Alzheimer’s & Dementia

s U P P O R T S B R V I C E S

Evaluation of the impact of our
services

May 2022

Report produced by Kelly Clark (Dementia Care Manager) and Sarah Taylor (Service
Development Manager)



Table of Contents

YU 101 =T YU PPR 3
Developments since last year's evaluation...............ooooiiiiiiii e 7
BaACKGIOUNG... ... e e et e e e e e e 8
AIMs of the Evaluation 2022 ...........cooiiiiiiiiiii e 9
How did we gather people’S VIEWS? .......cccviiieiiie e e e e e e e eeees 9
Who took part in our @ValUationNS? ..........cieiiiiiiii e e e e e e e e eenes 9
INterpreting the fINAINGS. ........ e 9
What did people who access multiple ADSS services tell us about their experience?....... 9
What did people tell us about their experience of our Dementia Information, Advice and

GUIHANCE SEIVICES? ...ttt e e e e e et et ettt e e bbb s e e e e e e e e e eeeeannnnnes 13
What did people tell us about their experience of Community Support Groups? ............. 17
What did people tell us about their experience of Community Activity Groups? .............. 20
What did people tell us about their experience of The Beacon Day Service?.................. 21
What did people tell us about their experience of Support at Home? .........c.ccovvvveiieeenns 25
What did people tell us about their experience of Support at Home Plus? ...................... 28
What did people tell us about their experience of our telephone system? ..........ccccoeeee. 30
(o TV RS- o Mo TUT il oY= o To] o T TP 31
] (=] (= o =T PSSP 32



Summary

Almost one million people in the UK are living with dementia®, and the majority of these are
over the age of 65 years and living with other health conditions. There are estimated to be
23,940 people over the age of 65 living with dementia in Kent2. Living with dementia can
bring challenges for the person with dementia and those around them. Alzheimer’s and
Dementia Support Services (ADSS) provides a variety of services to support people
throughout their experience of dementia. We are carrying out an Annual Evaluation to help
us understand the impact our services have on the people we support. A total of 99 people
took part in the survey (59 people with dementia and 40 carers or relatives). From this
point forward, when we use the term ‘carer’ we are including family members and/or friends
that support those living with dementia. The evaluation was facilitated through 1-2-1
discussions with a member of the relevant team or through an online form. Sixty people
took part in the 1-2-1 discussions, and 39 people completed the online form. The
discussions took place face-to-face, wherever possible, otherwise over the phone or by
video call. The were focussed on the specific service being accessed; however, we also
had a survey that reflected people’s overall experience of the charity where they access
multiple services. The key findings throughout the evaluation addressed six broad
statements as follows:

1. We are supported to access or find the correct and relevant specialist information
and advice about my condition and its impact on me, my family and or carer(s).

59% of people we spoke to always feel this way. Only two people stated that they never
feel this way - one of those people stated that no other care agency is involved at this time
and, unfortunately, the other person did not tell us more about why they feel this way.
Amongst those that were not sure, it seemed the question may have been too complicated
for some, others stated that they had not needed information or advice. However, this has
highlighted that more can be done regarding specialist information and advice. Our new
Dementia Coordinator service will increase our capacity to enable us to provide this. We
will also be ensuring speakers at groups, such as our Dementia Café, are covering topics
that are relevant to attendees.

= Always Sometimes Never = Not Sure



2. lam able to access social activities that | enjoy, in a safe space.

75% of people asked stated they always feel this way. Only three people stated ‘never’ but
further explained that they either have no interest in activities or don’t feel able to take part
anymore.

m Always = Sometimes = Never = Not Sure

“I love the physical activities. Love dancing. | don't have to think about it, | just know that |
am safe at The Beacon.”

3. | feel less lonely.

57% of people always feel this way. Although eight people stated they never feel less
lonely, six of those further explained that they have never felt lonely. Several people
informed us that, whilst they do not feel lonely while accessing our support, they are lonely
at other times. This is something we hope our new Befriending service will help address;
we will also consider this when developing our services.

>

m Always = Sometimes = Never = Not Sure

“I was very down and, since I've been going out, | feel much better, especially with a
person | know.”



4. | feel supported in, and by our local community.

59% of people stated they always feel this way. Five people stated they never feel this
way, one carer talked about the impact of Covid, the inability to get a face-to-face GP
appointment, and the person they care for deciding to not attend groups.

m Always = Sometimes = Never = Not Sure

“Staff making us feel like WE matter. Being friendly, telling us about events, encouraging
us to join in new ventures............ My husband appears to have forged some good
friendships ..... | have started to get to know some other carers and feel | can talk to

them now in a relaxed way. That is a big thing for me.”

5. | feel listened to, by someone with the knowledge and understanding of dementia.

74% of people stated they always feel this way. Only one person stated they never feel this
way but went on to state that they have only met one member of staff, but that he is
fantastic. Amongst those that stated they were not sure, some explained that they have not
had to ask any questions about dementia and others explained that they, or the person they
care for, do not like to talk about dementia.

m Always = Sometimes = Never = Not Sure

“| feel that my carer has great knowledge and really supports me. | don't feel I'm as bad with
my dementia.”



6. | am supported to live safely and independently and to carry out everyday
activities of my choice.

72% of people told us they always feel this way. Only two people stated they never feel this
way, one of whom stated that she lives with the person she cares for and provides
everything required.

= Always = Sometimes Never = Not Sure

“The staff always give me choices by asking questions. If | have any changes in my needs
the staff respond very well. | always feel | am a priority that why | love coming here.”

Conclusions

It is clear from the feedback received that our services have had a very positive impact on
people. Over 50% of people answered ‘always’ to all questions, demonstrating that people
that access our services feel less lonely, feel supported, feel listened to, and are accessing
activities that they enjoy. In cases where people stated ‘never’, they gave reasons that in
most cases are beyond the services’ control.

With regards to our telephone system, 95% of people that answered those questions are
always able to speak to a person when they phone us, and 60% said that it's extremely
easy to get through to the person or team that they wish to speak to.

Across the whole evaluation people praised our staff, explaining how helpful, friendly, polite,
professional, and responsive they are.



Developments since last year’s evaluation
In last year’s evaluation we responded to some specific requests for development. Here’s
what we have done as a result of this feedback.

You said...

