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Editorial

As | write this editorial | am
reflecting on the changes in the
field of mental healthcare over
the last 24 years that Signpost
has been in production and the
challenges for the future. I
believe this edition of Signpost
ably reflects many of the current
exciting areas for  future
development. The issue includes
an article by Lorraine Cullen and Jenny LaFontaine
describing the role of the Dementia Care Adviser in
Worcestershire. Whereas these posts have been in
development for a little while in England they have only
recently been introduced in Wales and we have yet to
see their full potential.

We also have two articles exploring how arts and
creativity can be used to aid assessment and also enrich
the lives of people living with dementia. Claire Ford
describes, among other experiences, the inspiration she
gained whilst a Churchill fellow visiting the programme at
the New York Museum of Modern Art. Phil Thomas
describes
Mi ndds Eyed whi c Hessmnalsomtthe
nursing and artistic worlds together to add to the body of
knowledge about the assessment of patients with
dementia. Both these articles describe the role that the
arts can play for people with dementia and emphasise
what can be achieved once we open our minds to
potential.

We also include an article by Pamela Noble in which she
describes a local cognitive stimulation group and goes
on to describe how the group members have gained in
confidence and enthusiasm as the group has
progressed and jelled. What struck me overall about this
article is that the author was describing a group of
people enjoying themselves and making the most of life.

| was particularly drawn to a quote from Anne Basting in
Claire Fordbés article

0 Al z h ei mlmundéed year sld mayth that is over the
hill. The entire scientific, technological and political
framework needs to be

As Signpost enters a new phase in its production by
becoming an e-journal based on the Dementia Services
Development Centrei Wales web-site | am confident
that it will continue to bring you the mix of articles that
embrace this challenge.

Dr. Christina Maciejewski

The views expressed in this journal are not
necessarily those of the editorial staff or Cardiff
and Vale University Health Board Signpost ©
2009 ISSN 13687 4345
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Foreword

has worked in mental
health services for older
people in Cardiff and the
Vale of Glamorgan for
some 25 years and has a
recent background
working as a Nurse
Consultant with a
: specialist remit in
Safeguarding Vulnerable Adults.

Simon has been Clinical Director for 6 years and since
2011 has been identified as the Clinical Lead for the
Boardds Younger Onset

Dr Si mon O6Do

Dement i

between health, local authority and third sector partners,
further enablers to initiate real change were required.

novan
This focused review of services and future direction was

followed in 2010-11 by the development of the National
Dementia Vision (NDV) for Wales (2011) and its
associated action plan for improving services, which built
on the previous National Service Framework for Older
People in Wales (2004). This focused on developing
comprehensive community services for people with
dementia, older people with later life severe mental
illness and the carers of these groups and reducing
dependency on hospital-based services.

Following NHS reorganisation and a period of settling
into new management arrangements, in 2011-12 the
Integrated Health and Social Care Board supported the
Mentgl lealfhjSendces for Older People Directorate with
a Service Review which set out a programme for service

WE ARE THE ONES WEOVE BEEN WA¢thahgeNaBd im@®ement. This consolidated previous

iChange wil | waiforsame oteer gerfon w e

or if we wait for some other time. We are the ones we've
been waiting for. We are
(Barack Obama, 2008)

| really like this motivational quotation from Barack
Obama. It sums up my thinking about change. Yes
change is difficult, takes considerable effort and requires
detailed planning and consultation, but it also needs
vision and action.

In respect of service modernisation, the need for
change is pressing. With the forecast dementia
population increase (31% in Wales between 2007 and
2021, UK Dementia Report 2007), and the similar
increase expected in the severely mentally ill elderly
population (which has received little attention by
comparison), we need to plan for services that are
community-focused and can accommodate increased
demand without a massively increased bed provision.

discussions and enabled a focused action plan to be
developed. In the following paragraphs | would like to tell
you about some of the main outcomes of this Review

t h eand thé dirécioe of ttavelddr the wigole sewieelpathivay.

Memory Team

Whilst  Cardiff Memory sits  within  another
Division/Directorate, the review has helped both parts of
the service to come closer together and through a Public
Health supported work stream focus on improving the
referral and diagnostic pathway, for example by
providing structured training inputs to colleagues in
primary care. The collaboration has also supported the
service with taking forward the Dementia Intelligent
Target aimed at reducing the time interval between
onset of symptoms and diagnosis. (The Dementia
Intelligent Targets form part of the 1000 Lives +
campaign in NHS Wales.)

Carer support services

This is a time for acti on an &orssomeionside@ye tigeein CardifiandMale we have , |
carefully!d mentality. Aft er hatllalspecialist Solace CaneesiStippos Sarvicd whichy e r

change the way we currently provide services for the
next generation of clinical and managerial leaders it will
be too late.

So in this article | would like to tell you about our service
modernisation programme, what we have achieved so
far and what our plans for the future service look like.
This is in the spirit of sharing and learning, as there is so
much service innovation and best practice across Wales
and the UK to inspire and direct us.

How did we start?

In 2009-10, the health and social care partnership of
Cardiff and the Vale of Glamorgan were supported by
t he Uni versity
department to undergo a Programme for Health Service
Improvement. This enabled the partnership to achieve a
shared vision which set the scene for service
transformation. But despite the unanimity achieved
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Heal t h Boar

sits within mental health services for older people and
aims to support carers through the provision of a range
of individual and group based psycho-educational
supports. Over recent years the service has been
reviewed to widen its remit and support the carers of
older people with severe later life mental illness in
addition to those whose relatives have a dementia
diagnosis. Good partnership working takes place with
Al zhei mer 6s
provide a range of early interventions, such as post-
diagnosis support groups, and cognitive stimulation for
people with more advanced illness. A Dementia Care
Advisor has also recently been appointed to work
between the Memory Team and the Solace Carers
Support Service to support these activities and provide
iAcfedsed dppdfilBides foP Mdhitbimg Al review of
clients post-diagnosis, identifying and signposting when
the caregiving situation is in need of increased support
from the Community Mental Health Team for Older
People (CMHT OP).

Society and Mem



Integrated CMHT OP management and IT

We are fortunate to have had integrated Community
Mental Health Teams CMHTSs for Older People for some
time in Cardiff and the Vale of Glamorgan. To
consolidate the multi-agency approach, we aim to
develop a centralised shared team base for Cardiff and
work towards integrated team management and care
management processes when possible. This will better
position us to meet the requirements of the Mental
Health Measure (Welsh Assembly Government, 2010).

Crisis home treatment and out of hours service

We are well advanced in planning for enhancing CMHT
OP staffing across our localities to enable a 7am-10pm,
7 days a week service. This will aim to provide
enhanced out of hours support to known clients and
crisis support to newly identified clients and caregiving
situations, both with the intention of admission
avoidance and maintenance of people within their
home/care home setting. Earlier discharge from hospital
will also be facilitated. The Health Board has seen this
as a key priority and out of it's Capacity Plan allocated
£750k recurring to realise this service development.

Younger onset dementia service

We have used NDV monies to appoint a Younger Onset
Dementia Care Advisor and 1.5 whole time equivalent
Family Support Workers. In addition to this we have
added several Consultant and Clinical Lead sessions to
form a start-up Younger People with Dementia Service.
This is a post-diagnostic service, working with the
Alzheimer's Society and Memory Team to follow clients
and carers throughout the illness trajectory, coordinating
their care management and supporting the whole family,
especially through transitions in care.

Care homes old age psychiatry liaison service

We have recycled some resource to initiate the
development of an in-reach support service to care
homes. This service, which comprises speciality doctor
sessions, a specialist liaison nurse post and a dementia
care advisor, provides advice on treatment and care
management to avoid breakdown in placement. It also
aims to enhance person-centred care and non-
pharmacological approaches through the provision of
training and staff support. Over forthcoming months we
will aim to expand the service, to increase quality of care
and capacity especially in EMI nursing homes. The
service will also support the work required to meet the
Dementia Intelligent Target around reducing the
prescription of anti-psychotic medication to people with
dementia in care homes.

Tiered day hospital pathway

We have worked over several years to modernise the
day hospital pathway to focus provision on patients with
acute mental health needs and ensure step down
support with a focus on discharge planning. To this end
we have developed an acute assessment and treatment
day hospital service with a shortened length of stay and
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the provision of cognitive stimulation and psychological
therapy sessions to promote a recovery model aimed at
admission avoidance and earlier discharge from
hospital. Tier 2 day hospital services are then provided
in the three localities which focus on rehabilitation and
ongoing support for patients with enduring mental health
needs. We hope to work with local authority and
voluntary sector partners to provide an integrated
service in tier 2 day services in the forthcoming period.

Purpose built acute in-patient assessment unit

All of our acute assessment and treatment in-patient
services, together with the tier 1 day hospital service, will
move into new purpose-built accommodation at
University Hospital Llandough (UHL) later this year.
More appropriate environments will be provided,
hopefully enabling our in-patient services to become
Royal College of Psychiatrists AIMS accredited with
excellence (all units already have accreditation status),
which will give us recognition as a flagship area of best
practice. The MHSOP Acute Unit will also enable more
flexible and therapeutic care to be provided, for example
through the provision of a number of crisis/high care
beds, the availability of increased therapy facilities
including multisensory rooms, with roof terraces and
enclosed gardens for physical exercise and outdoor
activity.

Extended psychiatric assessment in-patient units

Whilst we are having to reconfigure some of our services
around the MHSOP Acute Unit, we aim to continue
providing high quality extended psychiatric assessment
in-patient care in each of our localities for patients with
enduring mental health needs and associated
challenging behaviours. We have recently moved two
wards into a refurbished community unit which provides
group living facilities and single bedrooms for this patient
group and already have a unit in Barry Hospital which
has previously won recognition for its purpose-built
dementia care design. In the next phase of development
we aim to scope the possibilities for a dedicated in-
patient facility for younger people with dementia.

Managed bed process

To ensure best use of our bed resource and the
admission of patients assessed as being most in need of
our services, we convene a weekly bed management
meeting with senior clinicians and managers in
attendance, including CMHT OP team managers. All
patients referred for in-patient assessment are risk
assessed before inclusion on a managed waiting list and
collective decisions are made about prioritised
admissions. This meeting also enables close attention to
be given to discharge planning and move on for patients
identified as delayed transfers of care. Levels of
prescribed nursing observation are also reviewed at this
meeting, to enable a better understanding of risk.
Reports are issued to the Division from this meeting on a
weekly basis to communicate activity and patient flow.



In-patient acuity and managing risk

As a result of this managed bed process, in-patient
acuity has undoubtedly increased over recent years. We
are experiencing more Mental Health Act admissions
than previously and our incidents of violence and
aggression have been rising. As many of our patients
suffer co-morbid medical conditions, we have also seen
an increase in medical complexity of our in-patient
cohort, one measure being an increased incidence of
falls. Following participation in the RCP National Audit of
Violence, the service undertakes a rolling audit of
violence and aggression incidents and undertakes
review following any serious or untoward incident
involving patient or staff harm. The service also
undertakes a rolling audit of falls and hospital-acquired
fractures, with a focus on falls prevention. A reduction of
fracture incidence has been seen since this programme
commenced.

