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Key messages from Dementia Enquirers projects

1. People with dementia can lead their own research projects — both
drawing on previous life skills and learning new ones to explore the
questions that most interest them.

2. The research questions that people with dementia generate can be
different from existing research questions. They are based on lived
experience — on topics that will make a real difference in people’s
lives.

3. “Being in the driving seat of research” doesn’t mean that you have
to do everything yourself. Team work and support can really help.
But controlling the research and leading the way gives people with
dementia a huge boost in confidence.

4. Making the language and processes of research more accessible
helps everyone!

5. Research between people with dementia makes communication and
engagement more possible, because having something in common
increases trust.

Date of publication October 2022

You can download this report here:

https://dementiaenquirers.org.uk/individual-projects/
budding-friends/

You can read other Dementia Enquirers reports here:
https://dementiaenquirers.org.uk/individual-projects/

To find out more about Dementia Enquirers visit:
https://dementiaenquirers.org.uk
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Background to the project

Budding Friends is a group of people with dementia, carers and volunteers
who meet once a week all year round. Budding Friends is based around
an allotment, with indoor activities taking place over winter. Budding
Friends is hosted by Age UK, Exeter.

The seed for the project was sown after a former carer was talking to two
carers whose husbands had been moved into residential care
unexpectantly at the start of the pandemic. As the moves were unplanned,
the person with dementia, their carer and the wider families all had to
adjust very quickly to being separated suddenly as well as being informed
there would be no visits to the homes due to the Government restrictions
at the time. This inevitably caused a great deal of distress and sadness
for everyone involved. The Dementia Enquirers Grant gave us an
opportunity to focus on the impact of the pandemic by asking the question
‘How the experience of living through the COVID 19 pandemic and
lockdown has affected the physical and mental well-being of people living
with dementia’.

We discussed the objectives of the research with the Budding Friends
group and had in depth conversations with 3 group members living with
dementia about how the research should be conducted and what they felt
was important to note. These conversations were recorded via note taking
or audio recording and then transcribed. Further conversations and
feedback asking that same question about what people thought about the
effects of Covid were collected over the months.

At the time the grant was awarded the group was meeting inside and we
began the project by having one-to-one conversations with group
members living with dementia and who could verbalise their feelings,
asking the question “What do you think about the Covid 19 pandemic and
how has it affected you?”

Even when we could meet face to face, social distancing and safety
protocols meant that meaningful one to one interaction was challenging
because we were wearing visors or masks as well as maintaining a safe
distance, which was not conducive to easy conversation making.
Unfortunately, this also affected not only the planned group discussions
but also different methods of communication such as Makaton cards and
photos to encourage feedback.
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As indicated in the application proposal all members of the group living
with dementia are now in the later stages of the disease and as such their
carers are integral to engagement with the project. This became all the
more apparent during the period of the research with lockdowns, isolation,
and sadly, during the last eighteen months four of our people living with
dementia have died, four have gone into permanent residential care and
one carer has died.

During the term of the project we often revisited the question, face to face
when we could or by inviting input via email/text/WhatsApp chats.

In addition to feedback from the group members we approached the wider
community via our social media pages asking for thoughts, feelings,
concerns and worries from people in the early stages of their dementia
about how the pandemic has affected their lives. Feedback was limited
but we did get some very valuable input from a few people outside the
group living in the community with dementia.

Budding Friends functionality during Covid-19
pandemic

This Enquirers project started in Autumn 2020, but we feel it would be
useful to provide the landscape from the first lockdown in March 2020 right
through to the time of collating this report, being July 2021. Appendix A
gives a rough timeline of how the group met over the pandemic period to
July 2021.

During the Covid pandemic the groups’ activities were seriously affected
and there were obviously periods in the lockdowns where we were unable
to meet at all.

Through the first lockdown in March to June 2020, we kept on top of the
physical work of the allotment in preparation for the new growing season
with volunteers and a couple of carers whose loved ones living with
dementia had recently gone into residential care. We were able to
continue visiting the allotment and worked within the government
guidance for daily exercise and social distancing.

As the wider group was unable to meet during this time Zoom sessions
were started to run on the days we should have been meeting. The
running of these was managed by a member whose husband passed
away in April 2020. So for those able to use the technology, there was a
virtual continuance of the group for support and company. WhatsApp
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groups were also set up for whole group chats, information only chats and
smaller group chats. A lot of humour and sharing happened through this
platform, which without doubt lifted spirits and kept the strong bonds
between members. Links were also shared for funeral service streaming,
which although extremely sad and challenging times were very valuable
for everyone.

