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ABSTRACT
Introduction Improving support for people with early to 
moderate dementia to live at home in their communities 
is a global public health goal. Community adult social 
care is not robust in many parts of the UK, however, 
with the pandemic increasing pressure on services for 
this population. Community- led interventions can play 
a key role in supporting people postdiagnosis, helping 
delay decline, but many interventions struggle to sustain 
beyond 1–2 years. Meeting Centres (MCs) are one such 
intervention, which many UK community groups find 
attractive and achievable. However, it is not understood 
how these communities can ensure they are putting in 
place strategies that will help them sustain in the longer 
term, beyond start- up phase.
Methods and analysis This realist evaluation aims to 
understand the factors affecting sustainability of MCs 
in rural areas and learn lessons from MCs that have 
sustained beyond 3 years. Data will be collected using 
mixed methods: interviews and group discussions 
with stakeholders involved at every level in three case 
study locations in England and Wales, analysed with 
Soft Systems modelling; a Discrete Choice Experiment 
exploring what people across the UK value and are willing 
to pay for MCs, analysed with regression modelling. All 
data will be synthesised using a Realist logic of analysis 
to build a theoretical model of how, why, for whom, in 
what contexts and to what extent MCs can be successfully 
implemented for the long term.
Ethics and dissemination As participants may lack 
capacity for informed consent, favourable ethical opinion 
was received from a Health Research Authority research 
ethics committee. Resulting recommendations will be of 
interest to stakeholders including those commissioning, 
planning, running, supporting or attending MCs, as well as 
policy- makers and healthcare professionals. Knowledge 
will be shared with emerging MCs to help accelerate scale 
up of this intervention.

INTRODUCTION
Supporting people living with dementia 
(and those that, in turn, care for or other-
wise support them) to live as well as possible 
in their communities, with timely psychoso-
cial support, is a global public health goal.1 

However, support following a diagnosis of 
dementia is patchy across the UK,2 with 
people and families in some areas lacking any 
formal proactive support beyond occasional 
contact with primary care and third sector. 
With an ageing population3 and increasing 
pressure on already stretched health services4 
policy has for some time pointed to the need 
to move towards a model of social care where 
more people are cared for and supported at 
home, in the community. Improving provision 
of early, postdiagnosis support, improving 

Strengths and limitations of this study

 ► A Realist approach is well suited to accommodate 
and account for the complexity of such ‘real life’ 
intervention programmes, as implemented under 
different conditions in different settings, to extract 
transferable conclusions.

 ► This study is designed to draw on and disseminate a 
wide range of knowledge and expertise from people 
with extensive first- hand experience in tackling the 
issues involved in keeping a community- led demen-
tia intervention running long term.

 ► The Meeting Centre is an intervention type that is 
rapidly growing in popularity across the UK at this 
current time, hence this research well placed to 
offer timely practical insights to help multiple new 
community- led interventions of this type become 
established and avoid common pitfalls that may 
threaten sustainability.

 ► This study is designed to gather evidence for how 
to successfully sustain a Meeting Centre for peo-
ple affected by dementia or similar community- led 
intervention in a rural UK context, not data on the 
effectiveness or otherwise of this particular inter-
vention type.

 ► This research cannot guarantee solutions to all of 
the challenges to the sustainability of a community- 
led intervention such as a Meeting Centre; instead it 
may highlight some challenges that are insurmount-
able given current approaches and policy, regarding 
health and social care systems.
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support for family/informal carers and improving support 
for integrated care (involving the voluntary and indepen-
dent sectors)—all in a more dementia- friendly commu-
nity environment—are contemporary UK Government 
priorities for dementia care.2

However, multiple prepandemic reports described a 
climate where the state of social care provision—mainly 
delivered piecemeal by private and third- sector organi-
sations—is precarious and dysfunctional’ in many parts 
of the country4 and in some areas has ‘broken down’ 
creating 'care deserts'.5 There is an associated reliance on 
informal carers (eg, family members) to step in to meet 
the needs of loved ones, but there is a growing recogni-
tion that informal carers’ own health and well- being is 
often negatively impacted by their caring activities.6 The 
detrimental health impact of social isolation and loneli-
ness is also increasingly being recognised,7 8 with survey 
data revealing 60% of people living with dementia report 
loneliness, isolation and losing touch with people in their 
lives since diagnosis, around a quarter feeling they are 
not part of their community and that people avoid them.9 
Family carers can also be subject to such loneliness and 
isolation.10

There have been various attempts to mitigate these 
challenges in communities across the UK, in the form 
of groups and activities for people with dementia and 
family/informal carers. These aim to serve a number 
of functions. However, there are significant gaps in 
social care for people affected by dementia across the 
UK.5 6 9 Care systems are unprepared for the forecasted 
doubling of the number of people living with dementia 
(1.6 million) and tripling of social care costs by 2040.11 
Scaling up provision of evidence- based community initia-
tives for people with dementia and those that support 
them is imperative.12–18 The benefits of community- 
based initiatives are now being recognised.14–18 However, 
they face a variety of challenges in sustaining long- term. 
These challenges and how to meet them are much talked 
about in the dementia care policy, rhetoric and practice 
arenas but have received very little research attention, as 
identified in the SCI- Dem review (2018–2020).19 20 This 
research also showed many community initiatives are not 
sustained beyond 1–2 years.

Meeting centres
Meeting Centres (MCs) for people affected by dementia 
are a community initiative based on a successful Dutch 
model12 13 21 that have emerged in the UK since 2015. 
MCs are distinct from day care, supporting both people 
with dementia and those that support them (eg, children, 
partners and friends) together, and connecting people to 
each other and their community. They build on Dementia 
Friendly Communities and are a step up in support 
from Dementia Cafes. At their heart is a small social 
club (15 people per day plus supporting family, friends 
and carers), based in an ordinary community building, 
close- by to where people live. They typically operate up 
to three times per week, providing people the chance to 

build friendships, peer support, understand their prob-
lems, get help and prepare for the future. Evidence- based 
postdiagnostic interventions are also provided in MCs, 
geared to the needs of members and facilitated by a small 
team of staff and volunteers trained in person- centred 
dementia care and the Adaptation- Coping Model.22 
Following substantial European research (MeetingDem: 
2014–2017).14 23–25 MCs were recommended as a social 
care intervention for those affected by dementia14 and 
found to help people, their families and communities 
build resilience for the longer term.12–15 26–32 The first MC 
in the UK opened in 2015, and there are now more than 
30 either running or with funding to open in 2022, with 
accelerated interested from communities around the UK 
since lockdown restrictions were eased in 2021.33

The focus is now turning from how to establish these 
interventions, to how to keep them going long- term, in the 
face of a challenging social care- funding climate. To date, 
early adopter MC sites have devised different strategies to 
mitigate against threats and circumstances affecting their 
successful continuation. A better understanding is needed 
of the issues MC stakeholders have faced and are likely to 
face, and what can be learnt from this to prevent ‘reinven-
tion of the wheel’ and help ensure sustainability. This is 
particularly true in rural communities where people and 
families living with dementia face increased barriers to 
being able to access support, guidance and connection.34 
No MC- focused studies have yet investigated the factors 
that are key for the sustaining MCs after the start- up stage, 
and there is little focusing on this aspect with regards to 
other community- based interventions broadly serving a 
similar function and demographic. If these kinds of inter-
ventions cannot survive long term, the gap in provision 
will remain and the situation can be expected to worsen 
significantly with the rise in numbers of people living with 
dementia needing support.