Salaried GP and Clinical Case Manager Service

We are fortunate to have available a Salaried GP and
Clinical Case Manager Service which works across the
Mental Health Division. The service was established in
response to escalated clinical governance concerns
about mental health in-patients not having access to
primary care physicians, both in respect of acute
medical illness but also chronic physical health
problems. Fifteen GP sessions and 6 Clinical Case
Manager sessions are provided and several GP clinics
are held. The remaining sessions are allocated for ward
visits, for patients who are too medically or
psychiatrically unwell to attend Clinic. The service has
been running for just a year, but evaluation has shown
high uptake of service and positive health outcomes for
a patient group who previously had much unmet need.

Hospital old age liaison psychiatry service

For several years we have had in place a Hospital Old
Age Liaison Psychiatry Service, comprising a Consultant
Old Age Psychiatrist, two Specialist Liaison Nurses, a
Medical Secretary and to be appointed Dementia Care
Advisor (DCA). The service has also recently moved into
refurbished accommodation in University Hospital of
Wales (UHW). In addition to providing consultation,
advice and support to general hospital wards across
UHW and UHL in managing patients with significant
psychiatric symptoms and challenging behaviours, the
service will play a pivotal role in helping the UHB in
implementing the Action Plan developed in response to
the RCP Dementia Care in General Hospital audit. This
includes developing and implementing a cognitive
impairment pathway, introducing the Butterfly Scheme
(see previous issue of Signpost) and providing a range
of training inputs to staff and teams. The DCA post will
also be key in following patients known to the CMHT OP
through their hospital stay and up to discharge planning.
Being the main point of contact for carers and supporting

the delivery and auditofacarer s & sati sfacti

highlight areas for improvement will also feature large in
this work. This will help us meet the Dementia Intelligent
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Target for improving dementia care in the general
hospital setting.

Education and training

As stated already in many of the above paragraphs,
much of this work is supported by considerable training
activity. The Dementia Training Initiative supported by
the Welsh Assembly Government and delivered through
the Dementia Services Development Centre Wales will
have an ongoi ng ef fect i f t he
programme and accredited training packages continue
beyond the duration of the funded scheme. We see the
work of the DCAs being key to continuing this training
activity, but also recognise that all of us will need to
support wider learning if real and lasting improvements
are to be made.

Of course, Signpost is perhaps one of the most
important vehicles we have to demonstrate our
commitment to training and education. It has been
available now, in its various forms, for some 24 years
and we are aiming to make some changes to its
production also as part of this whole service review.
What we are intending to do is finish Signpost in its print
format and make it available, free of charge, via the
DSDC Wales web-site. This will hopefully mean that it
will reach a far greater readership and that its important
contribution will be more widely appreciated.

Looking back to the first issue, printed in October 1988, |

wr ot e iSi gnpost i s an exci

provides a forum for open discussion and a focal point
for sharing of ideas and problems which are familiar to
us all when caring for the special needs of this client
group. o Wh elaunchede it ase a national
subscription journal in December 1996, | thanked
readers for their written contributions, their positive
feedback and their supportive comments. | do the same
now and look forward to the next phase in the
development of Signpost with optimism and enthusiasm.

I hope this brief overview will illustrate what a
tremendous time of change it is in Cardiff and Vale and
that we have been able to make considerable
improvements to services over recent years, despite
being in a difficult resource environment. It is time to feel
hopeful for the future service and genuinely proud of
what we have achieved. Hopefully those who come after
us will feel that we have designed a service fit for
purpose and worthy of a 21% Century NHS and Social
Care provision.

on survey to



| THE WORCESTERSHIRE DEMENTIA ADVISER SERVICE

Reflections on establishing and delivering a Dementia Adviser
Service: The Worcestershire Dementia Adviser Service

Lorrain Cullen has worked
as a Dementia Adviser as
part of t he
Society = Worcestershire
Dementia Adviser Service
since the service launched
in early 2010. Before that

she worked for
Worcestershire County
Council Home Care

Services for 19 years. During 2005/2006 she
gained her Counselling and Advanced Cert at
Kidderminster College. In July 2008 she graduated
with a degree in Social Welfare from Worcester
University and took a position as a Senior
Homecare on a pilot scheme for the Side By Side
Dementia Service.

Jenny La Fontaine is a
Senior Lecturer in the
Association for Dementia
Studies at the University of
Worcester. She has
worked as a Mental Health
% Nurse for nearly 30 years,
_ specialising in  working
M with people living with
dementia and their families. She has worked as a
Consultant Nurse in services for younger people
with dementia and as an Admiral Nurse. She has
an MA in Social Gerontology and is currently
undertaking a PhD. Her research interests include
family experiences of dementia, interventions for
families, early intervention and  practice
development.

The National Dementi a
wthdementi ad (DH, 2009) ,
improve the lives of people living with dementia and
carers in England. The strategy has three main aims:

1. To improve the awareness of dementia among
the public and health and social care
professionals.

2. To ensure that diagnosis is made as early as
possible; this would allow early intervention to
be more effective.

3. To deliver high quality care and support for
people living with dementia.
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To achieve these aims, seventeen key objectives were
identified, including:
zheimer 0s
Objective 4: Enabling easy access to care,
support and advice following diagnosis. A
dementia adviser to facilitate easy access to
appropriate care, support and advice for those
diagnosed with dementia and their carers.

As part of the local response, Worcestershire County
Council, NHS Worcestershire, The University of
Worcester (Association for Dementia Studies) and
Al zhei merds Society, wor k
deliver, and evaluate a Department of Health funded
Dementia  Adviser demonstrator  project.  The
Worcestershire Dementia Adviser service started to take
referrals in March 2010 and continues to offer
information and signposting to people with dementia and
carers following a diagnosis of dementia.

The Worcestershire Dementia Strategy

Worcestershire has the highest population of older
people in the West Midlands, and the highest prevalence
of dementia. The number of people with dementia in
Worcestershire is set to rise to over 10,000 by 2020
(NHS Worcestershire & Worcestershire County Council,
2011). In 2010, 1/3 of people with dementia in
Worcestershire had received a diagnosis.

It is now widely accepted that early diagnosis and
intervention can improve outcomes for people living with
dementia. In particular, early intervention maximises
choice and autonomy, helping individuals and families
adapt to the illness and be able to discuss and make
plans for the future. An opportunity for future planning
can be missed if the diagnosis is later (Bannerjee, et al.
2007). Following an early diagnosis access to the right

information, emotional and practical support are
essential.
for England o6Living wel

(2010) has been developed and prioritises early
intervention. Since March 2010 the Dementia Adviser
Service has been providing information and signposting
to people post-diagnosis and in July 2010,
Worcestershire Health and Care NHS Trust, working in
partnership with NHS Worcestershire and
Worcestershire County Council established the Early
Intervention Dementia Service (EIDS) to improve
diagnosis and early intervention. Dementia Advisers
work alongside colleagues in the Early Intervention
Dementia Services to provide continuity and support to
people from assessment onwards.

The Association for Dementia Studies (ADS) at the
University of Worcester has been closely involved with

ed



the development and evaluation of both the Early
Intervention Dementia Service (EIDS) and the Dementia
Adviser service.

Worcestershire Dementia Adviser Service

Al zhei mer 6s
with information about dementia and signpost to other
support and services from the time of diagnosis onwards
and remain a point of contact for information throughout
a personbés journey with
will have contact with their Dementia Adviser twice a
year, to check how things are going, identify if there are
any concerns or changes and to identity areas where
support can be offered.

Two Dementia Advisers took up post in Worcestershire
in December 2009 and began receiving referrals in
March 2010. Initially, the source of referrals to the
service was Vvaried, including, self-referrals, family
members and through the voluntary sector, and included
referrals of carers of people with dementia who had
received a diagnosis several years prior. With the launch
of the Early Intervention Dementia Service (EIDS) in July
2010, both services were integrated. A pathway from
Early Intervention Dementia Service to Dementia
Adviser service was established and implemented.

The experience of delivering a Dementia Adviser
Service

Over the first 18 months, a number of challenges and
opportunities existed in the development of the service.

Embedding the service

The challenge of embedding a new service where the
Al zhei mer 6 shad o lonitegl t presence was
significant.  Understanding of the role of Dementia
Advisers within partner agencies was inconsistent.
Ter ms
insufficient in explaining the role and sustained efforts to
raise awareness were unsuccessful. As a result the
benefits of the service were not widely appreciated and
confidence in the service seemed low.

In response, Dementia Advisers offered to shadow
colleagues within local teams and demonstrate the
Dementia Adviser role by describing the work that was
being carried out with the people being referred. Over
time a clearer understanding of our way of working,
along with the skills of Dementia Advisers and the
positive outcomes for people living with dementia
developed. This is an activity we have repeated with
positive results.

The referral pathway is now well established and
colleagues in the Early Intervention Dementia Service
have reported more confidence when planning
discharge, from knowing that the people living with
dementia and their families have a point of contact and
ongoing support.

Providing continuity of contact through the journey
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S a Advieets yprovide peeplet i

such as fiinformationo

Providing a point of contact from diagnosis onwards and
thereby offering continuity when accessing information
and support, is part of the aim of the Dementia Adviser
Services. As dementi a
information and support needs are likely to change, so
itos
contact as needs change.

Over the last eighteen months, people have had contact
with the Worcestershire Dementia Adviser Service in

d e me ndiffer@nt wayss It Has b8éntdmmbnor idigaPniebtifigs

tobeface-tof ace in a personés
meetings can take between 1 and 2 hours. Further
contact may take the form of a meeting in the local
office, or another convenient location, a telephone
conversation, a letter, or an email.

Dementia Advisers and colleagues in the Early
Interventions and Support Service also conduct joint
visits. Joint visits seem to give families an opportunity to
put a face to the name of their Dementia Adviser early
on and learn first hand about the Dementia Adviser
Service. It also creates the opportunity to start building
the important trusting relationship between a person with
dementia and their Dementia Adviser.

Dementia Advisers have needed to be flexible in our
approach in order to respond effectivel y t o a
needs and preferences. This appears to be resulting in
positive outcomes for the people who use our service,
evidenced by the numbers of people who have made
contact with the service for further information or
signposting.

In service evaluation interviews conducted by colleagues
at the Association for Dementia Studies (ADS) at the
University of Worcester, people commented on their
experience of the service:

a probl

i So i f | 6ve
: ¥ A8

i got
aB@ytfiFil @ Polstimndde

i Walid, we met, she was the first person that
we met after youdd been
every month sheds at the

Signposting to other support and services

In our first weeks and months in post Dementia Advisers
spent time getting to know the local area and
familiarising ourselves with the support and services
available and the organisations providing them. Support
services, and organisations were all entered onto
Guidebook,
support and service. Guidebook provides accurate and
reliable information on local and national services that
might support people living with dementia. Dementia
Advisers are able to print a one-page record of a
service, to leave with a person with dementia, to help
with  memory prompting and accessing services.
Guidebook printouts include important information about
services such as whether there is a fee, who can be
contacted for more information, and a photograph of the
venue to help with finding the service.

pr o

particularly i mportant

own
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The biggest challenge in signposting has been the
limited availability of some services. In some cases,
people with dementia and their families have wanted to
take part in social activities, or attend day services that
are unavailable or inaccessible. The need for transport
to access services has been a barrier for many when
attempting to access services.

Dementia Advisers have been well placed to identify
gaps in provision and where needs could not be met for
other reasons and have ensured instances of unmet
need were communicated to local commissioners and
service providers. In some areas, where identifying
appropriate support and services was particularly
challenging, Dementia Advisers have needed to be
resourceful, creative, and persistent in supporting
people. With this has come a certain amount of
frustration.