Until about mid-June 2020 we were unable to meet at all as a therapeutic
group due to restrictions. However, after then we were able to be outside
in groups of 6 plus the volunteers so we started meeting in smaller groups
twice a week on the allotment through July and August. Some group
members chose not to return for a while as they had been shielding and
were naturally still apprehensive.

In September 2020 the Board of Trustees agreed we were able to meet
in groups of fifteen as a therapeutic group as per national guidelines. This
helped us to meet in person again with the first few sessions at the
allotment and then indoors once a week for the winter months until our
Christmas gathering. All group members were provided with visors,
advised to wear them or masks and the room was large and airy which
enabled seating with at least two metres between people unless in a
bubble together. We were also able to provide drinks and cake through
the small community café which was Covid safe. It was in the early days
of settling into this new setting and routine that the grant for this project
was awarded and, as a small therapeutic group we were able to continue
meeting through the second lockdown in November during this time we
started the conversations to feed into this project.

After Christmas we were put into National Lockdown once again. Despite
initially being still allowed to meet as a therapeutic group, our Board of
Governors decided that it was best not to meet at all with the steep rise in
infections. As in the previous year, a few volunteers continued to work on
the allotment, digging, planting and preparing for the 2021 growing
season. As we went into this third lockdown face to face meetings stopped
altogether but we resumed the Zoom meetings, so some members were
able to continue to join in weekly chats and continue to feel connected to
their peers and share how their week had gone. Unfortunately, the Zoom
meetings were not particularly successful for the people living with
dementia but appeared to be very positive for some of the care givers.

From 26 April 2021 we were able to all meet at the allotment once again
as a group - all participants and volunteers having had both doses of the
vaccine. When the weather was inclement the group was able to meet at
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the Age UK Exeter centre, with social distancing and appropriate PPE in
place. The group has significantly reduced in numbers over the last
eighteen months as explained earlier, but the group is now open to new
referrals again and we have had three couples join us over the last two
months.

Observations

This report attempts to highlight parts of the feedback from all members
in the group, carers as well as those living with dementia. As originally
suspected in our group, it was sometimes very difficult to separate input
between with those members living with later stage dementia, and that of
their care giver, particularly when coherent verbal communication had
become limited for people.

There were four cohorts:

i) those in Budding Friends living with dementia and their care
givers

i) carers who were living through the pandemic and lockdowns with
their partners in residential care

iii)  those whose loved ones with dementia had died, some during
the pandemic period, others earlier

iv)  those people living with dementia in the community.

How wider society made people living with
dementia feel

Of the three contributors who initially came on board to lead the direction
of the project, one was living independently in the community. We will refer
to her as J. She used to be an active member of the Budding Friends
group but had not been coming along so frequently since the summer of
2019. She subsequently moved into residential care in the spring of 2021
at the age of 90 and in later stages of Alzheimer’s disease. The other two
contributors were from the first cohort, living with their spouses and
coming regularly to the allotment and other meet ups.

Another gentleman (aged 57) living with early stages of dementia who is
living with his partner in the community responded to our FB post asking
for feedback, and although showing an interest in joining the Budding
Friends group had not done so at that point of the conversations. I'll refer
to him as P.
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Both J and P were very clear about the reactions they got from the general
public as a direct result from Covid-19. Transcripts from both these
contributors are in the appendices.

We spoke to J in the autumn 2020, after living through the first full
lockdown and then the summer lightening of restrictions, ‘Eat out to help
out’ etc, when it was apparent infections were rising again.

J was in good humour despite having to isolate since the beginning of the
March lockdown. Initially she went out for a walk following exercise
guidance and as she had been doing daily before the pandemic, walking
to the shops and around her local area. However, she reported that
neighbours started telling her she shouldn’t be leaving her house in what
she felt was an aggressive manner. This made her feel vulnerable and
anxious and consequently she stayed inside her house and exercised
indoors by walking up and down the living room and hall. She
acknowledged that the neighbours were probably advising her with a good
heart and trying to keep her protected, but the reality was that it was very
negative for J's physical and mental wellbeing.

Linking into this she also made some interesting comments about the
need to educate the general public and particularly those who work in
shops about dementia. Specifically, how to recognise possible signs of
people living with dementia and then how to support them in the
environment, shopping etc. She said that often people at checkouts were
impatient if she fumbled with her shopping, purse, or paying and their
manner towards her ate away at her self-confidence. Contributor P voiced
the same experiences and reported being spoken to in a very slow,
staccato manner as if he was stupid or a child.