Research question and overall aim
To understand the factors affecting the sustainability 
of MCs for people affected by dementia in rural areas, 
how these can best be tackled, and what lessons can be 
gleaned for emerging MCs.

Objectives
1. To empirically test the theory developed by the SCI- 

Dem review regarding the factors involved in sustain-
ability of a community intervention for people affected 
by dementia.

2. To produce an in- depth transferable understanding 
of the key factors that may threaten the long- term de-
livery of an MC in the form of a refined Realist pro-
gramme theory.

3. To explore people’s willingness to pay for MC provi-
sion via a discrete choice experiment (DCE) with those 
who support people living with dementia, triangulated 
with the perspectives of people living with dementia.

4. From the programme theory and DCE above, to build 
a model of how best to design, implement and deliv-
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er an MC under different conditions so it has the best 
chance of sustaining long- term.

5. To develop evidence- informed guidance materials for 
those in practice and evidence- informed recommen-
dations for use at commissioning and policy level.

METHODS AND ANALYSIS
Project overview
This Realist Evaluation35 will comprise primary data 
collection from three MC research sites, that have each 
taken different approaches to serving different rural 
community settings, to investigate what works, under 
what circumstances, for whom, how and why, regarding 
configuring MCs for long- term sustainability. Data collec-
tion will comprise interviews and focus group discussions 
with participants in a range of roles relating to the MC 
under investigation, along with documentary and demo-
graphic data from each site. We will produce a case study 
model of each MC site with the aid of Soft Systems Meth-
odology (SSM).36 These models will be synthesised and 
analysed using a Realist logic of analysis35 to generate 
theoretical causal chains of how contexts (background 
circumstances) can trigger mechanisms (responses and 
processes within people and organisations) to produce 
desired or undesired outcomes. We will also conduct a 
DCE survey regarding what activities and elements of MCs 
members most value and how much they are willing to 
pay for these, which will also feed into the overall Realist 
analysis. This work will be split across five work packages. 
Figure 1 shows an overview of the study framework.

The use of systems approaches to complement Realist 
thinking is an area of growing interest with multiple 
successful examples integrating the two in recent 
years.37 38 Both Realist and Systems approaches are appro-
priate for this research as they aim primarily to deal with, 
and understand, the complexity of systems with human 

actors in real- world settings. Social care interventions 
such as MCs tend to be especially complex as they can 
involve multiple agencies and are embedded in a wider 
community setting, often with informal and imperma-
nent elements making up part of how they work. Realist 
approaches focus on explaining the causal mechanisms 
of action that underlie complex programmes or inter-
ventions, to explain why they may be successful in some 
instances but not in others.39 SSM36 describes a process of 
enquiry to uncover real- world complexity by consulting 
those involved with a programme, to build up a concep-
tual model and determine what action can be taken to 
change things. The approach is designed to tackle organ-
isational problems where the exact nature of the problem 
may not be agreed on and need investigating. Hence, the 
issue of the sustainability of an MC programme, with all 
of the factors that could involve in a complex community- 
based setting, is a good fit for a combination of realist and 
systems approaches.

Patient and public involvement
Patient and participant involvement (PPI) will be chan-
nelled through each MC research site, led by dedicated 
members of the project team including a lay coapplicant 
who is living with dementia. Prior to the start of this study, 
PPI was carried out with members of one MC and lay 
members of the UK Meeting Centre Support Programme 
(UK- MCSP) National Reference Group, which includes 
members of Dementia Engagement and Empowerment 
Project network40 and Together In Dementia Everyday 
carers’ network.41 Views were sought about the importance 
of the study, its design, focus, recruitment approaches, 
factors likely to affect participation, payment/other 
reward for PPI, dissemination, approaches to PPI in the 
study, support needs (eg, PPI training/development) and 
interest in further involvement if the study was funded. 

Figure 1 Overview of Get Real with Meeting Centres (MC) project. MCSP, Meeting Centre Support Programme.
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PPI representatives will be fully supported to input into 
data collection processes and materials, synthesis and 
interpretation of data, and the creation of recommenda-
tions and resources for dissemination, as well as channels 
of dissemination. We will also continue to work with the 
UK- MCSP National Reference Group, to provide steering 
input.

Work package 1: stakeholder group engagement and enquiry
Iterative stakeholder consultation throughout a project 
is a standard part of Realist Evaluation.42 Stakeholders 
will include patient and public representatives (whose 
involvement is covered in the section above) as well as 
stakeholder professionals with experience of commu-
nity dementia support. The latter will also be consulted 
regarding data collection processes and materials, 
synthesis and interpretation of data, creation of recom-
mendations and resources for dissemination, and chan-
nels of dissemination. This work is organised as work 
package 1 as it is central to the progress of the evaluation.

Work package 2: data gathering and MC case studies
We have identified three MCs in different rural commu-
nities that have been operational for over 3 years and that 
meet the Essential Features of Meeting Centres43: One in 
a small market town in Herefordshire (opened February 
2016; rural; deprivation rank44 around MC: 3288 of 32 844 
neighbourhoods in England); one in a larger market 
town in Worcestershire (opened September 2015; semi- 
rural; deprivation rank44: 17 429 of 32 844 neighbour-
hoods in England); One rural county in Mid Wales with 
four federated small town MCs run by the same organ-
isation (opened March 2017; rural; deprivation rank45: 
areas ranging from 284 to 1687 of 1909 neighbourhoods 
in Wales). Study sites have been selected purposefully, 
as they have been able to continue operating for at least 
2 years prior to the commencement of this study, notwith-
standing some necessary pausing or alteration of activities 
during COVID- 19 restrictions. In addition to different 
geographic and demographic factors, MCs at each site 

have taken their own individual approach to the imple-
mentation and delivery of the service.

Participants will likewise be selected purposefully 
for their role and involvement in each MC, and for the 
experience they might bring regarding issues outlined in 
the research question and objectives. The project team 
will work with MC leads to identify appropriate poten-
tial participants in each role and approach those in 
roles outside the MC itself. MC staff will approach MC 
attendees to invite them to participate in the study, help 
them to better understand the participant information 
and consent process to make an informed decision on 
taking part.

Interviews and focus groups will take place with those 
involved at every level, in the following manner per MC, 
as shown in table 1.

We anticipate 30 participants per MC. This number 
should give us a range of perspectives per type of partici-
pant, at different levels, to draw on to create SSM concep-
tual models, while also being realistic in terms of numbers 
available to take part at each MC and practically manage-
able within the scope and timeframe of the study. Inter-
views and discussions are anticipated to take between 
20 min and 1 hour and will be conducted on site at each 
MC where possible, though we anticipate a proportion 
will be conducted via virtual videoconferencing or tele-
phone due to the impact of the COVID- 19 or participant 
preference.

Interview schedules were developed and piloted with 
stakeholder input and can be found in online supple-
mental file 1. The development of these were guided 
in part by the factors involved in the sustainability of 
community- based interventions found in the SCI- Dem 
Realist Review19 20 (summarised in online supplemental 
file 2) but also a modified SSM ‘BATWOE’ structure as 
outline in table 2.