The information needs of people with dementia and
their carers

In the weeks following the launch of the Dementia
Adviser service, a high number of carers who were
caring for a person with later stage dementia were
referred to the service. At this time information requests
came largely from carers who were struggling to cope
with caring. Some families reporting feeling close to
crisis; they did not know where to go to get support or
what services were available to them. Large numbers of
carers although they had been living with dementia for
some time sought more information on the diagnosis
itself, if only to try and make sense of some of the
situations they were facing.

As the Dementia Adviser Service became established
and the referral pathway from the Early Intervention
Dementia Service was implemented increasing number
of people with dementia had contact with the service
shortly after receiving a diagnosis.

Working directly with people with dementia required
Dementia Advisers to take a person-centred approach to
information giving. In practice this meant taking into
account a personos
their coping strategies and adjustment following
diagnosis. Often people did not know what information
they needed or wanted immediately after diagnosis and
it took time to discuss and identify with their Dementia
Adviser what information was relevant to them. Time
spent with a Dementia Adviser enabled people to
identify and prioritise their own information needs. For
some, information was more accessible when presented
in bite-sized chunks, whilst others required much more
detail on a wider range of topics. In our experience it
meant a lot to some people with dementia to have a
familiar voice on the end of the phone; someone to be
there along the way should questions or concerns arise.
As a carer of a person with dementia said:

iBut I can see that
a time when | need, when we need perhaps
more hel p,
i s out.

t hat there is
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there will, |

i ot me $0 krsow..c tbamif o r t

the main thing, not to feel alone. And I, | feel,
you know, had we been down in our old um, you
know, had we been down in [previous home
t own] t hat we
(Family Member).

The importance of listening well to people with dementia
cannot be understated. A vital aspect of the Dementia
Adviser role is to recogni
emotions, to listen to their story, recognise concerns and
stresses. Meetings between a Dementia Adviser and a
person with dementia have included discussions on all
aspects of dementia, as people take the opportunity to
talk and think about dementia. It is only through careful
listening that a better understanding of the needs of the
person living with dementia and their family can be
reached.

Sometimes the needs of the person with the dementia
and those of the carer differ. Here the role of the
Dementia Adviser is to balance the needs of the person
with the dementia and carer sensitively and
appropriately to ensure both voices are heard and
validated. Time to talk together can give families the
opportunity to support each other with adjusting to life
with dementia. For more on this see Keady and Nolan
(2003).

For some it can be difficult to speak openly in front of
others, and concerns may not be raised if people are
worried about misunderstanding, upsetting, or
disagreeing with family members. In other cases, carers
have taken on the role of speaking on behalf of the
person they care for. It has been important for Dementia
Advisers to stay mindful of this and to find ways to
involve people with dementia in discussions and
decision- making. One way we have done this is through
the use of prompt cards to help people with dementia
identify the subjects that are important to them.

Evaluation of the Worcestershire Dementia Adviser
Service

The Association of Dementia Studies at the University of

under st an d\Warcgstep ¢arriedhoatian evdleative wft theaDemeantia d

Adviser Service as part of the Department of Health
funded demonstrator project. The evaluation was
conducted coll aboratively
NHS Worcestershire, Worcestershire Health and Care
NHS Trust, and Worcestershire County Council.
Evaluation included seeking the views of people living
with dementia and their family members at two time
points, interviewing the Dementia Advisers every month
through the lifetime of the project and interviewing
stakeholders about their views of the service. Outcomes
of the evaluation validate the experiences and
observation of Dementia Advisers in setting up and
delivering the service.

The experiences of people with dementia and carers
feel there wild.l be
People reported feeling more confident about knowing

t who to go to in the event that support was needed. This
h e | wastparéculagly ievident whes ethe connectiom hwast

achieved through a joint visit with the Early Intervention

wo ul dmadirtt .hoa v

S e

0s



Dementia Service. The joint visit may have helped to
increase understanding of roles and support available
locally. One participant in the evaluation explained who
they would go to and when:

A[ EI DS Nur s e] or [ DA] ,
whether it was from a nursing point of view
which EIDS Nurse is or a practical point of view,
which [ DA] isbo

In those areas where Dementia Adviser Service was not
available, concerns about lack of continuity and support
were evident:

AThe | ast one was three
[ she] was due for
yesterday, and that has now been put back for a
further three months, which makes it six months
between-i nt er vi ews, whi ch
But I donot
wedre | osing
required | canot
concerno (Person

Member)

continuity,
judge
wi t h

Participants reported a range of ways they had benefited
from the service, including receiving information
concerning dementia and a range of issues associated

with their needs and the specific challenges
experienced:
ifiSo we have had |l ots of

booklets, inf or mati ono
and Family Member)

(Person

iShe came out , she
out with lots of information about you know
dementia and then Al zhe
on and off the phone t
with Dementia)

i
0

Such information also included the opportunity to plan
for the future, to address financial concerns and to better
understand difficult situations.

Outcomes were not as positive for all. Those who did not
have an initial face-to-face meeting with a Dementia
Adviser and colleague from Early Intervention Dementia
Service and only had the opportunity for telephone
contact were less likely to report feeling more confident
about accessing support and services. Those who had
not gone on to have regular contact with a Dementia
Adviser or other support services such as Dementia
Cafes were also less likely to report increased
confidence.

ANow | think the thing
things could run on quite a bit, and you may find
yourself a few months, a year or two down the
line, in a difficult situation where you then have
to contact everybody in, in a panic because
things have gone wrong. And perhaps the thing
t hat woul dbéve been,
happening is some kind of review, be it ever so
tiny, be it only a telephone call every six months
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mont hs
anot her

brought

woul d

say wel I,
you know,
Afwedre just reviewing

situation? Are things worse? Uh, do you think
you need, do we need to do any kind of review?

d e p e D@We Mmekd tooccOme amdh aldise about uh, other
mi ght be av:

t hat
woul d

services
think vyou
(Family Member)

feel you

Whilst it should be noted that the Dementia Adviser
Service does not aim to provide ongoing intensive
support to families, some participants reported a lack of

support in this area. )
ago, in fact

Whasnhakes & good Bémerttia Adviser® r

The evaluation has also highlighted the range of

I 6 m rkrowiedbeaapdpskills weiededh by .a .Dementia Adviser in
consi dethat t hat

ordeo ot@ debvaro a gphrson centred service. The

w reguirements of ihd réleswerendedtified asl | y
but
De me n te aBeing alamgside thenpeisgn living with dementia

it does cause some
and their family in their journey with dementia,
which includes making contact with them on a

regular basis, dependent upon their needs;

e Carrying out an assessment of need through
which the requirements for information and
advice, support and signposting can be
determined,;

uppo PrQVidingpiQf?{rBaitiqnoqnq( advice which is
i th

sgnéiw%lyntgllpr%d to the expressed needs of
the person in receipt of the service, which can

range from:
me @ Iffgrmaigon congerning demesntia itself;
o Coping strategies for managing specific
60 s a n dssuks sich asainderstamding the impact of
r a c t deméntiayugon belddours o n

o Living well with dementia;

o Future planning;

0 Benefits and entitlements;

0 Signposting, which involves the provision of
information about local and county wide
services that are available and which can
also involve assisting the person to access
those services as appropriate to their needs;

o Providing sensitive assistance with planning for
the future, including information about finances.

Promotion of the role and service, and raising
awareness about dementia to individuals,
groups and organisations within the local
community;

t hat ¢ wNetwerking sand ndevelopigg partnerships with

key agencies and individual professionals;

e Developing local knowledge so that signposting
activities can be carried out effectively;

e Responsiveness to populations who may be
hard to reach;

evenpt  t at un,
P Identﬁ!lcanon of unmet needi.1

[ Bl

i We s a\
Afyoubre on
wher

V



Conclusion

A diagnosis of dementia means a gradual process of
adjustment, a process during which access to
information and support will be important for many.
Having the opportunity and being given the time to think
and talk things through with a trusted, skilled and
knowledgeable adviser, to better understand your
dementia and to find out about the support and services
available to you, will be essential if people are to live
well with dementia.

Despite the challenges faced in setting up and delivering
a new service, people who have had access to the
Worcestershire Dementia Adviser Service have reported
improved outcomes in understanding of dementia and
access to support. To deliver the service effectively
Dementia Advisers have had to be creative, resilient and
highly skilled, and be particularly aware of the dynamics
of person with dementia, carer, and professional,
relationships.

The Dementia Adviser Service in Worcestershire has
now been extended. Funded by Worcestershire County
Council, five Dementia Advisers now provide a service
across the whole of Worcestershire.

To find out more about the Worcestershire Dementia
Adviser Service contact Gill.carter@alzheimers.org.uk
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MUSIC AND POETRY FOR THOSE WITH DEMENTIA

The Signpost team is sorry
to announce that a long
standing and valued
contributor, Dr Jim Ellis,
passed away just after his
last article was published.
Dr Jim Ellis was a former
Open University tutor and
became involved in
dementia services as a

and subsequent experience
of Al z hei nDiseales

d Inspired by his experience
he wrote many articles about dementia care and was
involved in several organisations and services. Dr Ellis
was a volunteer companion in a nursing home for those
with dementia. His particular interest was one-to-one
psychosocial interactions which he described in
numerous articles. He was also involved in dementia
awareness sessions for
Centre and Support Group, and was a member of the

Al zhei mer 6 s SmecReseargh@eoupClthares u

f r Path fup of laughiey. Prsthe oppogite Rage werg e first

wer e many wh o benefitted
contributions and we are sure he will be missed by all
who knew him.

gentleman loved singing the hymns he had learned as a
boy simply by hearing them so many times. A reference
to a particular hymn would be enough to have him sing
with enthusiasm words he had learned over eighty years
before. | would also have a tape available of hymns
sung by a youthful Aled Jones which he found very
moving and served to embellish the experience. At the
monthly services in the nursing home he would join in
confidently with me sitting beside him. He liked to have
his hymn sheet although his fading eyesight did not

resul t of his wife@kw gimdorngassiti o doubt years of the tactile

experience of a hymn book or hymn sheet conveyed
continuity and security. It would all help to consolidate
the occasion.

Even more surprising and spontaneous was an incident
with another resident when we were sharing responses
to 6A funny old worlddé, a vo
series (Bate 2008). Led by the resident we had been
concentrating on the images rather than the highly

inu r s ed@pPropriatg worgswhighaverg set in fhe spagiousness of

the left hand side page. Then we came to a photograph
of an ecstatic mother clutching her little child with them

two lines of the well-established so n g 6 When y
smilingbé6. My companionds &eye
began to sing. | joined in, carried along by her

The Al zhei merds Society conc egpthusigsmmangi felt we §ad livechaemomentzof jeydor i s

useful in developing the debate about the positive effect
of music for people with dementia and alerting carers
and professionals to its potential. However, singing has
been used in many nursing homes for people with
dementia for some time. Often this is led by a visiting
keyboard player; sometimes it is a visiting specialist
organisation like the Nordoff Robbins music therapy
service or the Glyndebourne Opera education group for
people with dementi a.
Brainoo, but
researching poetry and its benefits for those with
dementia. Not surprisingly there are fewer discussions
in the literature.

There is now a significant nucleus of professionals who
understand the deep effects of music which has been
recognised since Plato discussed it in ancient Greece.
Pl ato had no doubt about
music and poetry. Elaborating on this he recognises the
profound effect of musi c:
deep into the recesses of the soul and take the strongest
hol d there. o (Cornford,
rhythm has appeared as a component of therapy.
Applying coma therapy while interacting with her mother

the resident by transporting her to another world where
she was enveloped by happiness.

