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Welcome!
Welcome to the 14th edition of the MSNAP newsletter!
It has been a busy first half of 2016 for the MSNAP team, with the fifth edition of standards being
published and a special interest day. Congratulations to all our members who have worked extremely
hard to achieve accreditation over the past six months.
We have a wealth of articles in this summer edition of the MSNAP newsletter including: a day in the life
of a speech and language therapist, advice on Power of Attorney from the Alzheimer’s Society, we hear
from people directly involved in Join Dementia Research projects and much more!

Congratulations!
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Special Interest Days - Psychosocial Interventions
ev
Summer 2016 MSNAP ran a special interest day on psychosocial interventions. An overview of psyen Inchosocial
interventions was provided highlighting the important message that one size will never fit all.
We had a number of representatives from different organisations speaking about their work in this area,
ts including talks on Cognitive Stimulation Therapy, cognitive rehabilitation and piloting START
(intervention for carers). We also heard from Alice Moody about involving an Occupational Therapist in

7th an assessment of dementia, and from Mossley Hill Memory Service about the wide variety of intervenNati tions they offer.
ona Presentations from the day are available online here.
l http://www.rcpsych.ac.uk/workinpsychiatry/qualityimprovement/ccqiprojects/memoryservices/memoryservicesaccreditation/
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mor 5th Edition of the MSNAP Standards
y Services Forum

published
The fifth edition of the MSNAP standards were published in
March and have incorporated the CCQI standards for commu- cial
nity-based mental health services. These standards cover the day
core principles of high quality care which are relevant to all
al services. In addition to these there are standards that are
memory service specific, two new quality indicators and more iss
emphasis on young onset dementia.
On
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The standards can be found here.
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in We have updated the resources page on our website to include
nt examples of good practice that the MSNAP team find on reviews.
It These documents are shared with our advisory group before we
be put them online and they act as an added platform on our website
pl for sharing good practice between memory services. Currently, we
21 have good practice examples on driving, template letters and peret sonalised letters for patients. This library will increase over time
Lo and can be found here.
E1
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Dates for the diary
7th National Memory Services Forum
Our 7th National Forum will take place on 3rd October 2016 at 21 Prescot Street, London, E1 8BB. Our
annual event is looking to be a day full of interesting and engaging presentations about memory services
around the country. Each member service gets two free spaces. Registrations are now open!
To register for this event please email Leanne.clary@rcpsych.ac.uk.

Special Interest Day—Medico Legal issues
On December 12th we will be holding our next special interest day on medico-legal issues in memory service work.
It will take place at 21 Prescot Street, London, E1 8BB.
The day will include talks from representatives from a
number of different organisations and will focus on subjects such as Power of Attorney and driving. It promises to
be an inspiring and thought provoking day.
Please save the date! speak event,

Peer reviewer training days
We will be holding the following peer reviewer training days
in 2016/2017:

in

Tuesday 29th November 2016– London
Wednesday 12th April 2017—London
Thursday 7th December 2017—London
These training days are for staff working in MSNAP member
services, people with dementia and carers.
To register for any of these training days, or to find out more about what becoming a reviewer involves,
please contact : Leanne.clary@rcpsych.ac.uk or amy.colwill@rcpsych.ac.uk .