The content of interview and discussion transcripts 
pertaining to the sustainability of MCs will be extracted 
and categorised by theme (generated both deductively 

Table 1 Participants and methods of data collection

Role of participant in MC Method of data collection
No of 
participants

MC attendees (people living with dementia) Focus group and/or one- to- one interview 
(individual or supported by a partner)

6

MC attendees (people supporting someone with dementia) Focus group and/or one- to- one interview 6

MC staff and volunteers Focus group and/or one- to- one interview 6

Those involved with governance at each MC One- to- one interview 4

Health/social care/third sector professionals involved in the 
local dementia care pathway

One- to- one interview 4

Other stakeholders involved in local dementia strategy, for 
example, Dementia Friendly Communities Programme

One- to- one interview 4

Total: 30

MC, meeting centre.
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and inductively) using NVivo qualitative data analysis 
software.46 Two researchers will undertake this and inde-
pendently theme and categorise 10% of each other’s 
workload and compare and discuss any discrepancies for 
standardisation purposes. Any remaining disagreements 
will be discussed with the whole research team, as will 
the final list of data categories. Data will then be analysed 
using SSM procedures,36 applying a sequence of steps to 
the data from each MC site to build a conceptual model 
of how things work which will be returned to participants 
to review. This will act as the basis for developing a Realist 
programme theory with all data combined (see work 
package 4)

Work package 3: a DCE to measure people’s willingness to 
pay for successful MCs
Successful implementation of evidence- based services in 
health and social care depends largely on the fit of the 
services with the values and priorities of stakeholders who 
are shaping and participating in their delivery and use.47 
A flexible health economics tool for measuring choices 
in health and social care- related settings is the DCE,48 
which measures preferences from individual decision- 
makers over alternative scenarios (or service provisions). 
Each alternative is described by several attributes (or 
characteristics) and the choices made between two or 
more competing scenarios subsequently determine how 
preferences are influenced by each attribute (eg, which 
attributes are valued as well as their relative importance). 
It can also provide a measure of the overall value attached 
to different alternatives (and identify optimal service 
provision that meets stakeholder requirements and 
have the best chance of sustainability in the long term). 
When a cost attribute is included, the DCE technique can 
also allow weighing of the benefits and costs of service 
provisions and calculating: how much stakeholders 
may be willing to pay for a particular service provision 
and measure how their willingness to pay may vary from 
current provision to their preferred option. Hence a DCE 
survey will be developed to measure people’s preferences 
for what can MC provides in terms of types of activities, 
social opportunities and emotional support, as well as the 
frequency of meetings, their availability and costs.

The DCE follows steps as laid out in the standard guide-
lines.49 The attributes (characteristics) and their various 

levels will be informed by the essential features of an MC43 
and the Adaptation- Coping Model,22 as well as data from 
our three case study sites regarding the typical range of cost 
to members and days/time open or available per week. 
Qualitative data regarding what members value about 
MCs, from early work package 2 interviews, will be then 
used to validate and refine the attributes and levels. PPI 
stakeholders will be also consulted on the development of 
the presentation, wording and format of the survey. Due 
to the cognitive load involved in completing the survey, 
our target group will be people who support/care for an 
attendee who is living with dementia, reporting prefer-
ences on their behalf. Triangulation focus groups (n=3–6 
per MC site) will be conducted with people living with 
dementia at each MC to ensure the views of this popula-
tion are not excluded. The questionnaire will be distrib-
uted via staff at all UK MCs, as either an online survey 
or paper copy, depending on preference, with the aim of 
securing responses from more than 300 people.49 50 Effi-
cient experimental design techniques will be applied to 
create the DCE choice set51 and data will be modelled 
using logit techniques (NLOGIT V.6 software).

Work package 4: realist theory refinement and development of 
materials for practice
Data from all work packages, categorised and organised 
as themes, will be further analysed using the same Realist 
logic of analysis35 as the SCI- Dem Realist Review,19 20 to 
develop a Realist programme theory. This second stage 
of analysis is needed to understand causation—that is, 
how differing contexts in different MCs trigger different 
mechanisms (the hidden causal processes within people 
and organisations) to cause desired or undesired 
outcomes. This will test the programme theory produced 
during the SCI- Dem review, and act as a basis for devel-
oping recommendations and materials that explain how 
to best implement community- based interventions to 
sustain past the start- up phase, in a variety of settings. As 
it is developed, this programme theory will be presented 
back to stakeholders in each MC (see Work Package 1) for 
feedback and advice that will be used to further validate 
and refine it. We will use this understanding to develop 
(among other things) tips on best practice, what pitfalls 
to avoid and what challenges may need to be planned for, 
grounded in the experiences and models of working of 

Table 2 The elements of the SSM ‘BATWOE’ structure36 37

B Beneficiaries (who is the system aimed at helping, eg, people living with dementia and those that support them)

A Actors (people’s roles and functions in the system, for example, staff, volunteers, governors, referrers, social care 
professionals, community stakeholders)

T Transformations (ie, going from start- up MC to established MC to stable and thriving MC)

W Worldview (eg, how do things work regarding sustainability, what are the challenges and what should be done?)

O Ownerships (ie, who or what can influence or thwart success of an MC)

E Environment (ie, what are the background contextual factors that could boosts or constrain success?)

MC, meeting centre; SSM, Soft Systems Methodology.
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those involved with the three MCs at every level. Materials 
to disseminate this learning to those in practice, and at a 
commission level, will be developed in collaboration with 
stakeholders.

Work package 5: investigation of who MCs do not reach or 
benefit
In December 2021, the NIHR approved an expression of 
interest to add a further work package to the Get Real 
study. This work package will investigate who is not being 
reached by MC support and why, in the following ways: A 
comparison of demographic data regarding who attends 
each case study MC and whether they are representative 
of the population of their communities (and if there are 
any demographic groups clearly under- represented); 
additional interviews with existing stakeholders involved 
in the MC referral process specifically regarding why 
referrals might not be made or declined; identification, 
recruitment and additional interviews with dyad pairs 
(n=10) who have been made are aware of an MC but have 
decided not to attend or stopped attending, to under-
stand what happened and why. This will again feed into 
Work Package 4.

ETHICS AND DISSEMINATION
Favourable ethical opinion for the whole study was received 
from a Health Research Authority (HRA) Research Ethics 
Committee (REC) prior to starting recruitment and data 
collection. This was a requirement of the National Insti-
tute for Health and Care Research (NIHR) funders and 
in any case deemed necessary because some participants 
may lack the capacity to provide informed consent, or 
their ability to consent may change over time. Under 
the terms of the Mental Capacity Act 2005,52 people 
who lack the capacity to consent cannot be included in 
research unless the research concerns their condition. 
This research is concerned with improving the imple-
mentation and sustainability of social care interventions 
related to the condition of dementia, in order to improve 
the provision of support for the benefit of people living 
with dementia and those who support them. Favourable 
ethical opinion was given by Wales REC4 (21/WA/0185).

