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WELCOME

Welcome to our 25" issue of the iral NG

Memory Services National g Acmiral QUICK ACCESS
Accreditation Programme newsletter!
We are pleased to share with you the Pre and Post
first newsletter of the year. In this Diagnosis
issue, we have an exciting article from Support

one of our carer representatives who

Victoria Lyons

has published a book which has been @viclyons
included in the helpful resource
Reading Well for Dementia and some
helpful information on Join Dementia
Research.

On the MSNAP team we are currently in the process of our revising our
standards and would like to say a big thank you to those of you who completed
our Standards E-consolation workbook! We've also been hosting a series of
webinars this year which have been really popular, topics have included pre
and post diagnhosis support and oral health and dementia. You can read more
about these on page 8 and find information on how to access the recordings.

We are also planning for our Annual Forum— we have opened our bookings
and are currently accepting speaker proposal forms (more information on page
9).

We hope you enjoy reading this edition of the newsletter, it will actually be the
last of our newsletters in this format as we are currently working on changing
how we share articles and resources with you. In future, these will be more of
an 'e-bulletin’. This will hopefully make them easier to access and quicker to

|
read! Research
If you would like submit an article to be included in our new e-bulletin, please SOtliht

feel free to get in touch with us!

Holly Hunter-Brown, Deputy Programme Manager



mailto:msnap@rcpsych.ac.uk

Reading Well launched during Dementia Action week.

Exeter Dementia
Campaigner’s Book
Features in National
Collection

Gina Awad, Exeter Dementia Alliance
Founder & Consultant, Author of ‘United
Caring For Our Loved Ones Living With
Dementia’, MSNAP Carer Representative

One of MSNAP's Carer Representatives, the
dementia campaigner and author Gina
Awad has been selected as one of just
twenty UK authors to appear in a new,
specialist literary collection.

Gina, the leading light behind Exeter
Dementia Action Alliance, published her
first book called United in 2022 with the
popular and much loved cartoonist, the
late Tony Husband.

It not only tackled the serious issue of
dementia and its impact on families in a
humorous and approachable way but also
helped people to navigate their way
through what is often a journey fraught
with complications.

United has now been included in a book
collection called Reading Well for
dementia which was launched at the
House of Commons and provides an up-to-
date resource that reflects national clinical
guidelines, best practice, advice and
support.

It comprises 20 titles in England and 21in

Wales, which have been carefully selected
and endorsed by health experts, charities

and people affected by dementia.

The Reading Well organisation helps
people understand and manage their

health and wellbeing using helpful
reading.

All books are recommended by health
experts, as well as people with lived
experience of the conditions and topics
covered and their relatives and carers.

Gina said: “l was overjoyed to hear | was
selected as a featured author in this
fabulous scheme particularly knowing all
titles have been reviewed by people
directly affected by dementia, as well as
professionals.”

The book collection launched, in
partnership with public libraries, during
Dementia Action Week (13-19 May 2024).

Available to borrow for free from public
libraries in England and Wales, the scheme
aims to improve lives through the power of
reading.

Understanding and knowledge of
dementia via high-quality, book-based
information and advice can play an
important role in supporting people
affected by dementia, particularly in the
context where one in two will be affected
by dementia in their lifetime.

Karen Napier, CEO of The Reading Agency
said: “The launch, during Dementia Action
Week, of our new book collection, is a
significant new development of The
Reading Agency’s health and wellbeing
offer.

“Written specifically for those living with
dementia, their carers and loved ones of
all ages, we believe that this unique, new,
quality-assured book-based resource
available from public libraries could play
an important role in supporting the wider
community affected by dementia.”


https://reading-well.org.uk/partners
https://reading-well.org.uk/partners

Isobel Hunter MBE, CEO of Libraries
Connected added: “As libraries continue to
increase their important role supporting
dementia in communities, Reading Well
for dementia is one of the many initiatives
of the Public Library Universal Health and
Wellbeing Offer, a national strategy that
promotes the role that libraries can play in
promoting the health and wellbeing of
local communities. Libraries provide
access to books and also contribute
positively to inclusivity, supporting
wellbeing and-strengthening community
cohesion.”

Co-production partner ‘Innovations in
Dementia Community Interest Company’
has ensured the views of people affected
by dementia informed all aspects of
developing this book collection.

Keith Oliver, from the Innovations in
Dementia, said: “Reading other people's
lived experience, both as a family carer
and as a person with dementia, does help
you to know that you're not alone.