Bring ADSS to Bexley

Set up a Carer’s forum or provide a
newsletter

The prices of your paid for services
has increased

Have young onset specific support
within The Beacon

Transport to community groups

More emphasis on activities, rather
than meetings

We are very conscious that it can often be difficult for
people to travel outside of their own community to attend
support services. As part of our strategy to expand our
services, we are working to create ‘Satellite Services’ that
can be delivered across a multitude of venues, as well as
increasing our range of social activity opportunities for
people living with dementia and their Carer(s).

We do have a private Facebook group for people living with
dementia and their Carer’'s who can join if they wish.

Please contact info@alz-dem.org for more information. The
intention of this group is to create opportunities for people to
share their experiences and build relationships within a
safe, non-judgemental environment. We also provide a
quarterly newsletter to our members.

Unfortunately, due to the rise in inflation and service costs,
we were unable to freeze our rates this year. We have tried
to only increase the price of our services by a small amount,
but this is essential for us to be able to continue delivering a
high quality service.

This may be something we could look towards facilitating in
the future but, at the moment, we are yet to see an increase
in this type of service being required. Something we are
considering as more appropriate would be facilitating a
‘Club’ environment within Safeharbour, so that those who
wish to can choose to drop in and partake in an array of
activities or just be around friends.

Transportation can often be a stumbling block for those
wishing to attend our community groups; unfortunately, we
don’t have the funds or the capacity to support with this.
However, with the recruitment of our new volunteer
coordinator, we are working hard to increase our volunteer
capacity to enable us to be able to provide assistance when
possible.

Due to securing the contract from KCC, our wellbeing
service model is beginning to take shape within the
community. We now have a Wellbeing Team, who have
already made great progress in securing new venues to
hold our sessions and new experiences for people to enjoy.
An ‘active’ activity group was requested by the people who
use our services, and this has recently commenced in
Northfleet. Our fortnightly Tea Dance sessions have proved
extremely popular with long time service users and new
attendees alike. Over the last year, we were also able to
facilitate overwhelmingly popular day trips to Herne Bay and
the Rochester Christmas Market, as well as a Disco too!



mailto:info@alz-dem.org

Groups later in the day rather than Since the easing of lockdown restrictions, we have been
the morning as this time can be focused on recommencing groups face-to-face as well as
difficult for people living with creating new ones. We now have sessions available at

dementia

various times throughout the week, including evening
sessions.

More raising of awareness locally Over the last year, we have piloted the Dementia
Coordinator service across all GP surgeries in Dartford,
Gravesend and Swanley, and as we successfully bid for the
contract to continue providing this service, hundreds of
people living in our community will now automatically be
made aware of our service. This ensures people are never
alone on their dementia journey as they’ll be encouraged to
access the support available to them.

Background

Around 850,000 people in the UK are living with dementia, and the majority of these are
over the age 65 and living with other health conditions®. There are estimated to be 23,940
people over the age of 65 living with dementia in Kent2. Between April 2021 and March
2022 ADSS supported 1,788 individuals.

Alzheimer's and Dementia Support Services (ADSS) is Kent’s biggest independent charity
dedicated to providing support to people affected by dementia. Working within the Dartford,
Gravesham and Swanley area since 1991, ADSS provides a range of services including
information and guidance, community support and activity groups, 1-2-1 support in people’s
own homes and day support. The services provided aims to ensure that those diagnosed
with dementia feel supported throughout their experience of dementia and can live the life
they want. They also aim to ensure family members, or others involved, are supported.
This report describes the findings from evaluation discussions undertaken throughout
February and March 2022 between ADSS staff and people that use the services. It also
includes responses from additional people that completed an online survey. This is the
second annual evaluation to take place following a pilot evaluation that took place in 2021.

It is important to be aware that, at the time of this evaluation, we were still working within
restrictions brought about by the Covid-19 pandemic. This meant that whilst our preferred
method of facilitating evaluation discussions would have been face-to-face it was not
always possible to do it this way, therefore, we had to opt for phone calls or video calls.
This was also evident in some of the feedback we received.

The evaluation questionnaires were designed based on our learning from the Evaluation
Pilot and outcomes developed by Kent County Council (KCC) for their wellbeing contracts.
It was a key priority to ensure that those living with dementia could actively partake in the
discussions, offering a combination of minimal multiple-choice responses and the
opportunity to speak freely, enabling everyone to take part.

In June 2020, we implemented a new telephone system which meant a change from a
person answering the phone to an automated message with options to choose from to get
through to the person they wish to speak to. It is important to us that people are
comfortable with negotiating the new system and that they can speak to the right person.
Therefore, we took the opportunity of our annual evaluation to also ask people about their
experience of the new telephone system.



Aims of the Evaluation 2022
Our evaluation aimed to answer two broad questions:

1. How do the services we provide impact on the people we support?

2. How easy have people found our new phone system?

How did we gather people’s views?

To explore these questions in detail we conducted evaluation discussions with those
affected by dementia that have accessed our services. In total, 99 people gave us their
views, an increase from the 79 that took part last year. The evaluations were carried out
through 1-2-1 discussions, face-to-face, or over the phone with a member of the relevant
team, or by completing an online form.

Who took part in our evaluations?
Of the 99 people who took part, 59 were people living with dementia, an increase from 32
last year, and 40 were carers or relatives, a decrease from 47 last year.

Interpreting the findings

Selection of those living with dementia invited to take part was carried out by the relevant
service leads to ensure they had accessed the service recently and could therefore provide
current feedback, and were also not going to be caused any distress by taking part. The
online form was sent to all family carers, who either access a service themselves or support
someone that does.

Although carers or relatives are not directly supported through The Beacon, Support and
Home or Support at Home Plus services, they were invited to take part in evaluation
discussions so that the impact of this support on their caring roles could be measured.
They could also provide feedback regarding their observations of the impact on the person
with dementia.

What did people who access multiple ADSS services tell us about

their experience?

A total of seven people responded to this survey, six carers and one person living with
dementia. The people who responded to this survey have accessed either one or more of
our Support Services/Activity Groups.

