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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/
forget-me-not/

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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Accessible summary

The Forget Me Not research group wanted to find out how people who
have been diagnosed with dementia in the past 4 years experienced

their post-diagnosis care.

We held 5 meetings on Zoom, with 18 people with dementia and 10

partners.

We found that many people felt they were left alone after diagnosis.
Many had struggled to access the benefits they were entitled to. They
felt that dementia does not have the support that other conditions have,
like cancer. There is a ‘postcode lottery’, where support is available in
some areas and not others. The most valuable support that people had

was from other people with dementia, through community groups.

The participants had the following suggestions to improve post-diagnosis

care:

e More professional support:
o A dedicated contact throughout people’s dementia journey
o Dementia nurses in GP practices, and regular specialised
medical check-ups
o Counselling services for people who are newly diagnosed
o Better education for those who help people with dementia
e Better ‘signposting’
o Easier access to benefits
o Easier access to local support services
e More support for those providing peer support
o Better funding for community groups

o More availability across the country
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Introduction

A diagnosis of dementia changes an individual’s life, as well as the lives
of those close to them. This does not occur instantaneously at diagnosis,
but is a long process of adjustment, both in a practical and psychological
sense. The current system in the UK means that after diagnosis, people
are usually discharged into community teams for post-diagnosis care,
and there is a known postcode lottery as to what this care entails. From
previous work together, we (The Forget Me Not research group, see
below) were struck by the different approaches to post-diagnosis support
in different parts of the country (and even within the same city!), and
were interested that many of the people providing services were not
aware of the different ideas and ways of approaching post-diagnosis
support that were happening in different places. Equally, we were all
struck by the fact that people living with dementia often had little say in
those services or systems of support, even though they are uniquely well

placed to say what is working and what could be improved.

This research was co-led by The Forget Me Not research group. They
are Harry Davis, Sandy Read and Roy James. All three were diagnosed
over 10 years ago. They all had a difficult time post-diagnosis, and
wanted to explore if things had changed. We have worked with people
recently diagnosed with dementia in the Bristol area, exploring how
people have experienced care after a dementia diagnosis. Because of
the variety of approaches to post-diagnosis support, and the ‘postcode
lottery’ of what services are available in different areas, we wanted to
hear from people around the UK regarding what support they received,

to share experiences, and to hear what they think needs to be improved.
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Our research aims
Our research was guided by the following two aims:

1. To find out about the experiences of current post-diagnosis
support from people living with dementia
2. To explore ideas and suggestions of people living with dementia to

improve post-diagnosis support

How we came up with the project

The Forget Me Not research group had funding from the School of
Social Care Research to come up with research ideas they would like to
do in practice. This meant that the Forget Me Nots were paid for their
time and expertise. Joe and Jemima met with the Forget Me Nots 10
times on Zoom during lockdown. We discussed ideas for research.
Because of their own experiences of post-diagnosis support, the Forget
Me Nots wanted to see if anything had changed now, and to hear other
people with dementia’s ideas for making things better. We then applied
for funding from the Dementia Engagement and Empowerment Project
(DEEP), who are the UK Network of Dementia Voices. They not only
support dementia community projects but also empower people with
dementia to lead research through the Dementia Enquirers programme.
We were lucky to be successful in this bid, which enabled us to put the

project into practice.
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What we did to collect the information

We wanted to talk to people living with dementia across the UK. We also
wanted them to talk to each other and share ideas for and experiences
of post-diagnosis support. Travelling around the UK was not an option,
so we decided to ask people to join online focus groups conducted over
Zoom. That way, we could get a mixture of people from different areas,
comparing experiences and sharing ideas for improving post-diagnosis

support.

We wanted all participants to have been diagnosed within the past 3
years. This was because we wanted to know what post-diagnosis
support was like now, and to see if it had changed from the Forget Me
Nots’ experiences when they were diagnosed with dementia over ten

years ago.

We recruited participants through the DEEP newsletter which went out
to all the DEEP groups across the country, Twitter, contacting
Alzheimer’s Society groups and DEEP groups nationally, through
contacting local councils who offered post-diagnosis support, and

through word of mouth.

We created a simple poster that could be shared around to anyone who

wanted to get in contact with us.
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Diagnosed with dementia in the last 3 years?

The Forget Me Not Research Group
want to hear from you!

We are 3 researchers with dementia and 2 university
researchers. We would like to meet with you on Zoom to
chat about your experiences since your diagnosis.

Once someone had got in touch and expressed an interest in taking
part, we met each participant individually over Zoom to explain the study

and gain consent to take part in focus groups.

We designed a simple booklet which had the four topics we would cover
in the focus groups. We did this so that people could prepare what they
wanted to say if they wanted to and wouldn’t feel ‘on the spot’. We left
space in the booklet for them to make notes under each topic. That way,

if they forgot in the moment, they could refer to their booklet.
We came up with the four topics as a group which were:

. What support do you currently get?
What kinds of support are working well?

