Compiled pre-publication results reporting from Get Real with Meeting
Centres work packages 2-5
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Work Package 2

We spoke to a total of 77 people across three Meeting Centre case study sites in qualitative
interviews and focus group discussions: 27 at the Herefordshire site, 21 at the Worcestershire site
and 29 at the Powys MCs. The range of interviewees (attendees, family carers, staff, volunteers,
trustees and external collaborators) was as planned, except at the Worcestershire MC where we did
not manage to interview any family carers due to a lack of engagement of carers at this site during
the data collection period, which was a notable finding in itself (see below). Table 1 shows the

number of participants spoken to in each role.
Table 1 Number and role of participants in interviews and focus groups (Total n=77)

Role in relation to MC No. interviewed No. taking part in

focus groups

Attendees/Non-attendees living with dementia 14 4
Attendees/Non attendees supporting someone with 6 7
dementia

MC staff & volunteers 16 1
MC trustees & governance 11 1
Professionals & other stakeholders external to MC 16 1

Interview and focus group discussions lasted between approximately 10 minutes and approximately

75 minutes, with the majority taking between 30 minutes and an hour. The content of the transcripts



of these was organised under 20 identified themes from which a total of 94 CMOCs were developed,

grouped under 7 broad, overlapping themes:

1. Referrals and pathway

2. Reaching people and membership

3. Carer engagement and benefit

4. Venue and location

5. External relationships and collaboration
6. Internal relationships and practices

7. Finances and funding

CMOCs pertaining to Referrals and the dementia care pathway

Links and CMOC 1: If the referral pathway lacks clarity and consistency then people may
awareness in | not attend an MC because they do not receive clear, timely and adequate
the health signposting and/or support.

and social CMOC 2: If the dementia care pathway is complex with lots of different services
care system and changing staff, then professionals within it may not refer to an MC as they
may not hear about them or know if, how and when to refer (e.g. GPs)

CMOC 3: If the ethos and target population of an MC is clear and well publicised
across health and social care services then professionals are more likely to
signpost as they will understand the purpose and potential benefits to the right
people

CMOC 4: If health and social care professionals and services can be helped to
understand the benefits MCs can offer both to their service and their service
users then they may become invested in referring to and supporting the MC as
they will value it.

CMOC5: If an MC is overseen by a wider, umbrella organisation, then they can
help get people in as they will have more resources and ways of interacting both
with health and social care services and people affected by dementia.

CMOC 6: If there is a linking service aware of MCs then MCs are more likely to
get appropriate referrals as they are specifically focussed on and motivated to
know about and fully understand what services like MCs are out there.

Diagnosis CMOC 7: If people experience stigma, denial or lack of awareness about

issues dementia then they may not seek a diagnosis nor attend an MC because they do
not identify, or wish to be associated with dementia, or are unaware of the need
for/existence of MCs.

CMOC 8: If a person with dementia relies on driving to get about then they may
not attend an MC because they are concerned that engaging with health, social
care or support services regarding their condition may lead to losing their
licence.

CMOC 9: If a person lives in an isolated rural area then they may not be engaged
with the healthcare pathway because accessing health services is difficult and
not seen as essential unless urgent.




CMOC 10: If a person with dementia does not have a diagnosis then they may
not attend an MC because they may not have sought support in order to be
aware of it, or if they are aware, may think it is not open to them.

CMOC 11: If people do not get diagnosed until at a more advanced stage, then
they may not come to an MC as their needs will be beyond what can be met
there.

Alternative
support
beyond MCs

CMOC 12: If there is a lack of local provision for those with more advanced
dementia to move on to then an older/more advanced dementia membership
profile is more likely in the MC because staff will not want to stop supporting
members who are no longer supposed to be appropriate for MC membership.

CMOC 13: If there is a lack of local provision for those with more advanced
dementia to move on to then members will not want to stop attending an MC
though it struggles to meet their needs, because they will not have confidence
they will find equivalent support elsewhere.

CMOCs pertaining to Reaching people and membership

Promotion

CMOC 14: If MCs are not promoted widely with broadly inclusive and
appealing materials then people may not attend because they find the
promotional material off-putting or don’t see it.

CMOC 15: If MCs promote themselves via online media/social media that
potential members or those supporting them use, then more people may be
reached and access MCs because they will be able to discover and access
information about MCs easily.

CMOC 16: If a well-functioning MC has links/presence in the local community
then they are more likely to attract members and funding because people will
be recommend it through word of mouth.

CMOC 17: If an MC has someone dedicated to public engagement and
recruiting then they are more likely to recruit appropriate members as that
person will have the time and motivation to reach the right people.

Appropriateness
and access

CMOC 18: If an MC has an older/more advanced dementia membership profile
then younger persons/those experiencing milder symptoms may not attend
because they feel the MC is not for them and may not what to see what is in
their future.

CMOC 19: If a person is early in their dementia journey active and independent
then they may not want to attend because they don’t see the MC offer as
relevant to them and their needs yet.

CMOC 20: If people are not familiar with attending groups/community support
then they may not attend an MC because they do not see it as being for them.

CMOC 21: If a person is recently diagnosed with dementia then they may need
time to adjust to and accept their diagnosis before being referred to an MC
because diagnosis can be difficult to come to terms with.

CMOC 22: If the transition into MC membership is supported or taster sessions
are offered then people may be more likely to want to go/return to an MC
because they will find it less daunting, less pressure and easier to adapt to the
new setting/people.

CMOC 23: If an MC only offers membership to people with a formal diagnosis
then fewer people will come because many people living with dementia
remain undiagnosed whether through delays or previous lack of engagement
with healthcare services.




CMOC 24: If MCs are not run and/or clearly promoted as intended or the MC
offer is not understood then people may not attend or be referred because
there is confusion or uncertainty about who the MC is for or what it offers or
the MC offer does not appeal to/meet the needs of the people it is intended
for.

CMOC 25: If MC provision is not at the frequency people want then members
may not attend as they will feel the support is not sufficient so not worthwhile
or too demanding on their time.

CMOC 26: If the costs involved in attending and accessing an MC (including
transport) are high and value for money is not clear, then potential members
may not attend because they are unable or unwilling to pay the involved costs.

CMOC 27: If MCs support people to source and access funds to meet the costs
involved in attendance where eligible then more people might be able to
attend the MC because they can afford to.

CMOC 28: If an MC does not maintain a diverse and inclusive membership
profile then potential members may be deterred because they do not identify
with the social group.

CMOC 29: If a person living with dementia or their carer has challenges
communicating in the language the MC uses, then they may not attend
because of the language barrier.

Social appeal,
belonging and
safety

CMOC 30: If an MC has a reliably welcoming and stigma-less atmosphere then
people are more likely to come and keep coming because they will feel safe,
unjudged and supported.

CMOC 31: If the social side of an MC is emphasised and encouraged then
people will keep coming back because they will value the social opportunity
and forge friendships and group cohesion.

Range of
activities

CMOC 32: If activities are not varied and designed to appeal to a range of
tastes and abilities then people will not come as they will feel the MC is not
appropriate for them.

CMOC 33: If activities focus on what people can do rather than what they can’t
then an MC may attract more members as they will find it empowering and
helpful in maintaining skills.

Food

CMOC 34: If there are personnel and resources to devote to food then this may
attract members as food activity is seen as valuable and enjoyable in multiple
ways (nutritious meaningful activity social occasion).

CMOC 35: If there are restrictions and limitations on resources and personnel
then food may not be part of an MC'’s offer as it will be seen as too difficult
labour intensive and interfering with delivering other activities.

CMOCs pertaining to Carer benefit and engagement

Carer benefit
and
engagement

CMOC 36: If time and opportunity is made for carer peer support at the MC,
then carers will be more likely to stay and engage because they will feel it may
be of personal benefit to them to do so.

CMOC 37: If the personal benefits to the carer of attending an MC along with
the person they support are not made clear, then carers will tend to use the
MC for respite only, as their need for respite will outweigh anything they see
on offer.

CMOC 38: If access to supporting services and information is offered at an MC
then family carers are more likely to attend and engage as they will see clear
benefits to them doing so.




CMOC 39: If MC activities are flexible, supported and designed to include
family carers, then carers may stay and engage because it is a beneficial way to
spend time together with the person they support outside of the home
without the pressure of being sole carer.

CMOC 40: If carers have other responsibilities they may not attend as they feel
they cannot afford the time or find it in their schedule.

CMOCs pertaining to Venue and location

Transport and
rurality issues

CMOC 41: If the MC catchment is a sparsely populated rural area support with
transport will be important as potential members are more likely to have travel
challenges.

CMOC 42: If catchment covers multiple geographic areas with different
identities people may not come to the MC as they will not see it as appropriate
for them or think they are eligible.

CMOC 43: If people are older and living with chronic health conditions then
they may find getting to an MC challenging as they may be less able to drive or
use public transport.

CMOC 44: If people cannot get to the venue easily safely and cheaply then they
will not attend the MC as they will feel getting there is too inconvenient or
unsafe (especially if they do not have a person supporting them).

Venue issues

CMOC 45: If venue facilities are not appropriate for members’ needs then
people will not want to come along as it will not be comfortable or it will limit
activities that might appeal to them.

CMOC 46: If staff and members are restricted in what they can do with the
space than an MC may be less appealing as members may feel less welcomed
by the environment, with less ownership of it.

CMOC 47: If use of a venue is not fixed, then this may discourage members to
attend as they will find it confusing, disorientating or lack confidence in the
MCs future.

CMOC 48: If use of the venue is fixed and in the heart of a community, then
people are more likely to know about the MC as it will have a visible, physical
presence in the community.

CMOC 49: If use of a venue is not fixed/exclusive then maintaining a fully
functioning MC may be more difficult for staff and volunteers as they will have
to bring and set up resources and negotiate with other users over competing
uses (inc. storage if available).

CMOC 50: If an MC is only one or two days a week then exclusive use of a
venue is unlikely as this would be economically unviable.

CMOC 51: If a venue is shared with other locally valued services, then it may be
more attractive to people as a supportive community meeting multiple needs
in multiple ways in a single location can develop.

CMOC 52: If a venue owner gains non-monetary benefits from hosting an MC,
then an MC is more likely to survive as they will be invested and want to help if
there are any issues that threaten it from continuing to function well.

CMOCs pertaining to External relationships and collaboration

Community
building

CMOC 53: If an MC has a presence/connections in the community then it is more
likely to be supported as it will raise the awareness of people in that community
and act as a focus/hub for dementia-supportive activity.




CMOC 54: If a community is closeknit then an MC is more likely to be successful
because people will already be used to joining in to support group initiatives and
each other.

Partnerships
and networks

CMOC 55: If an MC can show local agencies, organisations and the community
that it is a useful and reliable resource, then it is likely to be supported and
promoted by them because it will be valued and trusted.

CMOC 56: If an MC can develop and maintain strong partnerships and networks
with local agencies and organisations then it is likely to attract more members,
support and funding because it will become more known and visible to them.

CMOC 57: If an MC does outreach activities with people and groups in the
community then they are more likely to attract more members and support
because the benefits of MCs will become more known and visible in the
community.

CMOC 58: If an MC has knowledge of and links with groups and individuals in the
community then it is more likely to offer a variety of activities and services as it
will be able to draw upon a wider pool of expertise and resources to contribute
to the life of the centre.

Organisational
governance

CMOC 59: If organisations at both local and regional level work together in a two
tier system then MCs are more likely to sustain because they can pool different
strengths, resources and reach.

CMOC 60: If there is tension/competition between organisations then an MC is
less likely to sustain as there will be a lack of collaboration and sharing to get
things done.

CMOC 61: If a large charity or authority takes over the running of an MC then
they may be more likely to sustain as they will be able to call upon the existing
infrastructure and resources of that charity.

CMOC 62: If a large charity or authority takes over the running of an MC, then
sustainability of the MC or its ethos may be threatened because the
charity/authority’s agenda will take precedence over it.

CMOC 63: If a large charity or authority takes over the running of an MC they
may struggle to make as good connections in the community as a grass roots
group as they may be less embedded in it.

Data
collection and
research
involvement

CMOC 64: If an MC is involved in research and/or collects performance and cost
data then it increases its chances of sustaining as it will have some academic
backing and evidence of its value to help get further support.

CMOCs pertaining to Internal relationships and practices

Trustee make-
up

CMOC 65: If trustees have relevant background skills and connections then an
MC is more likely overcome threats to sustainability because they will know
what to do and be able to use their contacts knowledge and experience to
support the MC.

Personnel
recruitment and
practice

CMOC 66: If an MC has an experienced and highly motivated individual or
individuals driving it then it is more likely to overcome threats to sustainability
as they will go above and beyond and have the skills and connections to call
upon to make it work.

CMOC 67: If an MC is over-reliant on an individual or individuals then that may
eventually threaten its sustainability as they may become overwhelmed or
exhausted by the responsibility and burn out.




CMOC 68: If an MC expects volunteers to take on significant responsibilities
and workloads in order to run then it may not sustain as they may find it too
much to take on and commit to.

CMOC 69: If an MC relies solely on volunteers with informal agreements to
drive and run it then it may not sustain as those people may drop out as their
circumstances change.

CMOC 70: If staff do not have job security then an MC’s provision may not be
stable as it is less likely to be able to recruit and retain skilled an experienced
people.

CMOC 71: If a there is large organisation behind an MC, then staffing is likely to
be more stable as they will have greater resources and more developed
infrastructure to draw upon for recruiting and deploying staff and volunteers.

CMOC 72: If MCs are widely geographically dispersed then sharing staff and
volunteers may be difficult as they may not want to travel due to time cost and
unfamiliarity with somewhere other than home.

CMOC 73: If an MC is a friendly welcoming and flexible environment for
volunteers then it is more likely to recruit and retain them because they will
enjoy and benefit from their volunteer work.

CMOC 74: If the community around an MC has people with personal
experience of supporting people with dementia then this could be a good
source of volunteers as they will understand the value of an MC and have
relevant skills (e.g. friends and family of members people with a H&SC
background).

CMOC 75: If a person living with dementia has milder symptoms then they may
take on a volunteering role within the MC as they may prefer to be more active
engaged and empowered.

Person-centred

CMOC 76: If the structure of what happens at an MC is not flexible then the

and ability MC will struggle to deliver high quality person-centred provision because it will

focussed not be able to accommodate a range of needs and preferences.

practice CMOC 77: If staff do not have enough time to consult with all members then an
MC will struggle to deliver high quality person centred provision because it will
not take account of and attend to each individual’s needs and preferences.