57% of the people we spoke to, told us that they ALWAYS feel less lonely due to accessing
our services. One person told us that they feel you don'’t realise how lonely you are, until
you cannot attend a group for some reason or another. Another told us how attending The
Beacon has made such a big difference to their lives; living alone means that they don’t get
to see many people, but since attending The Beacon, they have made lots of new friends,
enjoy the social activities, and having a hot meal prepared for them is a treat.



29% of the people we spoke to told us that they SOMETIMES feel less lonely and describe
how not being able to access activities/groups due to mobility problems or because some of
the groups are now on an invitation-only basis can be frustrating.

‘My wife attends Safeharbour 2 or 3 times a week, with or without me. | can talk to others
with similar problems. She has tried additional things, but due to her having physical
problems as well, she gets shattered very quickly if there are two in one day and we then
cancel her less-liked activity. This then gets us both frustrated.’

‘Yes, your various groups have made a big difference to us and the quality of our lives...
The days at The Beacon have certainly changed our life experiences and happiness
levels... Staff and peers are very friendly and helpful in every type of group we have

experienced and a big help on trips too. Staff giving help to us, as and when needed in

every situation (always with a smile)’

One person told us that they NEVER feel less lonely but did not give any feedback as to
how they do feel.

57% people told us that they ALWAYS feel supported in and by their local community,
describing community warden’s and neighbours as supportive, as well as feeling supported
by ADSS.

‘Staff making us feel like WE matter. Being friendly, telling us about events, encouraging us
to join in new ventures. Always ready to have a laugh with us, which is a good uplift for us.’

One person told us that they SOMETIMES feel supported in and by their local community
and told us how they feel very much included in ADSS’ services that they attend as well as
having neighbours close by who they could call on if needed. One person told us they’re
NOT SURE how supported they feel, and another told us that they NEVER feel supported,
but neither gave feedback as to why they feel this way.

71% of the people we spoke to feel listened to by the team at ADSS, with many members
of the team receiving a mention by name. People told us that they feel supported to be
themselves when in the company of the team, and feel confident that, if they needed to
access any information, then they would be supported to do so.

‘The team in the office and also the carers always provide sound advice, compassion and
empathy.’

‘Definitely Tom and Tracey, lovely people, they have helped a lot with supporting my
husband, encouraging him to have a happy experience at singing group. Also, making
various other activities really enjoyable and possible...Making us feel important and that we
can ask them for help anytime. Very caring and compassionate. They also said | could
ring the office if | had any concerns...Vilma was a big help on a day trip. She was with my
husband all the time, another jolly person, and also giving practical help when needed too.
It made such a difference to our experience. Which probably would have been difficult
without her.... Jackie, on the bus for The Beacon, has always been very cheerful/friendly
and letting me know what my husband has done/eaten at The Beacon and especially jolly
with my husband helping him enjoy the experience. Danielle, my husband’'s home plus
carer, is a lovely, friendly, kind, and supportive person. My husband feels really
comfortable with her and enjoys talking to her. He likes to have a 1 to 1 chat with her. He
doesn’t really make comprehension of regular conversation but she knows how to respond
so that he feels what he says is valued, which is very important to him and his self-esteem.’
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One person told us that they SOMETIMES felt listened to by the team, and explained that
they tend not to discuss dementia, as they don’t have any need for advice at present. One
person told us that they were NOT SURE whether they felt listened to by the team and did
not provide any feedback on this question.

86% of people who responded to this question told us that they ALWAYS feel supported in
and by their local community. The feedback received showed us that the people who
responded to this question feel that they belong to the ADSS community, but that they also
feel supported by their local community because of the services they have been able to
access. One person explained that they feel supported by their community warden;
another explained how Kent County Council had supported them to access home
adaptations, and also how Carers First has supported with referrals into other services.

One person (14%) told us that they NEVER feel supported in and by their local community
but did not provide any comments as to why they feel this way.

57% of the people we spoke to told us that they ALWAYS feel supported to access
information. They gave examples of times when this has been the case, such as when
support was needed to pursue applications for Power of Attorney, reductions in Council Tax
and applying for Attendance Allowance. People told us that they feel confident that ADSS
will support them to access correct services when needed.

29% of people told us that they SOMETIMES feel supported to access information but did
not provide feedback as to why they feel this way. At this point in the survey, one person
told us that, although they understood our need to gather feedback, they felt that there had
been too many questions asked of them and they were feeling a little stressed. One person
told us that they NEVER feel supported to access information but, again, did not expand on
why they feel this way.

43% of people we spoke to told us that they ALWAYS feel supported to access activities
they enjoy and gave details of all the various events and groups that they had attended.
One person told us that the activities provided are tailored to suit her husband’s abilities
and that the staff make them feel safe. One person also told us how an activity their
husband enjoyed participating with at a group has now been taken up at home, too.

29% of people told us that they SOMETIMES feel supported to access activities that they
enjoy. One person explained that some activities have been facilitated at venues that were
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too far away for them attend, even though they would have enjoyed the opportunity to
participate. It is also apparent that people feel not all the activities are suitable for
everyone, with references made to physical restrictions/poor mobility and inability to ‘keep
up’ with the rest of the group in relation to Singing Back the Memories. One person told us
that they NEVER feel supported to access activities that they enjoy but, again, did not
provide any further comments as to why they feel this way.

All seven respondents provided us with feedback as to the difference accessing our
services has made to their lives. One person told us that they feel that no difference has
been made. One person told us that they feel they haven't really needed our support for
themselves yet but knows that, if and when she does, she can turn to us.

Five people gave us examples of how accessing our services has made a positive
difference to their lives. One person explained how they had no idea about the support that
was available to them until they connected with ADSS and how, as things have progressed,
they feel they’ve had great support and are confident in accessing any of our services.
People describe feeling less lonely and how attending groups together has made a massive
difference to their quality of life.

When asked if they had any other comments about our services, one person, who
answered NEVER to all previous questions without providing any further feedback, took this
opportunity to share how isolated and unsupported they feel due to services being
unavailable during lockdown, facilities being closed, Covid restrictions or volunteer
shortages. People also told us that whilst they understand our reasonings for changing our
process to ‘Invitation Only’ with regards to attendance of the Carers Support Groups, they
feel that this process could affect their and other people’s abilities to form friendships with
peers, which is one of the main purposes of the Carers Support Groups. Another person
told us that they have had problems communicating with the right people when needed —
such as to confirm attendance at a group. They explained that there have been occasions
when they couldn’t get through on the phone and have instead sent emails to our info
mailbox which haven’t been picked up/sent to the right people in time. Please see page 31
for our response to this feedback.