Sometimes the music and the performer are the key
ingredients. This is particularly so with George Formby
and his strongly rhythmical ukulele but the lyrics are
i mportant too as | have foul
wi ndows 6. Some r e shedgemuingdy s

Per hapsdM¥es efle P 6&‘@7tir_|’_ﬂﬁgfeogr cypated

t h e drige of fmmewark fort he | 998ks di vine

e bridegroo
have his job than mine [/ Wh
Even without the tape | have found some positive
response when the resident has attempted to join in with
my rendering of the words. This occurred particularly
with 61 dm I eaning on the | a
street 6, another Formby son
perhaps sparking a real memory with the first words

t h e cregtiggeasimple bytstrong ifpge.r t anceod of
6 ¢ A fompletely punfgresgen apdy wiplanped sepispge

involved”myself and three residents. Initially it was an

remarkalle oggasion.whep L jpined @ resident,sitting
alone at one of the dining tables. We chatted as we
usually did about her early days on the family farm until

Clarke (2004) writes of 6danc9® §f thej carg @ssistants (brpught ralong ktwop giherg g

the dementia. This one-to-one interaction contrasts with
mu c h of t he 6Musi c for
emphasis on group work.

Hymns and Songs

My own experience has been with one-to-one situations
which often have arisen quite spontaneously as a result
of an initiative by the person with dementia. One
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residents. One of them was waving her arms about as
shg often didsand qyite spgnipReously | gegan singing
the Hokey Kokey. Two people joined in enthusiastically.
There was no question of standing to do this, as all
these residents needed help in walking, so we did our
own sit-down version. Everyone was able to move their
arms and two tried some movement in the legs. It was
all rather haphazard but assessed by the vigorous
response of these residents with different degrees of



dementia it was a really worthwhile activity. There were
whoops of exhilarating laughter and shouts as if the
contents of a container had been released. A need had
been met it seemed.

Many of our musical experiences were far less
spectacular and were often nothing more than a
tape/disc of popular song or even my own efforts to sing
a few lyrics quite unaccompanied. | noticed that these
personal attempts of mine were often more effective for
the resident than simply listening to the tape for it
emphasised the social aspects of the live experience
with two of us interacting and my companion trying to
sing a few words.

Poems

The poems we used to share were always those which
were most likely to be accessible in terms of meaning
and general appeal. It was often clear that they were
recalled from school days and sometimes the memory of
several lines would have remained. A strong feeling of
achievement was often present with people obviously
pleased with their ability to offer something from within
themselves. An example of this arose in a happy
session | had with a gentleman who had a long
established interest in steam locomotives. He was
always keen to tell me about the old semaphore
signalling syfsaielms ad red
fascinated by the DVDs of steam trains | used to bring
along for us to view together on my portable DVD player.
The poem that we both enjoyed so much was
W. H. Audends Night mail
the Post Office film.

My companion very much appreciated the way in which
the words, rhyme and rhythm reflected the speed of the
train. In the first five lines the train is moving at speed
initially then we feel the effort of the Beatock climb:

This is the Night Mail crossing the border,
Bringing the cheque and the postal order
Letters for the rich, letters for the poor,

The shop at the corner and the girl next door
Pulling up Beatock, a steady climb.

Later in the poem the rhythm quickens as we hear of the
many letters and their varied content. This is another
strength in the poem for people with dementia as the
images are concrete rather than abstract:

Letters of thanks, letters from banks,
Letters of joy from the girl and boy,
Receipted bills

and i nvi

Poems with a strong, clear narrative like The
Highwayman have been particularly successful. This
poem has many of the qualities of Night Mail especially
the powerful rhythm, this time reflecting the galloping
horse:

The road was a ribbon of moonlight over the
purple moor,

And the highwayman came riding 1

Riding 1 riding -

12 | VOLUME 16, NUMBER 3, MARCH 2012

t

originally

at

The highwayman came riding, up to the old inn-
door.

The whole poem is rather too long to hold the interest of
some residents so | tell the story in brief first then omit
some stanzas as | read the poem. This approach seems
to work quite well with people exhibiting mild dementia.
For those with more severe dementia and short term
memory loss further modifications are necessary. We
always try to end the session before interest begins to
fail. The penultimate stanza makes a powerful,
summarising finale:

And still
wind is in the trees,
When the moon is a ghostly galleon tossed
upon cloudy seas,

When the road is a ribbon of moonlight over the
purple moor,

A highwayman comes riding i

Riding - riding -

A highwayman comes riding up to the old inn-
door.

of a winteros

Quite different are the limericks of Edward Lear. These
have worked well with residents who have more
advanced dementia. The limericks could well have been
written especially for people with dementia since they

idtesy i @ dave anthny eharacteristics that aid accessibility. They

have brevity, strong rhythm, rhymes and concrete,
humorous images. The mini story of each limerick
relates to subjects familiar to all as with:

written to accompany
There was an Old Person of Mold

Who shrank from sensation of cold;

So he purchased some muffs, some furs and
some fluffs,

And wrapped himself from the cold.

Perhaps | should not have been surprised to find that
Leards The
resident without exception, clearly remembered from
school days with affection and perhaps not heard since
then. | read it many times on visits over a protracted
period and never failed to engage people in delightful
response from the memorable opening lines:

The Owl and the Pussy-cat went to sea

In a beautiful pea-green boat,

They took some honey, and plenty of money,
Wrapped up in a five-pound note.

It has all the key features of the other poems with the
addedéhumour of fantasy.
us be married! too | ong
repetition all combine with the other features to make the
poem ideal to stimulate a range of people with different
degrees of dementia. The poem ends as strongly as it
begins

And hand in hand, on the edge of the sand,
They danced by the light of the moon,

The moon,

The moon,

They danced to the light of the moon.

Ow | -cabwasl kndwh by ey s s y

The

we



Conclusions

Overall, poems and songs can be appreciated at several
levels. With more advanced dementia there is likely to
be less understanding at a literal level, but my own
experience of sharing poems and songs has suggested
an understanding at an emotional level (Ellis, 2010).

All of the experiences described here have taken place
as part of an on-going relationship between myself and
residents (Ellis, 2009). To sit down with a resident as a
6celad | er 6 would be 1| ess
subtle understandings that are present in an on-going
companionship. The interaction of resident and
companion is a delicate one developed over a period of
time. The material, whether it be song or poem, is the
catalyst. If chosen appropriately it can greatly enhance
the relationship.
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| COGNITIVE STIMULATION THERAPY GROUP

Cognitive Stimulation
Therapy Group

Pamela Noble qualified as a social worker in 1979.
She has worked with people with a diagnosis of
dementia for many years, also working and
learning from carers and the person with dementia.
In January 2011 she joined Solace.

Solace primarily supports carers in their journey of
supporting their loved one. My role is described as that
of an administrator, which has never been one of my
strong points! The job title is Volunteer Carers Support
Worker and it has given me the most enjoyable fulfilled
work of my working life.

When | arrived at Solace Cognitive Stimulation Therapy
groups were already in progress. | assisted a nurse Tim
Nicholls in running the groups. However, Tim was
unexpectedly unable to facilitate the group so | had to hit
the ground running and | had only been in post for 2
weeks!

Cognitive Stimulation Therapy (CST) is based on the
handbook i Maki ng a
Thorgrimsen, B. Woods & M. Orrell). CST is a series of
sessions that take place over a seven week period with
two sessions each week. The basis of cognitive
stimulation therapy is to provide person centred care,
helping the person to regain/develop self esteem. The
principle that | work to is achievement; to help everyone
feel that they have achieved without making it a serious
occasion. Ensure that everyone has fun, lots of laughter
and that they feel
are no mistak e s, everyoneds
valued.

The programme starts every time in the same way,
attention is drawn to the board which gives the day,
date, season, group hame and theme song. The activity
for that session will also be displayed here.

Every participant is welcomed, refreshments are
provided, and once people have settled down the group
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Di f f er e nkogdythis |§n|f§,With remy

. endless.
they are n- a

P nput whrPassdbcBtidiP this &&sibn is dds&H on the interests

is then divided into people with dementia and carers.
Each group has their own room. The carers are offered
information during their sessions; here we invite
speakers to attend, such as a solicitor, pharmacist,
nurse, occupational therapist, Age Concern etc.

The first session can always be a bit strained as people
are meeting for the first time and they do not know what
is expected of them. | aim to make it as pleasant and
easy for everyone as | can. Prior to attending the CST
group O6getting to
assist in selecting resources to use and at what level to
pitch t he group, t o best
individdsal sé nee

A typical session

Once the group have chosen a theme song, handouts
are given to everyone so that they can read the words (if
they need to) and join in. We then go over the board to
refresh and orientate everyone to what we are doing.
The date, day, season, group hame and theme song are
identified. Soft ball is played. This can become quite
competitive and is always really enjoyed by the groups.
A discussion about current affairs is also encouraged,; |
would choose a topic that is light hearted from the press.
Everyoneds

Now to the job in hand - The identified activity

| have built up a large resource base which provides a
lot of scope for all the sessions

Physical games; skittles, pitch and toss.

Sound; a sounds effect CD that the group has to try and
a sound to a picture.

Reminiscence: Discussion on their earliest childhood
memories, looking at old pictures etc.

jniseepcg, | ask what has been
their favourite foods and then make it for us to taste/eat.

Money; again dovetails with previous sessions. | have
some pre-decimal coins which we use to compare old
and new and discuss what you can get for your money.

Faces/Scenes; there is a plethora of famous welsh folk
sports personalities, politicians, actors, the list is

6safe environment 6.

of the group (e.g. travel, geography, food, fashion). For
example if it is sport, trying to name as many sporting
activities as possible, then the competitors.

Being Creative; potting up bulbs that are already
sprouting so there is a quick result, flower arranging, and
pottery.

know youb

S

opinion is valued

Ther



Orientation; using local and world maps identifying Without maintenance the building fell into dis-repair and

where you were born, worked, travelled etc. was vandalised. To avoid total destruction when the
development of Atlantic Wharf was being undertaken the
Number games; playing darts, pool and then counting up Church was carefully dismantled in 1987 by The
the scores Norwegian Church Preservation Trust. Parts of the
interior of the church were rescued and stored. The
Word games; hangman, crosswords Trust, in partnership with a Norwegian Support

Committee, based in Bergen, raised £250,000 in Wales
& Norway to dismantle and re-erect the Church on its
present site. The site was provided by Associated British
Ports and the building now occupies a very prominent

routine and genuinely look forward to coming; they are pots)lt_lon on _the Cardiff Bay Waterfront.~ Thz Trusts
building friendships. The atmosphere is one of objectiwv ehs were to nadva ndc €
realisation, this being that th Brs/moténg et € lpFrma@ent pEe%eré/atl%n%l%ré] b o
The support that they give to each other is superb; if Tihe c as
someone cannot remember then |s OW IS | for{nangdl anécbccfaswns qd they P%ave
their understanding of each o?qﬁegtlh Eorgaoupfg?t SNgs) meetlngge

It was agreed that we would meet here, so at the
beginning of July 2011 seven of us met, no one else

Quotes from a CST group held in 2011 came for the tea dance, so
had a dance of our own.

Finally to end the session a_group quiz and afternoon
tea.

| find that by week two most people have settled into the

The following week we all met again but this time the

iwe are all the same; | t horUJ kers had growp.al had firokep t jsaing carers and
stupido aid that we had had a good time and they should join
us if they wanted to.
iwe have fun and |l augh a | ot o
The numbers have grown over the weeks, we now have
FWe dono6t want it to stventysixpeople on average who attend every week.

