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Welcome!
Welcome to the 19th edition of the MSNAP newsletter.
2019 has been a great year so far for MSNAP. We held a successful
special interest day on the topic of young onset dementia in July;
the event was very well attended and we received lots of positive
feedback from attendees. We will be holding another special
interest day later on in the year in November, on the topic of driving
and dementia. Registration is open so book your place if you would
like to attend! (details on page 12)
We’re currently preparing for the 7th edition of MSNAP standards
and consultation will begin in Autumn. We’re also due to publish the
5th MSNAP National report later on this year.
MSNAP will be celebrating its 10th year at the 10th annual forum,
being held at the College in October. This year’s forum will focus on
developments within memory services over the last 10 years, as
well as new advancements in dementia care and treatment.
Registrations are now open, we look forward to seeing you there!
(details on page 12)
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We have also had some changes within the MSNAP team over the
past few months. We now have a full team with Eve Blanchard as
Programme Manager, Vicky Cartwright as Deputy Programme
Manager and Claudelle Abhayaratne and Suzie Greally as Project
Officers.

Congratulations to all of our members who have worked
extremely hard to achieve accreditation

T 020 3701 2568 / 2693
E MSNAP@rcpsych.ac.uk

Alzheimer’s Society:
Order and share our new guide for
carers
Andrew Grey, Writer/Editor, Alzheimer’s Society
You are probably already sharing Alzheimer’s Society’s publication The dementia
guide: Living well after diagnosis when
people with dementia attend your memory
service.
For supporters of people with dementia,
who have questions of their own, we now
have a dedicated free resource. You can order this new publication, Caring for a person with dementia: A practical guide, in the
same way (see ‘Order and share the guide’
below).

This new guide is for anyone providing the
main support for a person with dementia. It
will help carers to understand dementia and
how to help someone living with the condition, as well as their own rights and how to
look after themselves.

Why a new guide?
Although caring for someone with dementia
can be rewarding, most people who take on
this role will face challenges at times. They
may encounter situations they weren’t expecting, or struggle to adjust with changes
in the person with dementia. It’s important
for them to have helpful information to turn
to and refer to as challenges arise.

What’s in the guide?
More than 100 carers for people with dementia provided input into this publication.
Their views and suggestions ensure the information reflects the experiences of caring
and practical tips that people have found
effective.
As well as information on supporting someone at any stage of their dementia, the
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guide also includes ways that carers can
look after themselves.
Further contents include:
•

the causes of dementia
managing symptoms of dementia, including treatments

•

taking on the caring role

•
•

planning ahead
services and support

•

managing finances

•

the later stages of dementia

•

end of life care and support.

•

What do carers say?
Initial feedback from carers has proved very
positive:
‘The guide seems exactly what is

needed. Sometimes I feel like a
stuck record reciting all the
things I think are important but
now when I'm talking to people
I'll refer them to your guide.’

‘A great source of

information.’

‘This guide is really good. Just what
those new to dementia need –
good, clear advice covering a
wide range of topics with links to
supporting factsheets’

Order and share the guide
Please share this guide with everyone who is
the main carer for someone with dementia.
To order copies:
•
•
•
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go to alzheimers.org.uk/
publications
call 0300 593 5933
email orders@alzheimers.org.uk

Dementia and Learning
Disability — The time for
Action is now.
Sarah Ormston,
Health, Dementia and
Wellbeing Manager, MacIntyre
Tweet @SarahOrms

certain age and have Down’s Syndrome,
when in fact their symptoms could be
another health condition.
The way to overcome this and to ensure a
timely diagnosis of any health condition can
be given, a baseline assessment is needed
to identify what is normal for that person,
we then need to regularly monitor and
record specifically looking at changes to a
person’s health needs (which at times can
be subtle) and rule out the possibility of
other causes or health conditions. This
recording needs to be well documented and
written records accurately kept, without
archiving important information; this will
ensure that all the necessary information is
recorded, patterns can be spotted and
reported on, and as a result an informed
diagnosis can be made as early as possible.