People express there is a definite need for the services that they access and how grateful
they are to be able to access them through such a supportive team.
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What did people tell us about their experience of our Dementia

Information, Advice and Guidance services?

We received a total of 28 responses to this survey, from people who have been supported
by the Dementia Support Team, including the Dementia Coordinators. Out of the 28 people
who responded, eight responses were from people living with dementia, and 20 responses
were from carers.

| feel less lonely

46% of people told us that they ALWAYS feel less lonely due to the impact of our service,
with people describing noticing improvements in their loved one’s confidence and overall,
feeling less lonely because of accessing the support that is available to them. One person
described feeling ‘left’ by their GP after diagnosis but, due to accessing services through
ADSS, they now feel reassured that support is there.

36% of the people we spoke to, told us that they SOMETIMES feel less lonely and detailed
the various support available to them that help them feel less lonely, such as regular visits
from family and friends, as well as monthly check-in calls provided by the Dementia
Coordinators. One carer explained that, as much they enjoy having a monthly catch up
with their Coordinator, their role is 24/7 so they still feel alone a lot of the time.

People also spoke about feeling lonely, despite having their loved one with dementia with
them at all times.

14% of the people we spoke to, told us that they were NOT SURE whether they felt less
lonely, with two people explaining that they had been made aware of the services available
to them but have not yet needed to access them.

One person (4%) told us that they NEVER feel less lonely but did not provide any feedback
as to why they feel this way.

| feel supported in and by my local community

57% of the people we spoke to told us that that they ALWAYS feel supported in and by their
local community and, as displayed throughout the Evaluation of each service, it is clear the
‘Community’ means something different to each individual. People who ALWAYS felt
supported within their community described feeling supported by the staff and other
members of the groups they attend, by their neighbours and families, and by community
services facilitated by ADSS, such as interventions from OTs and GPs.

13



18% of the people we spoke to, told us that they SOMETIMES feel supported in and by
their local community. Some people completing the survey on behalf of someone with
dementia felt unable to answer this question, as they themselves live out of the area. Some
people told us that they were aware of services available to them, but that these were not
appropriate to them at this present time.

18% of the people we spoke to told us that they were NOT SURE how often they felt
supported by their local community, with one person explaining that they like to keep
themselves to themselves. Another person detailed how they’re now beginning to feel
more involved with the groups but feel uneasy about sharing experiences with peers;
however, they feel confident and relaxed when speaking with members of staff.

7% (two) of the people we spoke to told us that they NEVER feel supported in and by their
local community and one person gave us feedback and explained that this is due to the
impact of Covid; GPs are still not seeing their patients face-to-face. They also shared
frustration that, despite reaching out to MIND for help with symptoms of depression, the
person with dementia was denied support due to their condition. They also explained that
their loved one is aware of the groups and services available but refuses to attend.

| feel listened to

75% of the people we spoke to told us that they ALWAYS feel listened to, and many of the
respondents named the staff members that had interacted with. It is clear that the support
the Dementia Coordinators offer to people is very much appreciated, and some people
even commented that they feel they have made a friend in their Coordinator.

People told us that they feel comfortable when speaking with their Coordinator about their
diagnosis or any other problems, as they’re friendly, responsive, and supportive.

14% of people told us that they SOMETIMES feel listened to by someone with the
knowledge and understanding of dementia, with one person sharing with us that they feel
better after having a chat with their Coordinator.

14



7% of people told us that they are NOT SURE whether they feel listened to, and 4% of
people told us that they NEVER feel listened to but did not provide us with any feedback as
to why they feel this way.

| am supported to live safely and independently

64% of people told us that they ALWAYS feel supported to live safely and independently
through their contact with their Dementia Coordinator, with examples provided of support
given to access better outcomes from GPs, and reassurance is given that as people’s
dementia progresses, they and their loved ones know they are not alone, and support
services are available to be accessed as and when people feel ready.

22% of people told us that they SOMETIMES feel supported to live safely and
independently, and described how support from ADSS has contributed to these feelings,
such as knowing there is someone at the end of the phone.

14% of people told us that they are NOT SURE whether they feel supported to live safely
and independently; people feel that because of the nature of the disease, true
independence is not always possible, but loved ones do try to encourage independence by
supporting their family member to access services such as The Beacon Day Centre, which
helps people feel independent of their carers.

| am supported to access information and advice

79% of respondents told us that they ALWAYS feel supported by ADSS to access relevant
information, with the majority of people describing feeling lost and unsure of where to turn
for support, before being made aware of ADSS. People find that attending groups helps
them to access relevant information. Speakers who attend the groups to share information
about other services have also been beneficial to those in attendance. People also
expressed how appreciative they were with help in applying for benefits such as Attendance
Allowance and Council Tax reductions.
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11% of the people we spoke to, told us that they SOMETIMES feel supported to access
relevant information. One person explained that they felt it was too early for them to
comment as their diagnosis has been very recent, but they have been provided with
information and intend to make contact with necessary organisations as and when the time
is right for them.

11% of people told us that they were NOT SURE if they feel supported to access relevant
information, again, because the individuals’ dementia journeys have only just begun, but all
commented that they had been provided with relevant information regarding their individual
circumstances.

What difference has accessing this service made to you?

When asked what difference accessing the service has made to them, all 28 respondents
gave us their feedback and one word that is seen in the majority of all the comments is
‘support’.

People were overwhelmingly positive about the support they had received from the team,
and how this support has made a difference to their lives. Even people who have yet to
access our services directly, commented on the difference having their own Dementia
Coordinator has made to them; just to know there is someone at the end of the phone to
reach out to, if they needed to do so.

A person who responded on behalf of a loved one with dementia shared that, although
there are support services such as activity groups available, their loved one refuses to
attend them, which can often leave carers feeling isolated. Despite this, having the support
of the Dementia Coordinators means that people have an opportunity to share their highs
and their lows with someone who understands what they’re going through, and as people’s
needs and circumstances change, the coordinators can offer the most relevant
services/support mechanisms, every step of the way.