Because of its success we have had to restrict the

ANone in the room can mak e'umberg,fodnyitation enly to those people who have
attended the CST/carers sessions.

Following on from the end of this particular group they . . )
wished that CST could continue and so the group The Norwegian Church has become a social event;

decided that they woul d meet REQPImEgetihereand hqueglunghbefgre coming ig forag
houses in rotation, they asked if Jan (SOLACE session.

coordinator) and | would come along to help. The carers
had found that the improvement in the person with
dementia was so noticeable that they wanted more than

the monthly maintenance session and wanted to and they are left with catching both or neither! It takes a

continue with trying to maintain the results shown. Also caree of con ntr tion and co- ord nation. eve and han
the support and friendships tchef %e oy jnation, & dal"i
con oI ing There is always a

€4g
f.o rum. was tnvaluabl e osetieset he yfrlendly compe itive egzenio alfthe games, but praise is

A typical session will be some physical activity e.g.
throwing two soft balls at the same time, it is surprising
how many times the balls are thrown to the same person

friendships. part and parcel of playing. A parachute is used and

again the idea is to keep two or more balls

bouncing/moving around inside the parachute.
Norwegian Church - videos of memories Throwing quoits, throwing bean bags onto a score chart

on the floor again requires hand and eye co-ordination
This came about due to the wishes for the CST group to and the concentration to count your own score. Carers
continue, but also | was increasingly recognising that the and people with dementia all join in; they attend and
monthly maintenance CST group attendees were participate. They then move onto sitting and talking.
showing signs of deterioration. The time gap of this style There is always a general buzz about the room.

of interaction was too long.
We are fortunate to have a number of piano players in

The internet is a wonderful resource and whilst trying to the group, so the rest of the afternoon becomes a sing-
find a | ocation to be abl e t songmReussion instumants@re given outsmeveryone e a
dance at the Norwegian Chur ch@n joinTrh iSemecdgrowp eeémbérs ensaurage athee d

in Cardiff Bay, originally it was for Norwegian sailors that singing, competitive fun is always had when one side of

were employed by the Norwegian merchant fleet. The the room is singing O0Pack wup
church was built in 1868. As export of coal from Cardiff bagd, and whilst the other h
docks declined, the building was passed to local control, to Tipperaryd. ratbmat takes ¢

but as financial constraints occurred the church closed.
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Life Story Work

Dementia is such a cruel illness that slowly takes away
every part of the person that you love. So the life story
work has become a key approach of the CST work.
People who attend the groups still have the capacity to
consent to be videoed and are still able to discuss and
share their life story.

The relationship that is built whilst attending the CST
group provides me with an insight into their childhood,
when they were young people, what their job had been
and their interests/hobbies. | have had the time to get to
know them and have learnt what their favourite food is
and what food they dislike. A trust is continually being
developed between us all.

| explain and discuss with the individuals if they would
like to be videoed and have a permanent record of
themselves talking, laughing, and sharing the naughty
things that they got up to when they were young.
Whatever they want me to record, | do. You cannot
capture the facial expression, smiling, and the body
language with just an audio recording device. Their carer
is made fully aware of the reasons why a permanent
record would be beneficial and more often than not they
also take part in the life story recording.

Permanent memories

This DVD is produced only available to the family, no
duplicates are held. This is their own personal record.
The DVvD could be shown to
nursing/residential/domiciliary staff if that should be
needed in the future. It is far more powerful to see
someone saying what they like and what they dislike.

When permission is gained | also record some of the
activities that we do at the Norwegian Church. These
are then edited and a copy is given to everyone. Again
this sharing may be useful, for memories of each other
e.g. a couple dancing. It may have been years since
they have managed to do this. They are in a very safe
environment because the room is closed off. Everyone
in the room is in a similar position, either a carer or being
cared for.

Singing; everyone loves doing this even if they are very
hard of hearing. The body language between the
couples/friends is evidence of the enjoyment and
relaxed approach. Everyone enters the room with a
smile. People now know each other so well they can tell
if someone has had a bad week, so listening hugs and
reassurance is always there and at hand. | think the
same premise goes for the carers. They feel safe in that
room. They are with others, with the same
understanding and empathy and who are all trying to
cope.

People have shared with me that when the person with
dementia is anxious, if they play the DVD then they will
sit and watch and sing along. They also recall some of
the faces, it creates a distraction and a diversion.
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Volunteers

Solace has a number of volunteers who help at the
Norwegian Church and we could not manage without
them.

6 A-6an ex-carer that came upon Solace by chance.
Thank fully he has never left and has grown to be my
organiser.

0 V-@& young Hungarian lady had already signed up to
volunteer and again came upon Solace by chance. V
also helps with the Cognitive Stimulation Therapy
groups so she is already a known face to them at the
Norwegian Church.

0 D-dwas co-erced by a family member to come. After
week one he was hooked and now refuses to do a shift
in work if it interferes with his volunteering

6 G @ne young lady who helps in a very special way to
edit the DVDs. She takes out all my mistakes! She has
a degree in film making and video editing so the finished
article is as professional as one can get. She makes
sure the music is the favourites of that person giving
their life story. C has said she has laughed and cried so
many times doing this work but without her the families
would never have the DVDs and the memories that are
created.

For me | have seen positive results in carrying out the
Cognitive Stimulation Therapy sessions and then
continuing with a weekly maintenance session. The
benefits are so obvious for the person with dementia and
the carer. And there are no side effects as happens
sometimes with medication!

The Future

Because of the success of the Norwegian Church and
the obvious advantages of the group meeting weekly,
Jan and | applied for money to fund another venue, the
bid was successful.

So this means for people attending the Cognitive
Stimulation Therapy 7 week session they will then be
offered the opportunity to attend weekly sessions at local
Church.

References

Spector, A., Thorgrimsen, L., Woods, R. T., Orrell, M (2006).
Making a difference: an evidence-based group programme to
offer cognitive stimulation therapy (CST) to people with
dementia: the manual for group leaders London: Hawker.



| DEMENTIA: ENRICHING LIFE WITH CREATIVE EXPRESSION

Dementia: enriching
creativeexpression

I am Claire Ford and |
currently work as a
freelance Creative
Practitioner with hard
to reach groups. | use
many techniques and
skills within creative
facilitation and design
specifically around the
group or individual.
The Arts empower,
engage and develop
overall confidence and well-being but most
importantly, transform lives.

Dr Gene Cohen, the founder of the National Centre for
Creative Aging (NCCA) suggests that as cognitive ability
deteriorates with dementia, creative abilities increase,
enabling new ways of communication through creative
engagement. Dementia is predicted to double in the next
decade, with the arts to be seen as a powerful vehicle,
providing rich life opportunities for people affected by
dementia.

Becoming older can be a frightening and daunting
experience. Not only does health and mobility decrease
but there can be numerous losses of family members
and friends. So how do individuals feel when they
develop dementia? The loss of memory can affect
relationships, communication, language, problem
solving, functioning in daily activities, behaviour changes
and emotions. The disease affects not only the individual
but families, carers and friends alike too.

Todaybs cul ture can be
concentrating on the negatives and the sadness of the
disease, unaware of the unlocked potentials of the
individual. Our culture needs to shift and alter to open up
further opportunities and access for this audience. This
will improve health and well-being, decrease depressive
tendencies and empower individuals in their lives. Sixty
four percent of people living in care homes have
dementia® therefore we should be doing more to assist
and promote satisfying and dignified lives. Individuals
with dementia are known to have vivid imaginations and
this iper sonal i magery can I
things for creative processesbz.

The USA is developed in this thinking, promoting the
arts as an access tool to unleashing creative potential.
The arts provide stimulation, engagement and

17 | VOLUME 16, NUMBER 3, MARCH 2012

life  with

empowerment, raise awareness, develop relationships
with loved ones and contribute to this change in culture.
Artists and Creative Therapists are closely collaborating
with medical staff to provide unbelievable care
programmes around the US. Due to the extortionate
medical costs in the US, these programmes are vital in
cutting medical costs and improving overall health and
well-being.

| was awarded a Travelling Fellowship which was funded
by the Winston Churchill Memorial Trust to support the
development of knowledge and skills in Arts and
Dementia Programming. Travelling for ten weeks in six
US cities, including Milwaukee, Chicago, Minneapolis,
New York, San Francisco and Washington DC meant
that 1 could explore creativity at an entirely innovative
level, observing, taking part and facilitating art activities.
| had the phenomenal experience of shadowing,
discussing and debating with leading practitioners and
clinicians in the field of arts and dementia.

The AfAMeet MeS padrammveOiv New York
(Museum of Modern Art) is where my planning began. It
is internationally recognised for its commitment to
access programmes for hard to reach groups. Groups
include mental health, blind and partially sighted and
individuals with dementia. The programme began back
in 2006 for individuals with dementia and their
caregivers with the aim to enhance their quality of life
through mental stimulation, communication, personal
growth and social engagement.

A specially trained Educator chooses around three to

four art works around a
The discussion begins with an overview prepared by the
educator on art history, developing later onto

i g ANEePretatien and expresgigny A disqussion question

ead

such as OWhat
inspires conversation. These open ended questions
provide opportunities for realisation and reminiscence as
well as creativity and imagination. There is no right or
wrong answer at MOMA. If the participant reminisces
about one® life then there is the prospect to delve in
further.

| was overwhelmed with excitement when it came to my
observation at 0 Meet Me at
how naanyé)ffrticiparétsotrrle{e were(,) ?Iling thg (():(()Siridors,
sticlt<ing on their name badsges and nd Wonder the
museum had to close. As the programme began, |
suddenly became aware of one participant in particular.
Whilst walking into the gallery he was bubbly and loud
but as soon as he saw the art work he settled and really

gi ve

dios ypai msteien gi?

\



related to it. Not only did he appreciate everything that
was going on in the paintings but he recalled his own life
stories throughout t hem
programme was obviously a time where he could
transform and feel a purposeful joy from the art works.

ONMZMA O cair er

A quot e f rMen aat

i We bot h prbgramme. Alltihe instructors
have been wonderful, dedicated,
knowledgeable, and sensitive. It is so important
to let the people with memory loss articulate
their feelings, imp

Not only does this quote demonstrate the participantsd
enjoyment and engagement but it also shows that
MOMA listen and take into consideration the needs and
values of someone with dementia. They feel appreciated
and valued within the museum to explore and
intellectually discuss pieces of art.

B -

Photo 1. SPARK programme at John Kohler Art Centre

Timeslips is a storytelling programme developed by
Anne Basting. Timeslips can be interpreted into various
environments and situations, from museums and
galleries to health settings and care facilities. It uses the
imagination to make up brand new stories by looking at
a variety of images. Images were looked at in the
broadest sense from sculpture to colour and dance. The
same approach is used by the Museum of Modern Art
(MOMA) too. The pressure of getting an answer right is
demolished and this open ended, imaginary world is
entered which empowers and satisfies everyone
involved.

Carers and loved ones feel obliged to reminisce, ask
guestions and build on the history that once was. But
this can cause anxiousness, depression and a sense of
loss for the individual with dementia. So surely art
access programmes should be available here in the UK
too? Could more be done to make carers aware of the
disease and what will benefit their loved ones? Or is this
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t oo.

all down to our stereotypical culture and the way we see
dementia?