The figures now show that one in ten
people with a learning disability develop
young onset Alzheimer’s disease between
the age of 50 and 65. We also know that
people with a learning disability are dying
20 years younger than the general
population, even though people with a
learning disability are living longer. However
inequalities are visible, but it does not need Many people still ask why receiving a timely
diagnosis is important. Some people say
to be this way.
that receiving a diagnosis of dementia won’t
With more people with a learning disability help a person and that there is limited
understanding of what can be done once a
developing dementia, the challenge now is
to ensure that it is detected and an accurate diagnosis has been given. These are myths,
as in fact receiving a timely diagnosis can
and timely diagnosis is given. However,
dementia is less likely to be detected in the and does make a difference to someone
with a learning disability and dementia.
early stages for people with a learning
Having a diagnosis means that plans can be
disability (due to diagnostic
overshadowing), meaning that a diagnosis is put in place; it means, if the diagnosis is
either given much later down the pathway, given early enough, that a person may still
be in a position to make their own,
or even not at all.
informed choices about important aspects
of their life and their future, especially in
However, a person’s learning disability
regards to End of Life Care, but also it gives
could also lead to an inaccurate diagnosis
being given; a person could be presumed to the person the right support needed by
be on the dementia pathway if they are of a professionals to access the right services.
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Upskilling and sharing knowledge with staff,
family, health professionals and anyone else
involved is vital to spot the early indicators,
signs and symptoms and stop possible
diagnostic overshadowing. More
importantly, it’s essential for the person on
the dementia pathway to have all the
information they need, at the right time, in
the right way in a way that makes sense to
them, to ensure they can make decisions
that make sense to them. The person must
be explained information using their own
preferred style, and staff and professionals
must make sure that the person
understands. Easy Read, or sequencing, or
objects of references are some of the ways
that you might be able to explain dementia
and the impact of it, to someone with a
learning disability.

Getting a diagnosis of dementia, or any
health condition, should not be a case of
providing a person and their support
network with a piece of paper and leaving it
at that. It’s about the on-going postdiagnostic care in the form of medication,
social and emotional support that must be
provided in order to ensure the person can
live as well as they can with dementia.
Taking clear action to ensure people with a
learning disability understand what
dementia is, what it could mean for them
and their future, is essential to make sure
that people’s changing needs are constantly
supported. We also have a responsibility to
consider the emotional impact of the
diagnosis on the person, but also
importantly on the people around them –

whether that is their housemates, families,
friends etc. And support is needed for all of
these people, and the person.

Want further information?
Each Friday, the MacIntyre Dementia team
release a new resource (for free!) on
learning disability and dementia: https://
www.mantia/dementia-resources/
We also tweet regularly through
@DementiaLD and @HealthLD

About MacIntyre:
MacIntyre was established in 1966 by
Kenneth Newton Wright, the parent of
a disabled child, MacIntyre has grown
to become a leading national charity,
highly respected and committed to
setting standards and increasing
choice. MacIntyre provides learning,
support and care for more than 1,500
children, young people and adults
who have a learning disability and/or
autism, at more than 150 services
across England and Wales. Our diverse
range of services includes registered
care homes, supported living,
outreach, accredited training schemes
and lifelong learning services, as well
as a residential special school and
further education provision.
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The Living Well with
Dementia course

member of their family are encouraged
to attend additional sessions with them
before the course starts and after it
finishes.

Aron Jarvis, Margot
Overman, Shona Leeworthy,
Aurelija Burbaite and
Richard Cheston

We provide the course because we know
that most people who come to RICE
want to be told what is wrong with them
– they want to be given their diagnosis,
even if this is upsetting and hard to take
in at first. The course provides a way of
helping people to learn more about
dementia in a safe and reassuring
context.

The Living Well with Dementia psychoeducational course for people living with
dementia (LivDem) was created by two
Clinical Psychologists (Rik Cheston and
Ann Marshall). The course was
specifically designed for people after
they had received a diagnosis of
dementia.
The aim of the LivDem course is to
provide a place for people to talk about
their diagnosis to others who are going
through the same thing as they are. This
is an important part of helping people to
adjust to the condition and to learn
about ways of coping with it.

At the RICE Centre LivDem is facilitated
by the psychology team. It consists of
eight weekly sessions each of which lasts
between 75 and 90 minutes. These
sessions are attended solely by the
person living with dementia. However,
the person’s husband or wife, or another
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The issues that the course addresses
roughly fall into three phases. At first, the
course looks at what memory is, why it
can go wrong and what people can do to
help themselves to remember. We then
talk specifically about what dementia is,
what the assessment process is and what
treatments are available. The final weeks
look at what people can do themselves
to live as well as possible with the illness.