Other comments about our services

People were overwhelmingly positive about their interactions with our service and were
happy to share why they feel this way.
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People also shared with us that, although they have been grateful to have accessed our
service, they felt that they would have liked to have been made aware of the support
available earlier in their journey. This is something we wholeheartedly agree with, and our
Dementia Coordinator Pilot really did demonstrate the need for diagnosis, guidance, and
community support services. As we have been awarded the contract to continue the
Dementia Coordinator service across Kent, we are confident that this service will change
the lives of people with dementia from pre-diagnosis and beyond.

What did people tell us about their experience of Community

Support Groups?

We received a total of 19 responses to this survey from people that attend Peer Support
and/or Dementia Cafes. Eleven responses were directly from the person living with
dementia and eight responses were from carers

| feel less lonely

Of the 19 people surveyed, 53% said that they ALWAYS feel less lonely by accessing our
service. People described feeling a sense of companionship and enjoying spending time
with other people who understand what living a life with dementia is like. People described
always being made to feel welcome by friendly and approachable staff, looking forward to
attending, and being provided with lots of knowledge.

26% of people surveyed said that they SOMETIMES feel less lonely by accessing our
service, with one person noting that other issues (not just living with dementia) contribute to
their feelings of loneliness. One person commented they find it remarkable that they chat
and feel included in the group. People expressed their gratitude for the opportunity to meet
others who are in a similar situation, and for the reassurance that there will always be
someone on the end of the phone, should they need any help.

Three people told us that they NEVER feel less lonely but went on to explain that this is due
to having supportive families and fulfilling social lives. One person told us that they were
NOT SURE but went on to say that they didn’t feel lonely at all.

| feel supported in and by my local community
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Of the 19 people surveyed, 84% told us that they ALWAYS felt supported in and by their
local community. All respondents in this survey took ‘community’ to mean the community
within ADSS, as opposed to other surveys where people have interpreted the meaning of
community differently. People responding to this survey, expressed that they have made
friends by attending the groups; they feel supported, comfortable, included, and valued.

16% of people told us that they SOMETIMES feel supported in and by their local
community and describe feeling included and having made new friends. One person
commented on the well-placed signage at the venue they attend.

| feel listened to

84% of the people surveyed told us that they ALWAYS feel listened to, and many have
mentioned a particular member of staff by name. People reported feeling assured that if
they ever had a question to ask or, if they were unsure of where to turn, they would speak
to us.

People found knowledge gained from speakers at the groups has been helpful — and the
free tea and biscuits are appreciated too!

16% of people told us that they SOMETIMES feel listened to, commenting on how
compassionate the staff and volunteers are.

| am supported to live safely and independently

79% of respondents told us that they ALWAYS feel supported to live safely and
independently, with people commenting on the way they are made to feel by the team —
people reported feeling included, supported and encouraged to make their own choices.

16% of people who responded told us that they SOMETIMES feel supported to live safely
and independently, with one person commenting that some of the help they’ve received has
gone above and beyond. Another person shared an example of how the team has been
helping to get a referral back into the memory clinic. One person told us that they were
NOT SURE but did not provide further comment.

| am supported to access information and advice
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63% of people asked, told us that they ALWAYS felt supported to access relevant
information and advice and some explain how ADSS have made them feel this way:

Five people told us that they SOMETIMES felt supported to access relevant information
and advice, with one person detailing the impact of lockdown and how this led to them
feeling ‘lost’ at times, with what was happening and when. Two people told us they were
NOT SURE if they felt supported to access relevant information and one person expressed
that they do not wish to think about the future.

| am able to access social activities that | enjoy

89% of people told us that they are ALWAYS able to access social activities that they enjoy,
in a safe space. The majority of responses included comments about feeling safe within a
group; not feeling like an outsider, making new friends and having the option to participate
in activities. People who have caring responsibilities expressed that the groups enabled
them to enjoy time with other carers and not have to worry about their loved one, as they
are doing the same with their peers.

Two people reported that they SOMETIMES feel able to access social activities, one of
whom noted that sometimes activities overlap and another fed back that their loved one is
not always keen on some of the activities provided.

What difference has accessing the service made to you?

When asked what difference our service has made to them, all of those that answered gave
positive feedback. The majority of people commented on how attending the groups has
enabled them to meet new people, make new friends and get out of the house, broadening
their outlook on life and giving them more confidence. One person expressed that since
accessing our service, they now have a greater understanding of their individual situation
and of themself.

Other comments about our services

When asked for any other comments, all 19 respondents shared their thoughts with us. All
comments were positive, with no suggestions as to how to improve. One person
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commented that sending invitations to groups via post was a ‘wonderful thing to do’ (as
opposed to phone calls). Everyone who responded expressed their positivity towards the
Community Support Groups and described feeling good about getting out of the house,
socialising and meeting new people.

What did people tell us about their experience of Community
Activity Groups?
We received a total of five responses to this survey from people that have attended Singing

Back the Memories and other activity-based groups. Four responses were directly from the
person living with dementia, and one response was from a carer.

| feel less lonely

80% of people surveyed told us that because of the service, they ALWAYS felt less lonely.
20% of respondents SOMETIMES felt less lonely. People who said they ALWAYS felt less
lonely expressed that they enjoy the opportunities provided to get out and meet new
people. People enjoy being part of an active group and are glad that services are resuming
face-to-face.

| feel supported in and by my local community

60% of the people surveyed reported that they ALWAYS feel supported in and by their local
community. One person commented on how they feel more supported now that they are
attending the Community Activity Groups as, before this, they had no support in place.
People were appreciative of the fact that Singing Back the Memories was continued online
throughout the pandemic.

40% of people SOMETIMES felt supported in and by their local community, commenting on
the fact that all staff are very friendly but that not all activities on offer are appropriate for all.

| feel listened to

Of the five people asked, three of them said they ALWAYS felt listened to, describing how
being part of a group helps them feel more supported, as everyone is experiencing similar
circumstances, things are open and talked about and the staff are very nice and
approachable.