J also highlighted that whilst trying to talk to people to gather input for this
project, that allowance and time should be given to those living with
dementia to feed in. She felt that all too often carers jump into a
conversation and take over, which in time discourages those living with
dementia to verbalise their own thoughts. As author of this report, |
recognise this as an issue and one of which | was guilty. It is all too easy
to do when the direction of conversation leads to confusion and people
jump in to redirect the dialogue to try and protect someone from looking
or feeling silly. In having conversations with contributors we were mindful
of this advice from J.
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The other strong impact that Covid-19 added to these experiences was
people not wanting to be physically close to anyone due to the two metre
rule, which was understandable but distressing if the person living with
dementia breached this distancing rule without realising or understanding
the situation properly.

The following was relayed by the wife and a gentleman from cohort i), we
will refer to him as B. B often struggles to find the appropriate words to
express himself. B wears a lanyard showing exemption from wearing a
mask, but his wife said that shopping became difficult and upsetting as
reactions to them were often unfriendly and at times aggressive.
Consequently, she reduced their shopping trips although she continued
to use the local shops, where they were known, to minimise any
misunderstandings. B has always enjoyed the company of children and
will get down to eye level and try to initiate a chat with a child. As B’s
dementia progressed and his social awareness decreased this was
getting more difficult to manage as parents sometimes indicated they felt
uncomfortable with a strange man chatting to their children. But once we
were in lockdown, the situation changed dramatically with some parents
shouting at them. This was very distressing for B who didn’t understand
what he was doing wrong, but also devastating for his wife who became
more and more reluctant to go out with B.

Personal impact of the pandemic
Cohort i)

Those within the group living with dementia and still engaging with
the group alongside their carer, some of whom are still able to
communicate verbally.

The observations reported here were very dependent on people’s stage
of dementia and how aware each contributor was of Covid-19, the
lockdowns and restrictions. Due to the complexities for some people with
dementia trying to express their thoughts it meant we had to rely on other
indicators such as perceived contentment, anxiety, distress or a happy
demeanour as witnessed by us and reported by their care giver.
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It was felt that people in the more advanced stages of dementia may not
have been aware of the pandemic on the whole but would indicate their
awareness that life was somehow different in other ways such as
frustration at not being able to get physically close to people.

The feedback was mixed. For some people with dementia and their
carers, the stress and often challenging routine of getting up, washed and
dressed in time for groups and activities had been lifted which reduced
confrontation and anxiety for both. However, the flip side was that carers
reported a significant deterioration of cognitive and physical ability of the
person with dementia as external stimulation, socialising and mobility had
decreased whilst people were confined to their homes.

One contributor, referred to here as T and living with a dementia when
asked in autumn 2020 about how he was felt the pandemic had affected
him said “Feel ok in myself, just that it's very boring. There’s only so much
| can do in the garden, so I'm watching a lot of TV and that’s full of repeats
and nothing much | enjoy watching”. He added that he isn’t seeing people
and prompted, by a question asking about the Budding Friends sessions,
said he enjoys coming. He chatted about how, before the lockdowns, he
was able to go out completely independently and play golf, which gave
him exercise and companionship. However, as the golf clubs locked down
this had to stop and he now feels that physically he can no longer safely
be on a golf course as his risk of trips and falls has increased. This
appeared to make him very sad during the conversation. When we
managed to get back to the allotment in 2021 | asked T how he’d look
back at it all and he simply said ‘terrible’. He was however delighted to be
back sitting in the sun, on the allotment and enjoying the company of the
group. T’s wife reported that T was so pleased to be able to get back to
the allotment that he had been sitting in the car waiting to go for an hour
before they’'d usually leave.

The last 18 months has clearly proved to be a challenging time for not
only people with dementia but also their carers. With no day services
operating, community activities shut, very little access to health
professionals whether it be a GP or the Older People’s Mental Health
Team, families staying away due to fear that they may be carrying the
virus and the lockdown of residential homes meaning no opportunities for
respite stays, care givers have been supporting people with dementia 24
hours a day, 7 days a week during this period which has taken its toll on
their mental and physical health.
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Cohort ii)

Carers who were living through the pandemic and lockdowns with
their partners in residential care.

There were two couples in the group where the person with dementia was
living in care, one moving in before the pandemic and the other
hospitalised just before the lockdown and then moved to a home at the
very early stages of the pandemic. More recently a group member went
into a residential home for a couple of weeks respite, however his wife
has now reluctantly acknowledged that she is no longer able to support
him as she would wish at home and he has stayed on in the care home.