There's also the reassurance that
everyone'’s experience is different. So, you
learn about similarities from these books,
but also you draw some strength from the
fact that you're different.”

Gina visited Exeter, Exmouth and
Sidmouth libraries to chat with them about
her book and the importance of this
compelling collection.

Reading Well for dementia
recommends helpful reading
for people living with dementia.
The books provide reliable

information, advice and support
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The full Reading Well for dementia list is
available now at libraries across England
and Wales, with titles also accessible as e-
books and audiobooks. You can find more
information here.

Marc Astley Trustee of Westbank
Community Health has known Gina since
she began on her dementia mission in 2014
with her early vision.

He said: “While it's a feather in the cap for
Gina to be featured in this book it
represents much more than that.

“This is recognition that she has become
one of the country’'s foremost
campaigners, and champions for everyone
who is, or has been, affected by dementia.”

Recommended reading continued

as well as personal stories.

There are also books on the list for
family members, friends and carers.

Tried and tested by people

living with dementia

@ Recommended by
health professionals

Other Reading Well booklists
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About Gina

My name is Gina Awad. | founded and lead
the Exeter Dementia Action Alliance. | am
also a personal assistant and advocate for
families affected by dementia.

| have a community radio show

called ‘Living Better With Dementia’ on
Phonic FM. | was overjoyed to hear | was
selected as a featured author in this
fabulous scheme as | got to hear about it
with the first published edition in 2015 and
believed it to be a great resource for
sharing such a compilation from one space.
Particularly knowing all titles have been
reviewed by people directly affected by
Dementia as well as professionals. The lived
experiences are the experts.

The inspiration behind Gina’'s book

Tony and | worked together a lot (lock
down caused us to focus our minds on how
we could collaborate to make a difference).
Knowing many services were limited or
withdrawn, inspired me to reach out to
family carers and enable them to tell their
stories.

The personal experiences that influenced
the themes and content of the book

| had worked a lot with people with
dementia. During Covid there were more
challenges for people living with dementia
and their carers. We thought we could help
bridge the gap created by the pandemic
(in that people had less access to support
in the wider community) by reaching out
to carers and families, enabling them to
share their stories and experiences.

Themes such as Young Onset Dementia
(YOD), cultural differences, planning ahead
and addressing important conversations
for the person as they were nearing the
end of their life were significant themes.

Sienna’s story is a composite story based
on my personal experiences in the
community that didn't appear within the
other stories but | felt offered important
additional features.

Feedback from readers who found the
book helpful

We have publicly available reviews from
people who found United helpful and
supportive. For instance, one family carer
said... “I love the way each family story
explores the different obstacles that carers
can experience from dementia diagnosis
to living with it” ... Showing that we take
them on the journey.



Messages Gina hopes readers will take
away from the book
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READING
AGENCY

Compassion, understanding, respect and
patience are vital.

It's possible to live well with dementia. The
diagnosis is not the end, there are plenty of
opportunities to discover new aspects of
yourself and your relationships with others.

ANg

Gina Awafci

Illustraced by Tony Husband

The new list will be accessible here on
launch day or shortly after.

United: Caring for our loved
ones living with dementia

Available Gina Awad J

Help promote the Join

We would like to invite you to take part in

Dementia Resea rch our pilot project that involves memory
. clinics sending out letters about Join
service Dementia Research to their patients,

inviting them to register on the service. If
you are interested in taking part in the
pilot, please email Jessica, Stakeholder
Engagement Manager, at
jessica.roebuck@nihr.ac.uk.

Could you help offer people living with a
diagnosis of dementia or a mild cognitive
impairment across the UK the opportunity
to take part in vital dementia research?
Join Dementia Research is a UK-wide
service that helps connect volunteers
interested in dementia research with
studies that they could take part in. So far,
around 70,000 people have signed up to
our service, which has helped recruit to

over 700 studies.
Join :
dementia
research
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If you would like to help promote the
service in other ways, please visit our
website, where you can download and
order materials and access further
information and training.

Support Join Dementia Research to offer hope
to everyone affected by Dementia


https://reading-well.org.uk/books/books-on-prescription/dementia
mailto:jessica.roebuck@nihr.ac.uk
https://www.joindementiaresearch.nihr.ac.uk/
https://www.joindementiaresearch.nihr.ac.uk/
https://news.joindementiaresearch.nihr.ac.uk/join-dementia-research-materials/
https://news.joindementiaresearch.nihr.ac.uk/join-dementia-research-materials/
https://docs.google.com/document/d/1goRsprCoMHSJfRhyZBSVXCnifQzWEzco_tlHwYaPSmQ/edit?usp=sharing

Research Spotlight

Explore our research spotlight for a quick look into some of the current research
that has taken place within the field of dementia.