AEP\S %M%?tl naﬂeafltsoM?Méo aut ho
says
hundred

AAlizmer 6s i s a yea

p ar bverahe pilk Mhe entire scientific, technological,

and political framework needs to be reassessed
to better sense patients and families in order to
help people maximise their quality of life as they
move alongthe path of co@nitive

ressi ons Havrdd werbegin changmag auroculture? Popular culture

is everywhere we turn with film, newspapers and news
stories alongside the struggle with the economic culture;
therefore it is a constant struggle to make change.

6Creat Agingd does not only m
or play a musical instrument but in the broader sense

can mean a change in reactions or new way of self in
the worl d. Take the famous ¢
example. At the age of 78 she painted her most
celebrated works and was highly successful. This
provides insight into how older generations perceptions
change on their own life. As people get older they begin
thinking of new activites and hobbies they can
undertake such as their family tree, painting and
travelling etc. But is this
time on their hands to undertake such hobbies?
Numerous studies show that creativity in old age
increases empowerment, lowers medication and
depressive tendencies and improves overall life and
community. These additional activities in later life could
indeed result in positive feeling and improved health.

Photo 2. SPARK programme at John Kohler Art Centre

Richard Taylor, a psychologist and author of the book
60Al zhei merbés from the inside
view point of being diagnose
at the age of 58. Richard captivates you on his personal
journey through his diagnosis, challenges and decline of
having dementia. His honesty and commitment



throughout is powerful not only for the reader but in
making a change to those
Throughout the book he mentions his love for music and
how his skills in writing and storytelling developed with
the disease.

i am going to do
sound, healthy, and alive when | sing!&

mor e

Dance, theatre and movement also play an important
role in overall health and well-being for those with
dementia. Kairos Dance is an intergenerational dance
company directed by Maria Dubois Genne in
Mi nneapolis. The ¢Daa isibasad
around the older population and for those with dementia.
The Kairos Dance team enable all participants to dance
in one way or another, either by foot, walking aids or by
sitting. Anything is possible and there are no limits in the
eyes of Kairos.

Photo 3. Kairos Dance with Veterans Group, Minneapolis

| walked into a room of around thirty veteran men who all
suffered from dementia. | had reservations of how the
Kairos team were going to engage and get all these men
to dance, but sure enough they did. Enabling choice of
song, dance, stories and themes really empowers and
engages participatory arts in this type of setting. | have
never felt such emotion. When three men started crying
and reminiscing about their dancing days it became
clear and apparent that the arts should be statutory for
our health and adapted i
everyone left happy and elated.

| also wanted to experience the intergenerational side of
Kairos. Around ten participants came together from
various generations to share their love of dance. It
bridged a gap between the generations and provided
strong relationships a n. dat
regular intervals during the year the intergenerational
group perform for many different audiences across
Mi nneapol i s. These i
abilities.
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nvol ve

| got talking to a member of the intergenerational dance

af f egeoupei dDiannée, wino has ICerébeali Padgy ddwe het right .

hand side. She needed prompting with conversation and
was pretty quiet and distant. But before long she came
out with,

ngiRgoplle faereel thédfeesosmuahroi e s ,
tell, if you only open their pages and read what
they have for youo.

Diannebs phrase stuck wi t h
fellowship and will do for a very long time. It felt as
though this was a phrase she felt supported by and that

He daneantpa Igs foohgry Sonwhy are we not listening and

nt o

a

reacting to the positive outcomes of the arts back here in
the UK? When we could be enhancing these specific
access programmes to improve lives.

Similarly | was speechless when | realised the
seriousness of being stuck in a lift for two hours with four
individuals with dementia and their carers. After
completing what was a fantastic SPARK programme at

the Milwaukee Public Museum it was time for lunch.
Everyone jumped in the lift and thatis when it h
WE WERE STUCK! A wooden broom stick was lodged

down the shaft, dangling us between two floors. The
nervous laughter began.

The carers and | were all becoming very worried when

role reversal set in. Those with mid stage dementia
began singing and laughing to keep us occupied! One

lady even sang a nursery rhyme in French which was
extraordinary and certainly took our breath away. To me
this is a prime eAgagbdplien oafct
Nobody knows what was going through their minds that

day, but they were able to react to a panic stricken
situation creatively before any of the younger adults
stuck in the lift that day.

Carrying out this life changing fellowship has enriched
my life and | now hope to change and enhance the older
generation. We need to appreciate those who once
taught us and provide stimulating activity to transform

our culture.
a new 6medicationd. That day

As this generation is predicted to double in the next
decade, the arts can contribute to this ideological shift in

how we t hink and wrongl vy S
Altering our perceptions from deficiency to rich,
satisfying, expressive experiences, that today is
possible.
new O6familydéd to form
AWe shouldndét discard the
ways to cherish themd.
al | participantsdé6 ideas and
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Development of physiotherapy guidance and treatment-
based classifications for peoplewithHunt i ngt ono s

Lori Quinn and Monica Busse write about the
creation of a physiotherapy guidance document for
Hunti ngtonds di sease on
t he European
(EHDN) Physiotherapy Working Group

Background. Huntingtonos
degenerative neurological disease that results in a triad
of clinical symptoms, encompassing motor, behavioural
and cognitive impairments. Researchers have
developed a better understanding of the complex nature
of the movement disorder in this disease, however to
date, physiotherapy intervention is not consistently
provided [1].

The literature in support of physiotherapy for people with
HD is lacking. Two reviews have noted that to date there
has been only a small amount of evidence in support of
physiotherapy within HD [2, 3]. For example, a before-
after trial with a sample size of 40 found an intensive
rehabilitation programme of 6 sessions per week
demonstrated an improvement in motor function over the
two year period [4, 5]. Positive findings from
environmental enrichment studies in mice also provide
some support for the basis of physiotherapy for people
with HD. In mice models of HD, those placed within an
environment providing physical, mental and social
stimulation have a slower disease progression, and
maintain motor function for longer compared to those
housed in more isolated conditions [6, 7].

Clinical guidelines are evidenced-based
recommendations for clinical practice in specific
conditions [8, 9]. The availability of guidelines facilitates
uniformity of care and standards of practice with the aim
of improving quality of care provision. One of the
difficulties in developing clinical guidelines for complex
neurodegenerative diseases such as HD is that
individuals present with a range of physical, cognitive,
psychological and social care needs over an extended
time frame. Researchers have argued that in order for
therapists to develop consistent approaches to common
patient problems, so that the efficacy of any one
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Di sease

approach can be tested, better
required.

categorization is

The Physiotherapy Working Group (PWG) of the
European Huntingtonods Di seece
therefore set out to develop a guidance document, to
provide a written framework for the physiotherapeutic
management of people with HD. The aims were to
provide, where possible, a scientific evidence-based
document to inform the optimal, individualised
physiotherapeutic management of people with HD. This
included the provision of a framework for the
physiotherapeutic management of people with HD, using
categorization of common signs and symptoms of

b e Avgiqalrand ggtor funqjoging. il gY@y 3ls@ aimgdsto

Huntingtonb Shlghll%ltlt tﬁcé?rglflg ewdF\p&e quQJﬁ)fthherapy (PT)
wi

practice people with evaluating the
effectlveness of any intervention strategles presented in
the |I{e@t|5r The uglmateagoal of the guidelines was to
enable uniformity of care internationally.

Methods

The Physiotherapy Guidance Document for HD was
created through a combination of available scientific
evidence and expert consensus. A literature review was
completed (1950-2009) using a PICO (Population,
Intervention, Comparison, and Outcome) approach.
Thirty-one papers were reviewed in the full guidance
document: 3 reviews, 9 PT related studies, 11 gait
specific, 1 muscle strength, 3 balance and mobility, 1
dystonia, 2 upper limb specific and 1 paper regarding
multi-sensory stimulation were identified.

The identified evidence was then summarised
independently and then discussed at a European
Hunt i ngtonos Di sease Net wor k
Working Group (PWG) meeting. Amendments were
made to the document based o
a second phase of development, sections of the
Guidance Document were reviewed in detail by
subgroups of 2-3 members of the PWG. Feedback from

the subgroups were directed back to the authors, and
integrated into the final document.

Following publication and dissemination of the Guidance
Document, the PWG developed 7 classifications to
address the heterogeneity of patient conditions in people
with HD. The goal of these classifications was to
provide structure for standardised data collection of
interventions and outcomes, and consequently inform
evaluation of complex interventions and advance
research into care and evidenced-based service delivery
for people with HD.



Results: Physiotherapy Guidance for HD

Here we report the summary recommendations. Greater
detail on each topic as well as the review of the literature
can be found in the formal physiotherapy guidance
document:

https://www.eurohd.net/html/network/groups/physio/phys
iotherapy-guidance-doc-
2009.pdf?eurohdsid=d7e987cc87f9d541b70dc6497d223
d66

The reader is also referred to the original paper where
the framework development is described [1].

Framework for patient management.

An important component to patient management in a
neurodegenerative disease such as HD is to consider
people at all stages of the condition, including those who
have the mutation for HD but are not displaying motor
symptoms (pre-manifest)[1, 10]. It is further suggested
that physiotherapy management of people with HD
should be modified according to individual problems and
to the stage of the disease. Currently, intervention
focuses on symptomatic management, however there is
increasing support for early intervention where an impact
may be made on biological processes with the potential
to influence on the natural history of the condition.

Evaluation and Outcome Measures.

The physiotherapy evaluation for people with HD should
be both anticipatory and responsive to the disease
stage. The physiotherapist should work in collaboration
with the patient and evaluate their individual
considerations [11]. The World Health Organisation
International Classification of Functioning, Disability and
Heal th (1 CF) [ 12] can aid

of functioning, and further facilitate consideration of the
triad of motor, cognitive and psychiatric symptoms that
are often seen in HD. It can be used also for goal setting
& treatment planning, and focuses on aspects of a
personbs
activities and participation i.e. the description of the
tasks (activities) and/ or life situations (participation) the
person wishes to be involved in, and the impact that
impaired body function or structure is having on these
aspects.

Caregiver involvement, wherever possible, is strongly
encouraged, particularly if the patient has difficulties
communicating  through  cognitive  or  physical
impairment. The objective evaluation should include
assessment of neuromuscular (e.g. bradykinesia,
dystonia, chorea), musculoskeletal (e.g. posture, range
of motion, pain, muscle strength), and cardio-respiratory
and cardio-vascular impairments (e.g. vital signs,
breathing function, exercise capacity). Standardized
tests can be utilized as outcome measures that may be
sensitive to changes related to any physiotherapy
intervention. The Berg Balance Scale, Tinetti Mobility
Scale, Timed Up and Go Test, Four square step test and
the Functional Reach Test have all been found to be
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valid and responsive clinical measures in HD and are
considered useful to detect those at risk of falls [13-16].

Physiotherapy Interventions.

Since pharmacologic interventions to date have been
ineffective in altering or slowing the disease process,
healthcare practitioners and patients themselves
continue to look for alternative therapies. While
physiotherapy has been shown to be of benefit for some
neurodegenerative diseases, such as PD and MS, the
evidence supporting its use for people with HD is limited.
Nonetheless, utilizing traditional physiotherapy
techniques with applicability to the special needs of this
population may provide some benefit for a disease that
currently lacks any effective treatment regimes.

The main goals of physiotherapy intervention will
generally change over time. In the early stages,
interventions will be primarily preventative. As the
disease progresses, interventions become restorative in
nature, addressing specific physical impairments and

resulting activity limitations. In the later stages,
intervention is primarily compensatory, in which
therapists devel op strate

functional ability despite progression of the disease.
With regards to falls risk, a clear justification of benefit of
any particular management strategy compared to the
risk that the situation presents should be elucidated.
Therapists working with people with HD should
acknowledge and facilitate independent mobility for as
long as is reasonably possible [1].

