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Welcome to the 18th edition of the MSNAP newsletter.
Happy New Year!
2018 has been another busy, yet successful year for MSNAP. We
published the sixth edition of standards and are due to publish the
5th National MSNAP report later on this year. Last year, we
successfully organised two Cognitive Stimulation Therapy Training
days run by Dr Helen Donovan in York. We received very positive
feedback from attendees and we’re hoping to run another CST
training day in April.
We had our 9th annual MSNAP National Forum, which was held at
the college in London in October. There was a focus on promoting
and improving sustainability in mental health services, the day was
filled with engaging and thought provoking talks. All of the speaker
presentations can be found on our website here.
We have also had some changes within the MSNAP team over the
past year. We currently have Vicky Cartwright as Deputy
Programme Manager and Claudelle Abhayaratne as Project Officer;
we have two vacancies - a Project Manager and another Project
Officer but we are hoping to have a full team again by Spring this
year.

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

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

Dementia Research
Toolkit Helps You Meet
Latest NICE Guidance
Dr. Lakshini Mendis, Research Project
Administrator, National Institute for Health
Research

Join Dementia Research is a nationwide service
that is delivered in partnership by the National
Institute for Health Research, Alzheimer’s Research
UK, Alzheimer’s Society, and Alzheimer Scotland.
The service helps match interested people to
appropriate dementia studies - this could be
someone living with dementia, a carer, a family
member, or anyone interested in taking part in
dementia research. Registration on Join Dementia
Research is open to anyone aged 18 years and
above. Registration is free, and can be done via the
website, telephone and freepost application form.
A recent survey of Join Dementia Research
volunteers indicated that 80% were unaware of
how to get involved in dementia research before
registering on the service. Yet, we know from
talking to patients that many want to take part in
research studies because of the sense of hope it
offers and the opportunity to contribute something
positive, after receiving their diagnosis.
Support for research was recently added to the
new NICE dementia care guidelines. It is also a key
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element of the government's 2020 Dementia
Challenge – specifically aiming to have 25% of
people with dementia registered with Join
Dementia Research, and 10% involved in studies.
Despite this support and the hard work of NHS
services in supporting the initiative, volunteer
numbers remain stubbornly low – only 1% of
people with dementia are registered.

What if you’re not sure how or when to
start a conversation about research?
Memory Clinics and NHS services play a key role in
communicating with patients, and raising
awareness. Over the past 12 months we have been
working with a number of Trusts to test the various
ways in which the service can be promoted, what
works and what doesn’t. You can find different
examples of integrating research as a core element
of the normal NHS care pathway, which you can
adapt locally, on our online toolkit:
nhs.joindementiaresearch.nihr.ac.uk

So what can you do?
1.

There are lots of different ways you can tell
your patients about Join Dementia Research.
Access our comprehensive online toolkit to
find tips, advise, and resources to support
your patients to Join Dementia Research.

2.

Order our free printed materials online. We
can also supply slides or subtitled videos that
can be played in waiting room screens.

3.

Some memory clinics have also been
supporting patients to complete application
forms during appointments and simply
popping them in the post.

4.

Download our monthly published report to
understand how many people are already
registered in your area. It will help you to
understand if the things you are doing are
making a difference!

5.

You can also register yourself and tell a
friend… not every study is looking for people
living with dementia!

Want to find out more?
In February 2019 we will be launching our Join
Dementia Research Learn Tool – this online
awareness tool will help healthcare professionals
learn more about the service soon. So watch this
space!

In the meantime, watch this three minute video to
hear people with dementia explain why research is
so important to them and how healthcare
professionals can help: https://youtu.be/
RuTdO7isaWg
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Alzheimer’s Society:
Order Free Resources for
Your Memory Service
Claire Daley, Writer/Editor,
Alzheimer’s Society
The people who attend your memory service will
be looking for support and advice. Alzheimer’s Society can help you give them the latest resources
and post-diagnostic information.

A wide range of resources

Accurate, up to date
and evidence-based
All our resources are
informed by the lived
experience of people
affected by dementia.
They are accurate, up to
date and evidence-based.
They are also reviewed by people affected by dementia as well as professional experts.