How could post-diagnosis support be improved?

s LW bh =

What advice would you give to someone who was newly

diagnosed?
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Video calls can feel a bit impersonal. We discussed in our project group
meetings how to make people valued and for it to feel as informal as
possible. Sandy suggested we send all participants a packet of biscuits
so they could enjoy them in the tea break! We included a budget for
biscuits and postage, and all participants received biscuits before the
focus groups. This was greatly appreciated and a great way of breaking

the icel

Ethics

We worked as a group to design the participant information sheets and
the booklet that would go out to participants. We also designed the

project over many meetings together on Zoom.

We applied for ethical approval from the University of Bristol. This meant
filling in a long University ethics form. The Forget Me Nots asked Joe
Webb to do this. After some questions and queries from the University

ethics board, we received approval to do the project in March 2022.

What data did we collect?

We held the 5 online focus groups on Zoom between May and July
2022. The focus groups lasted between 90 minutes and 2 hours. The
Forget Me Nots decided they would like Joe and Jemima to do the
formal part of leading the focus groups, and they would ask participants
questions, share their own experiences, and help make the groups

friendly and informal.

We recorded the focus groups and sent the audio to be transcribed by a

professional transcription company.
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Who took part?

The focus groups were attended by 18 people with dementia and 10

spouses, who were there to support the people living with dementia.
The average age of participants was 69.
The youngest person who took part was 54 and the oldest was 80.

Participants came from all over the UK.

How did we analyse the data?

We met a number of times after the focus groups to talk about what the
main themes and findings were from what participants told us. We then
met after the last focus group as a team and highlighted the key themes

we thought came out of the project.

Joe and Jemima then coded each transcript according to these themes,

to find quotes for the report and to identify any other themes.

We then met as a team again to agree the final results.

Results

Difficulty navigating (and finding out about) the benefits
system

One of the main issues participants shared was the difficulty in
navigating the benefits system, the number of forms that needed filling

out, and the struggle to obtain benefits.

Terry: “Oh trying to get PIP (personal independence payment) it was a
nightmare. Yeah, they just kept knocking me back. | mean it’s not asking

for much you know.”
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This was echoed by another participant who had not been awarded PIP
and had been waiting for one and a half years for a tribunal to contest

the result, which had been delayed because of a lack of staff.

Other participants had also had to go to extraordinary and exhausting

lengths to get the benefits they were entitled to.

Marilyn: “When we were applying for PIP, | had to get that to Court in
the end...and then they re-looked at it, and then this lovely man rang me
up and said, ‘Yes, | don’t know why you’ve not had this before.’ It took us

10 months to get it.”

Participants reported a great deal of confusion regarding what they were
entitled to, and what benefits they could apply for. Many felt there was a

general lack of help in navigating the benefits system.

Many found the language and presentation of benefits information to be

off-putting and difficult to understand.

Isaac: “They did say there was a leaflet about PIP where someone said
the thing was designed so that it put people off applying it, you know
kept on knocking you back.”

For participants who had Admiral nurses, navigating the benefits system

was much easier and aided by their help. One carer remarked:

Denise: “It was our nurse, our Admiral nurse, that was the best. ... she
went on to help me fill in the huge form for Attendance Allowance. And
she was just our guiding light, because she’d obviously done it for other
people and she was in enough authority that she could be the medical
person filling in the, you know, the one side of the form as it were. And

also she guided me with how to word the form too”.
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For those participants who had a person who helped them with their
benefits, the experience was much smoother and less traumatic. Upon
learning of other people’s struggles, one participant in Scotland

remarked:

Gordon: “/ think you all need to come up and live up in Fyfe (in
Scotland), to be honest. It’s not difficult... | mean, that’s one person

employed by the Local Council.”

Many participants reported that they had received no direct support
regarding what benefits they were entitled to or could apply for, leaving

them alone to find out the information for themselves.

Bill: “Nobody has ever talked to me about benefits. | found that out for
myself. | applied for myself for PIP and got it, but that was chance more
than anything really... It seems to me that it is left to chance that people
discover things, rather than anybody sitting down and saying, ‘Actually,

the entitlements that people have are this, and this, and this.”

For some participants, the focus group itself was the first time they were

learning that they may be entitled to benefits support.

Dennis: “/ had no idea, well until today, that they were anything that I'm
entitled to. | just, okay, I've got the state pension and a company
pension which | cope, | get by with... This is where the system’s fallen

down, because nobody has ever thought to even run that past me.”

Other participants reported that it was only through informal networks of
other people with dementia and carers that they found out that they may

be entitled to state assisted support and benefits.

For some who knew they were likely to be entitled to some social care

benefit support, the benefits interview itself was distressing and a barrier
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to claiming what they were entitled, without reasonable adjustments to

accommodate the issues they experienced as a result of dementia.

Jill: “We did find out that | could have a benefit and I did go for an
interview. And it's there in black and white that | have Alzheimer's which,
I'm not gonna recover from this. I'm gonna get worse.... It were like an
interrogation which | found quite upsetting... So I felt this is what makes
you feel bad as well, because |, I felt like, well, just something on the
bottom of somebody's shoe, really. And yeah, so the benefit system’s

not very dementia friendly.”

The postcode lottery of post-diagnosis support

One theme present throughout all focus groups was the uneven
distribution of the types of post-diagnosis support available, often

dependent on where they lived.