Mission drift CMOC 78: If staff or volunteers are not trained and working together in line

with the ethos of an MC then the quality of experience for members may be
poor as staff and volunteers may veer away from well-planned, well-delivered,
respectful, person-centred practice.

CMOC 79: If staff and volunteers at an MC do not all understand what MCs are
trying to achieve or have a different agenda then an MC may suffer ‘mission
drift” and not sustain as originally intended because it will be pushed towards a
different purpose or different practices.

CMOC 80: If the health and social care pathway does not support what MCs are
trying to achieve then an MC may suffer ‘mission drift’ and not sustain as
originally intended because it will be pushed towards a different purpose or
different practices.

CMOC 81: If those holding the key resources needed to sustain MCs do not
understand what MCs are trying to achieve or have a different agenda then an
MC may suffer ‘mission drift’ and not sustain as originally intended because it
will be pushed towards a different purpose or different practices.

CMOCs pertaining to Finances and funding




Meeting costs

CMOC 82: If funds are significantly limited then an MC offer serving a variety of
needs will not be sustainable, because a well-rounded holistic service for all is
costly.

CMOC 83: If an MC only has to run for one day a week or fortnight then it is
more likely to be financially sustainable as costs are lower.

CMOC 84: If an MC does not have any budget for external practitioners/activity
facilitators then it may not recruit and retain as many members as it will
struggle to offer a varied, appealing and high quality range of activities for a
range of needs and preferences.

CMOC 85: If an MC does not have sufficient members/attendance then it may
not be able to keep running because it will not have enough income.

CMOC 86: If the pricing structure is not clearly and carefully set together with
members then an MC will have problems meeting costs as it may be too
expensive to attract members or bring in too little to meet costs.

CMOC 87: If a larger organisation takes over the running of multiple MCs then
they may be more likely to sustain as there will be economics of scale and
wider reach for fund raising.

External
funding

CMOC 88: If membership fees are kept affordable then some external funding
will be necessary to keep an MC going because what members are likely to be
willing or able to pay is not likely to be enough to cover full costs.

CMOC 89: If an MC has personnel dedicated to continually seeking and
applying for external funding then it is more likely to sustain because new
funding is always likely to be needed and obtaining it requires ongoing time and
expertise.

CMOC 90: If funders only support short-term or new projects, then MCs will
struggle to become established long-term, as they will be unable to plan ahead
with confidence or have time to learn how activity can be supported
sustainably.

CMOC 91: If local authorities and commissioning bodies do not see tackling
social isolation as part of their remit then MCs will struggle to get substantial
support from them because those bodies will not see MC’s social model of
support as a priority for their resources.

CMOC 92: If MC members have mild to moderate dementia without acute care
needs then MCs will struggle to get substantial support for them from local
authorities as they are less likely to be seen as priority or qualify for specific
LA/NHS support.

CMOC 93: If funders mainly focus upon acute and clinical interventions then an
MC may experience mission drift towards offering acute and clinical care
because those running it may feel that is necessary to capture funding and
resources to keep going.

CMOC 94: If an MC has multiple and diverse income streams and pots then it is
more likely to maintain some ongoing funding because smaller funding
amounts are easier to capture costs can be met piecemeal and if one stream
stops others will still be available.




Work Package 3

The DCE questionnaire underwent a difficult design process and significant revisions to what was
outlined in the original protocol plan, as adapting this complex tool for an audience with cognitive
impairment proved challenging. The questionnaire had to undergo various round of consultation and
redesign, before finding a solution likely to work as intended. It was initially to be targeted towards
both people living with dementia and those that support them but PPI consultation strongly
suggested it would be too complex to be accessible to the majority of Meeting Centre attendees who
are living with dementia, due to the cognitive load required to complete the questions, and may
even cause stress and confusion for them. Due to the stipulations of a DCE, it was not possible to
simplify the questionnaire further, hence the target demographic of the questionnaire was
reconsidered as family/informal carers only, with additional focus groups with people living with
dementia (n=12) at our 3 case study sites to triangulate. This, along with a challenging and disruptive
landscape for our study sites during 2021 and into 2022, accounts for the delay to roll out and lower
response rate than anticipated. Data collection was closed on 12 October 2022, at which point we
had 121 responses. While this is well under our original stated target of 300 responses, it was
enough to run a useful and informative analysis, cross referenced with “triangulation” focus group

discussions, as well as results from WP2.

Key findings were that there was a strong preference for people to stay with their current MC offer,

rather than change. However, overall, the preferred MC would have the following offer:

Activities A mix of brain-stimulating and physical activities, and useful information

(as opposed to just one of those 3 elements)

Emotional Support Opportunities to use and learn skills (as opposed to relaxation or peer

support, or a mix of all 3 elements)




Social Opportunities | A mix of chatting with friends, meeting new people and doing activities (as

opposed to just one of those 3 elements)

Attendance Multiple times a week, with people able to go whenever they want, ideally

for free

The triangulation focus groups suggested:

Activities Brain-stimulating and physical activities were valued, information less so

Emotional Support Skills and peer support were valued, but not relaxation

Social Opportunities | All were valued, with the view that these elements could not be

distinguished

Attendance Mixed response on whether people wanted to attend more or not; No

strong opinions on availability to drop in, nor on cost

DCE Stage 4: Response Analysis

DCE responses

+ All participants passed the consistency check

* 50% online questionnaires (vs. paper copies collected at the centres)
* Status quo bias: 70 people reported constant preferences for ‘My MC’

Stage 1
Stage 2 Sociodemographic features Sociodemographic features
Male Female Male Female
Average age: 66 Average age: 82
Ethnicity: white 99% Ethnicity: white 99%
Stage 3
Su pported'a family member Health status
(48% spouse, 39% parent)
Attendance Very good/good
Average

in person (for 2 years or more)

attended with the person Poor/very poor
they care for

© Tinelli M LSE (2023)



DCE Stage 4: Response Analysis

Preferred model, most valued attributes, and their relative importance

_____________________

Lower cost

i | MESSAGE 3:

E MESSAGE 1: | All service characteristics are valued apart from
Stage 1 | Respondents do i + social opportunities and

| NOT value Online | + frequency of the meeting.

E MCs. | Those characteristics they valued were ranked:
Stage 2 ! |

! i c Using their existing skills and learning new

! ! ones
Stage 3 i MESSAGE 2: i e Equal mix of emotional support

i They prefer'My |

E MC’ to an | Equal mix of practical activity and support

! alternative In i

| person MC. ! Don’t have to book

© Tinelli M LSE (2023)

DCE Stage 4: Response Analysis

Willingness to pay (WTP) - the maximum price a customer is willing to pay for a product or service

Stage 1 FOR EXAMPLE:

WTP for the preferred Meeting Centre:

Stage 2 + WTP £43 to stay with ‘my Meeting Centre’ compared with shifting to
alternative in person Meeting Centre (everything else equal)

WTP for changes in emotional support:

+ WTP £54 mainly a chance for ﬁeople to use their existing skills and
learn new ones (c.ompared with receive a mix of relaxation,
using/learning skills and peer support).

+ WTP £33 to receive a mix of relaxation, using/learning skills and
eer support (compared with mainly an opportunity for people to
alk with others, give and receive support).

Stage 3

© Tinelli M LSE (2023)



DCE Stage 4: Response Analysis

Explicative factors for WTP

MESSAGE 4: Factors that influence carers’ choice: attendance
modality, relationship with person they support, age and gender

Stage 1
Those carers that attend the Meeting Centre

*» Together with the person they support show a lower WTP
Stage 2 for 'My MC’ (compared with all the other carers).

* As a former carer prefer a shift from ‘My MC' to an
alternative in person MC (whereas the others prefer more
Stage 3 the ‘My MC').
* That are younger show a lower WTP for ‘My MC’ (compared
with older carers).
* That are male show a higher WTP for 'My MC' (compared
with female carers).

© Tinelli M LSE (2023)

Comments

» DCE survey was well received by study participants.
* Response rate 30% of the total cohort of carers across the UK MCs.

DCE analysis indicates:

0 Respondents do NOT value Online MCs.
e They prefer ‘My MC' to alternative In person MC.

@ Allservice characteristics are valued apart from any type of social opportunities or
frequency of the meeting.

Those characteristics they valued were ranked as it follows:
1st: Using their existing skills and learning new ones
2nd: Equal mix of emotional support
3rd: Equal mix of practical activity and support
4th: Don't have to book
5th: | ower costs
o Factors that influence carers’ choice: attendance modality, relationship with person they
support, age and gender.

© Tinelli M LSE (2023)



Work Package 5

Publicly available local and national demographic data regarding Herefordshire and Worcestershire
was compared with membership data recorded by the region's 13 MCs (See Demographic Report,

attached). The following were identified as potential barriers to attendance of MCs:

e Diagnosis targets not being met

e Unavailability of both personal and public transport

e No MCs in many areas

e [solation and other rural community challenges posing barriers to accessing health/social
care support (including MCs)

e Cost of attending

e Stigma deterring both diagnosis and willingness to attend MCs

In addition, interviews were completed with 15 interviewees, including 6 non-attendees (people
living with dementia and family carers), 7 MC staff and trustees, and 2 health and social care
professionals, and a focus group was conducted with 6 potential referrers/health and social care
professionals. As with WP2, this data was organised by theme and a Realist logic of analysis applied.

24 CMOC statements were generated, under 7 themes:

1. Unmet support needs
2. Costs

3. Health

4. Meeting Centres

5. Perceptions

6. Dementia pathway

7. Travel



Associated recommendations were made under the following headings: Meeting needs;
Transforming perceptions; Improving inclusion and raising awareness; and Transforming practice. The

CMOCs from WP2 and WP5 were compared and cross-referenced, showing a high degree of overlap.

Full WP5 reports are included below:
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Demographic Summary

The following tables present the key demographic statistics from this report, based
on publicly available local and national data and membership data recorded by
Herefordshire and Worcestershire (H&W) Meeting Centres (MCs).

Dementia and Ageing in Herefordshire & Worcestershire

Nearly a quarter of the
population are estimated to
be aged 65+

Estimates suggest that there
2,586 people diagnosed with

dementia aged 65+ living
rurally

2% of the population are
Polish

12,346 people aged 65+ are
estimated to be living with
dementia

H&W ICB has the lowest
diagnosis rate in England of
just 52%

The proportion of people who
identify as ‘White: Gypsy or
Irish Traveller’ is double that

of England

75,123 people aged 65+ are
estimated to live rurally

Estimates suggest that around
over 5k households aged 65+
that include a person with
dementia do not have a car or
van

Estimates suggest that eight
people with dementia are
either homeless or at risk of
homelessness

Meeting Centres in Herefordshire and Worcestershire

Only 2-3% of people
estimated to be experiencing
the mild-moderate stages of

dementia are recorded as
currently attending an MC

More than three-quarters of
current recorded members
have attended for a year or

less

There are approximately 122
current MC members

More than two-thirds of
ceased memberships
recorded lasted a year or less
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MCs are reaching people
living in 79% of HR and WR
outward postcode areas

The most common reasons for

membership ending are a
move to residential care or
passing away
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. Female members outnumber
The majority of members No recorded male members
. . : male members at a lower rate | . .
were in their 80s at the time o : : joined an MC under the age of
S than indicated by diagnosis
of joining 65

rate for England

98% of members and 100% of
carers identify their ethnicity
as ‘White’

Two-thirds of members live 21% of members live alone;
with a spouse or partner 16 fewer than expected

As for the UK, the three most
common dementia types are
Alzheimer’s, vascular and
mixed dementias

38% of members joined two
years or more following
diagnosis

The majority of MC family
carers are spouses or
partners. Wives are the
largest group, followed by
husbands then daughters

23 of 28 carers were aged 65+
at the time of joining

Background

This report forms part of the Get Real with Meeting Centres research project
investigating the factors and issues involved in the long-term sustainability of MCs
for people affected by dementia. Early indications from the Get Real with Meeting
Centres project show that those who attend three case study sites located in
Herefordshire, Powys and Worcestershire are only a fraction of those diagnosed with
dementia in each locality, highlighting a need to expand the existing aims and
objectives to include the following:

Aims

1. To understand who the MCs are reaching, appealing to and helping, and who they
are not.

2. To provide a clear indication on the equality of access to support and where new
strategies and further work needs to be focused to ensure that the needs of the
whole community are met in the post-diagnostic phase in dementia.

Objectives

1. To determine whether those who attend MCs are representative of the local
diagnosed population.
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2.

To identify if there are any particular barriers for people who do not attend or are
not being reached (e.g. from certain demographics or with certain personal
circumstances).

This report compares the profile of people who access MCs with the demographic
profile of those diagnosed with dementia and older people in the communities
around each MC. As there is a lack of detailed demographic data available for
relevant populations in Powys, this report focusses on H&W MCs as a ‘microsite’.
This focus has enabled a more in-depth exploration of the barriers to attendance and
draws on the existing local networks and connections of the Association for
Dementia Studies research team. In conjunction with interviews conducted with
people affected by dementia who do not attend H&W MCs and other stakeholders,
including health and social care professionals and MC staff, this report forms a basis
for developing recommendations for tackling disparities.

The following table shows the 13 MCs operating in Herefordshire and
Worcestershire, their dates of opening and the dates data collection began at each
MC!. Redditch MC provides membership for people living with younger onset
dementia specifically. Those that list ‘NA” have not provided data to date:

MCs

Opened Data from | MCS Opened Data from

Leominster Feb 2016 May 2019 | Evesham Jul 2021 July 2021

Ross

Mar 2017 NA Worcester 2 Jan 2022 Jan 2022

Hereford Veterans | Aug 2021 NA Kidderminster Feb 2022 Mar 2022

Droitwich Sep 2015 Jan 2018 Stourport Mar 2022 | Apr 2022

Malvern Link Jun 2021 Sept 2021 | Bromsgrove July 2022 | Aug 2022

Malvern Hills Jun 2021 Sept 2021 | Redditch July 2022 | Aug 2022

Worcester 1 Jun 2021 Sept 2021

In July 2022, the single Clinical Commissioning Group (CCG) covering the counties of
H&W was replaced by an Integrated Care Board (ICB). The NHS digital data for this
ICB offers an overview of dementia diagnoses figures and related demographics for
patients in H&W. Given that some published datasets only offer figures by ICB and
country, such as dementia diagnoses by ethnicity and age (NHS Digital, 2022b; NHS
Digital, 2022c), these are the figures used for comparisons with MC data for the
purposes of this report.