‘Extremely well laid out.
Very clear information. I
learnt a lot of new things
and I feel better prepared.’
Carer for a person with
dementia

Our practical guides, booklets and detailed factsheets provide information and advice to help people live well with dementia. They can help your service users live day to day and plan for the future.
We also produce magazines, leaflets, reports and
flyers with information about our online community – Talking Point – and the National Dementia
Dementia together magazine
Helpline.
Reading the stories of other people facing similar
All our resources are designed to help people unchallenges can be hugely beneficial for anyone with
derstand and cope with dementia. They cover eve- any health condition. The isolation and complexiry aspect of living with the condition, including
ties that dementia can bring makes this especially
treatment, care and services. They also provide re- important for people attending memory services.
assurance, practical tips and suggestions for where Dementia together, our Society magazine, reminds
to find more advice and information.
people that they are not alone. As well as sharing
real-life experiences, it offers a range of ideas
about living well and getting help. Your service users can also choose to receive the magazine regularly, keeping them in touch with a wealth of further information and support.
To get regular copies of the magazine for your
memory service, email:
enquiries@alzheimers.org.uk or call 0330 333
0804.
For a full list of Alzheimer’s Society resources, visit:
alzheimers.org.uk/publications-list
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A Day in The Life of…..

What are your main roles as a CPN?

Lorraine Lightfoot,
a Community Psychiatric
Nurse

I think my main role as a CPN is to support the patients, their families and the staff in a care home
setting. I also think that supporting others in the
team is an important role as a CPN. I think networking with the GP surgeries that are linked to
the patients I see is important, so there is a multidisciplinary way of working.

Where do you work?
I work for Waverley Community Mental Health
Team for Older Adults.

How long have you been a CPN?
I have been a CPN for 4 ½ years.

Why did you choose to become a CPN?
Well I had worked in an inpatient setting and I
worked as a Unit Manager in a care home and
wanted to see what it was like working with people in their own setting.

What is your experience in the field of
dementia?
I had previously worked in an inpatient setting. I
have worked in a nursing home and I was a care
assistant in a care home prior to commencing my
nurse training.

Where do you normally see people and
how many people do you see on an average day?
I normally see people in their home. I do ask if
they would like someone with them, as a way of
support. I see people in a care home setting as
well. I try to visit about 2-3 patients a day, but in
addition to that, I will make telephone contact
with patients to see how they are.

What is the most challenging aspect of
your role?
A challenging aspect of my role is trying to find
solutions or a plan to a patient and treatment care
that is not successful.

What’s the most rewarding?
The rewarding aspect of my role, is to find that a
treatment plan has been successful. To see
patients and their loved ones are living well with
dementia.

What development in the dementia field
would you most like to see?

This Photo by Unknown Author is licensed under CC BY-NC-ND
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I would like to see more support for patients and
their loved ones who have recently been diagnosed with dementia. I would also like to see a
breakthrough, where dementia is curable or at
least treatable. However, I think there is a long
journey to go in regards to treatment.

Forget Me Knot Group
Victoria Hicks, Carers Lead
Ceredigion
I am a Community Healthcare Support Worker
working for the Community Older Adult Mental
Health Team in Ceredigion. I am currently working
with Dr Tafika Chowdhury as part of the Memory
Assessment Service in Ceredigion and my role is a
carers lead.
I was given the role of carers lead when I first
started as a Community Healthcare Support
Worker. My job as carers lead is to ensure that the
carers that our team come across in our work are
signposted and given the appropriate support in
their role as carer for their loved ones. I quickly
realised that there was nowhere for carers or
people living with dementia to go and socialise in a
relaxed environment and to meet other carers. I
worked with a local charity to set up a group for
carers and their loved ones to come and socialise
and to gain support from each other. We set up the
group in Aberaeron.

carers training and with any updates on services
that are available in Ceredigion for carers to find
support. As part of my role I meet and greet
patients that are coming into clinics. This makes
the patient and their carer feel relaxed before
going into see the doctor. This also gives me an
opportunity to find out if the carer is having
difficulties and needs support. Dr Chowdhury and
the memory service nurses are supplied with
information packs to hand to carers that they come
into contact with. I compile the packs with
information such as assessments by social services,
Alzheimer’s Society and support groups in the area.
The feedback from doing this is good.
I recognise the work that carers do and celebrate
carers week in June and carers’ rights day in
November by holding information stands in various
locations in Ceredigion.
All the work I do is recognised by Investors in
carers, for which we have a Bronze status and are
currently working towards the silver award.

