosocial interventions 
can create wider social change for family carers. For example, 
Alzheimer Cafés identify wider systemic challenges experi-
enced by family carers (health, social care, economic and/or 
legal matters) and give individuals tools that enable them to bet-
ter navigate these systems. Family carers also highlighted that the 
Alzheimer Café could potentially influence stigma and under-
standing of dementia in the wider community through pub-
lic engagement avenues. These effects are often lost in the 
evaluation of other psychosocial programmes given the ten-
dency to focus on immediate impacts which are quantitatively 
measurable.

Despite not having a dedicated counsellor, the Irish Alzheimer 
Cafés in this study most closely resemble the Australian Mem-
ory Lane Café model used in Victoria rather than the European 
or American model. Similar to other research (Akhtar et al., 
2017; Dow et al., 2011; Greenwood et al., 2017), family carers 
described the Alzheimer Café as a warm, welcoming environ-
ment where they could access information, enjoy various activities 
and build support networks with other family carers. In contrast 
with limited timeframe psychosocial programmes, the Alzheimer 
Café has the potential to act as a long-term sustainable informa-
tion and communication hub. Family carers also discussed the 
Alzheimer Café as a potential vehicle for wider community 
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engagement. To the knowledge of the authors, no research has 
investigated relationships or perceptions between the wider com-
munity and Alzheimer Cafés. Other initiatives such as Science 
Cafés have worked with members of the general public to iden-
tify scientific topics of interest within the wider community 
(Ahmed et al., 2014). Using informal Café methodologies, 
Science Cafés have successfully increased awareness and under-
standing of obesity, dementia, breast cancer and technology. 
Based on the current research and pre-existing research, there is 
potential for integrating public engagement elements into the 
Irish Alzheimer Café to reduce community stigma experienced 
by family carers and people with dementia. However significant 
research would be necessary to ensure that public engagement 
would not undermine the pre-existing support aims for people 
with dementia and family carers.

Family carers discussed several information avenues within the 
Alzheimer Café including guest speakers, other attendees and 
healthcare professionals. The opportunity to learn about dif-
ferent aspects of dementia from several sources and apply 
this information to navigate the broader service systems was 
important. Information from guest speakers was especially 
useful in relation to healthcare, finances, legal matters and self-
care, serving to make family carers more confident in navigat-
ing the economic and social aspects of their role. Information 
exchange between family carers centred around narrative recon-
structions of events or learning experiences, facilitating detailed 
knowledge exchange and reflective practices. Informal con-
versations better prepare family carers for meetings with for-
mal practitioners by adjusting their expectations, comparing 
experiences, and/or contextualising their situation (Carpentier & 
Grenier, 2012).

The benefits of the social network of family carers within the 
Alzheimer Café was not confined to information exchange 
purposes. Emotional support was an important feature of the 
Alzheimer Café experience. Many people report reduced social 
participation due to their role as a family carer (Nay et al., 2015). 
Prioritising the needs of the person with dementia, reduced capac-
ity for spontaneity and stigma are often key factors underlying 
this loss of social participation. In response, the Alzheimer Café 
facilitates a community compatible with caring lifestyles, offering 
reassurance and alleviating carers’ isolation. Strong emo-
tional support from professionals and peers can allow fam-
ily carers to continue in their role with greater confidence 
(Brooker et al., 2017; Gaugler et al., 2009). Despite similar 
objectives, other interventions such as befriending, have had 
limited success in building social networks among family carers 
(Charlesworth et al., 2008). This could be attributable to time 
constraints imposed on targeted interventions, developing friend-
ships is difficult within a set time period (Charlesworth et al., 
2008). In contrast, the Alzheimer Café occurs regularly over a 
long-term period facilitating meaningful connections organi-
cally over time. Our research found these friendships sometimes 
extend past the monthly meetings and become embedded in 
family carers’ overall social support system.