According to the 2021 Census there are 186,513 people aged 65+ living in H&W,
which is nearly a quarter (24%) of the population (ONS, 2022c). This proportion is
slightly higher than the 18% for England as a whole (ONS, 2022b) and is expected to

! Data includes members currently attending who joined prior to the start date of data collection.
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continue to increase (Herefordshire Council, 2019; Worcestershire County Council,
2022a). Of this population, there are estimated to be 12,346 people living with
dementia, with only 6,424 (52%) having a formal diagnosis (NHS Digital, 2022a).
There are an additional 167 people living with a diagnosis aged <65 (NHS Digital,
2022b)2. Of those with a diagnosis, the estimated figures of those living with mild,
moderate and severe dementia, based on UK statistics from the Alzheimer’s Society
(2014) can be estimated as mild 3,651 (55%), moderate 2,116 (32%) and severe 824
(13)%:

13%

32% 55%

= Mild = Moderate Severe
H&W ICB has the lowest diagnosis rate of ICBs in England of just 52% (NHS Digital,

2022a); well below the target agreed by NHS England of two-thirds (Department of
Health, 2016).

Demographic Landscape

This section of the report presents the latest demographic data available from across
H&W MCs3. These data are contextualised within the local and national demographic
landscape to highlight potential barriers to attendance for potential members. At the
time of writing this report, full results from the Census 2021 data on ethnicity,
rurality, household vehicles and unpaid care were awaiting release and so Census
2011 data were utilised.

Meeting Centre Membership

For the sake of clarity, distinction is drawn between people with dementia attending
MCs as ‘members’ and family members who care for them as ‘carers’.

Only 11 of the 13 H&W MCs participated in data collection, and the data for some
are incomplete, so the total numbers of current members and carers across all MCs

2 No NHS data is available on the number of people estimated to be living with dementia under the age of 65
3 Last data collection point 14" October 2022
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is not known (see Appendix for MC data overview). It is likely that the number is

higher than that recorded and is likely to be increasing, as nine of the MCs are newly

established within the past two years.

The following table shows the number of recorded members per H&W MC since

data collection began, along with the date collection of data started:

Herefordshire Worcestershire
Leominster | Ross MC Hereford Droitwich Malvern Malvern | Worcester 1
MC Veterans MC MC Link MC Hills MC MC
May 2019 NA NA Jan 2018 Sept 2021 | Sept 2021 Sept 2021
71 0 0 88 32 9 13
Worcestershire
Evesham | Worcester | Kidderminster | Stourport | Bromsgrove | Redditch
MC 2 MC MC MC MC MC
July 2021 Jan 2022 Mar 2022 Apr 2022 Aug 2022 Aug 2022
22 6 6 5 2 3

The total number of recorded members who have attended H&W MCs since data

collection began is 257. Of these, 122 are recorded as current members, which
accounts for 2% of the population diagnosed with dementia in H&W ICB estimated
to be experiencing the mild-moderate stages # (NHS Digital, 2022b; Alzheimer’s
Society, 2014), as indicated for MC membership (University of Worcester, 2022).
However, there are 48 members whose attendance status is unknown, which, when

added to the number of current members, takes the population percentage up to

3%. It is likely that the number with an unknown status also includes members who

no longer attend, so the 87 ceased memberships recorded is also likely to be a

higher figure.

The total number of recorded carers since data collection began is 123, with 28 of

these recorded as current and 58 as having an unknow membership status. Further

research into post diagnostic dementia support and services could offer an indication

of whether member and carer figures are typical for local uptake and shed light on

the similarities and differences between barriers to attendance and access.

Of the total 257 recorded members, 137 (53%) have a joining date recorded
between 2016-2022. Since the easing of COVID-19 pandemic restrictions and the
opening of nine new MCs between 2021-22, 102 new memberships have been
recorded across all H&W MCs:

4 Estimate based on statistic percentages (Alzheimer’s Society, 2014) applied to H&W ICB population with a
dementia diagnosis (NHS Digital, 2022b)
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Members per Year
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For the 87 MC members currently attending who have a recorded joining date, it is
clear from the following chart that more than three-quarters (66) have attended for
a year or less, which may not be surprising given the recent expansion of MC
provision in Worcestershire. However, the significant decrease in attendance after
the first year is a trend that is also evident for the 50 ceased memberships that have
both a recorded joining and leaving date, with more than two-thirds of memberships
(34) lasting up to one year and only 16 lasting longer:

Current & Ceased Membership Duration

== Current Memberships  e====Ceased Memberships

70
60
50
40
30
20
10

Members

1 2 3 4 5 6 7 8

Years of Membership

Reasons for leaving are recorded for 79 leaving members. As shown in the following
chart, the two most common reasons provided for a membership ending are
members moving into a care home or passing away:
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Reasons for leaving

Move to care home ]

Died ]

Increase in dementia symptoms ]

Not/no longer appropriate or needs not met
Choice / personal reasons
Health issues
Continence
Attending another service
Anxiety / agitation
Transport
No return following respite
Finances
Disagreement with staff
Covid-19
Carer unable to leave
Carer health

LILILILILILILII_II_II_IH““

o
w

10 15 20 25

Of the reasons listed, the following might be expected for people as they age and
their dementia progresses:

Reasons Ceased memberships
Moving into care 22
Passing away 17
Increase in dementia symptoms 10
Health issues 5
Anxiety and agitation 2
Carer health 1

Anxiety and agitation being recorded as barriers to attendance may give indication
for MCs to consider these issues in planning their provision of support.

There are four reasons for leaving which do not offer enough information to identify
whether there is a barrier to attendance:

Reasons Ceased memberships
Choice / personal reasons 6
Attending another service 2
Disagreement with staff 1
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No return following respite 1

Personal reasons include wanting only to be with their partner, feeling tired and
wishing to remain at home and not liking their family member enjoying themself at
the MC. As for anxiety and agitation, disagreements and cessation of membership
following a respite break may give indication for MCs to consider these issues in
planning their provision of support.

Three reasons highlight a difference between the needs or wishes of members
and/or carers and the features of an MC:

Reasons Ceased memberships
Not/no longer appropriate or needs not met 6
Continence 2
Carer unable to leave 1

The reason that MC membership was not/no longer appropriate, or members felt
their needs were not met were identified for four members as either needing more
physical activity, wanting one-to-one support or being verbally abusive due to their
dementia. Support with personal care is not usually provided by MC staff and
requires a carer to remain and provide (University of Worcester, 2022). MCs are
intended for both the person with dementia and their carer to attend rather than
solely as a respite service for family carers to leaved their loved ones (lbid.).

The remaining three reasons may potentially prevent others from joining or
continuing membership:

Reasons Ceased memberships

Transport 1
Finances 1
Covid-19 1

Transport is a potential barrier to MC attendance that is discussed more fully later in
this report (see Transport). Finances is assumed to be a variable barrier as it not only
depends upon individual circumstances, but charges for membership can differ
between MCs. Covid-19 infections, risk and impact on health may continue to be a
barrier to some members and potential members following the pandemic.
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Age

The ages of the 114 members with a joining date and DOB recorded range between
56 - 96 years. Five members (4%) were <65 years of age at the time of joining;
slightly higher than the proportion of people in this age group with a dementia
diagnosis across H&W ICB (3%) and England (3%) (NHS Digital, 2022a; NHS Digital,
2022b).

Of the same 114 members, those aged 80 — 84 and 85 — 89 years at the time of
joining were the largest two groups (50 members). When compared to dementia
diagnosis records for H&W ICB (NHS Digital, 2022c), there are 18 more members
under the age of 80 and 18 fewer aged 85+ than would be expected when compared
to ICB and national diagnosis figures:

Age: 5 Yr Bands

30%

25%

20%

15%

10%

St b | I
0 [

65-69 70-74 75-79 80-84 85-89

X

EMCs ®ICB m®England

Most members “...experience what is classified as mild to moderate dementia”
(University of Worcester, 2022, 9) and will cease to attend as their dementia
progresses over time, and so the higher numbers at a younger age and lower at an
older age may be anticipated. However, given that the likelihood of developing
dementia past the age of 65 roughly doubles every five years (NHS, 2020a), it is
possible that members under the age of 80 may be disproportionately represented.
It is difficult to draw conclusions, not only due to the lack of data, but also because
people in the younger age groups may have been more inclined to attend a
community support group and/or provide data.

Of the 55 members with a DOB and leaving date, the age range for leaving an MC is
62 - 96 years, with the most members (11) leaving aged 90+. The breakdown of age
in five-year bands at the time of leaving shows cessation of membership increasing
by age band as an overall trend; this trend would appear to be in line with MC
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provision being intended for members in the mild to moderate stages of their
dementia:

Age at Leaving

25%

20% 1?%. .........
16% 16% ...om
15% g g
15% 13% g R
0% -
0,
5% 2%
0% |

<65 65-69 70-74 75-79 80-84 85-89 90+

Aging is also a pertinent issue for the family carers of MC members. At the time of
joining, 23 of the 28 carers with a recorded DOB and joining date were aged 65+.
These figures are very different to the national figures from the most recent UK
Family Resources Survey (Department for Work and Pensions, 2022b) that indicate
72% of informal carers are under the age of 65:

MC Carer Age UK Carer Age

O O

M <65 MW 65+ M <65 W 65+

The UK figures correlate with statistics from 2014 US poll that indicates
approximately 30% of family members caring specifically for people living with
dementia are aged 65+ (Alzheimer’s Association, 2022). Although more data is
needed to ascertain whether or not the small sample is representative of H&W MCs
as a whole, it is possible that potential members with younger family carers face
barriers to attendance, such as working hours. There is a lack of publicly available
data on the rate of older carers for people with dementia. The apparently high
number of older carers in MCs can at least in part be explained by the fact that the
majority of MC carers are a spouse or partner (see Living Situation) and the vast
majority of people with dementia are aged 65+ (NHS Digital, 2022a).

© Association for Dementia Studies 2023 Page 13



Gender

The available MC data for members with gender recorded shows 100 (57%) female
members to 74 (43%) male members; nine fewer female/more male members than
would be expected compared to gender ratios for dementia diagnosis in England
(NHS Digital, 2022a).

Gender

70% 57% 63%
60%
50%
40%
30%
20%
10%
0%

0,
43% 379%

MC Members Dementia Diagnoses
(England)

B Female ® Male

The NHS Digital data on the gender of people with a dementia diagnosis is only
available at ICB level for those aged 65+ (NHS Digital, 2022c), which is the same as
for England as a whole. The gender ratio disparity is small but cannot be accounted
for by general population statistics, as the gender ratio for the population aged 65+
in H&W is the same as for England, 54% female, 46% male (ONS, 2022a). However,
older females are more likely to experience ‘not good’ health than older males, and
to live longer (ONS, 2013). Given that the majority of MC carers are spouses (see
Living Situation and Relationships), these factors could go some way towards

explaining the apparent lack of female members and indicate that there are barriers
for some females to attending H&W MCs.

A breakdown of the data for MC members with both gender and age recorded shows
no significant differences from the figures that would be expected according to
dementia diagnosis data from England® (NHS Digital, 2022a):

5> The H&W ICB data for age and gender of people with a diagnosis available for age 65+ does not differ
significantly from that of England as a whole (NHS Digital, 2022c).
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MCs: Age and Gender
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However, the five fewer male members than expected under the age of 70 years
could suggest younger males are less likely to attend than younger females, but
further data would be needed to support this. Due to the limited information
recorded for carers, it is not possible to look for trends in this data, for example
whether male spousal carers are less likely to accompany female members than visa
versa.

Only 28 MC carers have both age at time of joining and gender recorded, as shown in
the following chart:

MC Carer Age & Gender

| iutLil.

65-69 70-74 75-79 80-84 85-89 90+

O B N W »~ U1 O

EFemale EMale
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Although it is not possible to infer any statistical significance for such a small number
of carers, the number of female carers (18 of 28) is roughly in keeping with a report
by the Alzheimer’s Association (2014) in the US, which states that women account
for 63% of informal carers for people living with dementia. There would also appear
to be a lack of male carers under the age of 65, which may not be surprising given
that they are statistically less likely to have a caring role than females (ONS, 2013).

Equality, Diversity and Inclusion
Of the 257 recorded MC members, 110 (43%) have ethnicity defined®. Of these 110,
108 (98%) identify as ‘White’. The following chart includes records with undefined
ethnicity, the number of which is higher for H&W MCs than would be expected in
comparison to levels in H&W ICB and England for people with a dementia diagnosis
(NHS Digital, 2022b). MC members who identify as ‘White’ account for 42%
compared with 49% of people with a dementia diagnosis in H&W ICB and 43% in
England. It is also clear that H&W ICB ‘Asian’, ‘Mixed’ and ‘Other’ populations are
slightly lower and ‘White’ higher than for England as a whole (Ibid.) and that the MCs
predominantly white population across these two counties is not unexpected:

Ethnicity
EMCs ®ICB ®England
160
140
120
100
80
60
40
20
0 — —
ASIAN OR BLACK OR MIXED OR NOT OTHER WHITE (F)
ASIAN BRITISH AFRICAN OR  MULTIPLE DEFINED* (D) ETHNIC
(A) CARIBBEAN ETHNIC GROUP (E)
ORBLACK  GROUPS (C)
BRITISH (B)

The preponderance of people who identify as ‘White’ is also evident for H&W MC
carers, accounting for all 36 carers with their ethnicity defined.

A more detailed breakdown of ethnicity is provided by data collected from H&W
MCs, showing that 99 (97%) of the 102 members with more specific ethnic data

5 NHS Digital classify undefined as “no data was given for race or the race is unknown” (NHS Digital, 2022d); for
the purposes of MC data, undefined is used to denote members whose ethnicity is not recorded.
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identify as ‘White British’, one member as ‘White Other’, one member as ‘White &
Black African and one member as ‘White & Asian’:

Member Ethnicity

100

Thirty-three of 34 carers with their ethnicity defined identified as ‘White British’ and
one ‘White Other’. These findings appear slightly higher than might be expected
considering the ethnic makeup of the H&W population which is comprised of 89%
‘White British’ and 11% Black and Minority Ethnic (BME) people (Nomis, 2021a). This
may be an indication that a lower proportion of people from ethnic minorities are
being diagnosed. However, the proportion of the older “White British” people is likely
to be higher than for the general population based on Census 2011 statistics (Nomis,
2011f), although the release of the most recent Census figures is needed to confirm
this. The BME population of H&W is significantly lower than for England, which
stands at 27% (Nomis, 2021a), with the highest proportions residing in the districts
of Redditch and Worcester (NHS, 2020c)’. Additional MC data is needed, but
currently suggests that the proportion of ‘White’ members may be slightly higher
than expected.