We feel that having as open a
conversation as possible about dementia
is important. However at the same time,
dementia is a frightening and difficult
subject to talk about, so nobody is forced
to talk about it if they don’t want to. The
pace of the course is designed to help
everyone who attends to feel as
comfortable as possible.

informal evaluation that we carried out
using Rosenberg’s Self-Esteem Scale. We
were able to collect data from 11
participants before and after they
completed LivDem - and their selfesteem improved from an average of
21.5 to 23.5.
The Living Well with Dementia course is
now being delivered across the UK, as
well as in Ireland. If you’d like to know
more about LivDem, then contact
livdem@uwe.ac.uk

So far we have run three courses, which
have been attended by fourteen people.
The response from participants and their
families has been very encouraging.
Typical comments of participants after
If you’d like to purchase a manual for
they have completed the course are that: facilitators then this is available at:
https://www.routledge.com/The-Living“I didn’t realise there were others in the Well-with-Dementia-Course-A-Workbook
same situation as me. I felt quite alone
-for-Facilitators-1st/Cheston-Marshall/p/
before the group”
book/9781138542358
and
“I now feel that the best thing to do is to
tell friends that you have dementia and
not be afraid of it”.
Carers too can often see a difference one husband said:

Acknowledgements
We would like to thank other members
of the Psychology team at RICE who have
delivered the LivDem course, especially
Dani Tingley, Zoe Lampshire, Elise
Denton and Viviane Nzouonta Ntwompo.

“The group halted a decline into ‘closing
down’ life, so life is opening up. We are
looking at what is possible as opposed to
what has been lost”.
These changes are consistent with the
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Do all memory clinics have a psychologist? Poster
presentation at FPOP National Conference 2019
Suzanna Greally – MSNAP Project Officer
In July, the MSNAP team attended the Faculty of the Psychology of Older People (FPOP) National Conference in Southport.
The conference lasted two days and the theme was “Beyond
the stereotypes of ageing: Tales of the unexpected”. MSNAP
presented a poster, providing a retrospective review of
staffing levels and psychology input in MSNAP-member
memory clinics. Some of the information presented in the
poster, which was collected from MSNAP member services, is
displayed below.
The average number of staff in a memory clinic team has increased from 14.5 WTE in 2013 to 19.6 WTE in 2019. Input
from psychologists in memory clinics has also increased, from
an average of 0.7 WTE staff per team in 2014 to 1.5 WTE in
2019, as demonstrated in the two graphs on the right.

The table below shows the percentage of memory clinics with a
psychologist in the team, the average number of sessions per
week from a psychologist for memory clinics, and the range of
psychology input to memory clinics per week (one session = one
half-day).
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41 MSNAP member services took part in
a snapshot survey in June 2019. Of these
41 clinics:
•

38 have a psychologist in the team
(93%);

•

24 have a trainee psychologist in the
team (59%);

•

21 have an assistant psychologist in
the team (51%)

Happy New Year!
From the
MSNAP team

We were interested in looking at how
much dedicated sessional time is provided by psychologists, including Trainees and Assistants, in
these clinics. The graph above shows a breakdown of the number of clinics providing dedicated sessional time from psychologists and the number of these sessions per week.

The average waiting time from referral
to assessment has fluctuated over
time. The average waiting time was
6.3 weeks in 2018 and 5.1 weeks in
2019. The shortest waiting time was in
2014: an average of 4.1 weeks.
Memory clinic caseloads remain high,
at an average of 708 patients in 2018
and 715 patients in 2019.

The information presented in the conference poster
will be included in the MSNAP National Report 2019.
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Introducing a
psychoeducation group
programme for clients
with Mild Cognitive
Impairment (MCI)
Emily Hall, Assistant
Psychologist, North East
Memory Service (Colchester)

MCI can encompass other cognitive
changes. The first session aims to provide
attendees with more information about
how memory works, and strategies they can
use to compensate for cognitive difficulties.
Participants are asked to share the
difficulties they face in their everyday lives
as a consequence of their cognitive
difficulties, so that the strategies discussed
will be relevant for them.

The second session focuses on how healthy
eating and exercise can help to protect
one’s memory. A Physiotherapist joins us to
demonstrate exercises including those
Essex Partnership University Trust’s Memory suitable for people with limited mobility.
Assessment Service in Colchester has set up
a group to provide more support for service In the third session we discuss how memory
users with Mild Cognitive Impairment (MCI). and mood affect each other. CBT informed
group formulations are used to help
This was part of a new initiative in which
attendees understand and make sense of
local commissioners funded a fixed term
“MCI Practitioner” post for a 12-month trial the links between thoughts, emotions, and
cognition.
period. After attending the MSNAP
National Conference last year, and seeing
the success of other services that have been In order to assess outcomes with a
offering post-diagnostic support to patients particular focus on whether the group is
with MCI, we decided to develop the group effective in improving service users’
understanding of MCI and sense of selfas part of the role of the MCI practitioner.
We hoped the group would provide service efficacy in its management, we used a
users with a deeper understanding of what modified version of the Brief Illness
Perception Questionnaire, before and after
MCI is and how to live well with MCI.
the intervention. Attendees were also
asked for comments and feedback at the
The group includes three sessions running
end of each session.
over three weeks. So far, 29 participants
have completed a group programme.
The group tends to focus primarily on
memory problems but we recognise that
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Analysis by question on the modified Brief
Illnesses Perception Questionnaire