The group took a little while to get up and running.
The group is called The Forget Me Knot group. We
started off holding the group once a month and it
has now grown to every Friday and has also grown
from being a coffee morning group to including a
lunch club. Young adults with a learning difficulty
that have an interest in cooking are taught by a
local chef and the food they cook is then given to
the attendees in the Forget Me Knot group. This
group to date has had 42 people attend and we
have had very good feedback from the people that
attend. I am not currently involved in the running
of the group and have handed this over to the
charity who are doing a fantastic job.
I am now working with a warden from local
sheltered accommodation to set up a Forget Me
Knot group in Aberystwyth. I also ensure that all
members of our team are up to date on their
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A poster of the Forget Me Knot group in Ceredigion.

Supporting People Who
Are Fearful of Sharing
Their Diagnosis
Jem Bhatt, PhD Student, UCL
Receiving a diagnosis of dementia can be a relief
for some and a worst nightmare for others.
Whatever the initial reaction, knowing that you are
living with a dementia is life changing. It takes time
to adjust. A common ‘post-diagnostic concern’ is
that friends and family will find the news too
difficult to take in, and will react badly. This leads
some people with dementia to give up going to
clubs, activities or family events. Fears about how
others will react can get in the way of friendships
and be a barrier to trying new things. In other
words, people with dementia may stop doing the
very things that are linked to ‘living well’.

“Who to tell, how and when” group
sessions
“Who to tell, how and when?” is a new 3 session
course for people who have been diagnosed with
dementia but are fearful of telling anyone outside
of their closest support network. It is designed to
be delivered by dementia advisors, care
navigators, or memory service staff to small groups
of people with dementia and their supporters. The
aim of the course is to reduce ‘decisional conflict’.
During the sessions there is time to talk
about ‘disclosure concerns’. There is no
expectation that participants ‘must tell’ while
attending the course, but there is space to
consider ways to go about deciding who to tell,
how to tell, and when to tell. Case examples are
provided.

How was session content developed?
The content of the course, and the accompanying

been developed as part of an on-going research
project based at University College London, funded
by the Alzheimer’s Society and the Economic and
Social Research Council. The starting point was the
“Honest Open Proud” (HOP) programme from the
USA that was designed to facilitate disclosure of
mental health problems through a reduction in self
-stigma. “Who to tell, how and when” contains
some elements of HOP, but has been extensively
shaped and developed through: online public
consultation; a focus group with people with lived
experience of supporting people with dementia;
feedback from people with experience in running
groups for people with dementia and carers; and
learning from a systematic review of decisionmaking in dementia. The course is now being field
tested in Central London. The people with
dementia and their carers who are attending the
sessions are giving feedback through qualitative
interviews. Any revisions to the course will be
made in the spring of this year in advance of wider
testing from around May.

Further information
For more information about “Who to tell, how and
when”, please contact Jem Bhatt
(jemini.bhatt.15@ucl.ac.uk) or Georgina
Charlesworth (g.charlesworth@ucl.ac.uk)
Department of Clinical, Educational and Health
Psychology, University College London, 1-19
Torrington Place, London, WC1E 7HB.
tel: 020 7679 8275
web: https://www.ucl.ac.uk/pals/
who-tell-how-and-whenintervention

manuals for participants and facilitators, have
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Dementia Carers Count!
New National Charity meets NICE
Recommendations for Family Carers
in One 3-Day Course
Hazel May, Director of Service Development,
Dementia Carers Count