Consent and risk of distress
Participant information (see online supplemental file 3) 
and consent documents (see online supplemental file 
4) were developed for a range of possible participants in 
line with HRA guidance.53 It was felt important to include 
MC attendees in the research for two reasons: (1) to 
ensure the perspectives of the people MCs are designed 
for are fully and authentically represented in line with a 
‘Nothing about us, without us’ ethos; (2) to access key 
knowledge and experience, because attendees are in a 
position to offer key first- hand perspectives not directly 
available to others such as staff and governors, particu-
larly regarding the factors that can encourage or act as 
a barrier to engaging with and attending a local MC. In 

order to undertake research ethically with these partici-
pants, the research team developed sensitive and relevant 
practices of informing and negotiating consent to partic-
ipate. Figure 2 outlines the process of determining ability 
or provide informed consent:

The focus of the interviews, group discussions and 
questionnaire questions will be the MC, people’s experi-
ences and opinions of it and preferences regarding what 
it provides. This focus is not expected to include topics 
that might be overly personal, sensitive, embarrassing 
or upsetting. Nevertheless, there is a risk semistructured 
interviews and discussion may stray into personal or 
sensitive areas that participants may not be comfortable 
with. For this reason, question topics will be explained to 
participants (and their consultee if they have one) before 
and interview or group discussion. Participants will also 
be told they do not have to answer any question they are 
not comfortable with and that they can stop the interview 
or leave the discussion at any time. The researchers will 
also be on alert for any signs of distress and will pause 
proceedings if a participant shows signs of discomfort or 
upset, or of reluctance to take part, at any time before 
or during interview or group discussion. The participant 
(and their consultee if they have one) will be asked if 
they are happy to continue, would prefer to rearrange 
for another time, or withdraw altogether. If there is any 
sign of discomfort with a sensitive or personal topic that 
is not necessary to discuss, researchers will automatically 
move the conversation on to a topic that is not personal 
or sensitive. Participants who are attendees of the MC will 
undertake interviews and discussions at the MC itself, with 
trained staff on hand to help if they do become distressed 
or upset. Questions will also be framed in terms of how to 
overcome challenges for success, and what can be learnt 
to help success in the future, and piloted to ensure there 
is no suggestion that our research means a MC’s future is 
under threat or that blame for any perceived failings in 
running it is being sought, which could be upsetting for 
participants.

The DCE questionnaire will be anonymous and only 
asks for opinions and preferences, hence there are not 
anticipated to be any risks in taking part. Participant 
information explaining the nature and objectives of the 
questionnaire, and consent questions, will be presented 
as part of the questionnaire itself. We will also hold focus 
group discussions with participants living with dementia 
in our MC case study sites, on the same questions covered 
in the DCE questionnaire, to triangulate, with an iden-
tical consent process to the other interviews and group 
discussions.

Regarding COVID- 19 risks, we will only undertake 
face- to- face data collection if local and national guid-
ance allows visitors to MCs and the MC and potential 
participants feel safe to do so. This situation will be 
continually monitored. Where face- to- face data collec-
tion is not possible or agreed, we will move to online 
data collection supplemented by telephone calls where 
preferred.

 on M
ay 5, 2022 by guest. P

rotected by copyright.
http://bm

jopen.bm
j.com

/
B

M
J O

pen: first published as 10.1136/bm
jopen-2022-062697 on 2 M

ay 2022. D
ow

nloaded from
 

https://dx.doi.org/10.1136/bmjopen-2022-062697
https://dx.doi.org/10.1136/bmjopen-2022-062697
https://dx.doi.org/10.1136/bmjopen-2022-062697
http://bmjopen.bmj.com/


7Morton T, et al. BMJ Open 2022;12:e062697. doi:10.1136/bmjopen-2022-062697

Open access

Data management and confidentiality
All data gathered that may identify participants will 
be kept in password protected files and folders on the 
University of Worcester’s secure cloud- based storage, 
with unique participant identification codes used in data 
storage, known only to the research team. This includes 
interview and discussion recordings and transcripts, 
consent documentation and any personal data collected 
to maintain contact with participants. Where physical 
copies of data are necessary, they will be kept in locked 
cabinets on University premises. Face- to- face meetings 
will be recorded digitally on an encrypted recording 
device, online meetings using facilities provided by that 
online platform, with recordings transferred at the first 

opportunity and deleted once transcribed by a member 
of the research team or a trusted external transcription 
service and checked for accuracy.

Transcripts will be anonymised through the removal of 
names and other personal information. However, it should 
be noted that for the sake of analysis some information may 
be necessary to retain on a participant’s role within the system 
of each MC, or information specific to the local context, 
which may make jigsaw identification possible. Hence partic-
ipants will be alerted to this when taking consent and their 
preferences on anonymity and identification will be gath-
ered and checked before reporting. In reporting, MCs will 
not be identified specifically by name or town, but only by 
region and pertinent demographic factors.

Figure 2 Consent process flow diagram. MC, meeting centre.
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Dissemination
The UK- MCSP,54 led by the University of Worcester, has 
created a UK- wide Community of Learning and Prac-
tice comprising 300 organisations involved or inter-
ested in providing MCs in their communities, with more 
than 30 MCs now on- stream and more planned across 
the country. There is also a National Reference Group 
comprising 30 national organisations drawn from policy 
and practice. This networked community of stakeholders 
will be consulted to help co- create accessible resources 
and disseminate them according to their preferences, to 
ensure knowledge from this research is accessible to those 
involved in the day- to- day governance, management and 
running of MCs in the UK. This will also involve workshop 
activities with PPI representatives/stakeholders within 
the case study MCs. Dissemination will take place through 
these MC network channels, as well as to a wider audience 
through practitioner workshops, webinars, blogs, newslet-
ters and social media. Learning form this study will also 
be incorporated into training for emerging and existing 
MC personnel provided by the University of Worcester.

In addition to academic publications and conference 
presentations, outputs will include an accessible publication 
and website downloads for a non- academic audience that will 
detail the three case studies and overall analysis, useful for all 
in similar community settings looking for a flexible template 
that they might implement; there will also be published 
evidence- based guidelines for commissioners and providers 
of community- based interventions for people affected by 
dementia. Specifically, Worcestershire County Council will 
use knowledge from this research to support new MCs in the 
county. A publicly accessible report summary will be avail-
able on University of Worcester Association for Dementia 
Studies website55 poststudy and findings will be promoted 
widely at MCs to reach study participants via posters, presen-
tations and leaflets. A full study report will be made available 
on request.

Twitter Thomas Morton @ThomasMortonADS, Michela Tinelli @peson centred care, 
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Interview/Group Discussion Schedule 

For Meeting Centre personnel 

Note: Which questions will be asked will be tailored to whether the interviewee has a strategic 

role or an operational role, in order to keep the number of questions concise and relevant, 

appropriate and understandable. 

 

Introductions 

Introduction of research staff and explanation of purpose: 

“The purpose of this interview is to better understand how Meeting Centres have got up and 
running and how they have kept going over the past few years. We want to ask people for their 

knowledge and experience of how their Meeting Centre is run and what has made it a success, 

so that we can learn from it.  

We will use what we learn to develop user-friendly guidance and materials to best help Meeting 

Centres survive and thrive in the long-term. We will also use this information to help policy 

makers and government understand what they can do to improve this situation. Our project will 

support the growth of more Meeting Centres to support people in desperate need. Thank you 

for agreeing to assist with this.” 

• Check provision of relevant study information sheet 

• Confirm informed consent 

Clarification of role: 

• Ask for a description of the participant’s role 

• What do you do at the Meeting Centre? What are you responsible for? 

• How did you get involved with the Meeting Centre? 

• How long have you been involved with the Meeting Centre and has your role changed 

over time? 
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1: Questions about who the Meeting Centre is aimed at helping: 

• Who can become a member and who else benefits? 

• How do you assess if a Meeting Centre is appropriate for someone? 

• How do you find people? Do they come to you or do you approach them? 

• What PR is done? 

• What makes people want to come along and keeps people coming back? 

• What can put people off coming or lead people to leave? 

• Whose needs might not be met and why? 

• To what extent do people supporting other attendees (e.g. friends/family) attend themselves? 

• Do friends and family feel they also benefit? Are there challenges for them (e.g. arranging 

transport, fit with working hours)? 

• Are all attendees happy with the programme of activities? What is most enjoyed and what could 

be better? 

• How often do you reflect/consult on what is being provided and how well it meets the changing 

needs of attendees over time? 

2: Questions about people’s roles at the Meeting Centre: 

• Who is responsible for what regarding the planning and running for the Meeting Centre? 