Similar to healthy individuals, exercise, including
strengthening and cardiovascular conditioning, is
recommended for people who are pre-manifest and in
the early stages of the disease. Exercise may be helpful
in minimizing _any neuromuscular or musculoskeletal

disease progresses and specific problems become
evident, therapists must begin to ascertain those
impairments that may be contributing to specific activity
limitations or participation restrictions. For example,
involuntary movements could contribute to balance
problems, but inactivity may also be a contributing
factor. Impairment-based diagnoses that may impact on
function include: dystonia; bradykinesia; moderate-
severe chorea or ballismus; rigidity; impaired respiratory
function and fatigue. It is important to manage the
secondary effects of such impairments. For example,
for patients with chorea, protective equipment can be
provided, and for patients with dystonia, loss of range of
motion and muscle imbalance should be prevented.
Functional problems that may occur include: impaired
fine motor skills and manual dexterity, impaired sitting
posture and sitting ability, impaired mobility, transfers
and gait; impaired balance/ and risk of falls and reduced
cardiovascular and general physical fitness [1, 13, 14,
15].

The potential impact of psychiatric impairments and a
patient ds cognitive stat
Therapists should consider whether or not a patient has
memory loss, depression, aggression, obsessive-
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compulsive tendencies, or anxiety, to name a few, and
these impairments must be taken into account during the
design of any intervention plan [17].

Treatment-based classifications.

Seven treatment-based classifications specific to HD
have been developed using the Guidance document as
a reference point. The primary findings discussed above
for the Guidance document were utilized to categorize
patients more specifically based on primary impairments
and activity limitations (see Table 1). Within each
classification, we determined signs and symptoms as a
method for categorization. We then listed general aims,
and provided specific intervention strategies and
outcome measures.. Clinical validation of these
classifications is currently underway across the EHDN
network.

Classificaion Dz phion of cliricd findings Stages of
Lizemze

A Bemise Fheance afmotor impaimment ; Pre-
Capacity and potential for cognitive andior Symptomaiceay
Performance betavourd issues
B. PBnning and Dificutty ard zlowness in Earwmid
sequencing aftasks | peroming functonal aciviies
(nzluding [dre==ing, bathing, A0Ls, =i to
bradwine=ial =ard, etz). Presence of apraxia

or impaired motor plarning ;

shwness of mowement andor

altered force generation capacty
C. hlability, Ambubtony ©or communi Eadywmid
Babn: Erlrll'lurd Fall=  |andir hg—.l!'raeh-:-ln:l distmgS; ¥
Fish balance, strength or tigus

rezuling in alls or high risk for

fdl=
0. Secordary huscuosidetal andfor Earmid

adaptive changes [ respiratony changes rezulting in
and de-condtioning | decreased paridpation in daily
activties
“E. Anormd rappmopnde algnmert duato fid-lde
posturing (seatng | adaptive changes, invduntary
and bed postioning; | mowement, irgbility to Bdliate
man:=l handing’ ar coordingte mowement

F. Respiratony Impairad respirgtory function hid-la=
dysfnction fjrco- and capacity; limitad endurancs;
ordnatian o impaired ainvaydearance; sk
digphragm) for nfection

G. PFalligiwe Care | Unable to ambuate; dependent  Late
for miost A0Ls; dificulthy

maint3ining uprght sitting

position; range of motion and
pulmaranyissues

Table 1. Seven treatment-based classifications
developed for physiotherapy management of people with
HD

Summary

Due to the progressive nature of HD, the needs of
people with this condition change over time, and the role
of the physiotherapist should be flexible in response to
the clinical need over the prolonged course of the
illness. Although the evidence supporting physiotherapy
interventions for people with HD is limited, there is some
suggestion from HD literature and from other similar
neurodegenerative diseases that exercise and other
physiotherapy strategies may be useful in minimizing the
effects of this devastating disease. The Physiotherapy
Guidance Document has been developed based on
expert consensus and available evidence and is freely
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available to the HD community. It does, however,
continue to be a work in progress and will require review
and updating as new more robust research becomes
available.

Limitations, Implications and Future Directions

The development of this Guidance Document and the
subsequent classification system is the first step in the
process towards solidifying the evidence base in
physiotherapy in HD. An important next step is clinical
validation and revision of the classifications, in an effort
to promote  standardization of care. Once
standardization of care is achieved, we can take the next
important step in evaluating the efficacy of
physiotherapy and exercise-related interventions
through pragmatic controlled clinical trials.
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G ene t I CS an d | Predictive testing is not to be taken lightly as once the
. test results have been revealed, there is no going back
D|Sease t o inot knowi ngo. There ar

From the Conference fAUnder stdemmhasnegpecially wheraviene gegeraiiog may refuse
Huntingtonds Disease i n a Mulatastdwhile the next gemeratioy is asking forronen me nt o

18" November 2011 o . o .
It is vital that the diagnosis is confirmed and that the

This lecture was presented concisely and clearly by Mrs. implications of the result are properly discussed before a

Ruth Glew, a Registered Genetic Counsellor, from decision is made about whether or not to proceed with

Cardiff. Ruth explained that thetesiwhiah i talyayddone inia segianal eentre such)

the children of an affected person have a fifty percent as the one in Cardiff.

chance of inheritance (autosomal dominance), with the . _ _ o

affected genes being found on Chromosome 4. Onset If a positive test resul_t is received, the individual th.en

can be at any age, but it is rare in juveniles. It is not has access to ongoing support from the Genetics

uncommon for HD to be diagnosed in late life, when it Department, which can help with issues such as

can often present in a slightly milder form. If the father is planning for the future, family planning, opportunities for

the affected parent then onset tends to be earlier. research etc. We were left in no doubt about the vital
part played by genetic counselling in the multidisciplinary

Genetic counselling for families of affected people is team approach to the holistic management of people

routinely offered and plays a huge part in understanding and families affected by HD.

and adapting to the diagnosis and in decision making _

with regard to predictive testing. Dr. M. Delyth Alldrick

Cardiff and Vale UHB
Ruth told us about some difficult cases, including one
involving a young family where, because of the illness,
all the children had had to be taken into care.

| bo!wht{ . /I L!¢w. hC | !b¢LbD¢ht
; Dr Rickardbs tal k idsiofgfHDlaridgsht e

NeurOpSyChlatry Of presentation, often with no discreet patterns. Brain

i A changes include generalised atrophy, especially in the
H un t 1N g t ono caudate and less activity in the striatum. There are
The compl exity of Huntingtonds BImplexairfesactigng which may desult inschanges in
progressive course, means that individuals with HD motor function, executive function as well as interference
require the care of a variety of specialists. Cardiff with the limbic system (affecting mood/emotion).

University School of Healthcare Studies held a course ) )
on 18" November 2011 entitled o6Yshdeamplexamay pf prgsentatigns could result in a
Managi ng Huntingt on 6 s-disBplirag as e Misdiagnesis. epirect;diagnostic labels or inaccurate

Environment 0. I have f ocus sandy histpyy maygontribpte to this. Hg glemonstrated
presentation on the neuropsychiatry aspects of the this by referring to an example of over 50 years ago
condition. patients with HD or a psychotic presentation were
misdiagnosed as schizophrenia. With current knowledge
Dr Hugh Rickards has been a Consultant in this is less so now. Misinterpretation of the presenting
Neuropsychiatry for 14 years with the Birmingham and symptoms e.g. restlessness, agitation and movement
Solihull NHS Trust. He runs a specialist multidisciplinary di sorders were described as
clinic for people with HD, and been the author of several overall clinical picture indicates HD.
papers on the subject of behavioural change in relation ] o ] ) o
to HD. His passion for the subject was reflected in an | have considered this in relation to my practice within
enthusiastic, comprehensive presentation, ensuring an the Memory Team. In early stages of a memory
engaged audience. He provided factual information with condition, some people may consult with minimal
statistics, but | found his holistic approach and referral to cognitive  difficulties. Despite aiming for an early
personal anecdotes very refreshing. The importance of diagnosis, the clinical picture may change over time so
lateral thinking and viewing the wider picture was caution with o6l abelsdo may
encouraged. thorough history taking one

features and the pattern of symptom development.
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Some diagnoses could be considered as part of a
spectrum. e. g. Par ki
and Dementia with Lewy Bodies (DLB).

This prompts me to propose a willingness to review a
diagnosis if new symptoms emerge or there is a change
in the clinical picture. Admitting uncertainty and allowing
time as a diagnostic tool may be appropriate.
Alternatively thorough re-examination of the patient and
notes, collating past and present facts and features may
shed more light.

Dr Rickards covered common mental disorders in HD.
He quoted that 63% of people with HD had a depressive
disorder, the 2" most common is anxiety disorders 29%
and 3™ alcohol abuse. The anxiety disorders cover

nsonos

Cognitive impairment in HD presents with an early lack

Daf abditg ® enultisk mewel as plan (@i @MQgnise. He
referred to a primary school teacher who felt she had
0l os't the weyes in the back
classroom setting.

Drawing comparisons with people with the commonest
type of dementia-Al zhei mer 6s Di sease,
guidance for prescribing medication for people with AD,
but no specific drugs are licensed to treat the cognitive
impairment that may accompany HD. Despite this, Dr
Rickards informed us that aerobic exercise and an
enriched environment may have a positive
influence.Another point of interest is which service
should manage people with HD? Years ago, HD was
nursed in the back wards of asylums. Recently it has

social phobia and agrophobia which he remarked are been 6excludedd from NHS aoc

not frequently talked about. Lots of mental symptoms (being deemed physical and n

cannot be readily classified and also a personality correlation between this and the debate when managing

change can be due to a general medical condition, such patients with dementia; to whom they are referred and

as HD. when? Memory service, neurology, psychiatry - it is a
. i thought provoking debate.

Dr Rickards quoted some symptom clusters associated

with HD: Indeed Dr Rickard certainly provided much food for

thought, and | am grateful he shared his experience and
¢ Personality / frontal knowledge in this specialist field. | may not directly come
e Depression/ anxiety in to contact with this condition often, but the whole
e Psychosis course has enhanced my general approach to all
consultations; questioning more, challenging information

| considered this with respect to my clinical role in and it is important that everyone is considered as an

assessing people with memory difficulties. individual, and not a classic text book case.

Predominance of these symptoms may emerge in

different types of dementia or at stages of its Dr. Rachel Brewer

presentation. This may impair clarity of the clinical Memory Team

picture or contribute to uncertainty of the likely diagnosis Cardiff and Vale UHB

at a specific time. Also classic presentations of common

problems present in an atypical/indirect way. From the

talk, | drew a parallel between HD and certain types of

dementia with regard to the presentation of pain. In both

conditions it may be masked, so producing irritability,

possibly secondary to impaired communication. Clues to

the diagnosis of depression e.g. facial expression and

body language may be less evident in HD and in cases

of dementia. Of particular interest, he said that some

peopl e accept t hat O6peopl e with HD wi || be fed upo.