Minority groups in Herefordshire and Worcestershire

More than half of H&W residents identify as Christian, with the second largest
religion being Muslim (Nomis, 2021b). Roughly 1% of the UK population aged 65+
identifies as lesbian, gay, bisexual or other (ONS, 2022f). Of the population of H&W
aged 65+, this translates as 1,865 people (ONS, 2022c), 14 of whom are living with
dementia based on dementia prevalence rates for England (NHS Digital, 2022a). It is
also estimated that less than 1% of people in the UK are transgender, although there

7 At the time of writing this report, NHS population demographics were not available for H&W ICB.
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appear to be no official statistics published to very this data and no reference to age
(Kelley and de Santos, 2022).

The most common non-British nationality within H&W is Polish, accounting for 2% of
the population, with a higher proportion in Herefordshire than Worcestershire (ONS,
2022c; ONS, 2022e). A total of 1,848 (0.2%) people across H&W identify as ‘White:
Gypsy or Irish Traveller’, which is double the 0.1% for England (Nomis, 2021a). In
Herefordshire, this population live predominantly around Evesham and Hereford
(NHS, 2020c).

It is not clear the extent to which the listed minority groups are represented within
MC memberships as data categories do not include nationality, sexuality and
religion. Given the small proportions of minority groups across H&W, it would not
necessarily be expected for them to be statistically represented in the small number
of MC members. However, these minorities are living in the community and there is
a lack of data on the number of people within these groups who are living with
dementia. It is possible that there are people within these minorities who are not
being reached and who could benefit from the support of MC membership.

Location and Status

The number of records that contain the first half of the member’s postcode (outward
code) is 132. Of these, 67 attend Herefordshire MCs and 65 attend Worcestershire
MCs. The meeting centres for each county are indicated in the map below (Esri,
2015; tdixon911, 2020), accompanied by a breakdown of members by outward code,
which show that MCs are reaching people from 25 postcode across H&W and parts
of Shropshire and 19 of 24 (79%) HR and WR outward codes and that most recorded
members are resident in HR6, HR1 and WR11:

© Association for Dementia Studies 2023 Page 18



' Meeting Centres

Members per
Postcode District

Total
0
1-5
5-10
10-15

STOURPgRT Lu “’ —
S BroMscGROVEQ
TENBURY WELLS

CRAVEN ARMS

CLUN  gyy KIDDERMINSTER

DY12 ‘py¥h

SY8
LUDLOW

WR15 REDDITCH
WYCHENFORD WRQ’
6 DROITWICH SPA
WRE R3
KINGTON @R‘l
HR5 HR7 WR7
BROMYARD WO TER
WR5
HR4 MAI.\gRI\WR2
HR3 WR13 PERSHORE '
! i ’ EVESHAM
HAY ON WYE WR14
HEREFORD LeDBURY G
HR2
ROSS-ON-WYE
0 50 Kilometers
x | 1 1 1 1 1 |
2]

HR1 HR2 HR3 HR4 HR5
12 3 1 10 4
HR6 HR7 HR8 HR9 SY7
29 3 0 0 1
SY8 WR1 WR2 WR3 WR4
3 0 0 6 3
WR5 WR6 WR7 WRS8 WR9
3 5 1 1 9
WR10 WR11 WR12 WR13 WR14
2 15 4 1 7
WR15 DY10 DY11 DY12 DY13
0 4 1 1 3

The population density of Herefordshire is the fourth lowest of counties/unitary
authorities in England (ONS, 2022a), and although Worcestershire is geographically
smaller by 439 sq. km (ONS, 2021), it is estimated to be far more densely populated,
with 347 people per sq. km, compared to 86 in Herefordshire (ONS, 2022a).

The Unitary Authority of Herefordshire covers 2,180 sq. km (ONS, 2021). MC data
indicates that members travel from seven of nine Herefordshire areas and from the
neighbouring county of Shropshire to the Leominster MC. None of the recorded
members have attended from HR8 and HR9. It is probable that Ross MC, located in
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HR9 and for which no MC data is currently held, provides memberships for people
living in these two areas.

The county of Worcestershire covers 1,741 sq. km (ONS, 2021). Worcestershire MC
members attend predominantly from areas surrounding each MC. WR1 has no
recorded members, with those attending the Worcester Bank House MC located in
WR1 travelling from neighbouring areas. This may be due to the venue being located
in Worcester town centre rather than in a residential area. Beyond this, people living
in WR2, WR7, WR8, WR13 and WR15 appear to be the least reached.

The four most recently established MCs in Kidderminster, Stourport, Bromsgrove
and Redditch have DY (Dudley) postcodes, although these fall under the county of
Worcestershire. Kidderminster and Stourport appear to be drawing members from
the areas immediately surrounding them; no location data is yet available for
Bromsgrove and Redditch.

Rurality

Herefordshire is a mainly rural county, with the latest estimated figures indicating
that 47% of people live in urban areas compared to 53% living in areas classed as
rural (Herefordshire Council, 2020). An even greater majority of residents living in
rural areas are aged 65+, accounting for 61% people in this older age group (Ibid.). In
contrast, 2011 Census (Nomis, 2011d) figures for Worcestershire show a much
smaller proportion of 26% living in rural areas and of those aged 65+, 33% live
rurally. Applying these statistics to current estimated population and dementia
diagnosis figures (ONS 2022c; NHS Digital 2022a) offers indicative figures in the
absence of current rural urban data:

People aged 65+ People aged 65+ diagnosed with dementia
e 29,571 live rurally in Herefordshire e 1,016 live rurally in Herefordshire
e 45,552 live rurally in Worcestershire e 1,570 live rurally in Worcestershire
e 75,123 live rurally in H&W e 2,586 live rurally in H&W

In addition, the number of people aged 65+ with a dementia diagnosis in H&W is
estimated to be only 52% (NHS Digital, 2022a), which would equate to the number of
people living with dementia rurally to be around 4,979.

The following map locates H&W MCs withing the Rural Urban Classification for H&W
(Esri, 2015; tdixon911, 2020; ONSGeography_data, 2022) and shows the extent of
rurality across the two counties. It is clear that the majority of MCs are in the most
urban areas and that there is little provision in the most rural areas.
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It appears that diagnosis can often occur later for people living with dementia in
rural communities compared to urban areas (Alzheimer’s Society, 2021). Reasons for
this include reticence among people living with dementia in accessing services over
concerns about the stigma of having a diagnosis and losing driving licenses (NHS,
2017). It may be that such stigma is also a factor influencing attendance of MCs.

According to the Alzheimer’s Society (2018), people with dementia who live rurally
can experience isolation:

...the double jeopardy of living in a rural community and having dementia
means many people feel excluded and disempowered, unable to access
support, guidance and basic elements of community life like transport, shops,
healthcare, pharmacies and banks.

Among farming communities more specifically, living with dementia presents four
particular arears of concern: working carer strain and hazards of the farm
environment; a reluctance to ask for help and concerns over the impact on the
running of farm businesses; lack of awareness of, engagement with and cost of
accessing support services; changing rural communities resulting in less support
(Gould, 2017). Research conducted by the University of Plymouth that identified
these areas of concern (lbid.) offers recommendations for farming communities to
try and tackle these issues that could be helpful for MCs, and dementia support
services more broadly, that serve rural communities. These issues potentially pose
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barriers for people living with dementia rurally to accessing diagnosis and support
from services and communities, including MCs.

Deprivation

The deprivation status of households in H&W is slightly below that of England (ONS,
2022g; ONS, 2022h). There are 170,971 households across H&W recorded as being
deprived in one or more of the following dimensions: employment, education,
health and disability and housing (ONS, 2022g). This figure accounts for 50% of the
households in H&W, which is 2% below the number for England (ONS, 2022g; ONS,
2022h). Although it is not possible to determine the number of people with
dementia living in deprived households from the available data, research suggests
that there is an increased risk of dementia mortality and difficulties accessing
diagnostic services as a result of socioeconomic deprivation (Jitlal et al., 2021).

Deprivation could pose barriers to MC attendance such as financial constraints, poor
health, disability or homelessness. For people living with dementia, 91.8% also have
at least one other health condition (Browne et al.,2017) and, across England, 18.7%
of carers report their health as ‘bad’ or ‘very bad’ (NHS Digital, 2022e). Between
April 2021 to March 2022, 2,480 households were assessed as either homeless or at
risk of homelessness across H&W (GOV.UK, 2022b). Of these, 120 primary applicants
were aged 65+ (Ibid.). Applying the national statistic of dementia prevalence for
people aged 65+ of 7% (NHS, 2020b) to these primary applicants would indicate that
eight people with dementia are either homeless or at risk of homelessness in H&W.

MCs in H&W tend to be situated in or near areas of lower levels (7-10) of deprivation
as shown in the map below (Esri, 2015; tdixon911, 2020; AGOLportaladmin, 2020).
There are few areas with the highest levels of deprivation (1-4). However, the areas
with mid-high levels (1-6) tend to be further from MCs, meaning it may be harder for
people from more deprived areas to access their support.
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Transport

According to the 2011 census (Nomis 2011b, Nomis 2011c), 17% of households
across H&W counties do not have a car or van. This figure is 9% lower than for
England as a whole (Nomis 2011d), yet still significant, equating to 77,121
households at the time where all persons were aged 65+. Given that 7% of people
aged 65+ are living with dementia (NHS, 2020b), it can be estimated that around
5,398 of these households without a car or van included a person with dementia.
Such households without their own transport are likely to be dependent upon other
friends, family and public transport to access community services such as MCs.

For those in rural areas across H&W, public transport is also an issue, as many rural
villages do not have access to a daily bus service (NHS, 2020c) and bus users in
Worcestershire currently face challenges that require a dedicated task force to
address (Worcestershire County Council, 2022b). Of people aged 65+ living in
Herefordshire, 53% of those living alone live rurally (Nomis, 2011e). This figure is
more than double that for England (lbid.) and may have increased given the 8.3%
rise in the number of people living alone in the past 10 year (ONS, 2022i). People
with dementia who live alone in rural areas may face additional transport barriers
(Alzheimer’s Society, 2022) that could impact on their ability to access community-
based support such as MCs. Although only one H&W MC member cited transport
issues as their reason for leaving (see Meeting Centre Membership), it is possible
that lack of transport may be preventing other potential members from joining at all.
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The driving distance and time to an MC may also be a factor for some, as the nearest
MC is an hour or more from several areas, particularly in Herefordshire, as shown in
the following map (Esri, 2015; tdixon911, 2020).

' Meeting Centres

Driving Time to
Nearest Meeting
Centre
I 5
10
N I 0
50
120

Living Situation and Relationships

Of the 131 MC members whose living situation is recorded, two-thirds are listed as
living with a spouse or partner:

m Spouse or partner ® Alone = Family = Other

It is likely that >29% of people aged 65+ in H&W live alone given the 8.3% increase in
UK figures since the Census 2021 (ONS, 2022i; Nomis, 2011e). Of people with
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dementia, estimates suggest that a third (33%) live alone (Mirando-Costillo et al,
2010). Of MC members, 27 of 131 (21%) are recorded as living alone. This number
equates to 16 fewer members than would be expected for those with their living
situation recorded, so it would appear that there are barriers for people living alone
to attending an MC. These barriers hold potential for further investigation and could
include the organisation and transport to and from MCs and the challenge of trying a
new activity alone.

According to 2011 figures, 11% of people provide one or more hours of unpaid care
across H&W counties (Nomis 2011b, Nomis 2011c), just slightly above the 10% for
England (Nomis, 2011c). Nationally, the largest group (20%) of all informal carers
living in the same household are caring for spouse/civil partner/cohabitee
(Department for Work and Pensions, 2022a). If the spouses/partners who live with
members are also care providers, they would account for more than three times the
number than would be expected. However, this caring role cannot be assumed from
the data, as care may not be needed or may be provided by external family or care
professionals.

Of the 54 family carers of members recorded?®, 30 (55%) are spouses or partners, 22
(41%) are adult children (including sons/daughters-in-law) and two (4%) are siblings:

Family Carers

4%

41%
55%

m Spouse or partner = Adult Child Sibling

These figures differ from the findings of three American surveys that indicate more
than half of family carers for people with dementia are adult children and less than a
quarter are spouses or partners (Riffin et al., 2017; University of Michigan, 2017;
Fisher et al., 2011). This apparent disparity suggests that there may be barriers to
attendance for people with dementia and their adult child carers that reinforce the

& Members may have more than one carer recorded.
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earlier indication that there are fewer younger (aged <65) people caring for MC
members than would be expected (see Age).

In a breakdown of relationship types, wives, husbands and daughters account for the
three largest groups:

Family Carer Relationships

2% | 2% || 2%
5%

7% 30%

26%

26%

= Wife ® Husband Daughter = Son

= Daughter in law = Son in law m Brother m Sister

Here again, MC figures differ, if only slightly, from US statistics. According to Kasper
et al (2015) and Friedman et al. (2015), more than a third of family and unpaid
dementia carers are daughters. Friedman et al (2015) place spousal carers as the
fourth largest group after daughters, sons and other family carers respectively. In
addition to MC family carers, one paid carer is recorded.

