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INTRODUCTION

This project is about the relationship between people and places. Our aim is to
empower people living with dementia to work with fellow residents to bring about
positive changes within their neighbourhood. The project is supported by a
consortium of local organisations with expertise in working with people affected by
dementia, and further benefits from a knowledge partnership with the University of
Stirling, which has an international reputation for teaching and research on dementia
and the dissemination of good practice. The project has been funded by the Life
Changes Trust and Stirling Council, with further ‘in kind’ contributions from many of
our partners including Alzheimer Scotland and the University of Stirling.

Our Connected Neighbourhoods (formerly Stirling and Forth Valley Participatory
Neighbourhoods) originated from and is informed by ‘Neighbourhoods: our people,
our places’ (N:OPOP), an international study led by the University of Stirling. The
research confirmed existing evidence that people face a ‘shrinking world’ following a
diagnosis of dementia but also highlighted their efforts to stay connected to the
communities where they live. A key recommendation from the study concerned the
need for greater support to enable people living with dementia to avoid the loss of
social connections and reduced access to important places in the local areas where
they live.

Subsequent engagement with local community groups and organisations, and with
people living with dementia during the process of bid development, helped to identify
three main project strands:

1. Digital
2. Environment leading to ‘connected neighbourhoods’
3. Arts and Inclusion

Impact and Evaluation activity is tracking and informing the progress of the project as
it develops. We are currently at the pilot phase where the team are working
collaboratively with local partners and people living with dementia to generate
learning of different approaches, tools and interventions. In other words, this is an
exploratory and experimental phase intended for lessons to be learned that is
intended to lead to a design that can be rolled out on a larger scale, thereby
collaborating with greater numbers of people with dementia and unpaid carers.

The three project strands

The Digital Strand focuses on digital technology within the context of establishing a
dementia-friendly community, including the use of digital technologies by project
participants. At an internal level, the digital strand facilitates collaboration between
project partners; will provide a vehicle for communicating project findings and
developing relationships with related groups. Our digital strand is also vital to our
‘outward facing’ relationship with the wider community via the project website.
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The Environment Strand focuses on the role of design and accessibility of the built
environment in creating connected neighbourhoods. This includes supporting
people living with dementia to share their experiences of the local environment in
order to provide them with a voice in shaping their neighbourhoods. The outcomes
from this strand will be used to develop resources (such as guidance on how to audit
different types of environment) designed to help support people living with dementia
to participate in the civic, physical, and social aspects of their local community.

The main aim of the Arts and Inclusion strand is to develop the cultural elements that
make up meaningful citizenship. We are engaging with people living with dementia in
the community and in care homes using arts-based and creative approaches.
Creative and innovative forms of expression may enable individuals to participate
and articulate their perspective who might otherwise find more traditional pathways
to communication a challenge.

The Impact and Evaluation plan is to work with the community researchers to
undertake a robust evaluation of the changes brought about over the course of this
project and to plot and gather evidence of the impact of the project on our
collaborating neighbourhood sites. This includes changes within the project as it
develops and grows, and eventual changes at a neighbourhood level. Findings are
being used to guide and adapt our approach on an on-going basis.

This interim report for the OCN project stems from the Impact and Evaluation plan. It
is an assessment at the eighteen months mark, of the learning that has occurred up
to this point and the feedback from all involved, of key themes of importance and
priorities for the future. This report helps to communicate our progress to date but
will also help inform how we develop the project from here.

AIMS

The OCN project aims to:
Help create ‘participatory neighbourhoods’ which support people living with
dementia to remain socially, physically, culturally and politically active
within their communities.

In addition, our funders have outlined the following two sets of outcomes to help
guide our work:

e Life Changes Trust outcomes for people living with dementia and unpaid
carers:
1. | have a significant say in how my dementia friendly community is run.
2. | know | have a community of support around me.
3. lam included.
4. | am safe, listened to, valued and respected.
5. I am able to do the things that matter to me.
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e Life Changes Trust outcomes for dementia friendly communities:

You are building a stronger organisation/partnership in order to better meet the
needs and aspirations of people living with dementia and unpaid carers.

1. Your project is building its capacity and that of the wider community to
better respond to the needs and aspirations of people with dementia and
unpaid carers.

2. You have informed wider public awareness and policy in relation to
dementia and unpaid carers and are seeing a positive response as a
result.

EVALUATION PROCESS

The findings presented here are based on a participatory process evaluation.
Findings were based on primarily qualitative methods. The chief questions leading
the evaluation were:

e What is the learning coming from the project to date?
e How successfully is OCN achieving its aims?