Jill: “I think it's a postcode lottery. It depends where you live as to how

much support you get.”

Due to the vast majority of services being put on by charities or private

organisations, the distribution and quality was seen as markedly uneven.
Polly: “It seems to be very... what’s the word you call it when it’s...?”
Marilyn: “Fragmented?”

Polly: “Yeah — there’s not a consistency to it.”

Some participants remarked on the seemingly random allocation of, and
access to, specialist services, and the unevenness of the quality of
support, which could have a negative impact on people living with

dementia.
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Paul: “We’re also in a postcode lottery. | was very, very lucky to get a
good memory clinic in the city hospital, but round the corner at the
[name of hospital], there are people getting bad results. You know it's

unbelievable.”

Some participants had access to specialists to advise them, whilst
others had very little in terms of medical dementia specialists. One carer

remarked:

Marilyn: “Jim hasn’t got a specialist at all. He’s got... he’s just got the
GP and that’s it.”

Upon hearing the experience of others in the group who had access to
specialist dementia support (such as Admiral nurses), other group
members discussed the unfairness and unevenness of their eligibility

and ability to access much needed support.

Paul: “I'm beginning to feel that this, the Admiral nurse, is a lottery

again. I'm in Blackpool.”

Sandy: “I've never heard about a nurse in all the time I've been

diagnosed, never.”
Denise: They are only in certain parts of the country.”

Upon receiving a diagnosis, some participants found there were little or
no support groups or peer supports networks in their area. This led to
one participant in Fife taking on the challenge of setting up groups
himself in his locality. This, whilst taxing, led to a greater degree of
choice and control in the kinds of groups and activities that were

available.
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Gordon: ‘I think that’s where I've been lucky, in the respect that there
was nothing in Fyfe, so we’ve actually been able to set it, rather than
something that’s already out there... So, yeah — that’s probably the way
to go, rather than actually follow other models... do your own thing, and

build it from here, and you’ll get what you want.”

Whilst this means the control is in the hands of people living with
dementia, it also pushes the responsibility onto those who need support

as soon as they are diagnosed.

Though there was little in terms of social support for Gordon in his part
of Scotland, he did receive much more specialist medical input and
support than other participants. This was echoed by another participant

living in Scotland. Bill said:

Bill: “/ now have, sort of once every six weekly or so, talks with a
mental health nurse, and once a month meetings with an Alzheimer’s

specialist.”

Joe: “That sounds like a very different approach then to what other

people have described.”

Bill: “Yes, well particularly Fife in Scotland, people with early onset
dementia, they have an allocated nurse from... in fact before...
diagnosis, but if it looks like diagnosis is happening. And that nurse then

is with them forever.”

This type of serviced provision was much admired by the English
participants who felt they would like something similar, but which was

unavailable to them.
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“You’'re left to get on with it after diagnosis”

The vast majority of participants felt like they were left on their own after
diagnosis, by both health and social care services. Many reported
feeling abandoned and unsupported. Many participants felt this was felt
more acutely because of the impact of the Covid-19 pandemic on

support services. Bob, a carer said that:

Bob: “When it was diagnosed, two years ago in the January — just
before the lockdown in whenever that came, and the level of support we

got was nothing.”

This was echoed by Marilyn, also a carer. She was particularly frustrated
to have learned that there was in fact peer support ‘out there’ online
during the pandemic, but they had no information that it existed and
subsequently had many months post-diagnosis with no type of support

at all.

Marilyn: “[Jim] was diagnosed more or less on the day that they locked

down, so we had quite a few months with absolutely nothing.”

Some participants did have a level of specialist support immediately
post-diagnosis, but this was experienced as too little, with support
quickly ending, leading to feeling abandoned by medical support

services.

Alan: “We had a — | think she was called a practitioner... she did some of
the Adam Brooks tests and she did a care assessment. she checked to
make sure Jen was okay with the drugs. But once that had finished then
— then that was it. It was very much ‘right off you go, ‘bye ‘bye, not a lot

more we can do for you.”
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This point of view was backed up other participants who felt that, once
medical services had sorted out medication, there was little more input

or support from a medical point of view.

Paul: “Once you’'ve sorted your medication out, that’s it with the memory
service. For me a year and a half later I've not heard from them. I've not

heard from my GP or the memory service and nobody.”

This was restated repeatedly by participants in every focus group. Even
where participants did receive support, the ongoing services they
accessed were often voluntary and not specialist in nature. This led to
feelings of frustration, that whilst their social needs were supported, this
was left to chance depending on what voluntary services happened to
be in their area. Ongoing social care or medical support seemed to be

rarely available.

Wesley: “What angers me a little bit, | have lots of support but it's
voluntary work... But it would have been nice to go back to the memory
clinic, or to hospital to have another scan just to see if my condition has
got worse, or it's the same. And there's no health professionals to
phone. I've got lots of support, but no healthcare professionals, none at

all, which annoys me.”

Most participants expressed frustration with the lack of ongoing support,
opportunities to check in, or any named person that they could contact

for help.