3

“Taking part in research gives me a
better understanding of my disease”
Research is vital in the fight against dementia. It is critical to help us understand the condition, develop
effective treatments, improve care and find better ways to manage the symptoms. Yet, without willing
volunteers, researchers cannot progress their knowledge and understanding.
Join Dementia Research is a national service which makes it easier for researchers to find suitable participants who are willing to take part in studies. Three Join Dementia Research champions tell us why
they’ve found volunteering for dementia research a positive experience.
Hilary Doxford, World Dementia Council member and living with dementia, is involved
in a study looking at brain inflammation as dementia develops:
“I love being involved in research. I am well looked after, I have interesting discussions,
I gain an insight into the latest theories, I am aware of the latest results and it keeps my
brain active. I also have a better understanding of my disease progression than I would
otherwise have. I find being involved in research is a therapy in itself as it helps me
maintain a positive attitude to life.”
Wendy Mitchell, who has young onset dementia, is taking part in a study aiming to
determine whether an antibiotic is effective in reducing the rate of cognitive and
functional decline over a 2-year period:
“Being involved in research makes me feel valued. When you’re diagnosed with a dementia there’s not a lot you can do but develop coping strategies to outmanoeuvre
the disease. However taking part in research makes me feel as though I’m doing
something which might help stop my daughters feeling the same inevitability a diagnosis currently brings. And research doesn’t just mean clinical trials. Social research is
equally important for finding the best ways to live for those of us already diagnosed”.
Cate Latto, took part in the Prevent Study, looking into midlife causes and risk of Alzheimer’s disease, as a participant with a family member with Alzheimer’s:
“I felt compelled to become part of something, to somehow join up some of the gaps
that had opened up for my mother and her loved ones. It felt like a lifeline, to be able
to overcome the frustration of being unable to help bridge those gaps. It felt better to
be a part of something than be outside of it, and I felt that getting involved with research made the experience less lonely and scary for me, as I felt I was joining a team
and a powerful fight to beat this illness that isolates and destroys lives.”
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By talking to your patients and their families about research you could help them decide whether or not they
want to participate.
Join Dementia Research makes it easy for those with a dementia diagnosis and their loved ones to find out about
studies that they may be eligible to take part in. Once registered, they can choose which studies to get involved
with on a case-by-case basis. With new studies being added all the time, promoting Join Dementia Research in
your memory services is an important way to raise awareness and provide information to those affected by dementia, giving them the chance to get involved. It’s not just those who are experiencing problems with memory
and cognition that can take part. There are studies that are looking for carers or healthy control participants too.
Thank you to those of you already promoting Join Dementia Research. We are happy to support you in raising
awareness of the service. You can find resources on the ‘healthcare professional’ section of our website
(www.joindementiaresearch.nihr.ac.uk), including free materials available to order (www.nihrcrn.org.uk) and
slides that can be displayed on screens in waiting rooms. If you are looking to promote Join Dementia Research
in a different way or you have any questions, email comms.jdr@nihr.ac.uk.

The Promoting Independence
in Dementia (PRIDE) study is
investigating how to enable
people to maintain their independence in the early stages of
dementia. Made up of several
projects, the study aims to develop ways to help people with
memory difficulties live well at
home; this may include maintaining physical activities, promoting a healthy lifestyle,
maintaining social activities
and relationships, and signposting to local resources.

The Care giving hope study will
investigate how a carer’s feelings of preparedness, confidence and obligation link with
carer well-being, and with the
well-being of the person with
dementia. The research involves a series of three questionnaires completed over a 12
month period.

The Amaranth study, is testing
whether a new drug can slow
progression of Alzheimer's disease by slowing the production
of beta-amyloid, a protein
known to build up in the brain
in the disease. The trial involves a one-a-day tablet to be
taken over two years, as well
as various tests and assessments monitoring health
throughout the period. The
study is looking for people
aged 55-85 with early stages of
Alzheimer’s disease

For more information
Visit:
www.joindementiaresearch.nihr.ac.uk
Contact: comms.jdr@nihr.ac.uk
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A day in the life of a speech
and language therapist
Claire Leigh & Alison Williams,
Manchester Mental Health & Social Care Trust (North Memory
Team)
1) How did you become a Speech
and Language Therapist? E.g qualifications etc

implement personalised communication strategies and we facilitate the use of communication strategies in all environments, within the
home and also in the wider community. We
also provide group intervention to maximise
retained communication skills and provide a
supportive environment for socialisation and
much more!

3) What’s involved in a typical
day?

A typical day for us includes visiting patients in
their own home or care home, attending allocation meetings where we receive new referrals and have the chance to discuss patients
The qualifications we hold are MRCSLT, BSc Joint
with the rest of the multi-disciplinary team,
Hons Psychology and Speech Pathology, MSc Devisiting inpatient wards to do swallow assessmentia Care.
ments to identify risk of aspiration or choking &
the effectiveness of the swallow to meet hy2) What is the role of a SALT in a dration & nutrition needs. We assess patients
at meal times so we can observe them in their
memory service?
familiar environment to give us a holistic picture of their eating/drinking/swallowing. Other
Our main role within the memory service is the as- activities might include communication groups
sessment of speech/language and communication for patients and contributing to post-diagnostic
and carers’ support groups. We also have
disorders that are associated with dementia. Assessment is used to inform differential diagnosis in speech therapy students and students from
those who present with a prominent language dis- other disciplines, e.g. nursing, who can spend
order; for example, frontotemporal dementia, pri- sessions with us to help them understand our
role.
mary progressive aphasia and language presentation of Alzheimer’s disease. Some people may present with speech difficulties (dysarthria), depending
on the type of dementia. We work with colleagues
to ensure that the extent of the speech and language impairment is taken into account during administration and interpretation of cognitive assessments.
In terms of post diagnostic support we provide direct intervention with the person with dementia to
provide specific programmes to maintain and maximise communication function; e.g. life story work.
We work with formal and informal carers to
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communication skills and facilitating good
relationships with their families and their carers.