The main methods used were interviews and focus groups, supplemented by a
survey. Volunteers led much of the evaluation and were actively involved throughout
the entire process, from design, to execution and analysis. The views of partners,
volunteers and strand leaders were sought as part of the evaluation.

Interviews

A total of six one-to-one interviews were completed involving the five strand leaders
and the deputy director of OCN. These were conducted by volunteers and with
support from a member of the evaluation team. The interviews involved ten
questions, which covered reflection on one’s role in the project; what learning
occurred; reachability of the aims; impact; and future priorities.

Focus Groups

Two focus groups were conducted, one involving project partners and the other
involving the volunteers participating in the project. The partners focus group was
facilitated by two volunteers and included five voluntary participants. These included
a person living with dementia, three third sector partners, and one carer. There was
no involvement from the statutory sector (despite invitations to participate). The
guestions covered experience of project activities, learning, aims realisation, impact
and future priorities of the OCN project.

The volunteers focus group was facilitated by a project team member, Donna
Paterson, Dementia Advisor of Alzheimer Scotland a partner organization. Four
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volunteers patrticipated. Similar to the partners focus group, the questions covered
subjective experience with a focus on feelings of support in the role of volunteer,
learning, aims realisation, impact and future priorities of the OCN project. A member
of the evaluation team sat in to provide support to the facilitators.

Debriefs
Each facilitator/interviewer was debriefed at the end of the interviews as part of the
evaluation process.

Survey

A twelve-item survey was developed to capture further perspectives from
stakeholders. This was circulated among partners, volunteers, strand leaders and
participants and obtained twenty-six responses.

Participant Questionnaires (not part of the evaluation)

A patrticipant questionnaire was designed and piloted at the start of the recruitment
phase of the project. This was intended as a means of collecting baseline
information; ensuring people living with dementia and unpaid carers were informing
the development of each strand; as well as acting as a relationship-building tool.
However, despite rehearsals with the survey tool it proved too cumbersome in
practice and off-putting for participants.

ANALYSIS
One full day was allotted to the analysis of the data collected and volunteers were
invited and encouraged to take part. Using a participatory approach to group-led
analysis we
e Drew together the data from the evaluation and supporting documentation
e Identified topics and points of interest
e Focused on key themes and categories
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The group identified five main themes:
e Organisation
o How do we work?
e Communication
o0 Within the project team, with stakeholders and a wider public audience
e Inclusion
o0 Social inclusion and building relationships
e Facilitating Connections
0 Being responsive and keeping in touch
e Voice of people living with dementia
o0 Degrees of direct involvement

Fig.1
What is your role in the OCN project?

26 responses

volunteer

third sector partrer
slatutory partmer
participant
university colleague

& (30.8%)

4 (15.4%)

1(3.8%)

sirand leader 5({19.2%)
Project Lead 2 (T.7%)
Person diagnosed with dementia 1(3.8%)
Wha i 3rd sector party? 1(3.8%)
Part funder of the project 1(3.8%)
Other 1(3.8%)
0 2 4 6 g 10

Survey Findings
Figure 1. Survey respondents

We asked respondents how successfully the project was achieving its aims with a
choice ranging from ‘not at all’ (n = 1) to ‘very much’ (n = 4). The majority of
participants felt that progress was being made toward our goals but there was still
scope for improvement.
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Fig. 2
How successfully do you feel the aims of the project are being realized at
this point in time?

26 responses

15

10 11 (42.3%)
10 (38.5%)

4(15.4%)
1 {3.|3%}

1 2

A similar picture emerged in terms of how respondents judged the impact to date
upon the lives of our participants (see Fig. 3).

Fig. 3
How much do you feel the OCN project has made an impact on participants'
lives?
26 responses

15

12 (46.2%)
10 11 (42.3%)

1(3.8%) —
(7.

Regarding our efforts at engaging more excluded groups and individuals,
respondents highlighted the benefits of word-of-mouth and the use of
relaxed/informal gatherings.
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Seven key points were identified from the open-ended comments:

e Time
0 management and co-ordination
¢ Organisation
0 ‘“clear identity and message”
e Support
o help, empower, encourage
e Voice of people living with dementia
0 increase/enable engagement
e Connecting
o linking people and organisations
e Fluidity
o “offer choices”
e Engagement/Inclusion

“support meaningful engagement”

Respondents most enjoyed making new connections, meeting people with dementia,
and learning what people’s needs are. They rated connecting people, maintaining
communication and linking service providers as the most important factors of OCN.