• How many people are there in each of the different roles and is that the preferred number? 

• What is their background and how did they come to be involved/how were they recruited? 

• Have any left those roles any why? 

• What training have personnel had and how did that happen?  

• Are attendees involved in decision making? 

• Are there any external people (e.g. referrers, community stakeholders) who play a key role in 

supporting the Meeting Centre? How did they come to be involved? 

• Are there any external people (e.g. care professionals, practitioners, people who deliver a 

service) who come into the Meeting Centre? 

• Are there any challenges or points of tension in working with external people?  

3: Questions about how a Meeting Centre has developed: 

• What were the most important things to have in place when setting up? What helped or 

hindered these things? 

• What are the most important things to have in place now, and going forward? Are these the 

same things, or is the focus different now? 

• How has the Meeting Centre and its work changed over time? 

• What and links to the broader community have been developed, and how? 
 

• How did the Meeting Centre respond to the COVID-19 pandemic? How has that affected how it 

might function in the future? 
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4: Questions about how well things work. 

• What things do you think are most key to keeping a Meeting Centre going long term? 

• What are the key challenges in keeping going long term? 

• What is good or not so good about how the Meeting Centre is run and its current situation? 

• What opportunities are there for things to change?  

5: Questions about who has the power to influence the success of a Meeting 

Centre, including: 

• Whose support (person or organization) is essential to making a success of the Meeting Centre? 

• What could influence their attitudes and decisions regarding the Meeting Centre? 

• How could local or national authorities help or hinder the success of the Meeting Centre? 
 

• Who in the Meeting Centre team could the Meeting Centre not continue without? 

• How does the Meeting Centre meet its costs? What are the various sources of funding? 

• How sustainable are these sources of funding? How difficult are they to come by? 

6: Questions about the place and background circumstances around the Meeting 

Centre, including: 

• Is the venue appropriate and working well for attendees and personnel? 

• How does the local healthcare pathway fit with the Meeting Centre? Does it help, hinder or have 

no bearing on the Meeting Centre’s success?  

• How does the local/wider community view the Meeting Centre? Are there any misconceptions? 

Does it help, hinder or have no bearing on the Meeting Centre’s success? 

• How does the geography of the area (e.g. rural or urban) affect the Meeting Centre’s success?  
• How do people get to the Meeting Centre? What distance do they come from? 

• How suitable is public transport? How available is community transport? 

Interview closure 

Is there anything else you’d like to tell us that you feel we should have asked you? 

Many thanks for your time. 

(Confirm any arrangements for checking accuracy of interpretation of views). 
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Interview/Group Discussion Schedule 

For people who attend Meeting Centres 

Note: Which questions are asked will be tailored to whether the interviewee is living with 

dementia or supporting someone who is, or if people are being interviewed as a pair, to ensure 

the questions are appropriate, understandable and kept concise and relevant. Concrete 

examples of people and organizations known to the participant will be used where possible, to 

make the questions less abstract. 

 

Introductions 

Introduction of research staff and explanation of purpose: 

“The purpose of this interview is to better understand how Meeting Centres have 
got up and running and how they have kept going over the past few years. We 

want to ask people for their knowledge and experience of how their Meeting 

Centre is run and what has made it a success, so that we can learn from it.  

We will use what we learn to develop user-friendly guidance and materials to best 

help Meeting Centres survive and thrive in the long-term. We will also use this 

information to help policy makers and government understand what they can do 

to improve this situation. Our project will support the growth of more Meeting 

Centres to support people in desperate need. Thank you for agreeing to assist with 

this.” 

• Check provision of relevant study information sheet 

• Confirm who the participants are (and their relationship to each other if in 

a pair or group) 

• Confirm informed consent or consultee declaration 
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1: Questions about who the Meeting Centre is aimed at helping: 

• What do you like about attending the Meeting Centre? 

• How did you find out about the Meeting Centre? 

• What might put people off coming to the Meeting Centre or want to stop 

coming along? 

• What do you think of the activities at the Meeting Centre? 

• Is there anything that make it difficult or challenging to attend? 

• How do you feel about the cost? 

 

2: Questions about people’s roles at the Meeting Centre: 

• Do you have a role in choosing what activities take place and deciding 

things? 

• Do you have a role in helping out around the Meeting Centre? 

• How involved in the Meeting Centre is your GP, or any care workers, nurses 

or other health professionals you know? 

• Who provides transport to get there? 

 

3: Questions about how a Meeting Centre has developed: 

• How has the Meeting Centre changed over time?  

• What happened with the Meeting Centre during lockdown and how did you 

feel about it? 

 

4: Questions about how well things work: 

• What do you like most and what is not so good about the Meeting Centre? 

• What is most important to the Meeting Centre’s success, and what can get 
in the way? 
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5: Questions about who has the power to influence the success of a 

Meeting Centre: 

• Do you know if authorities like the County Council, the NHS, the 

Government or any relevant big national charities help or hinder the 

success of the Meeting Centre? 

• Do you feel like you are in control of what happens at the Meeting Centre? 

 

6: Questions about the place and background circumstances around the 

Meeting Centre: 

• Is the venue appropriate and easy to get around? 

• Do you know how your GPs, care workers etc. view the Meeting Centre? 

• Do you know how the local community views the Meeting Centre?  

• How easy is it for you to get to the Meeting Centre and what is transport 

like? 

 

Interview closure 

Is there anything else you’d like to tell us that you feel we should have 
asked you? 

Many thanks for your time. 

(Confirm any arrangements for checking accuracy of interpretation of 

views). 
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Interview/Group Discussion Schedule 

For external partners & stakeholders to Meeting Centres 

Note: Which questions will be asked will be tailored to suit the relationship the external 

interviewee has with the Meeting Centre – e.g. whether a direct referrer or someone otherwise 

involved with the local dementia care pathway – to keep the number of questions concise and 

relevant, appropriate and understandable. 

 

 

Introductions 

Introduction of research staff and explanation of purpose: 

“The purpose of this interview is to better understand how Meeting Centres have got up and 
running and how they have kept going over the past few years. We want to ask people for their 

knowledge and experience of how their Meeting Centre is run and what has made it a success, 

so that we can learn from it.  

We will use what we learn to develop user-friendly guidance and materials to best help Meeting 

Centres survive and thrive in the long-term. We will also use this information to help policy 

makers and government understand what they can do to improve this situation. Our project will 

support the growth of more Meeting Centres to support people in desperate need. Thank you 

for agreeing to assist with this.” 

• Check provision of relevant study information sheet 

• Confirm informed consent 

• Ask for a description of the participant’s role and involvement with the Meeting Centre 
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1: Questions about who the Meeting Centre is aimed at helping: 

• What is your understanding of who can become a member and who else benefits? 

• Do you have access to Meeting Centre advertising/info materials? Are they effective? 

• How does the Meeting Centre reach the right people? 

• If you are involved in referring, how do you assess if a Meeting Centre is appropriate for 

someone? What level of consultation is carried out with people and families? 

• What factors do you think most make Meeting Centres attractive to people? What do people 

value most? 

• What could put people off going to a Meeting Centre? 

• To what extent do you think the Meeting Centre meets people’s needs? 

• What are the main benefits or challenges for the people supporting attendees (such as family 

carers)? 

 

2: Questions about people’s roles at the Meeting Centre: 

• What role do you see yourself as playing in the Meeting Centre and how it functions? 

• How did you get involved? Has your involvement changed over time? 

• How important is the Meeting Centre, or initiatives like it, to your work? 