Alongside information and community, atmosphere was a core 
aspect of the Alzheimer Café. Prior to attending the Alzhe-
imer Café, family carers had mainly engaged with dementia in 
clinical settings. Unfortunately, many of these interactions were  
characterised by a lack of empathy and understanding which  
contributed to carers’ feelings of isolation. In contrast, the  
Alzheimer Café provided an understanding, empathetic and 
safe atmosphere where family carers could explore and develop 
supportive and empowering emotional responses to dementia. 
Another study highlighted similar benefits, reporting the Alzhe-
imer Café provided a setting where carers could normalise, adapt 
to and learn about dementia (Greenwood et al., 2017). This is an 
important consideration as processing a diagnosis contributes to 
developing family carers’ resilience and well-being (Duggleby  
et al., 2009; Donovan & Corcoran, 2010; Shim et al., 2013).

The Alzheimer Café provides a space where family carers and 
people with dementia to enjoy meaningful activities together. 
For a variety of reasons, people with dementia and family car-
ers often report they no longer engage with previous hobbies 
or interests. According to our interviewees, the Alzheimer 
Café provided opportunities for social interaction and relation-
ship building with the person they care for and other family mem-
bers, enjoying activities together outside of the home has been 
shown to foster social bonds within families and within their 
wider social networks. Previous research proposed social activi-
ties, such as ‘eating out’ (Cassolato et al., 2010), are important 
in facilitating interconnectedness, meaningful communication, 
greater feelings of intimacy and positive affect among friends 
and family networks.

Conclusion
Our research found the Alzheimer Café has direct and indi-
rect effects on the well-being of family carers. As a single-level 
intervention, the Alzheimer Café facilitates emotional explora-
tion, development and normalisation. It offers information on 
maintaining well-being and can improve family carers’ under-
standing of dementia. Through an ecological systems lens, these 
single-level effects translate into multi-level impact on fam-
ily carers’ lives, including relationship building within families, 
engaging with community supports and developing new social 
networks. The Alzheimer Café identifies challenges faced by fam-
ily carers and integrates this understanding into their social pro-
gramme. On the wider systems level, the Alzheimer Café offers 
family carers the opportunity to acquire skills through informa-
tion sharing avenues which could lead to improved navigation 
of health, social care, and legal systems.

As is evident above, a framework facilitating exploration 
of psychosocial outcomes beyond immediate consumption ben-
efits is an important tool when evaluating psychosocial inter-
ventions. This paper gives an insight into what a psychosocial 
support can be and the wider benefits it can bring to peoples’ 
lives. Given the rising popularity of psychosocial supports 
as an avenue to support family carers, it is important to give 
examples of how psychosocial supports can be mobilised to 
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have wider impact. We recommend that future evaluations of 
Alzheimer Cafés and other psychosocial programmes could 
be enhanced through use of ecological systems frameworks.

Limitations
This study was conducted in three Alzheimer Café sites in 
Ireland and therefore may not give a complete picture of 
activities in all the estimated 20 Alzheimer Cafés in Ireland. To 
remedy this, the research team has used the current findings to 
inform the development of a national survey of all Alzheimer 
Cafés in Ireland. This study, paired with the ongoing national 
survey, will give a more rounded understanding of the mecha-
nisms underlying Alzheimer Cafés in Ireland. Another limita-
tion of this study is the small number of participants interviewed. 
However, three participants in each site accounted for 20% of 
the total family carers attending an average café on any given day.

Data availability
The data in this study, consisting of interview transcripts and 
field notes, cannot be de-identified sufficiently to ensure the 

anonymity of the research participants. Consequently, this data 
cannot be made available publicly. However, if the research 
team is assured interviewees’ anonymity can be protected, 
data from the current research is available for further research 
upon reasonable request.

To access the data, please contact the corresponding author 
(a.teahan1@nuigalway.ie) or the Principal Investigator (eamon.
oshea@nuigalway.ie). Researchers will be asked to pro-
vide a short proposal on how the data will be used before 
access is granted.
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