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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/
bjf/

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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Introduction

Dementia Peer Support & Advocacy Project
Beth Johnson Foundation

The Beth Johnson Foundation was one of the pioneers of advocacy
starting in 1989 when we offered citizen advocacy. In 1998 we
established the dementia advocacy project which specialises in
advocating for people with dementia. We host a peer support and
advocacy group for anyone over the age of 50 with a dementia
diagnosis. We are a member of the DEEP network, and this report is a
review of our second dementia enquirers research project led by people
living with dementia. The group currently has 10 members who meet
every month. Trained advocacy workers Betty Machin and Laura Higgins
support them.
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Background

In 2020 members of the peer support group undertook a research
project which investigated their experiences of diagnosis in relation to
their perception of Class, Ethnicity, and Intellect. The group were
interested in how differences in their life experiences and circumstances
might impact them. The group became interested in the process of
dementia testing and if this experience was consistent. During informal
discussions it became clear that they had different experiences. The
second research project and the focus of this report was developed to
investigate this more formally and to ask others about their experiences.
Peer group members reported a similar experience of visiting their
General Practitioner and having a mini mental state test' and then a
referral to the memory clinic where the Addenbrooke test is conducted. It
is at this stage that the testing becomes inconsistent. Of particular
concern to members was the lack of social history taken at the start of
the process. People who are dyslexic, have difficulty with maths or have
other communication needs reported being uncomfortable with the
process. The group decided to focus their research on the Addenbrooke
test as they are most familiar with this process. The Addenbrooke’s
cognitive examination is a screening test which considers attention,
orientation, memory, language, visual and visuospatial skills, often used
in the detention of Alzheimer’s disease and fronto-temporal dementiaZ.

' https://oxfordmedicaleducation.com/geriatrics/mini-mental-state-examination-
mmse/. Accessed 08/08/22

2 Bruno, D., & Schurmann Vignaga, S. (2019). Addenbrooke's cognitive examination
Il in the diagnosis of dementia: a critical review. Neuropsychiatric disease and
treatment, 15, 441-447. https://doi.org/10.2147/NDT.S151253
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Methods

The research questions

The questions were developed by the Beth Johnson peer support group
over the course of two meetings who then reached a consensus about
which questions would be most helpful.

Does dementia testing need testing?

Is the testing process consistent?

We developed a questionnaire, interviewed two clinical staff and held
four group meetings to discuss our experiences and met with another
group online to further discuss our experiences. We also interviewed
two staff from a memory clinic and a GP to gather clinical views about
the testing process.

The questionnaire was circulated by post and email to seventy people
who agreed to read it and forty-two people returned this. It consisted of
five questions:

Question 1: Did the person doing the test know enough about you?
Question 2: When you had the test, were you alone?

Question 3: Was the testing process explained to you?

Question 4: Did you have enough time to understand and answer?
Question 5: Did you feel the room you were tested in was appropriate?

In addition, we conducted follow up interviews with twenty-three people
and asked for their reflections on the questionnaire and an additional
question which we felt was most appropriate in person:

Question 6: After the test how did you feel?
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Findings
Questionnaire
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Figure 1 Questionnaire Results

Question 1: Did the person doing the test know enough about you?

The negative impact of consultants not having a social history was the
most notable theme. Thirty-one people stated no social history was
taken during diagnosis. Further discussion during follow up interviews
demonstrated that people had a more positive experience when the
person conducting the test was either known to them or took the time to
ask some basic social history questions.

“My impression was the person doing the test only had
limited knowledge of me and my background, life experience”

Another challenge was the increased use of telephone assessments
following the pandemic:

“Telephone assessment has not captured valuable
information about me or my symptoms”
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The most positive experience was a person who had a long-standing
relationship with their GP and this person provided the consultant with
an extensive health history before the test commenced. However, the
consultant did not seem open to responding to this person’s questions:

“It was more like | asked rather than was told, | have an
enquiring mind and wanted to know more, the explanations
were given but | felt they were reluctant to give them”.

Question 2: When you had the test, were you alone?

Twenty-five people had someone to accompany them during the test.
Three stated that this person did not involve themselves in the test or
waited outside during the questions, no one else commented on this.
One person described the benefit of having someone with them:

“My wife would always attend with me so we can give a two-
way explanation of my moods and reactions. She was able to
recall the sequence of events better than I”

Question 3: Was the testing process explained to you?

Twenty-five people said that the testing process was explained to them
by clinical staff and seventeen had no explanation. Four people said
they found the process hard to follow and one said they felt scared, one
person stated that:

“Mini Mental State Exam (MMSE) had been downloaded by the
Nurse from the internet, she wasn’t familiar, first time doing
it”

Two people were positive about the explanation and recalled the
consultants being friendly and helpful. One person had prior experience
in research and felt they were more knowledgeable than the person
undertaking the test. This prior knowledge was helpful in navigating the
process.
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Question 4: Did you have enough time to understand and answer?