There are 700,000 family carers of people with
dementia and the numbers will increase in line
with the increase in prevalence of dementia,
providing £11.6bn worth of care each year.
Being a carer is a demanding role, and is a
situation nobody chooses to be in. Carers often
ignore their own needs and focus on the person
with dementia. They also may not identify
themselves as a carer.
Our charity Dementia Carers Count (DCCount) has
been adapting to the changing times for 156 years
providing effective services for people in need
whose plight has not yet been recognised by the
government of the day. Originally founded as the
Royal Surgical Aid Society, we changed direction
and rebranded last year and our focus is now on
supporting family carers of people with dementia
in their caring role.
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One of our key areas of activity is to actively
support family carers in their caring role and for
the last 12 months we have been piloting 3-day
Dementia Carers Courses which aim to equip
husbands, wives, partners, daughters and son-inlaws, grandchildren, friends and neighbours across
the UK with the strength and resilience they need
to look after themselves and the knowledge, skills
and confidence to respond to many of the
challenges that dementia can bring.
Dementia Carers Count courses are delivered by
our multidisciplinary team of experienced
practitioners and have been developed in-keeping
with up to date research findings and evidence.
We commissioned the Carers Trust to conduct an
online survey and to facilitate some focus groups
to find out what family carers want and need to
manage their caring role. We have been working

closely with Worcester University’s Association
for Dementia Studies (ADS) who undertook a
literature review for us in addition to facilitating
two Expert Working Groups to explore the needs
and potential service delivery models for family
carers of people living with dementia. Our own
Clinical Psychologist, Dr Gemima Fitzgerald, also
conducted a literature review to help us to
understand more about how family carers of
people living with dementia can build resilience.
Dementia Carers Count’s Carers Advisory Panel
have been closely involved in developing the
courses too and, perhaps most importantly, the
150 carers who have attended to date have
generously given detailed feedback enabling us to
tailor the content to really make a difference.
Feedback so far has been consistently 5 star and
Worcester University ADS, under the Guidance of
Professor Dawn Brooker and our recently
appointed Professor of Family Care in Dementia
Tracey Williamson, jointly funded by Dementia
Carers Count and the Association for Dementia
Studies, is formally evaluating the impact that our
courses are having on the experience of caring for
course attendees. A preliminary report is will be
ready later in 2019.

NICE Guidance NG97 Published June 2018
1.11 Supporting carers
Offer carers of people living with dementia a psychoeducation and skills training intervention that
includes:
•
•
•
•
•
•
•

•

Ensure that the support provided to carers is:
•

During 2019 and onwards, we will be working on
increasing the accessibility of our services for UK
family carers and exploring digital and online
modes of delivery. These developments aside,
our courses meet all of the NICE
recommendations and they are free, we simply
invite carers to make a donation if they can afford
it.
We still have some places on our 2019 courses. If
you would like more information, please visit our
website www.dementiacarers.org.uk or email us
support@dementiacarers.org.uk.

•
•
•
•
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tailored to their needs and preferences and
to what they want it to achieve (for example, providing information on carer's employment rights for carers who work or
want to work)
designed to help them support people living
with dementia
available at a location they can get to easily
provided in a format suitable for them (for
example individual or group sessions, or
online training and support)
available from diagnosis and as needed after
this.

Be aware that carer interventions are likely to be
most effective when provided as group sessions.
•
•

We were delighted to meet and subsequently
visit several teams at the MSNAP Forum in
October 2018.

education about dementia, its symptoms
and the changes to expect as the condition
progresses
developing personalised strategies and
building carer skills
training to help them provide care, including
how to understand and respond to changes
in behaviour
training to help them adapt their communication styles to improve interactions with
the person living with dementia
advice on how to look after their own physical and mental health, and their emotional
and spiritual wellbeing
advice on planning enjoyable and meaningful activities to do with the person they care
for
information about relevant services
(including support services and psychological therapies for carers) and how to access
them
advice on planning for the future

•

Advise carers about their right to the following and how to get them:
a formal assessment of their own needs
(known as a 'Carer's Assessment'), including
their physical and mental health
an assessment of their need for short breaks
and other respite care.