Referral & Signposting
The most common source of referral or signposting to an MC recorded for
Herefordshire is via a dementia nurse/advisor, accounting for 22 of 65 (34%)
recorded sources, followed by 10 (15%) word of mouth and 8 (12%) from a memory
clinic. For Worcestershire, the most common routes of referral or signposting have
been through the Dementia Assessment and Support Team (DAST) that operated in
previous years, or through spouse, partner, family or carer; each accounting for 31 of
131 (24%). It is unclear from the data whether the source spouse, family or carer is
self-referral following information being sought or from signposting.
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m Herefordshire Referral & Signposting B Worcestershire Referral & Signposting

Word of mouth or self referral  m— —————
Worcester Warriors =
UoW m
Stroke Association =
Spouse, partner, family or carer |
Social services — n—1
Promotional event mm
Parkinson's service or professional m
Non-health professional m
Mental health professional
Memory loss professional
Memory clinic I ——
MC staff E— —
Leaflet
Internet I
GP surgery I
Falls clinic m
EIDS mm
Dementia nurse/advisor |
Dementia Matters —
DA ST |
Alzheimer's Society =
Age UK —
Admiral nurse T—
2gether Trust m

When grouped by referral or signposting type?, these figures show that, for H&W,
most come through healthcare professionals (49%) followed by MCs’ awareness
raising and informal channels (36%):

100
90
80
70
60
50
40
30

20
. —

Health care Third sector Formal social care  MC's own PR/word of
professionals mouth

B Worcestershire B Herefordshire

% For the purposes of the chart, Admiral Nurses are classed as healthcare professionals although they are
employed by a third sector organisation.
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Although it is not possible to determine whether lack of referral or signposting is a
barrier to attendance without further research, these figures offer a strong
indication for targeted awareness raising among professionals, particularly in the
third and social care sectors, and development of PR materials to promote MC
memberships, particularly in Herefordshire. They also indicate that spouses, family
and other carers can be an important part of the referral and signposting process. It
may be helpful to understand more about their role to better support MC referrals
and signposting.

Dementia diagnosis

Of the 119 H&W MC member records with a dementia diagnosis listed, 93 identified
a specific dementia type and 26 reported an unidentified dementia or memory loss.
The Alzheimer’s type is recorded for the largest group of 49 members (41%).
Vascular is recorded for 22 members (18%) and mixed dementia for 12 members
(10%):

Dementia Type

Primary semantic aphasia
Posterior cortical atrophy
Frontotemporal
Parkinson's demenia
Lewy Bodies

Memory loss

Mixed

Unidentified dementia

Vascular

Alzheimer's

o

10 20 30 40 50 60

The three most common dementia types correlate with those recorded for the UK as
Alzheimer’s, vascular and mixed dementias (GOV.UK, 2022a). The greatest difference
between MC and UK figures is seen for Alzheimer’s type with a 9% difference that
equates to 9 fewer members than expected® (GOV.UK, 2022a; Alzheimer’s Society,
2014):

10 For the purposes of this chart, primary semantic aphasia has been included in frontotemporal dementia as a
subtype (University of California San Francisco, 2022)

© Association for Dementia Studies 2023 Page 28



MC Members: d tiat
embers: dementia type UK: dementia type

3% 3% | 1%

3%
. ' 2% | 2%) 3%
m Alzheimer's 4%
= Vascular 13%
10%
= Mixed
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The most common time interval between diagnosis and joining an H&W MC for the
77 members with the relevant dates recorded is up to one year, with 48 members
(62%) joining prior to or within two years following diagnosis:

Time from Diagnosis to Membership
35
30
25
20
15

. 11. _ _

Prior <1lyr <2yr <3yr <4yr <5yr <6yr <7yr <8yr

wv

The average time from recorded diagnosis until the need for institutional care for
people living with dementia is 3.9 years (Joling, 2020). The Adjusting to Change
model offered by MCs is intended to support people to “...make good emotional,
social and practical adjustment following diagnosis” towards the goal “...that they

62%

will experience fewer distressing symptoms later and will be able to live at home for

longer with a better quality of life for them and their families” (University of

Worcester, 2022, 7). It is to be assumed that the sooner individuals and their families
are supported to adjusting to change in this way, the more helpful it will be to them.
The fact that 29 members (38%) joined MCs two to seven years following diagnosis

© Association for Dementia Studies 2023

indicates the need to identify and address any barriers that are preventing earlier
MC membership to maximise benefit. These barriers include timely diagnosis,
especially in H&W ICB, given that is has the lowest diagnosis rate in England (NHS
Digital, 2022a).
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The length of time diagnosis takes is also an issue, with only 26% of patients in the
UK being diagnosed within the six-week target timeframe, and some waiting as long
as 34 weeks (Cook, Souris and Isaacs, 2020; Department of Health, 2016). It is
important to note that the recent COVID-19 pandemic has had a detrimental impact
on the dementia diagnosis pathway and data, with waiting times for diagnosis
reaching up to 104 weeks (Corrado et al., 2022; NHS Digital 2022a; Alzheimer’s
Society, 2020). Parker et al. (2021) identify stigma impeding discussion between
families and with healthcare professionals as a factor that can also delay diagnosis.

Previous Occupation

Previous occupations recorded for H&W MC members and carers have been
assigned Standard Occupational Classification (SOC) hierarchy codes by major group
(ONS, 2020) on a ‘best guess’ basis to offer a broad picture of socioeconomic class:

Managers, directors and senior officials
Professional occupations

Associate professional occupations
Administrative and secretarial occupations
Skilled trades occupations

Caring, leisure and other service occupations
Sales and customer service occupations
Process, plant and machine operatives
Elementary occupations

LN EWNRE

Of the 81 members whose recorded previous occupation correlates with a SOC code,
occupations with mid-range incomes (groups 4-6) are most represented. Twenty-
seven members (33%) fall within groups 1-3, 33 (41%) within groups 4-6 and 21
(26%) within groups 7-9:

MC Member SOC Codes

14
12

0 I I I I
1 2 3 4 5 6 7 8 9

SOC Code

A OO o0 O

N
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When compared to the latest job figures for the West Midlands (ONS, 2022j), there
are 14 (17%) fewer members than would be expected in groups 1-3, 11 (14%) more
members in groups 4-6 and three (4%) more in groups 7-9:

MC Members & West Midlands SOC Codes

SOC1-3 SOC4-6 SOC7-9

60%

50%

40%

30%

20%

10%

0%

B MC Members B West Midlands Jobs

These figures raise a question over whether H&W MCs are not reaching or appealing
to people in the ‘upper’ socioeconomic groups as much as to ‘mid’ and ‘lower’
groups. However, the socioeconomic makeup of the West Midlands appears to have
changed over time. When compared with the earliest West Midlands job figures
available from 1997 (ONS, 2022k) when the majority of members would have been
below the age of 65 years, there only remains a difference of two members
more/less in the mid and lower range groups, indicating that the socioeconomic
status of MC members was fairly representative at that time:

MC & West Midland SOC Codes 1997

SOC1-3 SOC4-6 SOC7-9

45%
40%
35%
30%
25%
20%
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0%

B MC Members B West Midlands Jobs
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Conclusion

Barriers to Meeting Centre Attendance

It is clear that only a small proportion of the eligible H&W population who could
potentially benefit from MC membership attend H&W MCs. It is also apparent that
many of those who do attend, are not doing so until as many as eight years post
diagnosis. These members and their families could potentially experience more
benefit from earlier MC support. The findings from this study indicate the following
possible barriers to attendance for potential members in H&W:

Diagnosis
Proportion and time targets are not being met

Transport
Personal and public forms of transport are not available to many, especially in rural areas

Provision
MCs are not available in all areas of Herefordshire.

Rurality
Isolation and challenges specific to people who live rurally, particularly from farming
communities, can pose barriers to accessing support

Finances
The cost of attending an MC may pose a financial barrier for some potential members

Stigma
Diagnosis and access to services can be delayed due to stigma, and may influence the willingness
of potential members to attend MCs

This report has also highlighted that there are potentially barriers to attending MCs
for the following groups of people with dementia and/or their carers that are yet to
be identified:

Females living with dementia
Males living with dementia aged <70
People with dementia living alone

People living with dementia in the community within H&W more broadly, given the low number
that attend MCs

Younger family carers aged <65
Adult child carers
Male carers aged <65

Limitations
Gaps in the data provided by MCs (see Appendix) and the publicly available
demographic data relevant to MCs, locally and nationally, limit the conclusions that
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can be drawn in this report. The data in this report is also limited by factors
associated with the COVID-19 pandemic. Further data is needed in the following
areas:

MC demographic data

BME people and other minority groups living with dementia
This is particularly pertinent to commissioners aiming to tackle equality, diversity and inclusion

Publicly available UK statistics on age, gender and familial relationship of family/informal
dementia carers

NHS digital local dementia diagnosis datasets to include people of all ages, not only those aged
65+

More comprehensive NHS dementia diagnosis data collection and publication for Wales
Publicly available UK statistics on deprivation, aging and dementia
Publicly available UK statistics on the transgender population, aging and dementia

Further Research

Moving forwards, the following topics stand out as holding potential for further
exploration for H&W MCs, in addition to the barriers to attendance identified above
(see Barriers to Meeting Centre Attendance):

The role of family carers in referral and signposting
Support for resuming attendance following a break such as respite

How MCs support people with dementia experiencing anxiety and agitation, disputes and those
who do not offer a clear reason for leaving

Comparison of MC attendance and barriers with other community dementia interventions and
services
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Appendix: MC Data Overview

The following table shows the number of records for H& W MC members and carers
within each demographic category:

mMC mMC| MC|MC|MC|MC|MC|MC|MC|MC]| MC

Members 1| 23| als|e| 7|89 |1w0]un|M
No. of members | 71 22 13 6 32 9 88 6 5 3 2 257
DOB 66 22 0 13 5 31 5 4 0 0 154
Postcode 67 22 8 0 8 5 13 5 4 0 0 132
Gender 71 22 13 6 24 9 15 6 5 3 0 174
z::i‘b’l";’a”;on 60|22l 0| oflo|o|3|o|o]| o] o]sa
Ethnicity 67 22 0 0 0 0 12 5 4 0 0 110
Living situation 67 22 8 0 8 5 12 5 4 0 0 131
;Z?;;i't/ing 65|22 9| of| 8| s |75 |a]| o] o]
Dementia type 62 22 9 0 8 5 13 0 0 0 0 119
Diagnosis date 59 17 0 0 0 0 3 0 0 0 0 79
Joining date 68 22 8 1 9 0 13 6 5 3 2 137
Leaving date 39 8 1 0 3 0 12 0 2 0 0 65
Reason for

. 33 8 1 0 5 1 29 0 2 0 0 79
leaving

MC{MC|{MC|[MC|{MC|[MC|[MC|MC|mMC|MC]| MC
Carers All

No. of carers 63 21 3 1 12 5 18 0 0 0 0 123
DOB 32 19 2 0 4 0 18 0 0 0 0 75
Postcode 27 21 0 0 0 0 0 0 0 0 49
Gender 36 21 2 1 12 5 0 0 0 0 79
z::i‘b’l";’a”;on 2|22l o0l oflo|lo|l1|lo0o]o0o]| o] o] 23

Ethnicity 14 21 0 0 0 0 1 0 0 0 0 36
Living situation 15 20 0 0 0 0 1 0 0 0 0 36

Relationship to 28 | 21 3 0 2 0 1 0 0 0 0 55

member

Joining date 28 21 1 0 2 0 1 0 0 0 0 53
Leaving date 22 9 0 0 0 0 0 0 0 0 0 31
Reason for 9|9 ololo|lo|lo|lo]|ol| ol o] 28
leaving
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The Association for Dementia Studies is a multi-professional university research
centre with many years of experience in the field of person-centred dementia care
and support. People living with dementia, their families and their carers inform our
work at all stages.

Through its research, education programmes and knowledge transfer activities the
Association for Dementia Studies (ADS) has touched the lives of many people since it
was established in 2009. Further information can be found on our website
www.worcester.ac.uk/dementia. We work proactively at the interface between the

experience of those living with dementia, those developing practice and those
undertaking research to ensure real knowledge transfer and translation between
these different world-views. ADS have a strong track record in working
collaboratively with many care providers and charities.

We are committed to a person-centred approach in all our work. This is our ethical
code that encompasses all our relationships both within our team and in our
education and research collaborations. This includes people living with dementia
their families and carers and those of us who are privileged to work in this area. It is
a code that values all people as unique individuals, tries to see things from the
viewpoint of the other and recognises the interdependence of all of us. We are
committed to raising awareness, challenging stigma and improving quality of life and
wellbeing.
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Overview

Sustaining Meeting Centre provision for people affected by dementia over time can
be challenging. To investigate the sustainability of Meeting Centres, the Association
for Dementia studies has launched the Get Real with Meeting Centres project
(Morton et al., 2022), funded by the National Institute for Health and Care Research
(NIHR, 2021). The aim of this research is to support Meeting Centres to keep running
and flourish in the longer term through better understanding the challenges they
face.

A challenge to sustainability is getting and keeping members, as only a small
proportion of those who might benefit from Meeting Centre support attend. This
report identifies barriers to people joining and attending Meeting Centres on a
regular basis in Herefordshire and Worcestershire, based on interviews with relevant
stakeholders. These barriers cover seven broad themes:

Unmet support needs

Perceptions
Dementia Pathway

Travel

To address these barriers, recommendations are offered to people running Meeting
Centres, professionals involved in the dementia pathway and potential members and
those who care for them. These recommendations cover four broad themes:

Meeting needs
Transforming perceptions

Improving inclusion & raising awareness

Transforming practice

The barriers and recommendations contained in this report are relevant to Meeting
Centres and their communities across Herefordshire and Worcestershire and may be
transferrable to others across the UK.

© Association for Dementia Studies 2023 Page 4



Background

From their introduction to the UK in 2015, the Association for Dementia Studies
(ADS) has supported and evaluated the development Meeting Centres (MCs) to help
address gaps in the support available to people affected by dementia (University of
Worcester, 2022a). Community groups initiate and run MCs as local social clubs,
providing on-going social care that is accessible and supports people in adapting to
the changes that dementia brings. Funded by the subscriptions of paying members,
grants and fundraising, MCs offer a low-cost form of community support for people
living with dementia and their families.

The first two UK MCs were established in Herefordshire and Worcestershire. The
number of MCs has since expanded across these two counties and the UK. Sustaining
MC provision in the longer term is a challenge and so ADS research has responded by
seeking to understand and support their sustainability, particularly in rural areas
where this can be most difficult. The Get Real project (Morton et al., 2022) is funded
by the National Institute for Health and Care Research (NIHR, 2021) and builds on a
prior theoretical study (Morton et al., 2021) to gain the views of stakeholders
involved in MCs that have continued to run for more than three years. Guided by
service users and members of the public, this study involves MC staff and members
at all stages. The findings will form a basis to developing user friendly guidance and
materials to promote the sustainability and growth of more MCs and inform policy
makers and governments about the support that is needed from them.