The use of the integrated cognitive assessment to improve ot
the efficiency of primary care referrals to memory services
in the accelerating dementia pathway technologies study

The use of the integrated
cognitive assessment to improve
the efficiency of primary care
referrals to memory services in the
accelerating dementia pathway
technologies study

The ADePT study was started to address the challenges of
current cognitive assessment tools used to detect cognitive
impairment, as they only work when the issue is well
established. This then leads to unnecessary or late referrals to
memory services, during which the disease may have
progressed into more severe stages. This study aims to
develop a real-world basis to support the implementation of
the Integrated Cognitive Assessment (ICA) as an inexpensive
screening tool for the detection of cognitive impairment and
improving the effectiveness of the dementia care pathway.

Read full article here

Payehological well-being in persons swith dementia: Psychological well-being in persons with dementia: The
et epressed emoton. role of caregiver expressed emotion

This study examines the prevalence of anxiety and depression
in people living with dementia. The aim of this longitudinal
study is to assess the impact of expressed emotion on
wellbeing in dementia over time in both patients and carers
to show the importance of using psychological therapies on
wellbeing.

Read full article here

‘Too young to sit at home’: a qualitative study
conducted among employees with young-onset 1 Routledge |
dementia and their relatives Goreaccsss (7

‘Too young to sit at home': a qualitative study conducted among employees
with young-onset dementia and their relatives
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Read full article here



https://pubmed.ncbi.nlm.nih.gov/37781102/
Frontiers | The use of the integrated cognitive assessment to improve the efficiency of primary carereferrals to memory services in the accelerating dementia pathway technologies study (frontiersin.org)
https://bpspsychub.onlinelibrary.wiley.com/doi/epdf/10.1111/bjc.12416
https://bpspsychub.onlinelibrary.wiley.com/doi/epdf/10.1111/bjc.12416
https://www.tandfonline.com/doi/epdf/10.1080/13607863.2024.2345132?needAccess=true
https://www.tandfonline.com/doi/epdf/10.1080/13607863.2024.2345132?needAccess=true

King's College London part of €21 million PREDICTOM e e s
study to pioneer early detection of Alzheimer's Disease

A new Al-screening platform to be developed to identify individuals at risk
of developing dementia, even before symptoms manifest.

This ongoing research aims to utilise and develop a new Al
-screening platform to identify individuals at risk of
developing dementia, even before symptoms manifest.

Read full article here

BMC Geriatrics

Implementing a home-based personalised cognitive
rehabilitation intervention for people with mild-to-
moderate dementia: GREAT into Practice

i
b
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Implementing a home-based personalised ==
cognitive rehabilitation intervention for people
with mild-to-moderate dementia: GREAT

into Practice The importance of evidence-based rehabilitative

' interventions to equip people with dementia and their
families with the tools they need to manage life with the
condition and reduce the need for health and care services is
investigated in this study. This translational study aims to
build on the evidence from the GREAT trial to develop a
foundation for implementing the GREAT Cognitive
Rehabilitation intervention in services in the community for
people living with mild-to-moderate dementia.

Read full article here

Special issue on “Novel neuropsychological —
instruments for the prod romal and preclinical Special Issue on “Novel Neuropsychological Instruments for the Prodromal
diagnosis of Alzheimer’s disease”

This special issue includes original studies as well
as literature reviews of the most current and
promising approaches aimed at addressing the
critical question of distinguishing cognitive decline
due to preclinical or prodromal Alzheimer’s Disease
from decline associated with physiological aging.

Read full article here

Factors associated with the quality of life of persons with
t {CHY ic literature review

ng Jun-Ah Song s

Factors associated with the quality of life of persons with
R\ oo < e young-onset dementia: A systematic literature review

Abstract

This review examines factors associated with quality of life (QoL) in persons with young-

et et Y0) S s i o e 1ol This systematic review highlights the importance of behavioural
and psychiatric elements in QoL in persons with young onset and
points to depressive symptoms and neuropsychiatric symptoms
as potential therapeutic targets.