KEY THEMES

The thematic coding that was undertaken helped to develop a nested model:

In this next section, each main theme identified during analysis is described through
a brief summary of lessons learned, bullet points of areas that were defined as
needing changes, and actions that are missing in the project. Box 1 outlines the
nested analysis while Table 1 displays a summary of the five main themes with

respective key target points.

Box1

OCN nested analysis

DATA
interviews survey focus groups
CATEGORIES
son learned main themes
THEMES
communication organization
voices inclusion
facilitating
changes
debriefs questionnaires
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OCN Evaluation Findings March 2019

THEMES LESSONS LEARNED CHANGE or MISSING

How to better coordinate and manage time? |How can connections be more structured?
ORGANIZATION -Prioritize strands and activities -Internal & external connections
-Structured support and strategic communication -More informal meetings for all groups
-Follow up to promote continuity and long term engagement
Maintaining connections Maintaining connections
COMMUNICATION -EffecFive communicgtiop -facetoface. group meetings -Effec.tive communicgtiop - facetoface, group meetings
-Consistent communication - create approaches -Consistent communication - create approaches
-Continued communication - after events/activities -Continued communication - after events/activities
“Remain fluid. evolve with needs” Keeping in touch
FACILITATING  |-Connectingstrands toeachother -Increase community involvement - safe environments
-Keeptrying to engage statutorysector -Build potential transportation. libraries. contact with councils
Direct Involvement Ask participants
"VOICE" -A_sking what is negdgd before offering s_ervice. -Longer term engagement with participants

-Discovering whatis important to participants first -Leadership by participants
-Personalization - consider contexts -ldeas to encourage involvementin project
Build relationships Social inclusion
-Establishwhat s needed first -Enable withtransportation

INCLUSION -Withfamilymembers who are firstpointof callfor help  [-AccesstoTincare homes to keepintouch
-Personalize relationships -Faith/ spiritualitystrand or activities

-Moreinvolvement for all

Organisation was the most repeated theme within the data, with communication and
facilitating tying for second most frequently emerging. Voice and inclusion arose in
similar frequency, less than the former three themes.

Organisation: how we work as a project

One of the most prominent themes in the analysis related to key learning, challenges
and suggested changes to the way we work as a project. The findings provide useful
insight for the project to reflect upon. Project structure and time organisation were
highlighted as chief areas for learning.

“(...) one of the challenges is (...) creating a structure to support people to
work more closely together, and to complement and support each other (...)”
Strand Leader interview

The logistics, such as support for volunteers and participants and the need for
regular meetings can be considered part of the structure. How to better coordinate
and manage time was also a key theme within the learning.

“(...) juggle the various activities to do with the project in light of the restriction
on time”. Strand Leader interview

“(...) we've got to be realistic about what is achievable within that allocated
time”. Strand Leader Interview

Within this, prioritising strands, activities and developing strategic communication
featured. The structure of communication was conspicuous. How to organise
internal team connections and external connections needs to be addressed for
example by differentiating methods or building monitoring tools. Follow-up (as in
maintaining relations with participants) was another frequently mentioned quality of
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organising communication. The promotion of continuity and long-term engagement
are essential in sustaining the project.

Suggestions for enhancing our work:

develop and share an organisational chart

schedule regular informal meetings for all groups

create ways to regularly engage volunteers/participants

build structure and time management of intra/inter project connections
training for all groups including strand leaders

Areas that require development:

e longer-term engagement of participants
follow up of all activities/events/communication/meetings
resources such as knowledge exchange
continuity — of relationships, activities, communication
flexibility of external services within neighbourhoods
buddy system for volunteers

Lastly, a strategy of engagement for collecting data systematically could enable the
inclusion of more evidence in future evaluations. Keeping in mind the aim for the
project to be sustainable and replicable, systematic organisation of structure, data,
and communication is central.

Communication

“(...) we [partners] are all really, really good at sharing, any little new idea or new
concept or anything, we just share it, and that’s healthy” (Third sector partner,
Partners Focus Group).

Learning about communication within the OCN project and between OCN and
externals was a prominent theme. Face-to-face meetings were considered the
preferred method of communication, and creating new connections emerged as the
most enjoyable part of participating in OCN. Maintaining connections through
communicating more effectively and consistently over time were underlined. The
challenge for the OCN ‘model’ is to find a balance between ‘doing’ and
communicating about what'’s being done.