Early indications from the Get Real project show that those who attend the three
case study sites located in Herefordshire, Powys and Worcestershire are only a
fraction of those diagnosed with dementia in each locality, highlighting a need to
expand the project’s original aims and objectives to include the following:

Aims

1. Tounderstand who the MCs are reaching, appealing to and helping, and who they
are not.

2. To provide a clear indication on the equality of access to support and where new
strategies and further work needs to be focused to ensure that the needs of the
whole community are met in the post-diagnostic phase in dementia.

Objectives

1. Todetermine whether those who attend MCs are representative of the local
diagnosed population.
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2. Toidentify if there are any particular barriers for people who do not attend or are
not being reached (e.g. from certain demographics or with certain personal
circumstances).

In conjunction with a demographic report looking at the profile of people who access
MCs, this report forms a basis for tackling disparities and overcoming barriers to
accessing MC support. Insufficient demographic data necessitated a focus on the
counties of Herefordshire and Worcestershire (H&W) for this part of the Get Real
project, excluding Powys. Of the 13 MCs operating in H&W, 10 have been
established for only one to two years. Within Worcestershire, nine of the 10 MCs
were initiated since the Covid-19 pandemic restrictions eased. This report identifies
barriers to MC attendance experienced by people living with dementia who are non-
attenders, their family carers/supporters, dementia pathway professionals and MC
staff from across H&W.

Design
In order to understand who the MCs are reaching, appealing to and helping, and
who they are not, interviews were conducted with people living with dementia in
H&W, and family members/supporters who care for them. Interviews were also
conducted with MC staff and professionals who provide referrals and signposting to
services and support for people with dementia living in the community. All
participants were aware of MCs. Interviewees living with dementia did not attend an
MC at the time of interview and only one had attended a taster session.

We recruited six managerial MC staff members involved in the running of 12 of the
13 MCs! across H&W, and nine health care and third sector professionals who could
offer referrals and signposting to these MCs. We also recruited three people living
with dementia, two family carers and one person in a supporting role. These
recruitment figures met our planned requirement for a convenience sample.

Staff involved in the running of H&W MCs were approached directly and relevant
professionals were identified through existing ADS research and practice networks,
and via MC staff interviews. Participants with dementia and family carers were
identified through a ‘snowballing’ process via interviews with professionals and MC
staff and liaison with representatives from organisations supporting related
conditions and dementia friendly communities. These gatekeepers gained consent
from individuals/dyads meeting the inclusion criteria to pass on their contact details
to the researcher. Favourable ethical opinion was given by Wales REC4 for this
additional work package within the Get Real project in May 2022 (21/WA/0185). The

1 Currentin 2022
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ethical considerations are covered in a separate publication for the overarching
project (Morton et al., 2022).

Methods

Interviews

Each individual/dyad was asked to participate in one interview or focus group of up
to one hour. The location for interviews was determined by participant preference as
either face-to-face or by telephone/video call. Interviews were informal and
followed a simple topic guide to aid discussion.

The following table shows the breakdown of the 15 interviews/focus groups
conducted by stakeholder role and interview type:

Individual Joint Focus group
Staff 6 - -
Professionals 3 - 1
Nonattender 3 5 ]
individuals/dyads

Data analysis

In accordance with the methodology for the overarching Get Real project, a realist
approach to evaluating the data was taken. The aim of this approach is to explain
how and why outcomes are influenced by different contexts as a means to
understand and account for social complexity (Pawson and Tilley, 1997).

The interviews and focus groups were recorded and transcribed. These were
anonymised and uploaded into NVivo, qualitative data analysis management
software, and the data relevant to barriers to MC attendance were coded inductively
to form broad themes. A random transcript sample of 10% was checked
independently by a member of the Get Real research team at ADS. Checked
transcripts were discussed for consistency and the relevance of data to developing
understanding of the barriers to MC attendance. Data were organised into themes,
which were gradually refined throughout the analysis process based on our
interpretations of the emerging data.

Context sensitive cause-and-effect within realist evaluations are explained using the
concept of context-mechanism-outcome configurations (CMOCs). One way that
CMOCs may be expressed is in the form of ‘if-then-because’ statements. The realist
logic of analysis was applied to the data within each theme to derive ‘if-then-
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because’ statements that explicated how, why, for whom and under what
circumstances barriers to MC attendance arose in the data. These statements
constituted our CMOCs, uncovering the cause-and-effect factors evident within the
data. These CMOCs were then grouped to form recommendations for overcoming
barriers to MC attendance (see Appendix 1 and Recommendations). These CMOCs
and recommendations will also be combined with the results of other work packages
within the Get Real project to create an overall theoretical model, with
recommendations, regarding what might help or hinder the sustainability of Meeting

Centres.

Barriers to MC attendance: CMOCs

From analysis of the data, seven broad themes were identified encompassing 24
CMOCs (A-X), which are listed in Appendix 2. In this section of the report, each
CMOC is presented by theme, alongside supporting quotes from interviews. Only
quoted examples that were deemed most pertinent are included for brevity. All
CMOCs? evident within interview data are provided for inclusivity, even if discussed
by only one participant. For quotes, pseudonyms are used for anonymity.

Theme 1: Unmet support needs
For potential and returning members to access MCs, the need for support from a
variety of sources including family, professionals, Meeting Centres and animals were
identified by interview participants.

CMOC A. Lack of support

Lack of support can pose a barrier to MC attendance for people with dementia who
face a range of challenges, including personal care, family carer availability and
health, transport and organisation. This appears a particularly pertinent barrier for
people who live alone or as a couple with dementia.

CMOC A: If a person/couple do not have someone to help them when going out,
they may be unable to attend because they cannot manage getting ready/getting
to/being at the MC without additional support

2 One additional CMOC was identified specific to the Covid-19 pandemic that is intended for inclusion in a
separate publication
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..I have had people ring and say, I've got this person but I work so I can’t bring
them and they won’t come with anybody else. (MC staff)

..transport...that can be quite a challenge. Again, particularly for people who
are living on their own and haven't got...a partner...or family member who could
take them and pick them up. (Professional)

I just think that's such a hard barrier...not to be able to go...because you're
incontinent...I know there's a lot of people that would have gone and enjoyed it,
but they can't go... (Professional)

CMOC B. Membership disruption

MC membership can be disrupted for various reasons, including respite care and
hospitalisation. People returning to membership following such a disruption may
need additional support to make the transition.

CMOC B: If there is a disruption to a person’s attendance due to poor health, then
members may stop attending altogether because they do not have the energy or
support to overcome their health issues to re-engage and re-establish their
previous routine

..there’s a period of other illness...and then the mobility drops and that’s where

people stop...so spouses or carer being unwell, patient being unwell...there’s a
sudden stopping...and then you don’t get back into it. (Professional)

CMOC C. Language

Language can be a barrier to communication for people affected by dementia whose
primary language is not that spoken at an MC. This may be exacerbated for people
living with dementia as their condition progresses, as use of primary language can
increase (Goth, U.S. and Strgm, 2018; McMurtray et al, 2009).

CMOC C: If a person affected by dementia has challenges communicating in the
language the MC uses, then they may not attend because they find the language
barrier too difficult to overcome.
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CMOCD. Pets

For some people living with dementia, the companionship of animals plays an
important role in daily life (Alzheimer’s Society, 2022a). Leaving a pet behind to
attend an MC can pose a barrier.

CMOC D: If a person has strong attachments to a pet then they may not be able to
attend an MC because their pet cannot accompany them or they are unwilling to
leave them

...I've had a couple of people...who are incredibly attached to their dogs and live
on their own. And there is no way they're gonna leave their dog to go out, so

that's one definite barrier...They just would not feel comfortable leaving their
dog at home because they’re kind of like a safety net. (Professional)

Theme 2: Costs

The costs involved in attending an MC can be unaffordable or seen as not offering
value for money. However, it may be possible for people living with dementia to
receive financial support to help with costs, such as Attendance Allowance or
Personal Independence Payments (Alzheimer’s Society,2022b).

CMOC E. Affordability

The cost of membership can vary between MCs, and there can be additional costs

involved for people to attend such as paying for transport and care. For some, these
costs can be a barrier to attendance.

CMOC E: If the costs involved in attending and accessing an MC (including
transport) are perceived as too great or not affordable then potential members
may not attend because they are unable or unwilling to pay the involved costs
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If you’re being supported by...paid carers coming in...a couple of times a day...it

would be incredibly expensive to pay for four hours and then come in to the
Meeting Centre... (Professional)

CMOC F. Attendance duration
Attending an MC for a whole day may not always be possible or desirable for
potential members, who may then not wish to pay fees for a whole day.

CMOCF: If an MC charges a daily rate but a potential member is unable or
unwilling to attend for the duration of that day then they may not attend because
they may feel they are not receiving value for money

I've got one chap...he likes to come for the short periods but not the whole day,
and then he’s like “Well I don’t want to have to pay £25 to come for a couple of

hours”...he tends to come to us in a morning then goes off somewhere to a café
for lunch...I've got a couple that only come for two or three hours...it is a lot of
money if you're not getting your money’s worth (Professional)

Theme 3: Health

Dementia symptoms or other health conditions can prevent MC attendance for both
existing and potential members.

CMOC G. Challenges presented by symptoms

For people living with dementia, anxiety and agitation can communicate feelings and
needs (Sandilyan and Dening, 2015) and in some instances can be supported within
MCs but may also be a barrier to attendance. Toilet problems and sensory issues
including increased sensitivity and impairment, are also common (Rhodus et al.,
2022; Alzheimer’s Society, 2021a; Social Care Institute for Excellence, 2020).
Symptoms may result is some people being unwilling to attend due to the challenges
of the environment or feeling self-conscious around others.

CMOC G: If a person’s condition leads to symptoms such as distress in unfamiliar
places, sensory sensitivity or incontinence then they may not attend an MC
because they find the environment/group setting too challenging
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..1t’s only just recently...that he’s been a little bit a stick-in-the-mud...I just wish
that we could persuade him... (Carer)

...you’ll have people that get very anxious, they’ll get in there and they’ll panic...
(Professional)

Theme 4: Meeting Centres

MCs themselves can present barriers to attendance in the ways that they are run,
their accessibility and their environments.

CMOC H. Activities

Group activities plays a central role in the life of an MC and the contribution,
interests and strengths of members are intended as the basis for activity planning
and development (University of Worcester, 2022b). It seems that activities need to
be carefully selected and planned as they can be a barrier to attendance, for
example if they are unfamiliar or have associations with childhood. Sufficient staff
and resources are also needed to plan and provide suitable activities.

CMOC H: If MC activities lack sufficient staff and resources and are not planned
with awareness of people’s needs and interests then people may not
attend/refer/signpost because they may perceive the activities as unfamiliar,
unsuitable, uncomfortable or poorly implemented

..when you walk into a meeting centre, you don't necessarily need to look at

crayons and colouring books on a table...somebody I know...wouldn't go and he
said it's cause he'd feel like he was in play school. (Professional)
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...I do think people can end up spending a lot of time just sitting...you've got [the

manager| and volunteers and I'm not sure that is adequate really to do what is
needed. (Professional)

CMOC I. Supporting members

People who are unfamiliar with MCs may need additional time and support in
adapting to membership, requiring greater staff capacity. Finding funding can be an
ongoing challenge and MCs are less able to provide quality support if they are under
resourced meaning that people may be less likely to attend as a consequence.

CMOC I: If MCs are insufficiently staffed and resourced then people may be less
likely to attend because staff will not have the time and energy to support
potential new members into the MC

I've had a lot of...emails...voicemail...I must have sent out at least 30 lots of
information...And because I've just been on my own, [ haven’t been able to follow
it up as I'd have liked to. (MC staff)

...turnover of volunteers and availability of volunteers as well is an issue... (MC

staff)

CMOC J. Flexible membership

It is not always possible for people living with dementia and those who care for them
to attend an MC consistently or for whole days (usually five hours). Some people
may experience other challenges with aspects of membership, such as eating away
from home. MCs that do not offer membership flexibility may find this a barrier for
some members/potential members.

CMOC J: If MC membership does not accommodate varying and irregular
attendance patterns (over time or on a single day) then people may not attend
because they may feel it does not fit with their circumstances and the challenges
of living with dementia
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...[my husband]’s not good at eating...So that might become an issue, to be sat
there and being expected to eat this meal. (Carer)

Carers don’t generally come because it’s respite for them, so they can leave their
loved ones here...a bit of rest and recuperation. Other people are working... (MC

staff)

He goes to the pub every day and that's his routine. (Professional)

CMOC K. Car parking

Mobility difficulties can affect people as they age and those living with dementia
(National Institute on Aging, 2020; Gras et al., 2015). Having adequate parking and
drop of space that is within easy access of an MC is necessary, as this can be a very
practical barrier to attendance.

CMOC K: If MC car parking is insufficient or not accessible then people may not
attend because the challenges of parking are off-putting or unmanageable

...[the MC] is quite a bit of a walk from the car park...And the one lady I took
there, she said “Will I have to walk that way every time...because I didn't feel
safe walking that way”. (Professional)

..It's nice and central, but there's nowhere to park. There's nowhere to drop off...
(Professional)

CMOCL. Venue

The Essential Features of a Meeting Centre (University of Worcester, 2022b)
highlights the need for an acceptable and accessible venue and the importance of
involving people living with dementia and family carers in the decision making over
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venue selection. From the interview data, it is clear that the environment of an MC
can be off-putting to potential members and professionals if it is not a pleasant and
accessible space in which to spend time. It is also apparent that the venue needs to
be suitable for the purposes of an MC in meeting the differing needs of members
and that buildings with an associated purpose, such as religious buildings, may also
deter some potential members.

CMOC L: If the venue is not welcoming, well-lit, accessible and suitable for the
needs of different member groups then people may not attend because they will
find going to the MC difficult or unpleasant

... it just felt like a gloomy day centre... Grim. (Person living with dementia)

I wouldn't want to spend all day...there's no daylight, it's dark, it's dingy ...
(Professional)

... you need that better disabled access... (Professional)

CMOC M. Promotion

Awareness raising and communicating value are important for sustaining
community-based interventions (Morton et al., 2021), and information is not
reaching everyone across H&W who might benefit from MC support. However,
people who are being reached with information can be put off if the promotional
materials produced by MCs are not appealing and inclusive.

