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Christina has worked in
Cardiff for twenty five
years and has provided
clinical psychology input
to a number of multi-
disciplinary community
mental health teams for
older people in both
Cardiff and the Vale of Glamorgan. She has
also worked as a tutor on the South Wales
Training Course for Clinical Psychology. Her
current post is with the Practice Development
Unit, which provides support and training for
professionals working with older people with
mental health problems in the Cardiff and Vale
University Local Health Board. Christina is also
the manager for all clinical psychologists
working with older people in the Cardiff area.
She holds the position of Co-Director of the
Dementia Services Development Centre i
Wales. Her particular interests are the
neuropsychology of dementia and developing
services for younger people with dementia.

Editorial

Welcome to this edition which celebrates 25
years of the production of Signpost. | began
my career as a qualified clinical psychologist
working in Cardiff 26 years ago and thus have
been aware of the journal throughout my
professional life. | have seen the journal
change and grow from its original format
produced on a typewriter and distributed to
colleagues working locally to its current new
format as an e-journal. In this edition we are
fortunate to have a number of contributors to
early editions of the journal who have reflected
for us on their earlier contributions and the
progress that has been made in the care of
people with dementia and late life onset mental

health problems.



Dr Simon O6Donovan devel dgwthdighith &ee franegain aodin the place
Signpost and was the original editor of the they feel comfortable.

journal. His foreword in this article celebrates

Rebecca Pearce provides a comprehenswe
the recent development of Cardiffods Younger

_ _ o introduction to the use of mindfulness based

Onset Dementia Service, highlighting the ) _

therapy in mental health services and
progress and change that can be made. ]

describes the development of a resource pack

Professor Tony Bayer has led the Memory for use with older people.

Team in Cardiff throughout the time that , , o
_ _ N Dr. Julie Wilcox, consultant clinical
Signpost has been produced. In this edition he o ) ) _
. . psychologist in stroke services in Cardiff and
reflects on how the pioneering model of ) )
_ Vale reflects on her time as the assistant
memory assessment services has been taken ) ) . .
_ psychologist working on Signpost. Having
up by other services but also reflects on .
_ _ o reflected on all the changes to Signpost over
changes in service provision that have been
_ ' _ the years | was pleasantly reassured by the
necessitated by the six fold growth in new S _ _
_ realisation that the experience of the assistant
referrals to the service each month. ) _ _
psychologists who work so hard to bring this

This edition also features a range of articles journal to you have changed little. This brings
describing current practice and issues. me to my final reflections on the development
Hannah Bowker describes the range of of the journal over the last 25 years. The

structural and functional imaging techniques journal has developed from the early ideas and
which are now routinely available to aid drive of Simon O6Donovar
diagnosis and monitor changes over time. This the hard work of numerous assistant

informative article highlights the advances that psychologists who went off in search of

have been made in brain scanning techniques. contributors to those very contributors who

) ) _ ) continue to drive the journal forward and
In his article on Music Therapy Michael o )
. ) challenge our readers with innovative and
Fulthorpe provides a clear explanation of the _ _ _
) o informative articles.
nature of music therapy and the opportunity it

provides for non-verbal communication before

going on to describe his recent work with Dr. Christina Maciejewski

younger people with dementia.
The views expressed in this journal are not

Martina Kaneos article o Hece%galqu ﬂ](t)se lof theeedﬁ:o?iél %taﬁ &'

Peaple with Dementia encourages us to Cardiff and Vale University Health Board

challenge the taboos in our society about Signpost © 2009 ISSN 1368 i 4345

discussing death and to consider what is

needed to allow individuals with dementia to
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Foreword

>

O6Donovan

Dr Simon

~ Clinical Director for
| Mental Health
Services for Older

People in Cardiff

and the Vale of
Glamorgan and leads the Younger Onset
Dementia Service. His background is working
as a Consultant Nurse in Safeguarding
Vulnerable Adults. He has contributed to
national policy and strategy development and
has a strong interest in client and caregiver

wellbeing and experience of services.

| am really pleased to write for this twenty-fifth
anniversary edition of Signpost about the
Younger Onset Dementia Service currently
under development in Cardiff and Vale

University Health Board.