People may think it imsuemaatural 6 to be down havi

diagnosis, as with AD, post stroke or after a diagnosis of

cancer. | suggest - i snot bl andly accepting such

psychiatric el ements to a diagnosis as O6the normdé doing a

disservice to people? 14.4% of people with HD attempt
suicide. Management of depression includes
antidepressants e.g. SSRI, the consideration of
medication for chorea, as well as non pharmacological -
social interventions, general support and management
of concurrent symptoms e.g. swallowing problems.
Dysphagia can cause depression/anxiety contributing to
a downward spiral. In HD the irritability threshold is
much lower, for example having an excessively angry
response to a minor stimulus. Causes of irritability
include, hunger, cognitive overload, perseveration, pain
and additional illness (e.g. infection). Management is
focussed on the cause, the expectations of relatives and
use of medication.
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Multidisciplinary Working
i n Huntington¢

Having gained much from the earlier sessions on the The presentation by Dr. Graham Manley on dental care
morning of the conference concerning the genetics, also highlighted for me the practical application of the
clinical m'anagement al:\ld neuropsychlatrlc perspective of Mental Capacity Act. He described ongoing research on
Huntingtont6s Disease | was Kk §fing hnlesttie&icftb reduBeCinvduhtdnf hdletnerfis
presentations concerning evidence based practice in and allow dental work to take place. His video
Multi-disciplinary Worl_<ing. The;se pres_enta}tion_ws also presentation showed a patient who was able to give
gave me an opportunity to conS|der.the implications .for informed consent to such a procedure which allowed
presentation on the Mental Capacity Act. Catherine him to have dental work which considerably. improved
Clenaghan outlined the role opsghaftyof IfY 'bF. Manky fsB Bofméntec oh dne ©
specialist nurse. _She remlnc_ied the audience _of the situation where the patient does not have mental
need for a co-ordinated service from all the different capacity to consent to a procedure and the difficult best
professionals  involved as the individual  with interest decisions that have to be taken balancing the

Huntingtondos Disease and thepdy (& absmdic probetifes telledted by feldtived |
Julia Barrellds may find theRselidkeSaSsocitédwithhSaestheSia. This frovided

multiple appointments with different professionals. a very real example of the workings of the Mental

. . . Capacity Act with people wit
Confusion over these appointments coupled with the xemplified the complexity, of some of the_decisions

cognitive difficulties presenﬁacedb@th Haﬂeté%8{hgﬁ}o(?e%siorpafsgu%p?oﬁineg ca

lead to high levels of DNAs. A single point of contact

o them.
and a multi-disciplinary team approach can go some
way to mitigate against this and improve the care for Dr. Christina Maciejewski
patients. Catherine also spoke about the support that
she provides for patients in relation to making advanced Consultant Clinical Psychologist

decisions about their future care.

Reflecting on this after the conference | considered how

difficult i t mi ght be for a person wi t h Huntingtonods

Disease to make such an advanced decision, especially

if they had been aware of the care received by previous

generations in the 6éback wardsd referred to by Dr. Hugh
Rickards. The specialist nurse can provide information

and advice about current specialist services and choices

available.
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Ol n Your Mil sing s
art in the assessment of
dementia

Phil Thomas is the
artistic director of the
Gwanwyn Festival of
arts and creativity for
older people (organised
by the charity Age
Cymru). He holds a
masters degree in
Ethnomusicology and
has a background in

music and the performing arts over some thirty
years. In recent years he has worked as a
freelance arts project manager and joined Age
Concern Cymru in 2007 to develop the Gwanwyn
festival and to act as an advocate for the artistic
and creative interests of older people.

6l n Mowmdbés Eyed is a
the Gwanwyn festival of arts and creativity for older
people' (organised by the charity Age Cymru) and the
dementia assessment unit (Seren Ward) at the Royal
Glamorgan Hospital, Llantrisant. It is an ambitious
attempt to move forward from the use of art sessions as
recreation and therapy for patients in mental health care
facilities. The project is a nursing led initiative (as
opposed to being a part of formal clinical research) in
that it is intended to;

a) use observation of patients engagement with the
artwork created by the project to give nursing
staff a more holistic understanding of the
patients in their care

b) improve the living environment for the patients

c) involve the local artistic community, amateur
and professional, in the project, thus raising
public awareness of the work of the unit.

The project is in its early stages and is an attempt to
bring professionals from the nursing and artistic worlds
together to add to the body of knowledge about the
assessment of patients who have reached a critical
stage in the progress of their dementia.

Background to Gwanwyn Festival

Gwanwyn is a month-long national festival held across
Wales in May of each year, celebrating creativity in older
age. It was inspired by the Bealtaine Festival which has
been running in Ireland for over 15 years under the
auspices of t he ol der
Opportunity.
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The aim of the festival is to:

e Celebrate the opportunity of older age for
renewal, growth and creativity, hence the
connotations of new-l i f e i n the
meaning Ospringtimed i

e Promote the benefits of exploring creativity,
developing a critical voice and participating fully
in the artistic and cultural life of local
communities and Wales as a whole.

e Offer opportunities for greater participation by
older people in the arts, such as painting,
photography, music, drama, storytelling,
literature, dance or film during the month of May.

e Highlight existing artistic work and creativity of
groups and individuals who are older people
themselves or whose work revolves around the
concepts of older people and creativity.

e Promote the participation of older people in the
arts throughout the year and highlight existing or
new opportunities available locally.

Gwanwyn is a collaborative initiative between key

col | ab o maidnal oanigations lead tby Rge tCynerg nhe Arts

Council of Wales and the Welsh Assembly Government;
working closely with local arts groups, active retirement
and community groups, public libraries, museums,
schools and care centres.
in 2007 it has grown in size and reputation to the point
where, in 2011, it involved more than 80 community
groups; 300 activity sessions; almost 10,000
participants. In a new departure for the Gwanwyn
festival 6l n Your Mi nd6s
financial support from the Rayne Foundation".

About the project

61 n Your Mi ndbs Eyebd had
chance meeting occurred in July 2010 at the Act on
Dementia Conference, Royal Welsh College of Music &
Drama, Cardiff during a performance of an opera about
dementi a,
place between the author and Ann Orrells, the nursing
manager of Seren Ward. Further discussions resulted in
a decision to try to find a way to use art to find out more
about the patients in the unit. It was clear from the outset
that the pace of progress would be governed in large
measure by the care regime within the ward" and that
sudden or radical changes to the environment might be
unsettling. A supportive and patient response from our
funding bodies has enabled us to make slow but steady
progress with a project that focuses on exploration of
new ideas rather than fulfilment of predetermined
guantitative objectives.

A team of professional artists was recruited and brought

peop togegher for a meeting v[yiti) nurs/gpg staff tg,vjsigthe unit;

elicit support from the nursing Staff; identify spaces
within the unit where art forms might reasonably be
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deployed to good effect. A number of areas of work were
highlighted where the skills of our professional artists
could be put to work with nursing staff, patients and
other external design professionals to create the art that
would be a part of our exploration and begin the slow
process of changing and improving the ward
environment:

Maur een (afpifaessienal, award winning mosaic
artist working nationally and internationally, who
specialises in producing original, site specific public
artworks for interior and exterior locations.” She would
work with nursing staff and patients over a number of
sessions to create a new sign for the ward in the form of
a ceramic mosaic.

Sol Jorgensen i A contemporary visual artist from the
Vale of Glamorgan who has been taking on the role of
the oO0living camerad for
the participants. Jorgensen would attend the unit and
create drawings of some of the patients and staff which,
with permission, would be displayed around the ward.

t he

Foundation. Funding of participatory arts programmes is
invariably short term and often focuses on payment for
the activity sessions themselves rather than for the
evaluation of such programmes within any wider context.
Though initial funding for
is hoped that the archive of observational material will
provide a useful source for future research and that,
when further funding is available, the project will be able
to be re-visited and further developed at intervals.

What have we achieved so far?

It is in the nature of work with patients living with
dementia that progress is often slow. It takes time for
patients to get to know and trust a new presence on the
ward and it is important to ensure that any change to the
physical environment takes place without intimidating or
worrying the patients for whom the unit is their home.

gathering momentum.

At the first meeting between artists and nurses it was

p Mevejtheeless a &tart hasrbeea made and the @oject isg s

6

Sol has also been wor king on unapngouscthaethe: enteance arga ohtheowqrd Iwasear y 6
in the public area at the entrance to the ward which, with priority for attention. The artists, in particular, felt that
the help of some interpretive signage, gives the public this area had a particularly
and other hospital staff some idea of the project that is be potentially unwelcoming to new patients and
taking place within the unit. unhelpful in terms of giving confidence to family

_ members who would be bringing loved ones to stay at
Jan Gardner” i A visual artist and painter from North the wunit. |t was decided th
Wales who is acting as creative consultant for a mural begin a series of workshops with staff and patients to
project planned for early 2012. Jan will mentor other create a new sign for the ward. These sessions took
volunteer artists in the creation of a mural to convert the place over a number of weeks with enthusiastic support
room currently us e d as a 6smoking rfromo thé wardn stadf. Taen sign was finished and
extension of the enclosed garden around which the unit eventually installed in September. The improvement to
is built. the appearance of the entrance to the unit is remarkable

) and the new sign has drawn sustained interest from
Alice Briggs" i A visual and photographic artist from patients, public and other hospital staff.
West Wales who also works for the museum service in
Ceredigion. Alice is collecting and curating a
photographic mural project for the ward depicting local
landscapes and workplaces of possible relevance to
patients. Al i ce i s wor ki ng |
wal |l paperd which wil!/l displayi

and more challenging depictions of workplaces in the
locality that may be familiar to patients.

Jamie Smith i A musician brought into the project
through ongoing help from Live Music Now (Wales) who
has been delivering musical stimulus to patients and it is
hoped to possible further participation by musicians with
the help of Live Music Now (Wales).

We plan to encourage the keeping of journals on the
ward to capture the observations, opinions and views of
staff and patients. It is hoped to pass this accumulated
data to clinical psychologists at a later date for analysis
and comment. We very much want to know what effect
we are having and to inform what we might do in future.

The use of participatory arts in health settings is still an
under-researched field according to the 2011 Evidence
Review of the impact of participatory arts on older
people carried out in the UK by the Mental Health
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Vale of Glamorgan artist, Sol Jorgensen, has been
visiting the ward on a regular basis to begin to get to
know the patients and to record images of the activity
and participants in different ways.

She has produced some stunning drawings which are
soon to be mounted in the ward itself and also as part of
the public o6galleryd which
entrance to the ward.
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Work is ongoing in other areas of the project. Alice
Briggs is putting together photographic images from a
vari ety of sources and i s
wal |l paperd whi ch, we hope,
interact with the artwork in a variety of ways. Some
images will encourage the patients to relax, reflect and
reminisce; others will challenge them to look at familiar
locations, such as former workplaces in unusual ways.
In the New Year we hope that Jan Gardner will begin
work on creating a garden-themed mural in what is now
the 6smoking roombd. We
soften the interface between the ward and the garden
space.

What will happen in future?

Perhaps the most exciting p
that the artists, patients and staff have begun a journey
without having full knowledge of the destination.
Per haps, given the natur e
disease and related conditions, this is appropriate. By
the time you read this we hope to have more artwork on
display inside and outside the ward and journals will be
in place so that we can begin observing and recording
the reactions. At some point in the future we hope to
enlist the help of clinicians and academics to analyse
these 6rawd observations
of what is happening. There is a Taoist saying:

an

hope

a

o1

d

AThe journey is the rewar d:«
The team working on 6Iln Your
So.
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If readers wish to exchange experience of this or their own
projects in this area they can contact the artistic director of
Gwanwyn festival, Phil Thomas on
philip.thomas@agecymru.org.uk
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