CMOC M: If MCs are not promoted widely with broadly inclusive and appealing
materials then people may not attend because they find the promotional material
off-putting or don’t know about the MC
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..it didn’t get sense of connection with things...I didn’t realise it was an open
day...So none the wiser. (Person living with dementia)

... think if more people knew about us, however we do that, we would get more

people... I'm sure there are lots of people not being reached... (MC staff)

...people are not aware that this Meeting Centre is here...we’re not in town, we
can’t put out a sign... (MC staff)

CMOC N. Membership profile

People who are younger and/or living with milder symptoms of dementia can be
deterred from attending an MC that has an older and/or more advanced
membership profile. Carers and professionals may also see the MC as not suitable or
relevant to the person living with dementia and so do not encourage attendance.
Factors that may contribute to an MC developing such a membership profile include
lack of local day care provision (see CMOC T) and people postponing membership
(see CMOC Q).

CMOC N: If an MC has an older/more advanced dementia membership profile,
then younger persons/those experiencing milder symptoms may not attend
because they may feel the MC is not for them

..perhaps I'm wrong but I...feel that maybe the Meeting Centres are for people

older than me...I'm 66, but I don’t feel it...and because I was young onset as well
(Person living with dementia)
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...she was only 64, she...said...it was so depressing, everybody there is in their

80s...1 don't want to sit there like that, I don't want to look down the line of what
I'm going to be like. (MC staff)

Theme 5: Perceptions

It is evident from interview data, that the way in which MCs are perceived can be a
barrier not only to attendance for potential members, but also for encouragement
from carers and signposting and support from professionals. Staff perceptions can
lead to MCs being run and promoted differently than intended, which can lead to
confusion about what an MC is and who it is for.

CMOC O. Early dementia

MCs are intended to support people in adapting to the changes that dementia brings
towards a better quality of life and helping people to come to terms with a dementia
diagnosis. However, people early in the dementia journey who are active and
independent, and those around them, may not feel that they need community
support yet. It may be that a different or tailored form of community support in
adapting to change could be beneficial in meeting the needs of this group.

CMOC O: If a person is early in their dementia journey, active and independent,
then they may not want to attend because they don’t see the MC offer as relevant

to them and their needs yet

It just didn’t tap into anything that I feel I need, at the moment...if | didn’t have
such a supportive partner, and if  wasn't still so active, maybe I would consider
going...in the future I might well do...while I can, I want to carry on doing
things as normally as I possibly can...If | went to a Meeting Centre now, I could
see myself helping rather than being ‘involved with activities’ (Person living
with dementia)

... think the issue [is] that they don’t really offer something that’s going to meet
what [she] needs each week. Actually, at the moment what she needs is the in-
home support to manage emails, to manage work...Life. (Supporter)

...one of the ladies...she’s only just on her journey with dementia, so she’s on a lot
of forums and groups...she’s busy out and about so she’s not really quite ready
for it yet. (MC staff)
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..If they are at the mild stages they feel like coming to a Meeting Centre is like
one step towards residential care...I don't think it's until it progresses that loved
ones then think, “Oh, I need help now”...and that's almost too late to catch the
people at Meeting Centres. (MC staff)

...groups/activities that are specifically for people living with dementia can
appeal because they have potential to offer a sense of belonging, and promise
that they can be a safe place where I can be me. However, they don’t always
fulfil their potential in reality. Some feel more carer-focussed and this can make
me feel excluded. (Person with dementia)

CMOC P. Unfamiliar with groups or community support
People living with dementia and those who care for them who have little or no

experience of participating in groups or community support may not relate to the
idea of MC attendance.

CMOC P: If people are not familiar with attending groups/community support then
they may not attend an MC because they do not see it as being for them

I'm not a good mixer but I'm just a private bloke......I don’t like being organised
but I just like being me, you understand? (Person living with dementia)

I don’t consider myself a group person. (Person living with dementia)

...one of my fears...is I didn’t want to go along to a group that was defined by a

diagnosis...because that might well be the only thing I've got in common with

those people...where all we’d be talking about is our symptoms. (Person living
with dementia)

Mum has never been great with mixing...she didn’t do any of those groups...with
me when I was younger. (Carer)

I can’t see the goodness that would be there...I can’t imagine what they’re going

to do in that time that would stimulate my partner-...it would be absolutely
devastating...for both of us...I couldn’t see me ever going...every morning I get
up, every night I go to bed, I am a carer...and going to meet a group of other
people who are in the same situation is not going to help me...for me it is just
aberrant. (Carer)

...sometimes they don’t give it a good enough go...if they’re going to pull out it’s
probably after their first or second initial visit...I think people should go for
about a month...whenever someone goes into that Meeting Centre, their
preconceptions are huge.

(Professional)
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... [ think they’re just a little bit wary of it's something new, something they've
never had to use before. It's a little daunting. (Professional)

... people will say, “Oh no, groups aren't for me”. (Professional)

CMOC Q. Disagreement

Disagreements or misunderstandings can occur within an MC. If they cannot be
resolved, a disagreement or misunderstanding may result in a person discontinuing
their membership.

CMOC Q: If there is an unresolved disagreement or misunderstanding between
people at an MC then the parties concerned may not attend because they do not
feel comfortable

There was one...that left...just didn’t get on...with people...I don’t know exactly

what it was, but...[they] took offence...misinterpreted what had been said... (MC
staff)

CMOCR. Stigma, denial & dementia awareness

It is evident that some people experience stigma around living with dementia or
difficulty accepting their own or their loved one’s diagnosis. Not identifying or not
wishing to be associated with dementia can prevent potential members from
attending an MC. Cultural stigma may lead to lack of awareness of the need for
dementia support or its benefits (Hossain et al., 2020), and subsequently its
availability.

CMOC R: If people experience stigma or lack of awareness about dementia then

they may not attend an MC because they may not wish to identify, acknowledge

or be associated with dementia, and will be unaware of the need for/existence of
MCs

It is probably facing it...When she said she doesn’t want to go I couldn’t push her
because I just felt like, oh, no, I don’t think I would want to go there either.
(Carer)

From the initial thing of we don’t go to clubs and that usually, this is alien to us,
we never hear him say that anymore...he went through one hell of a barrier...he
was ashamed of how she was. (MC staff)

..we were going to put some signs up outside to advertise that we're there, but
then...people know, “Oh they’re going in there, so they’ve got...dementia”. (MC

staff)
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...this particular person didn’t like the idea of other members of the family or
public picking up that there was dementia, they were attending anything with
dementia. (MC staff)

...his wife said...please don’t mention dementia...he just won’t accept that he’s
got dementia...it brings bad images up for him...So, sometimes it’s the family
don’t want them to know, or they don’t want to put them through the tests...And
some people are just in denial, they don’t want to acknowledge that they’ve got

dementia. (MC staff)

I met with a gentleman at [the Mosque] to try and link in with the Muslim
community. 1'd asked if anyone in the community had dementia...And his
answer was, no, no-one in the community has got dementia. Which I don't think
is necessarily the case...I'm sure that there are people in his community that
have been touched...by dementia but he's just not aware of it, so it's making sure
that we're tapping into those that do know about it. (MC staff)

CMOCS. Practice & understanding of MC model

MC staff who are not fully aware of who and how MCs are intended to support, as
laid out in the Essential Features of a Meeting Centre (University of Worcester,
2022b), can lead to MCs being run and promoted differently. Consequently, this can
result in confusion and misconceptions about what an MC is and who it is for by
people in the community and professionals. Lack of understanding by people living in
the community and professionals about how MCs differ from other dementia
support, such as day care, can mean they do not see the value or relevance of
attendance. It is likely that MCs will needs to overcome preconceptions about
dementia support, making it even more important to run and promote MCs as
intended.

CMOC S: If MCs are not run and/or clearly promoted as intended then people may
not attend or be referred/signposted because of confusion or uncertainty about
who the MC is for or what it offers, or failure to appeal to/meet the needs of the

people it is intended for

It’s correct what you say about thinking it’s a day centre, because that’s exactly
what I thought. (Carer)

..it's called a Dementia Meeting Centre. But in the leaflets it's saying you don't
have to have a confirmed diagnosis. And so I took somebody who didn't have a

confirmed diagnosis, but then the centre manager spoke about dementia...1
think that can be a bit confusing. (Professional)
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...because it’s such a different concept, Meeting Centres, they don’t understand
what we’re trying to do. And so, they just see the day care label... it’s a
constant...educating people as to what kind of a service we’re delivering here,
and that we’re not somewhere where you can just dump your loved one and
go...we’re not day care. (MC staff)

It's not promoted for something for the carers, it's promoted for somewhere
they can take the person along. I've yet to go to a Meeting Centre and see a
carer remain...Maybe it's people's understanding, but then I struggle
myself..what is a Meeting Centre? Is this a day centre?...Is it for ‘earlies’? Is it
for ‘mids’? Is it for ‘lates’? It's like, even I'm confused, and I think people use it as
a day centre...What is it you re offering that's different? (Professional)

Theme 6: Dementia pathway

CMOCT. Lack of local day care provision

When a person’s dementia progresses to the point that their needs can no longer be
met by an MC, a higher level of support is indicated, such as day care. It appears that
in some areas such support is not available. In this situation, MC can be reluctant to
discontinue membership and leave the member and those who care for them
without follow-on support. If these members continue to attend, the MC can
develop an older/more advanced dementia profile, which can be off-putting to new
members (see CMOC N).

CMOCT: If there is a lack of local provision for those with more advanced
dementia to move on to then an older/more advanced dementia membership
profile is more likely in the MC because staff will not want to stop supporting
members who are no longer supposed to be appropriate for MC membership

CMOC U. Referral pathway

Professionals supporting people living with the mild to moderate stages of dementia
in the community can signpost or refer people to MCs. In addition to information,
some potential members need support in taking the first step to attend. It appears
that can be a lack of resources in order for professionals to provide support for the
transition into membership and that the pathway between professionals can
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sometimes lack continuity, resulting in potential members not receiving the
signposting or support they need to attend.

CMOC U: If the referral pathway lacks continuity and adequate resources then
people may not attend an MC because they do not receive enough signposting
and/or support

You wouldn't necessarily know what the Meeting Centre was unless 1'd talked to
you about it...it’s actually a symptom of the way in which services have
changed...it used to be that Brenda was very well connected through there
being a specialist...support worker,...with [Dementia Service], with the
[Dementia Network Group], and now in fact all three of those things have
gone...it’s not that Brenda isn’t online or digitally connected... (Supporter)

...It's how you move from letting people know to actually...encouraging people
to take that step to go. And...capacity, I think sometimes as well for staff to
actually be involved in that taking somebody along, because that's just not
always there. And certainly when you're working with people who live with

dementia who live on their own, you really need to be able to do that, I think.
(Professional)

CMOC V. Diagnosis

The diagnosis rate in H&W is the lowest in England (NHS Digital, 2022). Not only are
a low number of people being diagnosed, but it appears people are receiving
delayed diagnoses, whether due to waiting times (Cook, Souris and Isaacs, 2020),
lack of follow up for people experiencing mild cognitive impairment, or not seeking a
diagnosis until support becomes a necessity. Another factor is that Herefordshire is
predominantly rural, and later diagnosis is more common in rural areas (Alzheimer’s
Society, 2021b) and fear of losing their driving licence can also deter people (See
CMOC W). The prospect of a dementia assessment can be daunting, however timely
diagnosis means that people are more likely to receive the help they need and
community support, such as MCs. Because MCs are principally for people living with
dementia and their carers, people without a diagnosis may not know about the
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support available or think it is available to them or may not be eligible to attend. In
addition, some MCs only accept members with a diagnosis.

CMOC V: If a person with dementia does not have a formal diagnosis then they
may not attend an MC because they do not think they need to or believe that they
are not eligible

...one of the things I try to encourage people to do, is to get a diagnosis
because...you may not have dementia, it could be all sorts of other things, it
could actually just be getting old...I also think that you can make plans. If you
know what you’re dealing with and... I get why people don’t do it, it’s scary but,
knowledge is power, isn’t it, they say, and I think [my partner] and I have found
that. (Person living with dementia)

...people in Herefordshire, especially...they’re not getting a diagnosis early in the
stages of their dementia...it is further on down the line, and whether that’s
because they might be in denial and not want to go to the doctors, or whether
it’s when they get to the doctors and get referred to the clinics, then how long is
the waiting list, I don’t know. (MC staff)

...mild cognitive impairment they don’t review at all...that’s a forgotten group
of people...where potentially there could be a good chunk of diagnosis...you’ve
given that diagnosis of mild cognitive impairment to whoever, and you're
saying bye-bye now, and you're saying, go to your GP if there’s any changes.
Well, that person is going to be too frightened to go to that GP...There’s people
out there they’ve had mild cognitive impairment for years, never been reviewed.
(Professional)

We are saying that to attend our Meeting Centre, people have to have a
diagnosis. (MC staff)

Theme 7: Travel

CMOC W. Driving

Fear of losing their driving licence can deter people living with dementia from
seeking a diagnosis, particularly in rural areas where dependence on driving is
greater (Alzheimer’s Society, 2021b). As discussed above (see CMOC V), lack of a
dementia diagnosis can be a barrier to MC attendance. Even if a person without an
official diagnosis were aware of the MC support available to them, they may avoid
drawing attention to their condition and their driving by not attending.
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CMOC W: If a person with dementia relies on driving to get about then they may
not attend an MC because they are concerned that engaging with health, social
care or support services regarding their condition may lead to losing their licence

Now, I still drive. I have a medical licence which is renewed every year, and
every year I have a month of waiting and angsting about whether or not
they’ll stop me...And in fact, after five years of diagnosis, they did send me a
letter saying, oh well you’ve had dementia for five years now, so you've got to
stop driving...DVLA didn’t understand the complexity of dementia, in that, we
are all different. And I do think that the day that I have to stop driving, will be
quite a significant one, ‘cause we live out in the sticks, which is part of my
wellbeing...what I also say to people is, if you're not safe to drive then you
shouldn’t...a lot of people assume that as soon as you get a dementia
diagnosis, you have to give up your licence. That’s not true. You have to inform
the DVLA, and you then have to fill in a medical form and go through a couple
of hoops... (Person living with dementia)

..It’s the driving that’s the biggest push against getting a dementia
diagnosis...you’re so reliant on transport round here, and our village has got
one bus a week... So that’s a real disincentive to getting a diagnosis, it’s far
better just to ignore those symptoms, so that really puts people off. And then
how do you get into something like [an MC]... (Professional)

CMOC X. Rurality & distance
For people living with dementia who do not live close to an MC, transport to attend
can pose logistical challenges, as well as the need for additional support due to

dementia (see CMOC A).