One person said they SOMETIMES felt listened to and gave positive feedback about staff
who had been present online during the pandemic; how they had been empathetic towards
people’s abilities and requirements. One person said they were NOT SURE if they felt
listened to but did not provide a comment.

| am supported to live safely and independently

Of the five people surveyed, two people told us that they ALWAYS felt supported to live
safely and independently, with one person commenting on how the Activity Group enables
them to be more independent. Another person acknowledged how support is given to
carers, as well as the person living with dementia.
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Three people told us that they SOMETIMES felt supported to live safely and independently,
with comments including how involved people are made to feel and how they are supported
to make their own choices. Another person explained how they still feel lonely, and another
praising the team for always giving providing opportunities to get involved and prioritising
providing support where needed.

| am able to access social activities that | enjoy

Of the five people surveyed, four people felt they were ALWAYS able to access social
activities that they enjoy, in a safe space, commenting that they always feel safe and that
during activities, people are supported to do as much as they can and aren’t put under any
pressure to participate.

One person told us that they SOMETIMES feel they're able to access social activities in a
safe space and detailed all of the services that they’re engaged with. A suggestion was

What difference has accessing the service made to you?

All five respondents gave feedback about what difference accessing this service has made
to their lives. Four people were very positive, commenting on how they now have
something to look forward to, how attending the groups makes them want to be more
active, how enjoyable it is to all be together and one person commented in how their family
had noticed a difference in how they feel. One person expressed that although ADSS has
helped, they struggle with the fact that at the end of the day, it is down to them alone to
cope.

Other comments about our services

All five respondents gave additional comments; three people commented on feeling happy
and supported, one person shared their frustration that their family member had been on
the waiting list for a second day at The Beacon for quite some time and one person shared
their view that it is not entirely clear who they should contact when they have a query.

What did people tell us about their experience of The Beacon Day

Service?

We received 21 responses to the survey. Seventeen responses were from people living
with dementia and directly accessing the service, while four responses were given by the
carer of the person using the service.

| feel less lonely

Out of the 21 people surveyed, 16 of them said they ALWAYS felt less lonely having
accessed this service. Two respondents felt less lonely SOMETIMES, whilst two people
were NOT SURE and one person NEVER felt less lonely as their family has a lot of input.
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It is clear that loneliness means different things to different people — one person who said
they SOMETIMES felt less lonely commented on how they never feel lonely at home but
that they enjoy coming to The Beacon to meet new people.

Another person who said they weren'’t sure if their loved one felt less lonely, commented
that their loved one doesn’t remember their time at The Beacon, so cannot comment on
whether they felt less lonely, but that staff had commented that the person does engage
and enjoy their time when present.

Of the 16 people who responded that they ALWAYS felt less lonely, comments given
explained that the majority of these people feel that, because of their attendance at The
Beacon, they are not lonely.

One person commented on how they don'’t get to see anyone where they live and that
they’re isolated there; coming to The Beacon means that they get to enjoy social time with
friends. Another person commented on how nice it is to socialise with people other than
family. Another person shared that they enjoy coming to The Beacon and observing other
people having fun and enjoying themselves.

| feel supported in and by my local community

Of the 21 people surveyed, 13 said they ALWAYS feel supported in and by their local
community, five people felt this way SOMETIMES, one person was NOT SURE, and two
people stated that they NEVER feel supported. Again, it is clear that the word ‘Community’
means different things to different people.

Of the two people who said they NEVER feel supported by their local community, one
person had completed the survey on behalf of a loved one who attends The Beacon, and
stated they never felt supported as they don't live in the same community. Another stated
that their loved one has no connections/friendships within the community.

Of the five people who said they SOMETIMES felt supported in and by their local
community, again, those that completed the survey on behalf of a loved one commented
that they themselves do not live within the same community, however, The Beacon has
provided them with reassurance that their loved one IS part of a community within
Safeharbour. Another person commented that, within their community, they had a couple
of good neighbours to call on, should they need to.

Thirteen people said they ALWAYS felt supported in and by their local community and gave
many examples of how The Beacon promotes feelings of inclusion, belonging and
community. The majority of people who responded shared that they feel the staff within
The Beacon help ensure that people feel included, by encouraging participation and
developing relationships.

People said that they feel at home within The Beacon and part of the community because
of the way the staff interact with them.

| feel listened to

Of the 21 people surveyed, 17 of them said that they ALWAYS felt listened to at The
Beacon. 19 people made reference to how the staff within The Beacon contribute to
feelings of friendship, belonging and inclusion.
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One person who responded on behalf of the person living with dementia said they
SOMETIMES feel listened to and commented on how every member of staff she has met
has been caring and compassionate, and demonstrated patience and understanding with
regards to her loved one’s dementia.

Three people responded that they were NOT SURE, but all three commented on how they
were confident they could speak to a member of staff if they needed to, and one person
commented that, although they cannot often remember what has happened during their day
at The Beacon, they always know they have enjoyed themselves and ended the day happy.

| am supported to live safely and independently

When evaluating the feedback regarding being supported to live safely and independently,
it was clear that some of the feedback provided was not in direct relation to peoples’
experiences within The Beacon but in relation to how people manage their independence at
home.

Out of 21 people, 14 said they ALWAYS felt supported to live safely and independently and
some gave examples of what this means to them:

Two people responded that they SOMETIMES felt supported to live safely and
independently, with one person commenting that they didn’t need any specific support yet,
but they know if they do need help, they only have to ask. Another person explained that
although they can manage some things independently, they do require extra support with
participating in some of the activities.

| am supported to access information and advice

Of the 21 people asked, 13 people were either NOT SURE or said NEVER when asked
about access to specialist information. From the comments provided, it is apparent that the
majority of people feel that they have yet to experience the need to access information
through The Beacon, but were confident that, when needed, they would feel able to
approach the team for advice.

Five people said they ALWAYS felt supported to access specialist information and gave
examples of when the team has helped to arrange a GP appointment, and when people
have been referred to other community organisations for relevant support.

One person commented that they have complete confidence in all the staff, and that they
will always help in whatever way they can.

| am able to access social activities that | enjoy
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75% of people surveyed told us that they are ALWAYS able to access social activities that
they enjoy in a safe space. People shared their feelings about the different activities they
have experienced, with some commenting on their love of the quizzes and group
activities/games and others sharing how just being a part of The Beacon makes them feel.

Two people told us that they SOMETIMES feel able to access social activities that they
enjoy, with one person commenting on how much they enjoy dancing, and another
expressing their joy at having recently been informed that they can be supported to do
some knitting whilst in The Beacon. One person told us that they feel safe because they
have a personal alarm.