The ‘A Good Life with
Dementia’ Course
A blog written by Howard Gordan, a person
living with young onset dementia and an
MSNAP peer reviewer
https://whenthefoglifts.blog/

morning as well. It was held at Lidgett Methodist
Church, where we all sat round a large table.
When we got home we talked about it and Sheila
agreed that I could go again but this time on my
own. Talking to Wendy Mitchell, who suggested
using a phone app so that Sheila knew where I am
and Sheila felt she could try it and see if she was
happy with me going it alone, so I contacted
Damian who agreed.
Going to Week 4 of the course was challenging
going alone, the noise and busy stations were
challenging but the session including perceptions
made it worthwhile.

Final Thoughts on “A Good Life with Dementia” Course
- June 5, 2018

The year following my diagnosis was challenging
dealing with my diagnosis, the loss of my father
and finishing work, apart from family and my
Neurologist, no support. Things changed when I
started doing research and connecting with people
and organisations on Twitter.
I started seeing posts about a new post-diagnosis
course in York called “A Good Life with Dementia”
through Innovations in Dementia and York Minds
and Voices, a DEEP UK group. I read Damian
Murphy’s blog about the up coming course, for
people living with Dementia and their carers,
which made me curious and the next week I
read Wendy Mitchell’s blog about week one of the
course.

The following week I read Damian’s blog about
week 2, my wife Sheila agreed it could be
something that would work here in Sheffield. I
contacted Damian to see if we could visit for a
morning to which he agreed.
Week 3 of the course, turned out to be a turning
point for my wife as well as she got a lot out of the
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By Week 5 I had some in-ear headphone which
were ok but didn’t cut out all the noise and was an
interesting morning based around a Market Place
for a local organisation.
On Week 6 I had some over ear headphones which
were much better and the session on our rights
was very enlightening..
The final session Week 7, “Graduation Day”, a
session reflecting on the course and was a mixture
of happy and sad feelings. Happy that I had
continued on the course, learnt so much and been
able to do the 130 mile round trip on my own, sad
that I had met so many wonderful people and I
wouldn’t be meeting up with them for sometime.
The course is a valuable peer to peer postdiagnosis resource, for people living with dementia
and their carers, where we all learned from each
other and of some of the things we can access.
Talking face to face is so much more powerful than
a video and someone at the front reading from a
script. Websites are ok but it’s finding them and as
one gentleman pointed out, he can’t use a
computer anymore. There weren’t just people at
the earliest stages of dementia, some were further
on in their journey BUT they still had a lot to
contribute and are going on to join York Minds and
Voices along with their carers who were also took

part in the course.
Damian Murphy has written a blog about
comments by people on the course. Rachel
Fowler, a student nurse, was at the course each
week helping out and herself learning, saying “It’s
opened up my eyes to a world I had never
previously experienced and gave me a whole
new understanding that will help me
enormously in my nursing career”.

If this course can have that effect on a small
group of people living with dementia and one
student nurse, imagine reader, if this course was
run all over the UK and the world!
As the Alzheimer’s Society week has changed
from Dementia Awareness to Dementia Action, it
is time that our rights are no longer ignored and
post-diagnosis support and rehabilitation, from
the point of our diagnosis of dementia, should
become the norm.
I wonder, reader, if locally and nationally, postdiagnosis support will become a reality for
persons living with dementia and their families.
This course has shown me that I can live within
my limitations, knowing that as time goes on
those limitations will become greater.
Whilst in the end stage of dementia, there may
be suffering for the person with dementia and
their family, society and the media should no
longer put those of us in the earlier stages of
dementia into the media box of “wrinkly hands”
and the state, regardless of where we are in our
journey, should now put us on a par with other
chronic diseases where they are referred to as
fighters not sufferers.
On the 4th September 2018, Deep UK group “York
Minds and Voices” including Damian Murphy of
Innovations in Dementia CIC, were at the York
Dementia Action Alliance Awards 2018, and won
the award for Business, Charity and Community.
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Focus on…
Standard 5.1.7
People with dementia, carers and prescribers
are able to contact a specialist pharmacist and/
or pharmacy technician to discuss medication
[type 3].
A query about this standard was raised by one of
our member services, below are the responses
we received on MemoryChat:
“We are currently undergoing the process of trying
to accredit our memory service. Whilst our patients
don’t have access to a pharmacist they are able to
contact one of our specialist nurse prescribers who
would see the patient whilst they are being started
on or titrated on memory drugs or other medications
such as antidepressants. Our nurse prescribers would
have access to a mental health pharmacist.”
- Chris, Memory Service Consultant
“We have access to such a service in our team. The
pharmacist can be contacted by email or phone and
is happy to meet with concerned patients and their
carers. She is also able to give advice to health care
professionals.”
- Rachel, Memory Nurse
“In our trust we have a pharmacist that attends our
Trust-wide dementia care pathway meetings. We can
refer to this pharmacist for advice on specific clinical
cases too if required.”
- Leah, Senior Clinical Psychologist
“Our service users and carers cannot directly contact
a specialised pharmacist or pharmacy technician. If
they have any questions about medication they
would contact the CMHT and gain advice from the
consultant psychiatrist who prescribes it for them.
Training is provided to teams in the trust from
specialist pharmacists.”
- Jenny, Clinical Specialist Occupational Therapist
To join similar discussions or to post your own,
please email MemoryChat@rcpsych.ac.uk with
‘JOIN’ in the subject line.