It has been an extremely distressing period of time for this cohort and it is
only very recently (early summer 2021) that restrictions on visiting are
getting easier. Suddenly and unexpectedly these carers were on their
own, stuck at home and grieving, not being able to visit their husbands or
see how they were coping with their transition into residential care and
obviously hugely worried about their distress and confusion in the moves,
let alone the fear of contracting Covid-19 whilst in the homes. The
challenge for this cohort must not be underestimated and must be
acknowledged.

Visiting, when able, was minimal and distanced, no touching and limited
opportunities to really engage with their loved ones. Often the people with
dementia didn’t recognise their partners through the glass and with a face
mask and aprons. This was intensely distressing for the carers as over
time they could see that their person was forgetting who they were, due
to what was often felt as draconian visiting regulations. Everyone reported
seeing a rapid deterioration in both cognitive and physical ability and felt
that this was mostly accelerated due to the isolating factors that lockdown
had imposed. Carers felt that if their loved ones had still been living at
home or even receiving daily visits it wouldn’t have been so extreme.
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The homes were as supportive as they could possibly be, facilitating video
calls and, latterly, distanced and regulated visits. One group member
requested the video calls were halted for a while as she felt they were too
distressing and confusing for her husband. However, once garden visits
were started, he began to show signs of recognition and the visits became
more successful with smiles and a longer attention span. From the carer’s
point of view this whole period was very distressing. She said that after a
long and happy marriage, being kept apart, not being even able to hold
his hand or give him a hug at the time she most needed to be there to help
him, felt cruel.

Another difficult thing to cope with, reported from different people, was the
uncertainty of when the home would be locked down due to an outbreak,
visits cancelled at the last minute, hopes raised and squashed and anxiety
levels shooting up which is obviously all very emotionally draining.
Consequently, the carers reported that their sleep patterns had been
broken and they generally felt less well both physically and emotionally.
One person experienced a seven-week period when the home was closed
to visitors making her feel very isolated, with her family living away and
unable to visit.

As restrictions have lifted, it is reported that homes have enabled visitors
and their loved ones to sit privately in a room together and therefore
physical contact is possible. But one lady reported that on the first close
visit, she felt as if her husband didn’t know who she was at all, sat with his
eyes closed during the whole visit although with subsequent visits this has
improved.

It was however felt that the homes provided the best care they could under
extremely difficult circumstances, facilitating video calls, updates and
contact and generally staff being as supportive as they could be.

The Budding Friends group has been a strong support for these carers.
Some have been coming to work on the allotment for both seasons, 2020
and 2021 which they have found therapeutic, supportive and have felt safe
to share their experiences, thoughts and feelings with friends made
through the group.
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Cohort iii)
Those whose loved ones with dementia had died, some during the
pandemic period, others earlier

The Budding Friends project is unique in that bereaved partners of those
who had lived with dementia often keep coming to the group. The
friendships made, support and understanding of what they have lived
through is substantial. Also, the experience and understanding former
carers can offer is a big support for those currently supporting a person
living with a dementia.

Isolation experienced within this cohort was often fairly extreme. The
Zoom meetings and the WhatsApp chat groups really helped the
connections keep going, with allotment volunteers dropping off flowers
and vegetables in the productive months of the allotment.

Sadly, four members of the group have passed away since March 2020.
Each experience was obviously very personal and different, some at
home, others in hospital but without exception, the pandemic made a
difficult time even more so, for partners, friends and relatives with hospital
visits critically limited and funerals and saying goodbye being restricted in
numbers.

Cohort iv)
Those people living with dementia in the community.

Contributor J, chatted to one member of the group briefly in April 21 about
how she felt Covid-19 had affected her.

Firstly, she'd lost track of time thinking that we’d been living through it for
just 6 months, whereas at the point of this conversation it was 13 months.
Her comment was “Well it's (the dementia) definitely got worse but
whether it is the fact that | don’t go out, | don’t know whether that would
affect me in any way. And I’'m not mixing with people, I'm not talking to
people, | don’t know.” And asked what, if anything, would help her, she
answered “Well | wonder if | sort of made myself go out and go for a walk,
if | would feel a bit better, | like to think I'd be able to go out and do my
shopping again, which | don’t because | get help, but | just don’t feel, | get
to the front door and | just don’t feel | want to go out.” She added “I can’t
believe something can take over your body, as | feel mine has been taken
over”
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J has since moved into residential care, which has been considered as a
positive move by herself and those supporting her. This move has
reduced her isolation and enabled her to make friends with new people in
the home, itself a small community. She has always been a very active
lady and now has her own patch of garden within the home and is
responsible for certain domestic chores which she thoroughly enjoys.