1) How well do you feel you cope with your 4) How well do you feel you understand
Mild Cognitive Impairment?
your Mild Cognitive Impairment?
Participants responded to this question on a
Likert scale from 0-10 (with 0 meaning “not
at all” and 10 meaning “extremely well.”
Responses increased by 10% from the first
to the final session, indicating that
participants felt they coped better with
their MCI upon completion of the group
programme.

Participants responded to this question on a
Likert scale from 0-10 (with 0 meaning
“don’t understand at all” and 10 meaning
“understand very clearly.” Responses
increased by 40% from the first to the final
session, indicating that participants had a
clearer understanding of their MCI upon
completion of the group programme.

2) How often do you experience difficulties
from your Mild Cognitive Impairment?

5) How much does your Mild Cognitive
Impairment affect you emotionally?

Participants responded to this question on a
Likert scale from 0-10 (with 0 meaning
“never” and 10 meaning “all the time.”
Response decreased by 8% from the first to
the final session, indicating that participants
felt that they experienced difficulties from
their MCI less frequently upon completion
of the group programme.

Participants responded to this question on a
Likert scale from 0-10 (with 0 meaning “no
at all affected emotionally” and 10 meaning
“extremely affected emotionally.”
Responses decreased by 23% from the first
to the final session, indicating that
participants felt less emotionally affected by
their MCI upon completion of the group
programme.

3) How concerned are you about your Mild
Cognitive Impairment?

Overall, the psychoeducation intervention
was well received and resulted in
Participants responded to this question on a participants feeling less emotionally
Likert scale from 0-10 (with 0 meaning “not affected, less concerned, more informed
concerned at all” and 10 meaning
and more able to cope with their MCI. All
“extremely concerned.” Responses
clients who receive a diagnosis of MCI now
decreased by 19% from the first to the final automatically receive an invitation to the
session, indicating that participants felt less MCI information groups with their feedback
concerned about their MCI upon
letter. The MCI Practitioner role has now
completion of the group programme.
been successfully re-commissioned as a
permanent post, so we are pleased that we
will be able to continue to offer this
intervention.
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Dementia Research Blog: Taking the next step
together
Professor Martin Rossor, National Director for Dementia
Research at the National Institute for Health Research (NIHR)
We are fast approaching five years since the
publication of the Dementia 2020 Challenge,
which set the ambition to make England the best
country in the world for dementia care, support,
research and awareness.

involve - a key barrier for many of those who
currently don't want to take part.

Reading the Dementia 2020 challenge: Phase 1
progress review, it is remarkable to see the
progress made to date. Importantly, we can now
look beyond 2020, understanding international
priorities for tackling dementia by 2025 (WDC
Defeating dementia: the road to 2025).

As a result of the Dementia 2020 Challenge, a
number of initiatives supporting public
participation and involvement in research have
successfully been developed. In January I
convened a workshop to review the overlaps and
gaps between several UK dementia research
registers. Join Dementia Research was identified
as the common portal through which we can
signpost opportunities to patients and the public,
as a national service that provides genuinely
informed consent.

Why we need dementia research
Here in the UK, the Dementia Attitudes Monitor,
published by Alzheimer's Research UK in January,
served as a reminder of why research is important
to improving the lives of people affected by
dementia. Members of the public identified cures
and prevention as their priorities for research, and
those with experience of dementia also
highlighted a need for research into improving
care. The monitor showed people would be
prepared to undergo diagnostic tests for dementia
at an early stage, if we can develop less invasive
techniques such as eye scans and blood tests.
The good news for researchers is that 50% of
those who responded to the survey said they
would be willing to participate in research studies.
Some of the key challenges that remain are how
we help those people find studies to participate in
and how we raise awareness of what research can
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Improving coordination between
researchers

All healthcare professionals can help
accelerate research for patient benefit
To date, more than 40,000 volunteers have
registered with Join Dementia Research but we
need more people affected by dementia to sign
up. To do this we need to spread the word to
people with dementia and their families.
It has been heartening to see the importance of
research being recognised in the post-diagnosis
pathway for people with dementia over the last
year. Research is now included in both the NICE
Guidelines (Dementia: assessment, management
and support for people living with dementia and

their carers), and in NHS England’s Dementia:
Good Care Planning Guidance. Additionally, new
SNOMED codes are available which will enable
clinicians to log any conversations they may have
with patients about dementia research.