• How important do you think your support is to the Meeting Centre? 

• Who else (people or organizations) play a role in supporting the Meeting Centre? What do they 

do and how did they come to be involved? 

• Are there any challenges or points of tension in working with the Meeting Centre?  

 

3: Questions about how a Meeting Centre has developed: 

• What was most important in helping or hindering the setting up of the Meeting Centre? 

• What are the most important things to have in place now, and going forward? Are these the 

same things, or is the focus different now? 

• How has the Meeting Centre and its work changed over time? 

• Did you continue to have involvement with the Meeting Centre during lockdown? If so, how? 

• How has the pandemic impacted upon the Meeting Centre, now and going forward? 

 

4: Questions about how well things work. 

• What do you think is most key to keeping a Meeting Centre going long term? What are the main 

challenges? 

• What is good about how the Meeting Centre is run and its current situation? 
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• What is not so good about how the Meeting Centre is run and its current situation? 

• What opportunities are there for things to change – what should be done and what can be 

done? 

 

5: Questions about who has the power to influence the success of a Meeting 

Centre, including: 

• Whose support (person or organization) is essential to making a success of the Meeting Centre? 

• Does anyone (person or organization) have the power to stop the Meeting Centre from being 

able to run? 

• What could influence their attitudes and decisions regarding the Meeting Centre? 

• How could local authorities help or hinder the success of the Meeting Centre? How could 

national authorities help? 

• Who in the Meeting Centre team could the Meeting Centre not continue without? 

 

6: Questions about the place and background circumstances around the Meeting 

Centre, including: 

• Do you know if the venue is appropriate and working well for everyone? 

• How does the local healthcare pathway fit with the Meeting Centre? Does it help, hinder or have 

no bearing on the Meeting Centre’s success? How could things be done differently? 

• How does the local/wider community view the Meeting Centre? Does it help, hinder or have no 

bearing on the Meeting Centre’s success? 

• How does the geography of the area (e.g. rural or urban) affect the Meeting Centre’s success?  
• How do people get to the Meeting Centre? What distance do they come from? 

• How suitable is public transport? How available is community transport? 

 

Interview closure 

Is there anything else you’d like to tell us that you feel we should have asked you? 

Many thanks for your time. 

(Confirm any arrangements for checking accuracy of interpretation of views). 
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Information Sheet for people involved in Meeting Centres 
 

 

Research Study Title - Get Real with Meeting Centres: A Realist Evaluation 

You have received this information sheet because we would like you to take part in our 

research study. The following information explains what the research study is and what it 

would mean for you if you decide to be involved. Please take time to read over it and discuss 

the information with other people before you make your decision.   

What is the purpose of the study? 

This study will look at how three Meeting Centres have got up and running and how they have 

kept going over the past few years. One of these is the Meeting Centre that you have 

involvement with. Many more Meeting Centres are now starting, so it is important we learn 

more about what has helped to make Meeting Centres successful. We have developed this 

study so that we can learn from it and develop tips and guidance for others. We will take all the 

information people tell us and map out how each Meeting Centre works, how it has worked 

over the past few years, and how best to plan for the future, going forward. 

Why am I being asked to take part? 

We are asking you to take part as you have direct experience of being involved in a Meeting 

Centre. We want to ask people for their knowledge and experience of how their Meeting 

Centre is run and what has made it a success.  

Do I have to take part? 

No, you do not have to take part in the study if you do not want to. You will be given a week to 

decide. If you decide against it, it will have no impact on your involvement with your Meeting 

Centre. You can change your mind about being involved in the study at any time and without 

giving a reason. Information about people who have not consented to be involved will not be 

recorded as part of the study. You also have the right to withdraw your data after participation, 

in which case it will be destroyed on request.  
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If you decide that you would like to take part in this research study, you will first be asked to 

sign a consent form and then we will arrange with you the next steps of taking part.  

What will happen if I wish to take part?  

You will have the opportunity to be involved in informal interviews and group discussions over 

the coming months. You can make the decision on how much involvement you would like to 

have and which aspects you would like to get involved with.  

The research study and COVID 

We hope to be able to hold interviews and group discussions in person, but this is dependent 

on the COVID-19 restrictions. We are hopeful that in the near future it will be safe for us to visit 

each Meeting Centre. If so, we will abide by all current local and national guidance on what is 

safe to do when visiting. If this is not possible, then we will carry out our interviews and 

discussion groups by online meetings (such as via Zoom) or by telephone and email.  

Even if we can attend Meeting Centres, you can let us know whether you would like to be 

involved face-to-face or via an online method such as Zoom.  

Will my involvement be kept confidential?  

We keep the specific feedback in individual interviews confidential, but we will state our 

general findings in our final report. However, if something is disclosed during interviews or 

discussions that could impact upon the safety of yourself or others, confidentially may be 

breached if necessary to ensure safeguarding. Any feedback that we get from you will be 

checked for accuracy and anonymised through the removal of people’s names and other 

personal information.  When we write up our findings, we will use quotes from people we have 

spoken with. You will be asked your preferences on whether or not you would like your name 

to be referenced by the quote. When the results of the study are presented, we will not use the 

name of the Meeting Centres involved in the study but will refer to them by region.  
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What are the possible disadvantages to taking part?  

There are no obvious disadvantages to you taking part in the research. We are interested to 

hear your feedback.  

What are the possible benefits of taking part?  

By taking part in this study you will be providing valuable information that we can learn from, to 

help other Meeting Centres to be a success. You get to share your opinions on Meeting Centres, 

what you think of them and how they might improve to help those who attend them. You may 

also help your own Meeting Centre, by helping us to understand how it works and what else we 

can do to help it in the future. 

We hope that you will find taking part in interviews and discussions with us interesting and 

enjoyable.  

What will happen to the results of the study? 

The results will give us the information to make recommendations to other Meeting Centres 

across the UK. The results of the study will be written up in a final report and shared with the 

National Institute of Health Research, who are funding the study. The results will also be used 

to write articles, reports or include in presentations. We will make sure our results are made 

available to share with you once the study is complete.  

Who is organising or funding the study? 

This study is being led by the Association for Dementia Studies at the University of Worcester. It 

is funded by the National Institute for Health Research (NIHR) 

Who has reviewed the study? 

This research study has been reviewed and approved by XXX. A research ethics committee is a 

group of people who review research studies to ensure they protect the dignity, rights, safety 

and well-being of research participants and researchers. 
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For any further information please contact: 

 

Shirley Evans – PI  

s.evans@worc.ac.uk  

Association for Dementia Studies 

University of Worcester 

Henwick Grove, Worcester, WR2 6AJ 

 

Thomas Morton – Research Associate  

t.morton@worc.ac.uk  

Association for Dementia Studies 

University of Worcester 

Henwick Grove, Worcester, WR2 6AJ 

 

 

 

Thank you for taking time to read this information sheet. 
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Information Sheet (short version) 
The Get Real with Meeting Centres Study 

 

 

 

 

 

 

 

       The Researchers: 

Thomas (left) and Faith (Right) 

 

What we are doing 

 

We are doing a research study at the Meeting Centre that you go to because we 

want to find out more about Meeting Centres and what makes them successful.  

Meeting Centres are really popular and there are lots of new ones that are being 

set up. We hope that we can find out how to make them the best that they can 

be.  

 

We would like you to talk to us about the Meeting Centre that you go to and your 

feelings about it.  

 

How you can take part 

 

Tell someone at your Meeting Centre if you would like to take part. You will be 

invited to take part in things like group discussions and one-to-one 

conversations, to talk to us about the Meeting Centre you go to.   
 