The Daffodil Public Health Wales Report
indicates that for Cardiff and the Vale of
Glamorgan there should be 107 people with
dementia under the age of 65 (in 2012), rising
to 122 by
that there are more than 17,000 younger
people with dementia in the UK. However, it
argues this number is likely to be an under-
estimate and the true figure may be up to three

times higher.

Each person's experience of dementia is

unigue. Although the symptoms of dementia
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are similar whatever a person's age, younger
people with dementia have different needs for

support. They may:

1 Be in work at the time of diagnosis

==

Have a partner who still works

1 Have dependent children still living at

home

1 Have ageing parents who they need to

care for

1 Have financial commitments, such as a

mortgage
T Be more physically fit and active

1 Be more aware of their disease in the

early stages

1 Find it hard to accept and cope with

losing skills at such a young age

The course of the iliness may also be different
in so much as it is likely to more rapidly
progress in working age adults and be more
complex and challenging in its presentation.
Also rarer dementias are more commonly

diagnosed.

2030. The Al zhehe need fér the developmertt of a spécralisedl s

dedicated service for people with a dementia
diagnosis under the age of 65 and their carers
and families was first raised in this area at a
South and East Cardiff Sector Forum held in
September 1994. But from that date until the
National Dementia Vision for Wales was

launched in February 2011 little progress was



made, except for the development of a highly
valued but part time (17.5 hours) Information
and Support Officer post which became
available through grant funding in the
Al zhei merds Society i
funded).

The National Dementia Vision for Wales

prioritised Afcreating

dementia service for

sum of money to each Health Board to appoint
posts to kick-start service developments. The
Cardiff and Vale allocation was £69,200
recurring and this enabled a full-time Band 6
Dementia Care Advisor and 1.6 wte Band 3
Family Support Worker roles to be appointed.
Resource realignment within the wider service
saw an additional 0.5 wte Clinical Lead
sessions and 0.4 wte Consultant Old Age
Psychiatrist sessions allocated to form the
start-up Younger Onset Dementia (YOD)

Community Service.

The YOD service became operational in
November 2011 and over the first two years
the following service components have been
developed around the assessed needs of

clients and carers.

1 Post Diagnosis Memory Clinic T Clients
with a diagnosis of a primary
progressive dementia (alcohol related
cognitive impairment is not included in
our eligibility criteria) are referred to the
YOD Service after they have gone
through the assessment and diagnosis

pathway with Cardiff Memory Team. Six
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monthly clinic review appointments are
offered on the last Friday of each
month. Two clinics are run

simultaneously and a Consultant Old

ci r chge Peycbhitris{ mso availdble ail tarh

i ndi vi dual 6s ment al
concern or medication review is

required.

new young onset
Wa | e ®ostaDiaghosia $Support Grduge idClieats

are offered, some months after their
diagnosis, access to a closed
programme  of  psycho-educational
support. This addresses coming to
terms with the diagnosis, understanding
symptoms of dementia and how to
manage them, sharing diagnosis with
the family etc. A monthly Keeping In
Touch support group is offered after this
in order that friendships formed can be

maintained.

Care Coordination i For clients who are
more complex in their presentation, who
experience behaviour and psychiatric
symptoms of dementia or for whom
there are significant risk or vulnerability
issues, access to specialist secondary
mental health care services are
available. Clients are transferred from
the OPrimary Listéo
when they require allocation of a Care
Coordinator under the Mental Health
Measure (Wales) and the development
of a Care and Treatment Plan including

psychiatrist review.
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1 Family Support Worker 1 Clients on the

Secondary List still living at home have
access to Family Support Worker

sessions. These aim to provide
community support, social activity and
recreation and carer respite. Clients
living alone or where the caregiving
situation is at risk of breakdown are

prioritised for input.