A simple tool to give you the confidence
to talk about research

Trusts and healthcare professionals can access
the Join Dementia Research learn tool at any
time. The module takes just ten minutes to
complete. https://
learn.joindementiaresearch.nihr.ac.uk
Anyone aged 18 and older can register with Join
Dementia Research and choose to take part in
studies they match to on a case-by-case basis.
https://www.joindementiaresearch.nihr.ac.uk/

Join Dementia Research is the easiest way for
health and care professionals to meet the
recommendations set out in these guidance
documents. Trusts have been working very hard
to embed Join Dementia Research in their routine
Researchers can see if their study can use Join
practice but we acknowledge the need to support
Dementia Research to find study participants.
professionals to talk about research with patients
https://www.joindementiaresearch.nihr.ac.uk/
and their families.
content/researchers
For this reason, the NIHR has developed a simple
online learning tool. Taking just ten minutes to
This blog is adapted from www.nihr.ac.uk/blogs.
complete, it is designed to help healthcare
professionals understand why dementia research
is important for their patients, and how talking
about Join Dementia Research can help them
deliver best care according to clinical guidance.

Everyone has a part to play
As we near the end of the Dementia 2020
Challenge, I reflect on how far we’ve come and
how much more we need to do. What remains
clear to me is that each of us, whether as
researchers, members of the public or health and
care staff, has a role to play in progressing
research into dementia.

Professor Martin Rosser
National Director for Dementia Research
at the National Institute for Health
Research (NIHR)
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Dates for the diary!

Special interest days
Thursday 28th November 2019 — London

10th National Memory Service
Forum— Celebrating 10 years of
MSNAP!
18th October 2019 — London

We are delighted to announce that this year we
will be holding our 10th MSNAP Annual Forum.
The theme of the 2019 forum is reflecting upon
the past 10 years of memory service development
and looking towards the future.
The forum will be held at the Royal College of
Psychiatrists, 21 Prescot Street, London, E1 8BB.
Registration is now open, click here to book your
place. Information is also available on the website.

Peer reviewer training days
These one-day training courses are for staff
working in MSNAP member services, people with
dementia and carers who would like to visit other
services as a peer reviewer.
We will be holding the following peer reviewer
training day towards the end of 2019:
Friday 1st November 2019 — London
If you’re interested in attending this training
please complete the attached form and return to :
Suzanna.Greally@rcpsych.ac.uk or
MSNAP@rcpsych.ac.uk
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We will be holding our second special interest day
of the year. The day will be centred around driving
and dementia.
If you’re interested in attending this training
please complete the attached form and return to :
MSNAP@rcpsych.ac.uk

Standards revision
The 7th edition of standards will be published in
March 2020. In Autumn 2019, we will put the
standards out for consultation, so if you have any
comments or suggestions for the next edition,
please look out for the email in the near future.
To register for any of the training days/ events, or
to find out more, please contact:
Claudelle.abhayaratne@rcpsych.ac.uk or
Suzanna.greally@rcpsych.ac.uk

Would you like to contribute to our next
newsletter?

•

•

•

Have you done something interesting in your memory
service recently which you would like to tell others about?
Are there any standards you would like to see included in
our ‘focus on’ feature?

Have you come across any issues that your peers in memory
services should know about?

Our next newsletter is due out in 2020 so please send any
contributions to MSNAP@rcpsych.ac.uk.
We hope to hear from you!
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Direct links
The Royal College of
Psychiatrists:
www.rcpsych.ac.uk
MSNAP page:
www.rcpsych.ac.uk/msnap
Discussion group:
MemoryCHAT@rcpsych.ac.uk
General queries:
MSNAP@rcpsych.ac.uk
Twitter:
@CCQI_

Contact the MSNAP team
Eve Blanchard | Programme Manager
Eve.Blanchard@rcpsych.ac.uk | 0203 701 2655
Vicky Cartwright | Deputy Programme Manager
Vicky.Cartwright@rcpsych.ac.uk | 0203 701 2656
Claudelle Abhayaratne | Project Officer
Claudelle.Abhayaratne@rcpsych.ac.uk | 0203 701 2693
Suzanna Greally | Project Officer
Suzanna.Greally@rcpsych.ac.uk | 0203 701 2568
Royal College of Psychiatrists Centre for Quality Improvement
21 Prescot Street
London
E1 8BB
The Royal College of Psychiatrist is a charity registered in England and Wales (228636) and in Scotland (SCO33869)©2019 The Royal College of
Psychiatrists
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