Twenty-two people felt they had enough time during the testing process.
People appreciated being tested in quiet and peaceful rooms with
friendly staff.

“All done in quiet and peaceful rooms, | appreciate that”

People also appreciated having no time limit in the hospital which was
different from their experience at the GP practice when interruptions
were common.

The remainder (twenty) felt the process was rushed by staff, like they
were on a conveyor belt and two said they felt like they back at school.
They reported the testing process taking less than one hour. The rushed
feeling was also sometimes on the part of the person presenting for
testing:

“I rushed to prove | could pass”

Overall people seemed to have the most positive experience when staff
were patient, friendly and time was not limited. This enabled them to feel
confident in asking questions they were unsure of and highlight any
concerns they had following the test.

Question 5: Did you feel the room you were tested in was
appropriate?

People reported a range of different environments for testing, including a
GP surgery, the hospital, a memory clinic in the community and home.
Twenty-four people felt the room they were tested in was appropriate
and two felt very comfortable as the test was conducted at home. Three
people commented on appreciating clean and tidy clinical rooms. One
person had a test over the phone during the pandemic and felt face to
face would have offered a better experience. Twenty people felt the
room was not appropriate and this related to noise levels, the distraction
of new unfamiliar environments and the clinical nature of the rooms.
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Reflections on the testing process

Question 6: After the test how did you feel?

We followed up with twenty-three people who had completed the
questionnaire and asked them how they felt after the testing process.
Five people said they felt no different, felt ok or unbothered by the
process.

“l was interested to know why this was happening, | have
dyslexia, Everyone | met was kind and understanding”

However, when staff changed it created difficulties for the same person:

“Only problem | had was when my consultant retired, |
couldn’t understand a word my new consultant says. I’d come
back. | now don’t get any help when | need it so feel very
isolated”

Everyone else expressed concerns, feeling dismissed, frustrated, unsure
about next steps and patronised.
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Figure 2 Feelings following testing

The feelings people experienced following the testing process were most
notable in eighteen responses, typical responses included the words:
confused, frustrated, anxious and scared.

People also reported finding the process exhausting, and one person
said:

“Felt | was back at school, felt ashamed”

Additionally, some people felt they had to fight their corner’ or had to
argue with their GP to access the test or have their diagnosis accepted:

“Totally frustrated because GP would not accept it was
dementia”
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It must be noted that the pandemic is an unusual factor that has
negatively impacted people’s experiences, especially those assessed
over the telephone or internet.

“Reassured that | was being monitored although due to
COVID over the last 2 years there has been almost zero
monitoring, and that is very worrying”

It is of concern that most people were left feeling confused, scared, angry
and tired following the testing process and this is something requiring
further investigation.

Clinical Views

We spoke to staff of a memory clinic and a GP to gather their views on
the testing process.

The memory clinic team clarified that the Adamsbrooke test is only one
part of a diagnosis, and no one should be given a diagnosis based this
alone. However, one participant in this research stated this was the only
test they had before being diagnosed. The staff said the ideal scenario
was to test people at home with an assessment taking around ninety
minutes, alongside people seeing the same clinician but this was rarely
possible due to staff shortages and funding restraints. The staff said there
should be a follow-up appointment four to six weeks after the diagnosis
but no-one we spoke with had this follow up or a follow up at twelve weeks.

The GP who is also a dementia lead for a Primary Care Network stated
that the most prevalent issues are a lack of standardisation across clinical
staff where a GP collects a comprehensive social history and uses this
when referring to the consultant. Unfortunately, the system is not
standardised and whilst the Adamsbrooke test is only one element of the
testing process it is the primary tool for making a diagnosis. Follow up is
not mandatory and involves a great deal of paperwork, completing this
quickly over the phone will result in the same payment as a longer
process. This may not be motivating for over stretched GPs to undertake
extensive follow up following diagnosis.
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Conclusion

It can be very daunting to be referred for dementia testing, equally
approaching a doctor and asking for a dementia test yourself. The
inconsistent way in which these tests are conducted only adds to the
distress people may experience when they get a diagnosis. This small
sample of forty-three people demonstrate clearly that testing is
inconsistent, follow up is also problematic and people are often left with
dreadful feelings of confusion, fear and on occasion anger about the
experience of testing.

Unfamiliar buildings, staff and questions all add further to peoples testing
experience. This is experience is vastly improved by testing done in
peoples own homes, testing conducted by familiar clinical staff or clinical
staff that have the time to get to know a little about the person they are
testing.

We recommend that whenever possible people are tested at home, that
the process is explained in advance and a follow up is offered to
everyone. This would ensure that the person has further support
whatever the outcome of the test.
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