It may be useful to note the variability of feedback between groups with regards to
communication. As the quote above shows, the partners group praised internal
communication tactics. While volunteers lauded internal exchanges up to a point,
they also recognized shortcomings especially when related to participants and
offered some useful suggestions on further development.

Suggestions for enhancing our work:

keep more consistent contact with participants

build familiarity with participants before and after first meeting

increase regular, structured communication to and amongst all involved
increase consistency of communication to and amongst all involved
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e keep people ‘in the loop’ via organized communication

Areas that require development:
e building rapport by enabling connection to OCN
¢ longitudinal maintenance of connections over time
e communication within project between strands

The findings highlight the tension between deepening our relationships with existing
participants and expanding our reach to greater numbers.

Facilitating Connections

A key positive finding from the work to date concerned how the project linked third
sector organisations to each other who joined forces both within and outwith OCN
activity. Where working had previously been fragmented, the connections facilitated
by OCN brought the third sector more closely together to share information and
become allies.

The value of fluidity (i.e. taking a responsive approach) was also underlined,
indicating that more consistent contact is beneficial to facilitate and maintain
relations:

‘I was expecting some follow up” (volunteer, Volunteers Focus Group).

The keeping in touch element, present in the previous themes, was repeated,
proving its importance in fostering relationships. The potential benefits for the NHS,
local councils and in general the statutory sector to be involved in OCN was also
recognized within the learning as essential. (An update on this can be found in the
conclusion).

Suggestions for enhancing our work:
e structure regular communication with participants
e firm up the strategy for connecting people to OCN
e consider including GP practices trained in dementia

Areas for development:
e increased community involvement
a buddy system for volunteers
keep trying for statutory sector engagement
safe and accessible services / activity locations for participants
increased transportation services for participants
accessible libraries, rather than mobile, as destinations

In sum, the data point to a desire for more robust connections between project
strands, and a commitment to evolving according to the needs of communities and
participants. The challenge this presents for OCN is to decide whether our emphasis
is on directly providing support or acting as a catalyst for enhancing the role of
existing support providers.
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Inclusion

Inclusion developed as a theme through multiple references to involvement,
enablement and engagement. Learning included building relationships before
establishing what services (strands) individuals require and tailoring strands to
neighbourhood needs. Increasing the inclusion of family/friends/network members
was also highlighted, recognising that they are sometimes the first point of call for
help by people living with dementia.

Suggestions to enhance our work:
e increase involvement for all
e try to avoid being feeling ‘out of the loop’

Areas for development:
e inclusion of council and services in events/activities/meetings
e enabling inclusion and participants continuity through transportation
e engagement of people by people — face to face
e safe local services available in neighbourhoods
e access to IT in care homes to enable inclusion
e enable inclusion to faith/spirituality activities

The findings and suggestions under this theme raise a key question for OCN of who
we prioritise in our work and how we keep our focus on them.

“Voice” of people living with dementia

Voice stands for the voice of people living with dementia and unpaid carers. This
theme could be considered a branch of the inclusion theme, yet by the end of the
data analysis process, the evaluation team felt strongly that Voice emerged as an
independent theme. This not only proves that all parties involved in providing data
understand it as a fundamental part of the project, but as a separate theme, it
constitutes the voices of families living with dementia as the foundation of OCN.
Therefore, the feedback of this theme is of special value.

The learning around this theme was firstly that it has been much harder to achieve
the inclusion of voice than expected. Participants emphasised the value of what is
important to them: to allow for direct and increased involvement in the project, and to
develop strands and services based on what participants require.

Suggestions to enhance our work:
e firm-up our approach to connecting initially with participants
e restructure/rethink questionnaire
e arrange informed gatherings for sharing

Areas for development:
¢ |ong term engagement with participants
e l|eadership/drive from people with dementia
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e promotion of IT usefulness

e methods of encouragement for all involved

e care homes grouping people with similar interests for activities
e asking the participants first

The key message from these findings is that OCN needs to concentrate on the
pathway for identifying and engaging people with dementia, and the on-going
mechanism for their involvement, if we are to achieve our primary goal of putting
participants at the heart of the project.

IDENTIFIED STRENGTHS

The evaluation team used the category ‘learning’ to indicate a positive and
constructive action of critical reflection; the consensus was to affirm the specific
strengths of the OCN project. Also, following from the emerging key themes,
highlighting and sharing what emerged as assets of the project provides a base on
which to build on future strategies of communication, organization, facilitating
inclusion and voice.