Cognitive Stimulation Therapy Group i
A Friendship Club is offered once a
week in the Assessment and Recovery
(Day Hospital) Unit at Llandough
Hospital for clients on the Secondary
List. The Sterling University Dementia
Services Development Centre Making A
Difference Programme is followed in the
group, with sessions usually comprising
introductions and orientation, welcoming
song, themed music and film clip quiz,
physical activity, relaxation session,
soup and sandwiches (which provides
an opportunity for carer support) and

planning for the next session.

Carers Support Group i Two Carers
Support Groups are held bi-monthly
(one in Cardiff at lunchtime; one in the
Vale in the evening, to allow working
carers to attend). These groups aim to
provide support for carers and families
of younger people with dementia
separate from older age carers support
groups and to allow access to timely

information and education regarding

VOLUME 18, NUMBER 1, Octa@13

The

prognosis, managing challenging

behaviours etc.

service also has close working

relationships with:

T Ty

Hapus is a charitable status service
commissioned  with
Society, providing a Drop-in Cafe and a
Day Care Service for six younger onset

clients.

Cardiff and Vale Local Authorities 7 If a
client needs assessment for a package
of community care a referral is made to
the relevant Local Authority for this to be

commissioned.

MHSOP Community REACT Service i
If a client needs crisis intervention to
avoid admission to acute mental health
inpatient care a referral to Community
REACT is made. Usually same or next
day urgent or emergency (within 4
hours) assessment can be undertaken
and out of hours care can be provided

for a time-limited period.

MHSOP Assessment and Recovery Unit
T If a client needs an assessment period
within a day hospital environment with
access to multi-disciplinary support a

referral is made to the ARU.

MHSOP Inpatient Services 1 If a client

needs admission for acute mental

Hapus/ Al zheiimdy 0s

t he Al zhei



health assessment this is facilitated by
the YOD Service and the Consultant
and Care Coordinator provide in-reach
support for the duration of their inpatient
stay.

As above, most referrals to the service come
via Cardiff Memory Team. However this is not
always the case as younger people with
dementia often have a more convoluted route
to diagnosis, e.g. they may be known to Adult
Mental Health Services before reasons for
cognitive impairment become apparent or they
may be diagnosed by Neurosciences Services
such is the degree of complexity around their

presentation.

viewed as being crucial for clients
mostly  with  rapidly  progressing

conditions).

39 clients have a diagnosis of

Al zhei mer 6s di sease

8 clients have a diagnosis of Fronto-

temporal dementia

3 clients have a diagnosis of Vascular

dementia

3 clients have a diagnosis of Posterior
Cortical Atrophy

2 clients have a diagnosis of Dementia

with Lewy Bodies

As of todayds date (11/ 11/ 43qjentd hrwfe® a @ dicQnosk 0 f

clients on our caseload 1 41 on the Primary Huntingtonds disease

List, being reviewed at Follow Up Younger

Onset Dementia Memory Clinic, and 63 on the T 2 Downs and Al zhei mer

Secondary List, receiving Care Coordination 9 2 Alcohol related dementia

and Care and Treatment Planning under the

Mental Health Measure (Wales). T 1 Mixed Alzheimeros/\

Of the 63 clients on the Secondary List, T 41 clients are living at home supported

by their carer
1 3clients are aged 41-50
1 2 clients are living at home alone
1 16 are aged 51-60, and
1 4 clients are in residential or nursing

1 44 are aged over 60 years (includes 17 placements

over age 65 as the service does not

transfer clients when they reach their T 5 clients are in high cost placements

65t birthday as continuity of care is under Continuing Healthcare funding

7 VOLUME 18, NUMBER 1, Octa@13



1 10 clients are inpatient within MHSOP
Inpatient services (1 acute assessment
T male; 9 extended assessment 1 7

females, 2 males).

Regarding the need for inpatient services,
there has long been a recognition that more
age appropriate facilities were required in
house. Because of the risk posed by caring for
younger clients with challenging behaviours
who are more physically active alongside
elderly clients who are more frail, historically
more high cost out of are specialist placements
have been sought. There has been an
acknowledgement by the Health Board locally
that the cost spent on high cost external CHC
placements could be reinvested to develop a
specialist dedicated Younger Onset Dementia

Inpatient Unit.