5) If you could correct one
misconception about your job,
what would it be?
4) What’s the most rewarding part
of your job?

The most common misconception that we always
correct is ‘’what’s the point of working with people
with dementia who aren’t going to improve’’.

The most rewarding part of our job is patient contact—the patient always comes first! We are also
Many thanks to Claire and Alison for their
fortunate to work in an amazing team of very exinteresting insight into what it’s like to be a speech
perienced clinicians. We enjoy working closely with and language therapist.
patients and their families, and helping people with
dementia by supporting their individual

Advice from MSNAP
Carers assessments
MSNAP standard 4.2.13 “Carers are advised on how to access a
statutory carers' assessment, provided by an appropriate agency” is
commonly marked as ‘not met’ at the point of peer review. This is
often because while staff feel they are offering carers an
assessments of their needs, carers frequently feed back that they
have not been offered an assessment. This suggests that there is work to be done around the discussions
which take place regarding carers assessments, to ensure that carers understand what an assessment is,
and what it entails.
One way that services can evidence they are meeting this standard is to include a prompt about carers
assessments in their routine paperwork. If a clear record is made in the notes that an assessment has
been offered, then an audit of notes would suffice to evidence that this standard is being met.
Karen White, who is a Dementia Advisor/Dementia Services Development Co-ordinator working in
Bracknell Memory Clinic, has developed a letter that is sent out to all carers of people with dementia,
which explains what carers assessments are, and how carers can access one. A copy of the letter is
available on the new online resource section of our website here. Many thanks to Karen for sharing this.
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Evaluating the effect of a CQUIN on a Specialist
Memory Service
Clare Randall (Assistant Psychologist), Stephen Halpin (Assistant Psychologist)
The Specialist Memory Service in Milton Keynes adopted a Commissioning for Quality and Innovation
(CQUIN) scheme from April 2015 to March 2016. This enabled the service to increase its post-diagnostic
support for people with dementia (PWD) and their carers. In the December edition of the Newsletter,
information was provided detailing the increased support which was offered to those following a memory assessment. Now the CQUIN has ended it seemed appropriate to reflect on the impact it has had on
the service.
Benefits
Overall the CQUIN brought many benefits to PWD, their families and the service.
Previous feedback from people using the service has requested more support out of hours. The CQUIN
allowed the service to trial offering sessions in the evening for Post Diagnostic Information and Memory
Strategy information for both streams (Mild Cognitive Impairment and dementia). We were also able to
trial using an alternative non- clinical setting. This provided more flexibility and increased choice for
PWD and their families to receive support at a time and venue to suit their needs.
The CQUIN allowed the service to offer a Maintenance CST group. It is aimed at people in the mild to
moderate stages of the disease process who have completed CST. The aim is to maintain benefits that
have been gained from CST. The course contained 24 sessions as detailed in the manual (Aguirre et. al.,
2012) covering a variety of themes, based on the same principles as CST. Nine people were invited and 6
people have attended. It is the first time the service has offered the programme and verbal feedback
was positive. It is the authors understanding that many memory services are unable to offer this group.
The increased care pathways also offered as part of the CQUIN allowed the service to cater for service
users in the later stages of dementia. Previously, such individuals would have received support that may
not have met their needs or not received any therapeutic interventions. A Reminiscence group provided
an opportunity for PWD who weren’t deemed eligible for CST to attend a group. A 6 week programme
was devised that would be more accessible and incorporate greater sensory stimulation. Informal feedback was very positive; ‘I have really enjoyed this group and don’t want it to end.’ ‘It has been a joy to
remember I have so many happy memories.’
PWD and their families unable to access groups, for a variety of reasons, may have been signposted to
other less specialised services. However the CQUIN enabled the service to offer individual sessions. Individual work was offered in the form of Individualised Cognitive Stimulation Therapy or Life Story work to
30 PWD and the Strategies for Relatives programme (START) to 6 carers (Livingston et al., 2013). Of all
the additional support offered, individual work received the best feedback. PWD participating in Life
Story work provided positive feedback. They commented it was ‘Good for people, as it keeps your mind
and memory going.’ Others “looked forward to using it to help me talk to my grandchildren and great
grandchildren”. Another service user described it as “a wonderful experience”.
Positive feedback was also received from families of loved ones who had completed the Life Story work.
Families commented that their loved one “appeared more alert and stimulated’. Although research
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suggests that Life Story mainly benefits the PWD, our perception was that families also appeared to
benefit just as much. Families were proactive in supporting their loved ones to complete the work and
valued having it as a tool to communicate with their loved ones.
The START programme provided families with a space to talk about the caring role. Some families felt
they were unable to leave their loved one so having the sessions in the family home meant they were
able to access the support. Following the intervention a feedback questionnaire was completed and
everyone reported the sessions were helpful. Specific feedback included “having the chance to talk
things through”, “opportunity to listen to someone explain things”.
Learning / Going Forward
Despite the request for opportunities to receive support out of hours, when the service trialled this