Bill: “I feel there’s far too much kind of just being left to get on with it.
Even when the system is reasonably supportive, there's too much of
being left to go on with it...To just give somebody a diagnosis and then

leave them to get on with it, it's not good enough. Now, whether that's a
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regular meeting, whether it's phone calls | don't know...but, | think the,

the pat on the head, ‘You've got this. ‘Bye ‘bye,’ is just plain awful.”

This point of view was made repeatedly by different participants in every
focus group: there was little to no medical follow up, with the support

often coming from voluntary organisations.

Julie: “Nobody else has been in touch since...l don't hear anything from
any medical people, you know, just this [name of voluntary support

group] that are really helpful. That’s basically it.”

Jill: “I got my diagnosis at the memory clinic...It's like go out into the

world and fend for yourself. You’ve got your diagnosis and that's it.”

Terry: “I was just given a book and, yeah, it’s a nightmare because
basically they gave me a book and said... They didn’t even say get your

affairs done, they just let us go really.”

This had left many participants unsure of who to turn to for specific
dementia-related support in managing symptoms, medication and health

related issues linked with dementia.

Paul: “/ don’t know who my specialist is. If | have any problems with my
dementia | don’t know who [to turn to., | think | was told just to go to my

GP, yeah, who's obviously not a dementia specialist.”

Even when participants did turn to their GP for help and support, many
found it difficult to get an appointment. Others reported that they felt GPs
did not have enough specialist knowledge of dementia to provide
appropriate or adequate support. Sometimes, participants reported
feeling their dementia was dismissed by the GP as not requiring much

support.
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Dennis: “/ saw my GP recently and told her that I'm struggling really to
come to terms with Alzheimer's. And she rather dismissively said, ‘Well,
don't worry, because once you become a complete vegetable, you won't
know what's going on, so you won't have anything to worry about’. The

gist of it was sort of, ‘You’ve got it, go away and get on with it.”

Many participants wanted ongoing medical support and some continuity

of care.

Jill: “There doesn't seem to be a, a follow-up of, of anything? ... I've

never had any check-ups or anything.”
Julie: “No, I haven't.””

Jill: “There’s just no follow-up to diagnosis...It's as if it's, as if you are

just brushed aside because you got dementia.”
George: “Yes. Definitely.”

The lack of continuity of care and opportunities to engage with dementia
specialists led to many participants’ feelings of having ‘been forgotten’
and of being treated less than equal specifically because of their

dementia.

Jill: “It’s like we don't matter anymore. It's like the medical
professionals... we don't matter to 'em because we've got dementia. And
if we just had a bit of acknowledgement from the medical people, that
yes, we have got this disease, but we can live with it... I'm at the
beginning yet. I'm not at the end. So | want to be treated as they would

want to be treated.”
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Lastly, some carers reported that they felt there was good support for
them, and services and contacts they could turn to. However, they felt
that it was disproportionately skewed towards carers, with little support
for their spouses. This could leave the person living with dementia
feeling left out and treated as less than equal. In one instance, carers
were separated from people living with dementia, who were put in
separate rooms in a medical setting, whilst carers were given

information.

George: “What | felt at the time was that we being shoved in this side
(room) to keep me quiet while something else is going on, you know?
Which was really annoying to be quite honest with you, because we
were being treated as though, ‘Well, don't worry about them being nice
to them’, but that's it... | don't think they offered us any help whatsoever

or explained anything to me.”

Peer support and voluntary support services

Peer support was uniformly seen as one of the most effective and
important resources in post-diagnosis support. This was commonly

accessed through voluntary support services.

It was through peer support and informal conversations with other
people living with dementia and carers that participants commonly felt
they got most of their useful information. This sometimes stood in
contrast with the lack of information participants felt they got from

professional services.

Isaac: “Doctor’s aren’t good with me, they should know a lot more than
they do | feel... I'm in a DEEP group which is very good. [That’s] where

I've got all my information from.”
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Conversations with other people living with dementia, as well as staff
members running the voluntary services, were seen as invaluable for
signposting to professional health and social care services and

information, about benefits for example.

Roy: “Did any of you have trouble finding out what money you're entitled
to?”

George: “Oh, yeah, that came as recommendations from the support
group...l can think of at least three cases in our group where people
have gone away and got support [payments], because of what they've

heard in the group.”

Another positive aspect of peer support groups was that they were
resources for information when participants needed it. Participants
talked about the difficulty of sometimes receiving too much information
to take onboard at the point of diagnosis. Friends in peer support groups
could offer advice and information responsive to specific situations when

they arose.

Bill: “You can tell people a lot of stuff, but you only take in what you
want to know, when you want to know it, and you never quite know when

that's going to be.”

Peer groups also provided stimulating and new activities and enabled
the participants to get out and about, which helped give participants
confidence. They were seen as spaces where newly diagnosed people
received reassurance from other members, particularly drawing strength
and inspiration from members who were further along in their dementia
journey but were still active and engaged. This was seen as a positive

experience in learning to live with dementia.
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Terry: “[l] just learn from people really.... [name of person in the group]
is one of them who put his arm round me and said come and join yeah.
I've never looked back. We’ve got someone in our group ... He always

said | was diagnosed 10 years ago and I'm still here.”