Read full article here



https://www.kcl.ac.uk/news/kings-college-london-part-of-21-million-predictom-study-to-pioneer-early-detection-of-alzheimers-disease
https://www.kcl.ac.uk/news/kings-college-london-part-of-21-million-predictom-study-to-pioneer-early-detection-of-alzheimers-disease
https://bmcgeriatr.biomedcentral.com/articles/10.1186/s12877-022-03705-0
https://bmcgeriatr.biomedcentral.com/articles/10.1186/s12877-022-03705-0
https://pubmed.ncbi.nlm.nih.gov/37602995/
https://pubmed.ncbi.nlm.nih.gov/37602995/
https://onlinelibrary.wiley.com/doi/10.1111/inm.13338
https://onlinelibrary.wiley.com/doi/10.1111/inm.13338

Watch on demand! MSNAP Webinars 2024

Our webinar series throughout 2024 has covered a variety of interesting topics, all
of the recordings and accompanying resources can be accessed below:

Join Dementia Research - 16th January

Watch webinar recording here.
i INHS |
Join Dementia Research

Join R
dementia

HELP

BEAT
DEMENTIA
Register your

interest in dementia
research today

Jessica Roebuck

Alzheimer : &«
@ Scotiand  RESEARCH UK L3 Agheimers
et =T

Cognitive Rehabilitation - 1st February

Watch webinar recording here.

Enabling people with early-stage
dementia through goal-setting and
cognitive rehabilitation

Jackie Pool
Occupational Therapist
GREAT into Practice Project Co-Investigator and Facilitator

www.exeterac.uk/psychology/reach

DETERMIND Study - 21st March
Watch webinar recording here.

Early or timely diagnosis:
Pathways to hope and improved
dementia well-being?

Dr Ben Hicks, Research Fellow@ b.hicks@bsms.ac.uk

DETERMIND: DETERMinants of quality of life, care and
costs, and consequences of INequalities in people with
Dementia and their carers

Sussex Partnership 2]

Dentistry and Dementia - 16th April

Watch webinar recording here.

England
Dementia and Oral Health
Katy Kerr MSc BDS DDPH RCS(Eng) PGCertCE DEMENTIA
ty Ene) 2 'O FRIENDLY
Associate Postgraduate Dental Dean
NHSE SE WT&E working across Thames Valley and Wessex
~ '} >

Member of the CQC Oral Health in Care Homes External Advisory Group

Pre and Post Diagnostic Pathway - 9th
May

Watch webinar recording here.

Pre and Post
Diagnosis

Support

Victoria Lyons
@viclyons.

Enjoying our
webinars?

MSNAP is always seeking feedback and
ideas for future webinars, if you have
any suggestions for future topics or
would like to present at a webinar,
please email us at
MSNAP@rcpsych.ac.uk!



https://www.youtube.com/watch?v=8JeYOkPSOyw
https://www.youtube.com/watch?v=gmk6_qhPRIU
https://www.youtube.com/watch?v=e5xxtH5co2I
https://www.youtube.com/watch?v=xH2O7LtK9Ug
https://www.youtube.com/watch?v=rcj85WU2Nzk

Upcoming events

MSNAP 15" Annual Forum

Al
EH Tuesday 8 October 2024

@ 09:00—16:00

Z12] online (Zoom)

Register to

attend!

Save the date! Full event programme to be circulated
shortly.

We are pleased to be opening bookings and taking
speaker proposals for our 15th Annual Forum for memory
services.

The MSNAP Annual Forums are a great opportunity to
bring memory services together for networking, sharing
ideas and good practice. We provide an overview of our
findings on the network for that year and offer
opportunities to member services to come along and
present on areas of good practice within their services. We
are currently developing the programme and more
information about speakers will be shared shortly.

If you would like to submit a speaker proposal, please complete this form.

MSNAP Peer Reviewer Training

E’"‘ Thursday 24 October 2024

@ 10:00 - 12:00

Online (MS Teams)

Register to

attend!

MSNAP Peer Reviewer Training

Peer-reviewer training is a free event for staff that are
from an MSNAP member service. The training is a great
learning experience for those who are interested in
participating in peer-reviews, you can also attend as a
refresher training if it has been some time since you
attended a review.