One person told us they were NOT SURE whether they/their loved one was able to access
activities that they enjoy, another person was unable to provide a response, and one
person told us that their loved one NEVER accesses social activities as they do not have
any interest in this.

What difference has accessing the service made to you?

Of the 21 people asked, 18 gave feedback as to what difference accessing The Beacon has
made to their lives; 13 of those were people living with dementia.

All commented that they enjoyed attending The Beacon; one person shared how attending
The Beacon has helped them come out of their shell and boost their confidence and
another explained how attending makes them feel more alive and active as a person, as
before they attended, they had started to become complacent. Since attending, they feel
more confident and comment on how their family say they always come back full of beans!

Family members who completed the survey expressed how The Beacon has been like a
lifeline to them, in the respect that their loved one is safe and happy and that they can then
be afforded some much-needed time out.

Other comments about our services

Out of the 21 people surveyed, 17 were happy to provide additional comments about The
Beacon, all of which were positive.

One person expressed that the only thing they could think of that could be improved, was
the capacity of the service, as they feel it is a top-notch service, and a shame that more
people aren’t able to access it. One person commented on how their loved one can
become anxious of the bus journey home in the afternoons, but that the staff reassure
them. Another expressed that they feel the service may not be appropriate for all who
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attend, and this can sometimes have a negative impact on other peoples’ experience. One
person commented on how sometimes the background noise can be too loud, especially
because they live alone and so aren’t used to such volume levels. People expressed that
they really enjoy the hot meals prepared - one even said that this was one of the reasons
they keep coming back!

What did people tell us about their experience of Support at Home?
A total of 12 people were surveyed about their thoughts on the Support at Home Service.
Of those 12 respondents, 11 were from people living with dementia and receiving the
service, and one respondent was the family member of someone receiving the service.

| feel less lonely

50% of the people we spoke to told us that they ALWAYS feel less lonely. People told us
that because of the visits they receive, they feel less lonely. One person told us that she
looks forward to her carers arrival and it makes her day. She noted that having a visit
meant that she felt in contact with the outside world.

25% of the people we asked told us that they SOMETIMES feel less lonely and explained
that they don’t feel this way when they are with the Care Team. All three respondents
explained how they look forward to their weekly visits, and one person told us that before
they started to receive our visits, they felt very down, but since she’s been going out and
about, she feels much better, especially because she is with someone that she knows.

25% of people told us that they NEVER feel lonely and gave reasons such as living with
family and an active social life as their reasons for this.

| feel supported in and by my local community

When asking this question, it was clear that people interpreted the word ‘community’
differently, with some taking this to mean how often they go out, and some interpreted this
question in relation to their neighbours.
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33% of people told us that they ALWAYS feel supported in and by their local community.
They explained that they feel supported because they get to go out with the Care Team and
are invited to organisation-wide events.

25% of people told us that they SOMETIMES feel supported in and by their local
community and all three respondents related their feelings of inclusion with how often they
leave the house/see their neighbours.

One person told us they were NOT SURE how they felt about their community and
explained that they don’t really use any Community Services, but they do see their regular
care worker on a weekly basis.

Four people (33%) were unable to gauge how often they felt supported in their local
community, but they were able to express how they felt about the care workers that visit
them and how this makes them feel included

| feel listened to

From the 12 people we asked, eight of them (67%) told us that they ALWAYS feel listened
to. Some described feeling ‘at home’ when their care workers are present, how they don’t
really need them for anything but that they enjoy their company.

Two people (17%) told us that they SOMETIMES feel listened to and gave feedback about
how their care worker makes them feel. One told us that she feels better when her care
worker visits as she’s nice, friendly and brings her sweets! Another told us how ever since
she met her care worker, they clicked straight away; she knew she was the ‘right one’.

One person, who responded on behalf of their loved one with dementia, told us that they
were NOT SURE how often they felt listened to and explained that although Mum doesn’t
talk about having dementia, she does feel listened to and appreciated by her care worker.
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One person was unable to gauge how often they felt listened to, but when asked if she felt
that her Care Team, who visit, listen to her and provide her with choice and control, she told
us that she feels comfortable with the team and that they encourage her.

| am supported to live safely and independently

84% of the people we spoke, told us that they ALWAYS feel supported to live safely and
independently. One person told us that although she ALWAYS feels supported to live
safely, she doesn’t feel ‘mollycoddled’ by the Care Team. Another explained how they
receive a lot of support from their family as well as their care worker and this helps them to
stay independent.

One person told us that they SOMETIMES feel supported to live safely and independently
and described what this means to her.

One person was unable to gauge how often they felt supported to live safely and
independently but did tell us his memories of his very first care worker, who has since left
the team. He also told us that he is always given choices.

| am able to access information and advice

When asked about access to specialist information, this was interpreted differently by each
individual and some respondents found it difficult to answer.

42% of people who responded told us that they ALWAYS feel supported to find correct and
relevant information, explaining that they felt confident they would be able to access
information from us if they needed to, and that if they’ve asked any questions in the past,
they’ve always had an answer.

17% of respondents told us that they SOMETIMES feel supported to access information
and explained that their family usually seek advice and information on their behalf.

33% of people were NOT SURE how often they felt supported and explained that they
didn’t understand the question being asked.

8% of respondents were unable to gauge how often they felt supported but did go on to tell
us that their families were very good at finding things out for them if they ever had a
guestion, and that they felt comfortable to ask the Care Team questions about their health.

| am able to access social activities

50% of respondents told us that they ALWAYS feel able to access social activities and gave
feedback about lots of different places they had been to with their care worker. One person
spoke about how much they enjoy the ADSS ‘functions’ and how they ‘love it when they
are with their care worker, Leah.

27



34% of people told us that they SOMETIMES are able to access social activities, and one
person expressed their love of walking, and how safe they feel when their care worker is
with them. She especially appreciated that the care worker doesn’t hang on to her when
they’re out and about.

One person told us they’re NOT SURE if they’re able to access social activities, and
explained they feel ‘too old for all that’, and one person told us that they NEVER feel able to
access activities and explained how they don'’t really get to go out much at all, but used to
enjoy tap dancing, acrobats, sewing and knitting, but doesn’t feel she has the energy to do
it anymore.