One particularly valuable aspect of peer support was that they were
spaces in which participants received understanding by others in similar

positions, and where they could simply ‘be’ without judgement.

Bill: “The first time | walked into the group it was extraordinarily
liberating really, because there were people that | didn't have to explain
things to who just kind of got it, who just, who just knew what | meant,

even when | found it hard to explain things myself.”

They were also spaces where lived experience of dementia symptoms
was seen as expertise which could help others to adapt and understand

changes they were experiencing due to dementia.

Many participants identified a ‘key person’ with dementia who used their
expertise by experience to help and support newer members with
practical help related to issues such as benefits, health care, dealing
with dementia and accessing services. These individuals often played a
crucial role in supporting the transition to, and interaction with, dementia

related health and social care services.

Terry: “The only one that’'s helped me, that was with me as [name of

person], he’s helped me massively, put me under his wing.”

Denise: “It’s a brilliant group, and it’s a lovely set up of friendly guys
who’ve all got dementia. And the guy who runs it is just... he’s worth his

weight in gold | think.”
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In one notable case, a participant had set up his own dementia support
groups because there were no peer support groups available where he
lived. This had the advantage of being tailored to the local people living

with dementia, because they had direct input into what they wanted.

Gordon: “Support and the money isn’t out there — we’ve just gotta do it

ourselves, then you'll get what you want.”

Gordon had helped design a six-week course for newly diagnosed
people living with dementia, to discuss their feelings, and what the future
holds. This had led to attendees starting their own groups in different

areas, designed by people living with dementia themselves.

Peer support services were invaluable during the pandemic, when other
services were disrupted. In some cases, people living with dementia

stepped in and filled this gap.

Gordon: “Up in Scotland, all our support stopped — we never saw a
dementia nurse, we never saw anybody for nearly two years. But who
we did see... we saw the people from the support group. We were the
ones that were going round to each other’s houses dropping off food
parcels, dropping it on Zoom, and dropping it on ‘Alexa’ to make sure

everyone was okay.”

Many participants engaged in online peer support, often on Zoom.

Others found peer support from social media.

Paul: “/ just find a lot of support... reading other people’s stories on

Twitter. You know you’re not alone with it.”
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However, peer support groups needed to be tailored to the stage
dementia participants were at, and to their interests. A diagnosis of
dementia was not enough alone to make a good support group.
Participants described a process of trial and error until they found groups
that matched them, their dementia stage, and what they wanted out of

these groups.

Dennis: “The people who were a long way down the road with
dementia... it was almost impossible to have the conversation with the., |
ended up sort of chatting to their carers rather than them, and it did

nothing for me.”

Jill: “I was 54 when | was diagnosed and | was sent to groups where
people was 20 years older than me. No disrespect to anybody that that's
older, but we like different things. It was quite upsetting to be sent to a
group back where there was older people, because | was looking at how
my life possibly could be in the future. And | don't want to look into the

future. I'm looking at here and now.”

Stigma and people not understanding dementia

Many participants described feeling as if there is a stigma attached to

having dementia. For many, this had resulted in losing friends.

George: “/ do notice that some of my best friends have disappeared

though... the beauty about it is, you know who your real friends are.”

Others found that their old friends did not know what to say to them, or
had a lack of understanding about what dementia was and how it

impacted on them.
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Jill: “I met with a friend who | haven't seen for three years... it was so
uncomfortable because she was uncomfortable. Oh. And her first words
were, well, you look really well to say that you have dementia. Now this
is, it just goes through me because, and | said to her, well, | will look well
because I'm fit and healthy. It's my brain that's not...People
automatically think you're gonna look different. How do they expect us to

look?!”

Many participants felt there was a general lack of understanding about
dementia, and how common it is. They felt it needed to be normalised,

not just portrayed as older people “sitting in a rocking chair.”
Polly: “No, it’s far more widespread than people seem to appreciate!”

Some participants felt that this was linked to wider understanding about

dementia, particularly how it is shown in the media.

Gordon: “If you see advertisements... when they’re advertising things or
looking to raise money, it’s always people sitting in a room in a rocking

chair, rocking backwards and forwards.”

Many participants felt this portrayed an inaccurate or incomplete

depiction of what dementia is really like.

Jill: “The whole outlook of dementia is like an age thing. And even some
of the big societies, still advertise things with an older person saying, “she
can't remember me and she can't do this”. And it's not like that in the

beginning. So why are they advertising that, you know, it just annoys me.”

The general misconceptions about dementia in the media could also be
played out by people who spoke to participants in an official capacity.
Participants reported particular frustration at being made invisible by
GPs or medical specialists for example, who spoke to carers about them

in their presence as if they were not there.
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Gordon: “I've been to hospital quite a few times recently, and the
consultants just talk over my head and talk to my wife. And my wife will
actually tell ‘em, ‘Look, you can talk to my husband — you’ll get a
conversation out of him — right?’ and they still just ignore me and talk to

the wife.”

Dementia is not treated equally to other medical conditions

Participants often expressed frustration with how dementia was treated
by medical professionals and systems compared with other medical
conditions. They felt that they, as people living with dementia, got less
support than other people received for diagnoses of medical conditions

which were also progressive.