 

 

 

 

 

 

 

 

 

Group Discussions One-to-one 
Conversations 
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What will happen next?  
 

We will ask you to sign a consent form saying that you want to take part. We will 

then arrange the next steps, like when you would like to talk with us and how.  

 

Will my information be confidential?  
 

The information you tell us will be checked for accuracy and anonymised by 

removing anyone’s names and any other personal information. If we quote 
something you have said, we will ask you if you wish for your name to be used 

before we share it with anyone. Confidentiality will only be broken if there is a 

danger to the safety of yourself or someone else.  

 

The Meeting Centre you go to will not be named in any reports, but we will 

describe it by the region it is located in. 

 

What if I have a concern?  
 

If you have any worries or questions please talk to us or someone else that you 

feel comfortable with. We are happy to arrange a time to come and talk with you 

and answer any questions. For more info, contact: 

 

Thomas Morton 

University of Worcester, Henwick Grove, Worcester, WR2 6AJ 

Tel: 01905 542326   Email: t.morton@worc.ac.uk 

 

Please remember:  
 

You do not have to take part in this research study. It is your decision if you want 

to stop taking part in the research at any point and you do not have to give a 

reason why. If you do not decide to take part but then change your mind, that is 

fine as well. You can join in when you wish.  

 

Whatever you decide, it will not affect your involvement with the Meeting Centre 

you go to.  

 

This research has been approved by XXX 

 

Thank you for taking time to read this information sheet. 
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Information Sheet for external partners working with and supporting  

Meeting Centres 

External partners may include health, social care and third sector professionals, community-

based partners and those involved with the local dementia pathway/DFC 

Research Study Title - Get Real with Meeting Centres: A Realist Evaluation 

You have received this information sheet because we would like you to take part in our 

research study. The following information explains what the research study is and what it 

would mean for you if you decide to get involved. Please take time to read over it and discuss 

the information.  

What is the purpose of the study? 

This study will look at how three Meeting Centres have got up and running and how they have 

kept going over the past few years. One of these is the Meeting Centre that you work with/ 

support. Many more Meeting Centres are now starting, so it is important we learn more about 

what has helped to make Meeting Centres successful. We have developed this study so that we 

can learn from it and develop tips and guidance for others. We will take all the information 

people tell us and map out how each Meeting Centre works, how it has worked over the past 

few years, and how best to plan for the future, going forward. 

Why am I being asked to take part? 

We are asking you to take part as you have direct experience of working with/supporting a 

Meeting Centre. We want to ask people for their knowledge and experience of how they think 

the Meeting Centre is run and what has made it a success.  

Do I have to take part? 

No, you do not have to take part in the study. You will be given a week to decide. If you decide 

against it, it will have no impact on your relationship with the Meeting Centre you currently 

work with/support. You can change your mind at any time and without giving a reason. 
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Information about people who have not consented to be involved will not be recorded as part 

of the study. You also have the right to withdraw your data after participation by which it will 

be destroyed on request.  

If you decide that you would like to take part in this research study, you will first be asked to 

sign a consent form. We will then discuss with you the next steps of taking part.  

What will happen if I wish to take part?  

You will have the opportunity to be involved in informal interviews and group discussions over 

the coming months. You can make the decision on how much involvement you would like to 

have and which aspects you would like to get involved with.  

The research study and COVID 

We hope to be able to hold interviews and group discussions in person, but this is dependent 

on the COVID-19 restrictions. We are hopeful that in the near future it will be safe for us to visit 

each Meeting Centre. If so, we will abide by all current local and national guidance on what is 

safe to do when visiting. If this is not possible, then we will carry out our interviews and 

discussion group by online meetings (such as via Zoom) or by telephone and email.  

Even if we can attend Meeting Centres, you can let us know whether you would like to be 

involved face-to-face or via an online method such as Zoom.  

Will my involvement be kept confidential?  

We keep the specific feedback in individual interviews confidential, but we will state our 

general findings in our final report. However, if something is disclosed during interviews or 

discussions that could impact upon the safety of yourself or others, confidentially may be 

breached if necessary to ensure safeguarding. Any feedback that we get from you will be 

checked for accuracy and anonymised through the removal of people’s names and other 

personal information.  When we write up our findings, we will use quotes from people we have 

spoken with. You will be asked your preferences on whether or not you would like your name 
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to be referenced by the quote. When the results of the study are presented, we will not use the 

name of the Meeting Centres involved in the study but will refer to them by region.   

What are the possible disadvantages to taking part?  

There are no obvious disadvantages to you taking part in the research. We are interested to 

hear your feedback.  

What are the possible benefits of taking part?  

By taking part in this study you will be providing valuable information that we can learn from to 

help other Meeting Centres to be a success. You get to share your opinions on Meeting Centres, 

what you think of them and how they might improve to help those who attend them. You may 

also help the Meeting Centre you work with/support, by helping us to understand how it works 

and what else we can do to help it in the future. 

What will happen to the results of the study? 

The results will give us the information to make recommendations to other Meeting Centres 

across the UK. They will be written up in a final report and shared with the National Institute of 

Health Research, who are funding the study. The results will also be used to write articles, 

reports or be included in presentations. We will make sure our results are made available to 

share with you once the study is complete.  

Who is organising or funding the study? 

This study is being led by the Association for Dementia Studies at the University of Worcester. It 

is funded by the National Institute for Health Research (NIHR) 

Who has reviewed the study? 

This research study has been reviewed and approved by XXX. A research ethics committee is a 

group of people who review research studies to ensure they protect the dignity, rights, safety 

and well-being of research participants and researchers. 
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For any further information please contact: 

 

Shirley Evans – PI  

s.evans@worc.ac.uk  

Association for Dementia Studies 

University of Worcester 

Henwick Grove, Worcester, WR2 6AJ 

 

Thomas Morton – Research Associate  

t.morton@worc.ac.uk  

Association for Dementia Studies 

University of Worcester 

Henwick Grove, Worcester, WR2 6AJ 

 

 

 

 

 

 

Thank you for taking time to read this information sheet. 
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Information Sheet for Personal Consultees 
 

A personal consultee is someone who advises on the preferences and past wishes of a person 

who is no longer able to give informed consent. 

Research Study Title - Get Real with Meeting Centres: A Realist Evaluation 

You have received this information sheet because we are inviting your relative/friend/the 

person you represent to take part in our research study. The following information explains 

what the research study is and what it would mean for the person you are acting as a personal 

consultee on behalf of to get involved. Please take time to read over it and discuss the 

information with other people before you make your decision.   

What is the purpose of the study? 

This study will look at how three Meeting Centres have got up and running and how they have 

kept going over the past few years. One of these is the Meeting Centre that your relative/friend 

/the person you represent goes to. Many more Meeting Centres are now starting, so it is 

important we learn more about what has helped to make Meeting Centres successful. We have 

developed this study so that we can learn from it and develop tips and guidance for others. We 

will take all the information people tell us and map out how each Meeting Centre works, how it 

has worked over the past few years, and how best to plan for the future, going forward. 

Why am I being asked about this study? 

We would like to involve your relative/friend/the person you represent in this study. Due to the 

fact that your relative/friend/the person you represent may be unable to decide for him/ 

herself, we are asking you to inform us on their behalf. We are asking them to take part as they 

have direct experience of going to a Meeting Centre. We want to ask people for their 

knowledge and experience of how they think the Meeting Centre is run and what has made it a 

success.  
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Does my relative/friend/the person I represent have to take part? 