uptake was minimal. Several planned sessions were cancelled at short notice due to limited demand. It
was not possible to receive feedback from people who declined. Possible explanations for low uptake
could be that the sessions were not late enough in the evening. The service has decided it is not feasible to continue to offer out of hours support as it limits capacity to meet service targets. There was no
stated preference for the alternative venue so this will not be used going forward.
People who participated in the START programme did not perceive themselves as carers. During the
orientation session before commencing the programme the outcome measure identified moderate
levels of depression, anxiety and burden levels which the carers seemed unaware of. The authors believe it is important support is provided for families as the caring role was shown to have a significant
impact on them – services need to be aware of this as support now may avoid crises.
The maintenance CST group provided a good opportunity for PWD to maintain the benefits they
gained through attending CST (for example was associated with increased quality of life). It is questioned whether, after familiarising people with groups through CST, this is a better time to encourage
people to attend on-going community support. This recognises post diagnostic support is time limited
and it is aimed the benefits of participating in an intervention will continue for the PWD after the intervention is withdrawn.
The service now has a manual and associated resources for the Reminiscence group to make running
future groups straightforward, with minimal preparation is needed.
CQUINs are a brilliant opportunity for services to experiment and see what works. A limitation is they
are time limited. An impact of this is it can take time for the support to be put in place and people to
hear about it. Monthly drop in sessions were not well taken up but will continue to the end of the
year.
The time limited nature of CQUINS will result in consideration of what will be commissioned as part of
the provision going into 2016/2017. Quote from the Lead Psychologist in the service Stephanie
Oldroyd; “It has been fantastic that we have been able to develop the breadth and variety of our post
diagnostic provision. We can now meet the varying needs of all service users we assess and diagnose in
our service. The feedback has been unanimously positive and we hope we will be able to continue to
deliver with positive effect”.
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Bracknell Memory Clinic Dementia Forum
Bracknell Memory Clinic was first accredited in
2014. As part of this process we invited both
people with dementia and carers to our peer
review day. After the event they mentioned how
much they had enjoyed the opportunity to
feedback on their experiences of using the services
of the Memory Clinic. This feedback provided us
with valuable information on what people thought
of the support provided through our Memory
Clinic. As a result of this positive experience,
MSNAP suggested we consider providing regular
opportunities for people to get together and have
their say. Therefore six months later we held our
first ‘Dementia Forum’ which was held at our
Memory Clinic.
We invited people with dementia and their carers
to the event and had guest speakers from our local
research team as well as our local Dementia Action
Alliance Coordinator. We also provided people with
an opportunity to share their experiences and we
asked whether people wanted a regular Forum,
how often they would like one to take place and
what kind of format they would like. Our initial
Forum was a great success, so much so the venue
was full to capacity.
As a result of this initial Forum we now hold our
Dementia Forum twice a year, in a larger venue to
accommodate all those people who want to
attend. Our last dementia forum took place on 6th
May 2016. On average we have about 60 people
attend. This includes people with dementia, carers,
health and social care practitioners, voluntary
sector organisations as well as other people
interested in dementia.
We start the day by informing people of any new
developments in the Memory Clinic and associated
services. We then provide feedback on what
people said at the last Dementia Forum. Any
concerns that arose at the previous Forum we
always make sure we feedback on what we have
done to address these issues. If people have
suggested ideas for service development we always
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discuss what we have done to try and implement
these suggestions. For example, some people
mentioned that they found the dementia pathway
quite confusing and it was not clear what services
were available for people at different stages of
their illness. Therefore we developed a leaflet
which explains the different levels of support
available through the Memory Clinic and our
Community Mental Health Team for Older Adults.
We always invite guest speakers to the Forum, this
has included voluntary organisations as well as
Health and Social Care Practitioners. This enables
people to learn about different services available
and what both the Local Authority and our Health
Trust are doing to support people with dementia
and their carers.
After a ‘network’ lunch we have time for people to
share ‘what has gone well’, ‘what has not gone so
well’ and ‘ideas for service improvement’. These
discussions are invaluable for us to understand
how people are experiencing local services. On the
most part, people are extremely complimentary
about the support, which helps us to understand
the areas that are working well. However, each
Forum provides us with insight into some of the
difficulties people are experiencing. We take the
feedback to our local Dementia Partnership Board
which ensures that people are listened to and
views are acted upon.
The Forum is going from strength to strength and
has enabled us to understand how people are
experiencing the support from the Memory Clinic.
The Forum has very much helped us to work in
partnership with the people that we support by
improving communication and making the Memory
Clinic more approachable. In future, we hope to
have more representations from Care Homes, Care
Agencies and GP surgeries so that we bring
together a wider audience, which can only help to
improve services even further.