Sandy, a co-researcher on this project, had direct experience of the
different ways medical conditions are treated, because she has a
diagnosis of Parkinson’s and dementia. Comparing the support she
received for both, she said: “The only people | can contact and it's
nothing to do with dementia actually is because Parkinson’s often goes
with dementia, is I've got an emergency number there if | need it, but |

haven’t got one for dementia.”

Participants felt that, as people living with dementia, their conditions
were treated less seriously and given less support than people with

other degenerative conditions.

Dennis: “I just think if you compare that to any other sort of illness, it
would be laughable if we all had terminal cancer and we're told, ‘Well,

we'll kind of see you sometime, maybe.”
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Some participants felt that there was no continuity of care or support for
dementia, compared with how diseases such as cancer were treated by
the medical establishment. They wanted ongoing support and a point of
contact, rather than having to be proactive themselves to seek care and

support.

Marilyn: “We haven’t got anybody dementia-related who rings up every
now and again... just to say, ‘Oh, how are you today, Jim?’ or pops in,
like the Macmillan Nurses do with cancer. We just don’t get that

continuation all the way through.”

Participants expressed frustration at dementia not being treated with the
same amount of resources as other conditions, leading to them feeling

that they were treated as less equal because they had dementia.

Bill: “Where’s the dementia centre? Where is the ‘Here is everything
people need to know for brain disease’? It just isn't there... | understand
to an extent why that is, but there's a point at which | just don't get i., |
don't understand why services which are there as a matter of course for
people with other terminal illnesses, are not there for those of us who

happen to have this particular terminal illness.”

“Don’t panic!”

Advice for someone who is newly diagnosed
Participants drew on their expertise by experience to discuss the advice
they would give to people who were newly diagnosed with dementia.

The most common piece of advice participants had was to not panic.

Jen: “‘Well it’s pretty shocking at first and it’s — you don’t want to believe
it. You don’t want to listen to it. So I think the first thing | would say was
stay calm and don’t panic. And I'll give you a sort of bit of brandy

perhaps.”
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They were also keen to emphasise that people would need to take an
active role in this, due to lack of signposting and adequate information

provided post diagnosis.

Jim: “Just really look out for groups to attend and find out as much as

you can. No one does it for you.”

Participants also emphasised that receiving a diagnosis could be

traumatic, and that there would be a period of adjustment.

Jen: ‘It takes time, because usually when you first find out about it you
have quite a bit of a spell there when you’re not really interested in
anybody else. You just want everybody to go away and let you settle this

problem all by myself. Well of course it doesn’t work like that.”

Others emphasised that living with dementia was not something to be

feared.

Isaac: “Stay calm. It’s not as frightening as you think it’s going to be.
And remember sometimes it’s the disease talking not you. Once people

have got a grasp of that, | think it’s okay.”

All participants felt that joining a peer support group was hugely
beneficial, and that newly diagnosed people should get involved as soon

as possible.

Participants with experience of having Admiral Nurse support were also
keen to advise newly diagnosed people that they should find out if they
were eligible for that support in their area. Admiral Nurses were highly

valued by all who had access to them.

On a similar theme, some participants suggested the need to be

proactive in asking for help before problems arose.
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Alan: “Don’t wait too long to ask for help. It’s very easy to become

isolated. So you need help - ask early rather than wait.”

Others emphasised the need to stay active by taking up, or continuing,

exercise or hobbies.

Dennis: “You’ve got to keep fit.”
George: “We decided the best thing to do is to get involved with as

many things as possible.”

Sally: “Well, I've always been an outdoor person... even Iif it's just sitting
in the garden reading a book, listening to the birds and you’re absorbing.
And | play badminton every week... | really enjoy that a couple of hours

on a Monday night, that’s really great.”

Participants also advised others to be persistent in obtaining help,

support and knowledge from medical professionals.

Ken: “Let it sink in first and then go back to the experts and ask them as
many questions as you possibly can. And don’t leave until they give you

the proper answers.”

One participant had advice for how to deal with interacting with people
when symptoms of dementia may affect communication: be upfront and
honest with people, not only about your diagnosis, but about how that
may impact on the interaction. This he felt helped people understand his

specific symptoms of dementia.

Dennis: “The one thing | would say is people you interact with, tell them
about it. But don't just say you've got Alzheimer's, tell them it affects your
memory or whatever, and then explain to them, ‘| may forget your name,
but just bear with me on that’. And people are generally very

understanding then..”
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Lastly, all participants emphasised the value of trying to maintain a
positive outlook and not letting your diagnosis define you or dominate

your life.

Terry: “Try and stay positive really in everything you do. | don’t even
think about my dementia when I’'m about, only if something goes wrong.

But overall we never speak about it really.”

This positivity could be gained from getting involved with activities,

groups and keeping busy.

Vera: “/ would also say don’t worry about it. Be positive. Get on with

things. Find things further, and help yourself with anything you can do.”

Others emphasised the importance of taking up new activities, and the
positive impact that can come from showing yourself you can learn new
things, as well as helping you stay in the moment rather than worrying

about the future.