No. We are asking for your advice about whether they might object to taking part. You will be 

given a week to decide. They do not have to take part and their experience of going to their 

Meeting Centre will not change if they do not take part. 

You may want to think about whether they have expressed an interest in taking part in research 

before. If you think they would not object to taking part, then please complete the Consultee 

Declaration Form and return it to the researchers (or a member of Meeting Centre staff to pass 

on to them).  

If you feel that the person would not like to take part, it will have no impact on yours or their 

relationship with the Meeting Centre that they currently go to. You can change your mind at 

any time, without giving a reason. Information about people who have not consented to be 

involved will not be recorded as part of the study. You also have the right to withdraw your 

data after participation, in which case it will be destroyed on request.  

If you think your relative/friend/the person you represent would like to take part in this 

research, we will arrange the next steps of taking part with both of you.  

What will happen if I advise they would wish to take part?  

If you say yes to your relative/friend/the person you represent taking part the following things 

will happen:  

1. After reading this information sheet, you will need to complete a consultee declaration 

form as the person’s consultee. 

2. A member of the research team will then explain the study to you and your relative/ 

friend/the person you represent and invite them to take part in participating in an 

informal interview or a group discussion around the Meeting Centre that they go to.  

3. You and your relative/friend/the person you represent can make the decision on how 

much involvement they would like to have and which aspects they would like to get 

involved with. 
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4. The researcher will take some notes of your relative/friend/the person you represent’s 

feedback.  

5. The research team will then look at this feedback and integrate it into their findings.   

 

The research study and COVID 

We hope to be able to hold interviews and group discussions in person, but this is dependent 

on the COVID-19 restrictions. We are hopeful that in the near future it will be safe for us to visit 

each Meeting Centre. If so, we will abide by all current local and national guidance on what is 

safe to do when visiting. If this is not possible, then we will carry out our interviews and 

discussion group by online meetings (such as via Zoom) or by telephone and email. 

Even if we can attend Meeting Centres, you can let us know whether you would like to be 

involved face-to-face or via an online method such as Zoom.  

Will the involvement of the person I represent be kept confidential?  

We keep the specific feedback in individual interviews confidential, but we will state our 

general findings in our final report. However, if something is disclosed during interviews or 

discussions that could impact upon the safety of your relative/friend/the person you represent 

or others, confidentially may be breached if necessary to ensure safeguarding. Any feedback 

that we get from you will be checked for accuracy and anonymised through the removal of 

people’s names and other personal information.  When we write up our findings, we will use 

quotes from people we have spoken with, but these will be attributed to a pseudonym to retain 

anonymity in the case of people who are unable to give informed consent. When the results of 

the study are presented, we will not use the name of the Meeting Centres involved in the study 

but will refer to them by region.   

What are the possible disadvantages to taking part?  

There are no obvious disadvantages to your relative/friend/the person you represent taking 

part in the research. We are interested to hear their feedback.  
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What are the possible benefits of taking part?  

By taking part in this study you will be providing valuable information that we can learn from to 

help other Meeting Centres to be a success. Your relative/friend/the person you represent will 

be able to have their say on Meeting Centres, what they think of them and how they might 

improve to help those who attend them. By being involved, they may also help the Meeting 

Centre that they go to by helping us to understand how it works and what else we can do to 

help it in the future. 

What will happen to the results of the study? 

The results will give us the information to make recommendations to other Meeting Centres 

across the UK. The results of the study will be written up in a final report and shared with the 

National Institute of Health Research, who are funding the study. The results will also be used 

to write articles, reports or be included in presentations. We will make sure our results are 

made available to share with you once the study is complete.  

Who is organising or funding the study? 

This study is being led by the Association for Dementia Studies at the University of Worcester. It 

is funded by the National Institute for Health Research (NIHR) 

Who has reviewed the study? 

This research study has been reviewed and approved by XXX. A research ethics committee is a 

group of people who review research studies to ensure they protect the dignity, rights, safety 

and well-being of research participants and researchers. 
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For any further information please contact: 

 

Shirley Evans – PI  

s.evans@worc.ac.uk  

Association for Dementia Studies 

University of Worcester 

Henwick Grove, Worcester, WR2 6AJ 

 

Thomas Morton – Research Associate  

t.morton@worc.ac.uk  

Association for Dementia Studies 

University of Worcester 

Henwick Grove, Worcester, WR2 6AJ 

 

 

 

 

 

 

Thank you for taking time to read this information sheet. 
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Consent Form v0.4 – Get Real Study 09/06/2021 

 

IRAS ID: 294636 

Centre Number:  

Study Number: 

Participant Identification Number:  

 

 

Research Study Consent Form 

 

Title of Project: Get Real with Meeting Centres: A Realist Evaluation 

Name of Researcher: 

 

Please initial box  

1. I confirm that I have read the information sheet dated 09/06/21 (version 0.4) for 

 the above study. I have had the opportunity to consider the information, ask 

 questions and have had these answered satisfactorily. 

 

2. I understand that my participation is voluntary and that I am free to withdraw at 

 any time without giving any reason, without my involvement in the Meeting 

Centre or legal rights being affected. 

 

3. I understand that the information collected about me will be used to support other 

 research in the future and may be shared anonymously with other researchers. 

 

4. I understand that an audio recording may be made of interviews and/or 

 discussions that I take part in as part of this research, and do not object to this.  

 

5. I understand that quotes from what I say in my interviews and/or discussions may 

 be used when the findings of this study are written up. 

With regards to the above, please tick one of the below: 

I would like my name to be changed on any quotes used from me.  

I am happy my name to be used on any quotes from me. 

 

Please turn over… 
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6. I agree to take part in the above study. 

 

7. I know who to contact if I have any concerns about this research. 

 

 

 

Name of participant:              Date:    Signature: 

 
                          

 

 
 
Name of person taking consent:  Date:    Signature: 
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IRAS ID: 294636  

Centre Number: 

Study Number: 

Participant Identification Number for this study: 

 

Consultee Declaration Form  

Title of Project: Get Real with Meeting Centres: A Realist Evaluation 

Name of Researcher: 

Please initial box 

1. I ……………………..…..  have been consulted about …………….……….……’s  

 participation in this research project. I have had the opportunity to ask questions 

 about the study and understand what is involved. 

 

2. I understand that I do not have to act as consultee and I can change my mind at 

 any time. 

 

3. In my opinion he/she would have no objection to taking part in the above study. 

 

4. I understand I can request he/she is withdrawn from the study at any time,  

 without giving a reason and without his/her involvement in the Meeting Centre 

 being affected. 

 

5. I understand that the information collected about him/her will be used to support 

other research in the future, and may be shared anonymously with other 

researchers. 

 

6. I understand that an audio recording may be made of interviews and/or 

     discussions that he/she takes part in as part of this research, and in my opinion 

     he/she would not object to this.  

 

7. I understand that quotes from what he/she says in interviews and/or discussions 

may be used when the findings of this study are written up, with names changed to 

preserve anonymity, and in my opinion he/she would not object to this.  

Please turn over… 
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8. I know who to contact if I have any concerns about this research. 

 

 

Name of Consultee:   Date:    Signature: 

             

Relationship to participant: 

                          

 

Person undertaking consultation: 

Name Date Signature 

              

 

 

 

 

 

To be completed by researcher prior to seeking consultee declaration (tick one),  

1. Potential participant showed signs of a positive or interested attitude when going 

through the participant information 

2. Potential participant showed signs of a negative or anxious attitude toward the research 

or taking part in it when going through the information 
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