Any queries about our events?
Contact us!



https://forms.office.com/Pages/ResponsePage.aspx?id=isSqdaspMEKtrGnT5-0-dwIxDT8owbVGqbDRFZNEKXNUMEU1SFpOMzBCUExUSzlMMDZTSlBZQjUzUC4u
mailto:MSNAP@rcpsych.ac.uk
https://forms.office.com/Pages/ResponsePage.aspx?id=isSqdaspMEKtrGnT5-0-dwIxDT8owbVGqbDRFZNEKXNURFRFVjdSOFM2U0lETjlBTEpVQjE3SUxCUi4u
https://forms.office.com/Pages/ResponsePage.aspx?id=isSqdaspMEKtrGnT5-0-dwIxDT8owbVGqbDRFZNEKXNUOVQxU1pESDIxOU0yVzFQWVUwN1BGRDg0NC4u

MSNAP Standards Update

1 . .. .;@z.‘
We're currently in the process of revising our RCIE |msnap

standards ahead of the publication of the 9th BT | et S

ROYAL COLLEGE OF
PSYCHIATRISTS | PROGRAMME

edition. We opened the e-consultation back in April
for members to comment on the current set of
standards.

The comments that have been submitted will be
discussed at our Standards Revision workshop with
our Accreditation Committee, Advisory group and £

Patient and Carer Representatives on 12th June. L Ouality Stancasesrior

Memory Services

. Eighth Edition
Eventually the new set of standards will be
Editors: Jemini Jethwa, Miranda Fern,

pub“shed |n the Autumn, to be used by Serv|ces Claudelle Abhayaratne and Kulvinder Wariabharoj
starting their self-reviews in 2025. We look forward
to sharing them with youl!

Publication date: 30 September 2022 | Publication no. CCQI419
ists

© Copyright 2022 Royal College of Psychiatri

Knowledge Hub Platform

Knowledge Hub is an online platform that enables teams to have discussions
with one another by posting and responding to queries, similar to Memory Chat.
You will be able to see an archive of previous discussions for future reference and
are also able to network with each other directly without issues of confidentiality
restricting this.
ehub

Knowled

The new platform will also enable you to:
e Ask questions, have conversations and share experiences
Access recordings and presentations of MSNAP events MEMOWMEEIS\J@NE

Network with one another independently FECHEREORFECHIE
Upload, share and comment on documents

Promote events and book onto MSNAP events m

To sign up to Knowledge Hub, you just need to email ‘join Knowledge Hub’ with a
brief introduction of your role and the service you work at
to MSNAP@rcpsych.ac.uk and we will send you an invitation. This is a restricted

group to our members only, so it's important that we have this information before
providing access to the group.

If you are unsure about how to use the forum, we've created a Guidance
Document to help you navigate your way through.

Knowledge Hub (khub.net)


https://khub.net/web/guest
mailto:MSNAP@rcpsych.ac.uk
mailto:MSNAP@rcpsych.ac.uk
https://i.emlfiles4.com/cmpdoc/9/8/3/1/9/1/files/82344_guide-to-using-knowledge-hub---msnap.pdf
https://i.emlfiles4.com/cmpdoc/9/8/3/1/9/1/files/82344_guide-to-using-knowledge-hub---msnap.pdf

Useful links

General queries:
MSNAP@rcpsych.ac.uk

The Royal College of
Psychiatrists:
www.rcpsych.ac.uk

MSNAP page:
www.rcpsych.ac.uk/msnap

MSNAP standards—8th edition
Access the standards here

MSNAP Publications
Access reports here

Best practice and other
resources
Access resources here

Twitter

Follow us: @rcpsych
@rcpsychCCQl

And use #MSNAP for up-to-date
information

Royal College of Psychiatrists’
Centre for Quality for
Improvement

21 Prescot Street, London, E1 8BB

Contact the Network

Jemini Jethwa | Programme Manager
Jemini.Jethwa@rcpsych.ac.uk | 0208 618 40061

Holly Hunter-Brown | Deputy Programme Manager
Holly.HBrown@rcpsych.ac.uk | 020 8618 4013

Claudelle Abhayaratne | Project Officer
Claudelle.Abhayaratne@rcpsych.ac.uk | 0208 618 4037

Asli Senkoy | Project Officer
kulvinderwariabharaj@rcpsych.ac.uk | 020 8618 4197

www.rcpsych.co.uk/MSNAP

The Royal College of Psychiatrists is a charity registered in
England and Wales (228636) and in Scotland (SCO33869)
© 2024 The Royal College of Psychiatrists.

Editor: Claudelle Abhayaratne
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https://www.rcpsych.ac.uk/improving-care/ccqi/quality-networks-accreditation/memory-services-national-accreditation-programme-msnap/publications
https://khub.net/group/memory-services-national-accreditation-programme/group-library
http://www.rcpsych.ac.uk/MSNAP