Jill: “I went and bought a camera and now | spend hours outside. And
while you're outside taking the photos, you never once think about

dementia. Never once...It's brilliant.”

Summary of the findings

Benefits

Participants felt that there was inadequate information about what
benefits they may be entitled to, and insufficient help to navigate the
process. Additionally, some did not know they may be entitled to benefits
at all, and many had dehumanising and upsetting experiences in their
attempts to obtain benefits. For many, the burden fell to the carers, who
nevertheless reported that the system was difficult to understand. The

only experiences that ran counter to this were when participants had
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help and support to navigate the benefits system, from Admiral nurses
for example. All participants would have appreciated personalised help
and support to navigate this process. The few who received direct help
navigating the benefits system were immensely grateful and positive
about this approach. Many participants felt there was inadequate help
and support for learning about what benefits they were entitled to, with
many having to find information and navigate the system themselves

without help or support.

Postcode lottery

Participants expressed frustration and upset about the unevenness of
post-diagnosis support, and the seeming randomness of what was
available depending on where they happened to live. There seems to be
no uniformity or equality in the ability to access support services, both
medical and social, for people living with dementia. This had notably led
to one participant setting up his own dementia groups, responding to the
complete lack of social post-diagnosis support in his area. Whilst this put
the power and control in the hands of people living with dementia, it also
arguably shifted responsibility and burden onto those who needed the
support. The two participants from Scotland had a much greater
satisfaction with the amount of dementia medical specialist input they
received after diagnosis, with both describing the benefits of ongoing

and personalised support from dementia medical specialists.

‘Being left alone’ post-diagnosis — lack of support services

Participants felt they received inadequate and insufficient post-diagnosis
support from a variety of services, but the lack of continuity of care and
support from medical services was particularly highlighted. This left

people living with dementia adrift and isolated, with no designated
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person or service they could get in touch with to follow up on dementia
related health issues, or to better understand if and how their dementia
was progressing. Participants also had difficulty accessing GP support,
and some felt that the lack of specialist knowledge GPs had about
dementia was a barrier to getting good support. Additionally, many
participants linked the lack of continuity of care and sufficient attention
from health and social care services to negative feelings of being treated

unfairly and without sufficient compassion or understanding.

The value of peer support

Peer support was identified as perhaps the most valuable resource that
participants received, providing a variety of positive functions such as
practical advice on accessing benefits, support services, understanding
symptoms, navigating social care, as well as providing a stimulating
space where people could be without judgement. They also enabled
participants to get out and about, and gain confidence. However, peer
support groups needed to be fitted to the participants’ stage of life and
interests to be meaningful. One way this had been done by a participant
was by setting up, and encouraging others to set up, their own peer
support groups, so that people living with dementia in specific areas had
direct input and agency in shaping their groups. While peer support was
important, there was also a sense that this should not be a replacement

for professional support, which it often is for many.

Advice for newly diagnosed people

Participants had a lot of advice for newly diagnosed people. The main
advice was to keep active, get involved with groups, proactively seek
help and support, and take up new hobbies that get you out of the house

and engage you. Some also emphasised the need to be upfront and
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honest with people about how symptoms may impact on interaction. The
most common piece of advice to newly diagnosed people was not to

panic, take time to adjust, and to get on with a new phase of their lives.

Dementia is not treated equally

Participants felt that dementia as a condition was not given adequate
medical or social care support, with no continuity of care or named
person or service they could turn to. This was particularly stark when
compared with other life-altering illnesses. This had the effect of making
them feel as though their conditions and welfare were not a priority for

medical professionals or support services.

Stigma and dementia

Participants experienced feelings of stigma, with misunderstanding and
misconceptions of dementia being shown on TV and adverts, and
through conversations with friends and medical professionals. They felt
there needed to be a more nuanced understanding of the lived
experience of dementia, and that the general public needed more
education and understanding of the different types of lived experience of
dementia, rather than stereotypical depictions of older people with

advanced dementia.

Reflections: Putting people with dementia in the
driving seat of research

The Forget Me Not research group have worked together on research projects
since 2017, and have a well-established dynamic and team relationship. This
makes co-producing research as a public and university researcher group

work very well.
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This is the second time we have got funding for a project that was entirely
conceived by Harry, Roy, and Sandy as co-researchers with dementia. We
had worked together over the lockdowns, meeting on Zoom to discuss
research ideas and how to get these to fruition. On finding about the DEEP
funding, we knew that this could be the perfect opportunity, and we were very

happy as a group to be funded.

While Joe and Jemima suggested some ideas for how to structure the
research, Harry, Roy and Sandy had the final say in making decisions. This is
always of great benefit to the research, because they have the experience of
the person with dementia at the forefronts of their minds. For example, they
wanted to collect data in group settings for two reasons: (1) this would take
the pressure off people with dementia that might come through interviews or
having to write survey answers, and (2) people with dementia will then have
the opportunity to learn from others with dementia. As stated above, this did
happen in our groups and was a positive side effect of the project. Harry, Roy
and Sandy also suggested that we send people booklets so they could plan
what they want to say in advance. Many of the participants did so (you could
see them refer to their booklets in the groups). They also suggested sending
biscuits for the tea break as a bonding experience, which was a great

success!