Alzheimer’s Society’s Lasting
Powers of Attorney digital
assistance service in England
and Wales
What is a Lasting Power of Attorney and why is it important?
For anyone living with dementia, planning for the future is really important.
A Lasting Power of Attorney, in England and Wales, is a legal document that a person (the donor), creates
enabling them to decide now, who they would like to make decisions for them if they are ever unable to
do so.
Lasting Powers of Attorney (LPA) helps a person plan ahead. Having one ensures that, if a time comes
when they can no longer make choices about their finances, or their health and welfare, these decisions
will be handled by someone they trust and in line with their wishes.
There are two types of LPA – property and finance, and health and welfare. Many people make both. Any
LPA must be registered with the Office of the Public Guardian to be effective.
What is the Alzheimer’s Society LPA digital assistance service?
The service helps people living with dementia create and register Lasting Powers of Attorney by use of an
online tool created by the Office of The Public Guardian.
It is for people living with dementia, without access to the internet or a computer, or who do not have
the skills or confidence to use one to complete the forms themselves. All appointments are conducted
over the telephone by fully trained Alzheimer’s Society volunteers. The volunteers do not provide legal
advice.
Accessing the service is straightforward via the
Alzheimer’s Society’s National Dementia Helpline on 0300
222 1122. For callers whose first language is not English, a
simultaneous translation service can be arranged.
The service provided by the Society is free. However a
registration fee of is payable to The Office of the Public
Guardian (currently £110 per LPA) when the LPA(s) are
registered, unless the donor qualifies for a reduction in or
exemption from the fee(s).
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Types of LPA
A property and finance LPA covers decisions about a person’s finances and assets. This can include
things such as paying bills, speaking to utility companies or other financial organisations, managing and
making investments and selling a person’s property including their home
A finance and property LPA can allow an attorney to act whilst the donor still has mental capacity to
manage their affairs, but the LPA must have been set up this way, and the donor must agree. Alternatively, the donor can choose not to allow this, and the attorney would only be able to act when the person has lost capacity to make that decision.
A health and welfare LPA allows the donor to choose a person now to make decisions relating to their
care and treatment if they are unable to in the future. An attorney can only use their power if the person lacks capacity to make the specific decision.
Those decisions may include consenting to, or refusing medical assessments or treatment, arranging
medical, dental or optical treatment and assessment, assessments for community care services, deciding the donors day-to-day care, including diet and dress, who they have contact with, their leisure activities and accessing personal information such as medical records and care plans.

Contribute to our next newsletter!
Contact the MSNAP team
Sophie Hodge
Programme Manager
T 020 3701 2655
F 020 3701 2761
Sophie.hodge@rcpsych.ac.uk

Emma Copland
Deputy Programme Manager
T 020 3701 2656
F 020 3701 2761
Emma.copland@rcpsych.ac.uk
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