What difference has accessing the service made to you?

All 12 respondents were able to provide us with a detailed explanation of how the Support
at Home service has changed their lives and all 12 responses were very positive. People
clearly look forward to planning visits out and appreciate that the Care Team encourage
them to do things they might not otherwise be able to do alone. People told us that their
lives feel happier, that the team of care workers are fantastic, friendly, caring and look after
people well.

Other comments about our services

Nine people gave us additional comments and described how much they like the care
workers that visit, and no one provided any suggestions for improving the service.

What did people tell us about their experience of Support at Home

Plus?

We received six responses to the survey and all the responses were from people living with
dementia and accessing the Support at Home Plus service.
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| feel less lonely

Five people responded that they ALWAYS feel less lonely, and one person reported that
they SOMETIMES feel less lonely. People related their feelings of loneliness with their
visits from the Care Team, with all respondents reporting that they enjoy having company
and people to talk to. One person commented that they felt the staff ‘knew what they were
doing’. The person who SOMETIMES felt less lonely described how they enjoy knowing
that someone will be coming to see them.

| feel supported in and by my local community

Three people responded that they ALWAYS felt supported in and by their local community.
Three people reported that they feel this SOMETIMES. It was clear from reading the
responses that the word ‘community’ was interpreted in different ways. Some people
related this to the neighbourhood in which they live and others in relation to the visits they
receive from the Care Team.

One person who told us that they ALWAYS feel supported and commented that the Care
Team make them feel included in the community. Another person who reported that they
SOMETIMES felt supported by their local community, commented that although they have
friends in all different places, they also feel they have made friends with the Care Team, as
they keep coming back!

| feel listened to

Out of the six people asked, five told us that they ALWAYS feel listened to, and one person
felt they were listened to SOMETIMES.

When asking the questions to the respondents, the team has focused on gathering insight
into whether the individual felt listened to by the Care Team, whether that be about
dementia or anything else of importance to them.

People commented that the team is always honest, make them happy and encourage them
to speak freely. One person couldn’t remember the names of any of the ladies who visited
her but commented that they were always very nice.

| am supported to live safely and independently

Of the six people asked, three said they ALWAYS felt supported to live safely and
independently. Two people felt they were supported SOMETIMES and one person was
unable to answer the question. Someone who told us they ALWAYS felt supported
commented that the team always put their wellbeing first. Another person always felt
supported because of the help they receive from the Care Team.

People who SOMETIMES felt supported to live safely and independently explained that
they are independent and are supported to make their own choices. One person
commented that to her, it was a good service that was worth it, and that we responded to
her needs.

| am able to access information and advice

Of the six people asked, three people reported that they ALWAYS felt supported to access
relevant information, two people felt they were SOMETIMES supported, and one person
was unable to respond. This was a difficult question to break down for people and not
everyone understood what was meant by the question. Instead, the team focused on
obtaining comments from people about whether they felt they could ASK for help.
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One person who said they ALWAYS felt supported, commented that they absolutely knew,
that if they needed anything, we would help. Another person said all questions asked were
always answered. Another commented that they couldn’t remember any specifics but
wanted to state that she ALWAY'S felt supported.

Although one individual was unable to gauge how often they felt supported, they did
comment that the Care Team always help them with anything they needed from the GP.

What difference has accessing the service made to you?

When asked about the difference this service has made to them, all commented on how
much they enjoy having company and someone to listen to them. One person said she
didn’t just like the girls who visit, she likes them a lot. She commented on how the girls help
her husband, as well as her, and she prefers it that way. One person stated they thought,
because of the visits they receive, they perhaps aren’t as selfish as they may have been
with just their own opinion to think about! Another person said that things have got a lot
better for them since the team started to visit; they couldn’t put their finger on what has got
better, they just knew that it had. One person commented that having their visits gave them
good company and a good atmosphere, and she knows that the team is always there for
her — if she wanted anything, the team would do it. One person stated that the service had
‘totally changed their lives’..

Other comments about our services

Five people provided additional comments. No one gave any suggestions on how they
thought we could improve the service but were happy to share that they hadn’t had any
issues, that the team works well together and how they look forward to their visits:

What did people tell us about their experience of our telephone
system?

Out of the 99 people who responded to our surveys, 39 of them were willing to provide us
with feedback about our telephone system.

95% of these people told us that they were ALWAYS able to speak to someone when they
called us.

60% of respondents told us that they felt it was EXTREMELY EASY to get through on the
phone, to the person or team they wanted to speak to. Only 5% of respondents (two
people) told us that they felt it was NOT EASY to get through to the person or team they
wanted to speak to.
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Comments received provided evidence that people feel that, whoever they get through to
on the phone, they’re always met with a helpful response and are either connected to the
relevant person or a message is taken so that the staff member can call back when
available.

One person shared that they find the telephone system very confusing as they’re unsure of
which option to choose, but also commented that once connected to someone, the staff are
always very helpful.

You said, our response

You said

| was isolated and
unsupported due to
services being
unavailable during
lockdown, facilities being
closed, Covid restrictions
or volunteer shortages.

‘Invitation only’ for
support groups affecting
ability to form
connections and access
peer support.

Emails to info@alz-
dem.org not being dealt
with in time / a shared
mailbox address would
be helpful, sometimes |
send an email to
someone who is on
holiday.

Please repeat the boat
trip.

Long waiting time for
second day at The
Beacon.

Unclear which member of
staff to contact.



mailto:info@alz-dem.org
mailto:info@alz-dem.org

Want to be able to see
what’s on each week on
the ADSS website.

Increasing capacity at
The Beacon.

Noise levels in The
Beacon can be too high.

To view our 5-year Strategy (2021-2026), please visit our website www.alz-dem.org

“ADSS is a very good service, and it is there if you want it. It is brilliant! If | feel | am
getting worse, | will know to turn to ADSS.”

“You are just invaluable, friendly, helpful. Social media is very uplifting it has made
things looks brighter. it is not all doom and gloom. There are positives that can
come out of this. It has been comforting.”

“| feel you are person centre care and | feel you provide a personable service that we
can reply on and know that we always get a prompt response. | know that things get
sorted and my mum’s problems always have great support. | feel ADSS has taken
the time to help and support us as other organisations have been too busy to help.”
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