The main challenge we had was that we originally thought that we might try
and have some focus groups face to face, in order to include people who were
not technologically literate. However, Harry, Roy and Sandy had things
happening in their lives in this research project that meant that we could not
meet in person in this period. It was easy to make the decision to keep
everything online however, because this meant that as many of the group as
possible could come to every meeting safely and without disrupting their home
lives. Also, in embracing the online meetings, we were able to talk to people

from all around the country, which we think in the end benefitted our results.
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We have no qualms about saying that true inclusive research, where people
with dementia are not just advisors but are in the driving seat, has a great
benefit to the research world. People with dementia add creativity, imagination
and a focus on ‘what matters’ to research planning and conduct. Harry, Roy
and Sandy often talk about just wanting to ‘get stuff done’ and not focusing on
the normal bureaucracy of academic research. Also, in listening to them, we
improve the experience of our research participants, which undoubtably

ensures that we get better research findings.

However, there are things to consider and have in place to make this type of

research dynamic work:

e Time and money are needed to form trusting relationships and properly
reimburse people for their input, time and energy.

o Flexibility is needed: for people with dementia this (probably) will not be
their full-time job, and university researchers need to respect this.

e Everyone needs to understand who does what in the project. This can
be established at the start but also requires constant ‘checking-in’, so

nothing is assumed.

A key message is that funders also need to allow the above factors to happen.
This is often not the case in grants, where money and time are kept strictly
limited. We therefore appreciate organisations such as DEEP which allow true

inclusive research to happen.
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Conclusions and suggestions for improving
dementia post-diagnosis support

We have collected participants’ suggestions and ideas for improving

dementia support, based on the issues we have outlined above.

¢ A dedicated health and/or social care professional who could
support them through their dementia journey. For those who
received support from Admiral Nurses or ‘post-diagnosis support
nurses’ (in Scotland), this personalised form of contact and continuity
of care was invaluable in navigating medical issues and learning
about and accessing various support. As Gordon remarked, “we have
our post-diagnosis support nurse with us during diagnosis, and now
with us for the rest of our lives, and that's something that should be
available everywhere as well, | think.”

e A person with dementia to talk to at the point of diagnosis. Many
participants greatly valued the expertise and experience they
received from others in peer support groups. Having contact with
someone going through the same thing, who could explain the issues
and show that living well with dementia is possible would help many
people.

o Official support that is proactive and not just reactive to
emergencies. If there was continuity of care and support, these
‘emergencies’ may be avoided.

e A system of signposting from the moment you are diagnosed so
that people don’t need to find out for themselves what is out there to
support them. Many people reported feeling lost post-diagnosis, with

little information or advice about what was out there.
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o Better recognition and promotion of peer support, and of its
positive impact on people who are newly diagnosed and beyond. This
could include increased funding for development in every part of the
UK. For our participants, peer support services provided mentorship,
an advice hub, signposting to professional services, tips for
navigating the benefits system, practical advice for living with
dementia, and emotional support. As Gordon says, ‘peer support
saved my life.’

o A folder of facts and phone numbers for people who can help
and support people at diagnosis. This should be followed up with a
phone call a few weeks post-diagnosis to create ongoing support,
rather than being given a diagnosis and left alone, which is how most
participants experienced their post-diagnosis support.

e More opportunities for people living with dementia to engage in
outdoor activities and hobbies. Where these were available
(usually organised by voluntary groups, but again, dependent on the
post-code lottery of post-diagnosis support) these were highly valued.

e Dementia nurses attached to GP practices, or groups of GP
practices. Some felt GPs were not adequately equipped to deal with
their health issues, especially those specifically associated with their
dementia,. As Dennis put it, “our health concerns as people with
dementia are probably not necessarily health concerns for GPs, they
are for specialist nurses. And | would have thought it would pay
dividends.”

e Continued specialist medical check-ups and procedures. Many
participants wanted to know how their dementia was progressing, if
there were new issues, and how these could be dealt with. The need
for more ongoing input from healthcare professionals was mentioned

repeatedly in all focus groups.
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e Counselling services available at the point of diagnosis.
Participants talked about the trauma of receiving their diagnosis, and
the issues and difficulties of coming to terms with it. Many wanted
more emotional support post-diagnosis to help process and come to
terms with a new stage of life. Terry explains: “Counselling, yeah.
Because it's a massive thing isn’t it ...I've always said about that.”

e A more accessible and navigable benefits system, without the
‘interrogation’ some had experienced in Personal Independence
Payment assessments. This could be supported by some benefits
being automatically allocated at the point of diagnosis. As George
explains, “There’s no reason the benefit side of it should not be
automatic on the issue of the diagnosis, why not just link the two
things?”

o Better dementia education for people dealing directly with
people living with dementia, especially in health and social care
services. Many participants felt the way they were spoken to was
demeaning and inappropriate. Pat says: “If they’re working within the
NHS, it should be a compulsory thing to have some form of education

regarding patients with dementia.”
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