Willingness and openness to reflect upon the work completed, by all members of the
project, arose as key strengths. The project was described as a supportive
environment to try out new things and learn from those that didn’t work. In parallel,
the data offered a robust sense of appreciation for how rewarding involvement in the
project is. Additionally, the support and empathy shown by Strand Leaders and
generally displayed amongst the connections of OCN flowed from the data.

Identified strengths:

e involvement of volunteers

e rewarding — what you get back

e mapping of services

e support from strand leaders

e third sector is better connected

e personalisation of activities

e place standard tool

e empathy - non-judgemental environment
e reflexivity — willingness to reflect and learn
o flexibility — openness of team and project to evolve
e kind and constructive communication

e asking the right questions

“There’s that sense of equality round the table because [it is] the common goal that
is important.” (Third sector partner, Partners Focus Group)
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CONCLUSION

The highlighted lack of statutory involvement in the project corresponds with the
bigger picture of cuts to the statutory sector. In a context where statutory employees
may be stretched on time, thus prioritising urgencies, it may not be within the
projects’ power to influence their involvement.

Progress: Summary of main themes / lessons learned

OCN can boast success in recruiting and involving volunteers and empowering them
to shape the project, likewise with partners. Where the project can grow is with
involving people living with dementia and their families. This is a basic priority for the
project, but as the evaluation findings indicate, it now needs to be put at the forefront
of all activities. The clear challenge here will be to reach a balance between depth
(duration and frequency of contact) and the reach (i.e. numbers) of engagement.

Taking on ideas from this evaluation is a starting point, such as developing
continuous communication and organising events and activities where face-to-face
interactions can take place. A recent tea party resulted in high participation and a
perfect occasion for one-to-one exchanges in a context of promoting sociability for all
attendees. Most critical is building the processes to foster continuity and
maintenance of these relationships, such as monitoring and creating long-term
plans. Additionally, important will be providing methods such as regular personal
communication, calls or visits, to create feelings of being ‘in the loop’. A key point to
consider here is whether OCN provides this level of connection and continuity itself,
or seeks to promote opportunities through enhancing existing support and
neighbourhood resources.

Core learning from this first period of the project centres on fine-tuning the
organisational structure. For instance, time management is clearly essential in co-
ordinating actions and activities. Linked to this, regular contact and communication
can enhance a sense of involvement and inclusion. In addition, learning pointed to
the value of further engagement with the statutory sector and the necessity to
facilitate steady involvement of people living with dementia and their carers. Building
connections to the public sector at a time of receding levels of frontline support and
services is a challenge that extends beyond this project and the region where we
work. One consideration here is to look beyond health and social care to other points
of connection, such as town planning, transport systems, police and fire services as
well as commissioning and policy-making.

Achieving aims

It is important to consider the findings in relation to the project’s aim. Has OCN
helped create participatory neighbourhoods which support people living with
dementia to remain engaged in their communities?
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To this end the findings indicate increasing inclusivity of the voice of people with
dementia, which translates to boosting the number of participants and their input.
Included in all of the instruments used to collect the data, were items requesting a
subjective assessment of OCN’s achievement of the project and funders’ aims. Ata
mid-term marker, the largely positive responses acknowledge work done towards
attaining our aims, and recognition of the work ahead to pursue them.

Moving forward: Summary of missing and changes needed

The data collected has already been and will continue to be acknowledged through
the updated project strategy and subsequent revisions to the processes. It was rich
in ideas on how OCN can move forward. Mirroring the learning, the theme
‘organisation’is at the top of the list. All respondents emphasise the need for
strategic and structural organisation. Or in other words, the need to better integrate
our ways of working across the project.

The data points to building continuity and flexibility into the project’s strategy.
Equally important, perhaps secondary or consequential to organisation, is the
consistent request for increased communication, connection and involvement across
the board.

Lastly, the results of the analysis suggest that it is time to distinguish a more
cohesive way of working. If precise goals for each strand are shared, the team can
work better together. Perhaps strands can aim for less with more quality? The
OCN'’s foundation of equality and empathy has been enabled by the funder’s focus
on learning and evaluation. Building on these solid foundations, OCN can move
forward with confidence.

AKNOWLEDGMENTS

This report could not have been written without the contributions of those volunteers
who participated in the analysis day. Equally important were the volunteers that
offered to conduct interviews and lead focus groups. Therefore, we would like to
extend our sincere gratitude to all of them for the time and knowledge they devoted
to the project.

We are also grateful to our partner organisations for provision of expertise, ideas and
teamwork. Their knowledge, experience and support has been essential.

15| Page