Dates for the
diary!
10th National Memory Service
Forum
Celebrating 10 years of MSNAP!

We will be holding two CST training days in
2019

18th October 2019 — London
We are delighted to announce that this year we
will be holding our 10th National Memory Service
Forum. The theme of the 2019 forum is reflecting
upon the past 10 years of memory service
development and looking towards the future.

Thursday 11th April 2019 — Sheffield
(registration not yet open)

The forum will be held at the Royal College of
Psychiatrists, 21 Prescot Street, London, E1 8BB.
We will send out an email when registration for
the forum opens. Information is also available on
the website.

We are holding two special interest days in
2019.

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 days in 2019:
Tuesday 16th April 2019 — London
To register for this training, please complete the
booking form online here.

Friday 1st November 2019 — London

CST training days
These courses are for staff working in MSNAP
member services, who would like to receive
training on how to effectively facilitate Cognitive
Stimulation Therapy (CST).
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September 2019 (date TBC) - Location TBC

Special interest days

Friday 10th May 2019 - Topic TBC
Wednesday 20th November 2019 - Topic TBC

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 later in
the year.
To register for any of the training days/ events,
or to find out more, please contact :
Claudelle.abhayaratne@rcpsych.ac.uk or
Vicky.cartwright@rcpsych.ac.uk.

Check out our new
website!
The Royal College of Psychiatrists launched a new
website back in November 2018, with freshly
revamped MSNAP pages.

The website has a bold, modern design, strong use
of photography, and is far easier to navigate than
the old site. The site has been built to help users
find the information they need as quickly as
possible, whatever device they’re using – be it
mobile phone, tablet, laptop or desktop.
The site features major new sections, such as
‘Members’, ‘Become a Psychiatrist’ and ‘Improving
Care’. Throughout the project, the
web team ran focus groups with 100 members,
patients and carers, who provided their views
on design, structure and content.

You can view our events for this year on
our ‘Events’ page for example, upcoming peer
reviewer training days and cognitive stimulation
training days.
You also now have easier access to MSNAP
resources such as examples of best practice where
you can find example memory clinic feedback
surveys, letters for carers and more!

Direct links
The Royal College of Psychiatrists:
https://www.rcpsych.ac.uk/
MSNAP page:
https://www.rcpsych.ac.uk/improving-care/ccqi/
quality-networks-accreditation/memory-servicesnational-accreditation-programme-msnap
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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 the summer so please
send any contributions to MSNAP@rcpsych.ac.uk.
We hope to hear from you!

14

Happy New Year!
From the
MSNAP team

Contact the MSNAP team
Vicky Cartwright
Deputy Programme Manager
020 3701 2656
Vicky.cartwright@rcpsych.ac.uk

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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Claudelle Abhayaratne
Project Officer
020 3701 2693
Claudelle.abhayaratne@rcpsych.ac.uk