CMOC X: If people live rurally or do not live locally to an MC then they may not be
able to attend because they are not able to get there

..living rurally...I have no idea how I would get to [the MC town] from here. I'd
probably have to get a bus into [the city] and then a train to [town], or a bus to
[town]... But the bus, here in the village, doesn’t go to [town], so [ would
probably have to go into [the city] again. So...huge barriers. Especially for
people who are older...I think transport is a huge, a huge issue. (Person living
with dementia)

I've had a couple where it’s been the distance: “Yes, she enjoyed it, but I take her
there, we don’t live in [town], so I'm in [town] then all day”. (Professional)
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...you’ve got to make sure that person with the diagnosis is comfortable being in
a different vehicle. (Professional)

We haven’t got any [public transport]. We haven’t got it...there is no bus...if you
want to go to the Meeting Centre you've got to have private transport.
(Professional)

Recommendations

CMOCs were grouped to form 18 recommendations (A-R) for overcoming barriers to
MC attendance (see Appendix 1 for grouping example). These groupings consolidate
the seven barrier themes into four themes for overcoming these barriers that are
relevant to people involved in running MCs (Recommendations A-J). Of these
themes, three are relevant to professionals involved in the dementia pathway (e.g.
GPs, community mental health teams, social workers, social prescribing link workers)

(Recommendations K-O) and two relevant to people living with dementia and those
who care for them (Recommendations P-R).

Recommendations for MCs

Meeting needs
Recommendation A

Provide information and practical support for potential and returning MC
members to access financial support, homecare and personal support and
community transport in order to attend.

CMOCs: A, B, E
Recommendation B

Where possible, make adaptations to service provision and secure additional
resources and training to accommodate individual needs whilst, considering the
implications for other members. This may include:

- Provision of an outreach programme for people unable to attend or who live
remotely

- Distinct provision for specific groups/needs e.g. early/more advanced
dementia, people who speak other languages

- Accommodating pet attendance

- Needs arising from symptoms, e.g. agitation or sensory difficulties

- Flexible/reduced attendance and payment
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- Signposting to other services when needs cannot be met by the MC

Transforming perceptions

Recommendation C

Provide an introductory information package and attendance programme that
offers an extended opportunity to experience the MC, promoting the importance
and benefits of adapting to change and MC attendance

CMOCs: P, R
Recommendation D

Plan ahead on how conflicts can be avoided and supported and consider conflict
resolution training for staff

CMOCs: Q
Recommendation E

Ensure that MCs are run as intended according to the Essential Features of an MC
booklet (University of Worcester, 2022b)

CMOCs: S

Improving inclusion and raising awareness

Recommendation F

Liaise with local ethnic minority groups and community dementia services,
including mild cognitive impairment, to raise awareness of the MC offer and
understand the needs of these groups, and responsively adapt practice where
possible

CMOCs:C, R, V, W
Recommendation G

Create clear, appealing and inclusive promotional material on what an MC is, who
it is for and how it differs from other forms of dementia support in consultation
with a variety of stakeholders and promote widely to dementia pathway
professionals and in the community

CMOCs: M, S
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Recommendation H

Share information with the organisations, services and professionals you work
with on their potential role in helping tackle the following barriers to attendance,
where applicable:

- lack of referral pathway continuity and resources

- lack of diagnosis, particularly for people with community dementia services,
including mild cognitive impairment, or who fear losing their driving licence

- lack of local day care provision

- lack of awareness for undiagnosed people with dementia that they can attend
an MC

- lack of dementia awareness and availability of MC support among ethnic
minority groups

Transforming practice

Recommendation |
Ensure sufficient staff, staff time, volunteers and budget for:

- member/carer activity consultation and involvement

- activity training, planning, sourcing and development of resources and external
partners and regular activity provision

- supporting potential/new members and liaising with referring/signposting
professionals

CMOCs: H, |
Recommendation J

Ensure that the MC venue:

- has a sufficient, accessible carpark

- isawelcoming, accessible environment with good lighting

- has more than one room for working with different member groups/individual
needs when necessary

- can accommodate the needs of people living with dementia/older people, e.g.
hearing impairment/sensitivity

CMOCs: G, K, L
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Recommendations for Professionals

Meeting needs
Recommendation K

Provide information and practical support for potential MC members to access
financial support, homecare and personal support and community transport in
order to attend

CMOCs: A, E

Transforming perceptions
Recommendation L

Ensure that the MC offer and how it differs from other forms of dementia support
is clearly understood by professionals and articulated to potential members/carers
and discuss any perceived inconsistencies between model and practice with MC
staff

CMOCs: S

Improving inclusion and raising awareness
Recommendation M

Liaise with local ethnic minority groups and mild cognitive impairment services to
raise awareness of the importance and benefits of diagnosis, adapting to change
and MC attendance and liaise with MCs on how they can meet the needs of these
groups

CMOCs:C,R,V, W
Recommendation N

Share information provided by MCs widely with people living with
dementia/carers and in the community

CMOCs: M
Recommendation O

Focus on tackling the following barriers to MC attendance, where applicable:

- lack of referral pathway continuity and resources

- lack of diagnosis, particularly for people with mild cognitive impairment or who
fear losing their driving licence

- lack of local day care provision
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- lack of awareness for undiagnosed people with dementia that they can attend
an MC

- lack of dementia awareness and availability of MC support among ethnic
minority groups

Recommendations for People Living with Dementia and Carers

Meeting needs
Recommendation P

If you need additional support to access an MC, or are unsure if an MC is right for
you, discuss your situation with professionals and MC staff so they can help you
get the right support

Transforming perceptions
Recommendation Q

If you are unfamiliar with attending groups or community support, discuss your
concerns with professionals and MC staff so they can help you get the right
support to give membership a try

CMOCGCs:P,Q,R
Recommendation R

If you are unfamiliar with what MCs are and offer, read the Essential Features of
an MC booklet (University of Worcester, 2022b) to find out more

CMOCs: S

Summary of findings

People living with dementia and those who care for them can face a range of barriers
to MC attendance. The support a person needs to navigate their dementia journey
changes over time and differs between individuals and their circumstances. In
addition, financial constraints, health problems and transport difficulties are all
needs to be met in order to attend an MC.
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Not all people living in the community who could benefit from attendance at an MC
are aware of them and some may be uncertain as to what they are and offer.
Perceptions held about attending groups or community support can also stand in the
way. Understanding what MCs are intended to be and offer appears to be pivotal for
transforming perceptions for MC staff and professionals and the running of MCs in
practice to offer and promote inclusive, appealing support.

People affected by dementia may not know about or be able to access an MC due to
a lack of consistent support or assessment from dementia pathway professionals.
These barriers appear compounded by perceptions held by people living in the
community about the stigma and consequences of diagnosis. MCs and dementia
pathway professionals have a central role to play in meeting needs, transforming
perceptions, improving inclusion and raising awareness to promote attendance and,
ultimately, support for people in their communities affected by dementia.

Strengths & Limitations

The recent introduction of MCs to the UK has been accompanied and informed in its
development by research conducted by the Association for Dementia Studies. This
report addresses a previously unexplored topic in seeking to understand barriers to
MC attendance and offer practical recommendations for overcoming them. While
this research has specific relevance to H&W MCs the findings and recommendations
will potentially be transferrable to other MCs across the UK and may provide insights
for other dementia community support groups and services.

By taking a realist approach, this research has sought to account for, understand and
be informed by the rich complexity of everyday life. In keeping with this approach,
and the scope of this section of research within the overarching project, the number
of interview participants was intended to give a breadth of perspectives, but not
constitute a representative sample. While the number of participants interviewed
met our design criteria, the potential to interview more participants living with
dementia and carers was hampered by the challenges of reaching those willing to
participate in research. Further interviews may refine and add to the understanding
of barriers to MC attendance, and so the findings and recommendations are more
tentative and would benefit from broader subsequent research at a national level.

The recommendations produced in this report do not constitute a complete or
conclusive means of overcoming barriers to MC attendance, rather they consolidate
the CMOC findings from the perspectives of a finite group of stakeholders. This
research offers a starting point for improving MC accessibility and membership from
which to develop future research and practice.
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Appendix 1: Grouping Example

Recommendation A

Provide information and
practical support for
potential and returning
MC members to access
financial support,
homecare and personal
support and community
transport in order to
attend

CMOCs

A. If a person/couple do not have someone to help them
when going out, they may be unable to attend because they
cannot manage getting ready/getting to/being at the MC
without additional support

B. If there is a disruption to a person’s attendance due to
poor health, then members may stop attending altogether
because they do not have the energy or support to overcome
their health issues to re-engage and re-establish their
previous routine

E. If the costs involved in attending and accessing an MC
(including transport) are perceived as too great or not
affordable then potential members may not attend because
they are unable or unwilling to pay the involved costs

Appendix 2: CMOCs listed by theme

Theme 1: Unmet support needs

CMOC A Lack of support

If a person/couple do not have someone to help them when going out, they may
be unable to attend because they cannot manage getting ready/getting to/being
at the MC without additional support

CMOC B Membership disruption

If there is a disruption to a person’s attendance due to poor health, then members
may stop attending altogether because they do not have the energy or support to
overcome their health issues to re-engage and re-establish their previous routine

CMOC C Language

If a person living with dementia or their carer has challenges communicating in the

language the MC uses, then they may not attend because of the language barrier.

CMOC D Pets

If a person has strong attachments to a pet then they may not be able to attend an
MC because their pet cannot accompany them, or they are unwilling to leave them

Theme 2: Costs
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CMOC E Affordability

If the costs involved in attending and accessing an MC (including transport) are
perceived as too great or not affordable then potential members may not attend
because they are unable or unwilling to pay the involved costs

CMOC F Attendance duration

If an MC charges a daily rate but a potential member is unable or unwilling to
attend for the duration of that day then they may not attend because they may
feel they are not receiving value for money

Theme 3: Health

CMOC G Challenges presented by symptoms

If a person’s condition leads to symptoms such as distress in unfamiliar places,
sensory sensitivity or incontinence then they may not attend an MC because they
find the environment/group setting too challenging

Theme 4: Meeting Centre

CMOC H Activities

If MC activities are unfamiliar, have infantile associations or lack sufficient
planning/awareness, staff and resources then people may not attend/refer/
signpost because they find the activities unsuitable, uncomfortable, off-putting or
lacking

CMOC | Staff & resources

If MCs are insufficiently staffed and resourced then people may be less likely to
attend because staff will not have the time and energy to support potential new
members into the MC

CMOC J Flexible membership

If MC membership does not accommodate varying and irregular attendance
patterns (over time or on a single day) then people may not attend because they
may feel it does not fit with their circumstances and the challenges of living with
dementia

CMOC K Car parking

If MC car parking is insufficient or not accessible then people may not attend
because the challenges of parking are off-putting or unmanageable

CMOC L Venue

If the venue is not welcoming, well-lit, accessible and suitable for the needs of
different member groups then people may not attend because they will find going
to the MC difficult or unpleasant
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CMOC M Promotion

If MCs are not promoted widely with broadly inclusive and appealing materials
then people may not attend because they find the promotional material off-
putting or don’t see it

CMOC N Membership profile

If an MC has an older/more advanced dementia membership profile, then younger
persons/those experiencing milder symptoms may not attend because they may
feel the MC is not for them

Theme 5: Perceptions

CMOC O Early dementia

If a person is early in their dementia journey, active and independent, then they
may not want to attend because they don’t see the MC offer as relevant to them
and their needs yet

CMOC P Unfamiliar with groups or community support

If people are not familiar with attending groups/community support then they
may not attend an MC because they do not see it as being for them

CMOC Q Disagreement

If there is a disagreement or misunderstanding between people at an MC then the
parties concerned may not attend because they do not feel comfortable

CMOC R Stigma, denial & dementia awareness

If people experience stigma, denial or lack of awareness about dementia then they
may not attend an MC because they do not identify, or wish to be associated with
dementia, or are unaware of the need for/existence of MCs

CMOC S Practice & understanding of MC model

If MCs are not run and/or clearly promoted as intended or the MC offer is not
understood then people may not attend or be referred/signposted because there
is confusion or uncertainty about who the MC is for or what it offers, or the MC
offer does not appeal to/meet the needs of the people it is intended for

Theme 6: Dementia pathway

CMOC T Lack of local day care provision

If there is a lack of local provision for those with more advanced dementia to move
on to then an older/more advanced dementia membership profile is more likely in
the MC because staff will not want to stop supporting members who are no longer
supposed to be appropriate for MC membership

CMOC U Referral pathway

If the referral pathway lacks continuity and adequate resources then people may
not attend an MC because they do not receive enough signposting and/or support
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CMOC V Diagnosis

If a person with dementia does not have a formal diagnosis then they may not
attend an MC because they do not think they need to or believe that they are not
eligible

Theme 7: Travel

CMOC W Driving

If a person with dementia relies on driving to get about then they may not attend
an MC because they may be reluctant to seek a diagnosis

CMOC X Rurality & distance

If people live rurally or do not live locally to an MC then they may not be able to
attend because they are not able to get there
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The Association for Dementia Studies is a multi-professional university research
centre with many years of experience in the field of person-centred dementia care
and support. People living with dementia, their families and their carers inform our
work at all stages.

Through its research, education programmes and knowledge transfer activities the
Association for Dementia Studies (ADS) has touched the lives of many people since it
was established in 2009. Further information can be found on our website
www.worcester.ac.uk/dementia. We work proactively at the interface between the

experience of those living with dementia, those developing practice and those
undertaking research to ensure real knowledge transfer and translation between
these different world-views. ADS have a strong track record in working
collaboratively with many care providers and charities.

We are committed to a person-centred approach in all our work. This is our ethical
code that encompasses all our relationships both within our team and in our
education and research collaborations. This includes people living with dementia
their families and carers and those of us who are privileged to work in this area. It is
a code that values all people as unique individuals, tries to see things from the
viewpoint of the other and recognises the interdependence of all of us. We are
committed to raising awareness, challenging stigma and improving quality of life and
wellbeing.
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