The project also managed to connect with a few people not directly
members of the Budding Friends group and who were living with a
dementia in the community:

A 97 year old lady living with dementia had a conversation with a member
of the Budding Friends group to contribute to this project. The full
transcription is attached but the conversation was poignant in picking out
how the pandemic and lockdowns made older and vulnerable people feel
more isolated and vulnerable. Simply not being able to see, let alone touch
and hug friends and family. She compared the pandemic to the war, but
said it was worse because at least in the war people could get together
and the community support and spirit was out in the streets and part of
life. She also talked about the news, watching TV and how although she
felt it was important to do so, it was scary. This sentiment was echoed in
the conversation with J as well.

P, a younger man of 57/8 living with early onset dementia, talked about
how the lockdowns had disrupted his routines and how confusing he found
it. He had been diagnosed in 2019 and up to that point had been
volunteering with Age UK Exeter as well as being an active participant in
various activities such as supporting local football teams and attending
the Sporting Memories Club. As support groups closed down with the
arrival of Covid, his daily activities, meeting up with friends and his support
dwindled significantly. At one stage his usual enabler was unable to carry
on and so he had to get to know a replacement, which he said was hard
as he'd built up trust and good relationship with the original person.
Sometimes a visit was cancelled at the last minute leaving him on the
doorstep ready to go out which this made him feel let down and although
realising it was not in the control of the person, made him feel as if he’'d
been forgotten. At home with his wife, they had a daughter living with them
and being confined inside did impact on their family life with their daughter
was wanting to go back and forth between them and her boyfriend’s
house. This created a family tension and resulted in the daughter moving
out feeling like another loss in his life.
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At the time the conversation with P took place in February 2021 we were
in the third lockdown. We walked for about an hour, socially distanced and
complying with current restrictions. P confirmed he was happy with his
contribution being used in this Covid enquirers project and a full
transcription of the conversation is in the appendices. He was positive and
hopeful about the future re Covid, but very nervous that it would take a
long time to get back to normal activities as people were unlikely to follow
sensible rules and guidance.

Wrapping up the project:

The above report was written in July 2021, when all Covid restrictions
were about to be lifted. It has been collated from the many conversations
with people living with dementia and their carers.

When the report was completed, it was shared amongst the contributors
and the Budding Friends volunteers to ensure everyone felt it fairly
represented the thoughts and feedback of the group and that they were
happy with how their comments have been interpreted.

As well as inviting comments, suggested edits and final views (particularly
as society was just opening up) an open question was posed:

“If we find ourselves in a similar situation, would you suggest anything
should be handled differently”.

Apart from minor edits and typos, the overwhelming response was that
the situation and feelings had been captured and presented well.

The Covid pandemic highlighted the disparity between the NHS and the
social care system. The initial lack of PPE and was a sharp pointer to the
fact that Care Homes have been undervalued and neglected. The huge
diversity in independent providers resulted in there never seemed to be
clear or consistent guidelines between homes so for example the visiting
rules for different in care homes in the same county were usually based
on the judgement of the providers.

Many of the providers locked relatives out with the purpose of protecting
the residents from infection coming into the home. Whilst this is
understandable, staff movement obviously introduced a risk of infection
so from the point of view of the immediate relatives, this policy didn’t add
up. The carers at home were usually isolating, being extremely cautious
and not exposing themselves to infection, therefore probably less likely to
bring infection into the home than the staff. So a trick was missed as it is
those carers that could have provided huge support, help and comfort to
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their loved ones throughout the pandemic and even through lockdowns.
The detrimental effects of isolation (both the residents with a dementia
and the carers) seem to be measurable — it is so important that this is
examined, understood and action plans put in place so that if ever the
country finds itself in a similar situation a designated relative can be safely
included in the care of the resident.

There is no doubt that the staff in the homes were wonderful, even though
being short staffed, extremely worried and exhausted. Communication
between them, the residents and their relatives was key and a lifeline for
the relatives who were unable to visit, talk, hold hands and hug in periods
of lockdown.

Taking these thoughts into a future plan should :

implement a sensible and safe framework so all residential care
homes are confident in, and can follow, the same guidelines
ensure residential homes have access to the same PPE and
infection control equipment as all healthcare settings

ensure testing regimes are bedded in

set up a plan whereby relatives can, wherever possible, be safely
included in the day-to-day care plan for their resident relative
supply staff with equipment and training to facilitate skilling up in
excellent (and remote) communications with relatives

shift the focus to helping people live their last years as happily and
as best as possible, as opposed to focusing on the prevention of
death.
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