Subsequently there has been Board support
for developing a 14 bedded Younger Onset
Dementi a
Barry Hospital (7 female beds; 7 male beds,
provided in group living units) and a
Repatriation Business Case has been
progressed to bring clients back into more
appropriate  NHS provision. This Business
Case has enabled additional Multi-disciplinary
Team members to be appointed to the
Younger Onset Dementia Service to the

following extent:
1 0.4 wte Band 3 Family Support Worker

1 0.5 wte Band 6 Physiotherapist

8 VOLUME 18, NUMBER 1, Octa@13

I npatient Uni

1 0.5 wte Band 6 Occupational Therapist
1 0.5 wte Band 8b Clinical Psychologist

1 0.4 wte Band 6 Speech and Language
Therapist

1 0.4 wte Band 6 Dietician

1 0.4 wte Band 3 Admin

(with all  post-holders  working across

community and inpatient services).

An additional 2.0 wte Band 5 Qualified Nurses,
1.0 wte Band 3 Health Care Support Workers
and 2.0 wte Band 2 Nursing Assistants have
also been appointed to increase ward staffing
levels and skill mix to accommodate the

increased therapeutic support needs of clients.

Stephen

Stephen was a 60 year old retired postman

St Barrucodos ward at
Who presented at the District General Hospital
for ENT surgery i cancer of the tonsil. When
he was in-patient it was discovered that the
communication impairment he presented with
was not so much to do with the pain of talking
as an inability to form words and express
himself. A Neurology assessment was
undertaken and a diagnosis of Primary
Progressive Non Fluent Aphasia was given on
the basis of imaging results and clinical

presentation.



Unfortunately Stephen was discharged home
without follow up support before the Younger
Onset Dementia Service could visit him in
hospital. His sister was at home with him but
she was due to leave the UK, as she lived
overseas and had only come home to support
her brother through his hospital stay. Stephen
had no friends or family who could offer

support living in Cardiff.

Stephen presented to the YOD Service with
significant risk factors and high vulnerability,
for example he lived alone, could not safely
cross the main road he lived nearby, could not
handle money and was vulnerable because of
this (he had written his PIN card number on the
back of his card), and could not use the
telephone due to his language deficits.

After initial assessment and allocation of Care
Coordinator, the YOD Service referred
Stephen to the MHSOP Community REACT
(crisis and out of hours) Service. Intensive
support including three times daily support
visits to administer medication, prepare food
and undertake shopping with Stephen was
arranged, until a Local Authority package of
community care could be commissioned.
Support from Speech and Language Therapy
concerning swallow assessment and Dietetics
regarding access to fork mashable diet and
supplements was also essential, as there had

been significant weight loss).

Stephen was maintained at home for six
months until his throat cancer re-emerged and

advanced. Risks became such that inpatient
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care was necessitated, for instance he could
not self-medicate when in acute pain and he
refused to put his heater on and became at risk
of hypothermia. In close liaison with his sister
and Palliative Care Team it was decided to
admit him to MHSOP Inpatient Services so that
he could have access to a single room with his
own television and continue with aspects of his
lifestyle, for example watching Jeremy Kyle

each afternoon and evening.

Sadly Stephen died within four weeks of being
admitted to hospital. The YOD Service, with
invaluable support from MHSOP Community
REACT, Cardiff Local Authority and Palliative
Care, was able to support him living
independently for several months and then to
provide a highly supportive environment until

the time of his death.
Conclusions

Reflecting on two years practice in this field, |
have come to realise the most important thing
in working with clients with younger onset
dementia and their carers is that a highly
individualised, person-centred approach is
essential. This goes without saying of course,
but the highest level of dignity and respect in
care requires detailed knowledge of the person
and an understanding of their interests,
lifestyle, ways of being, communication style

and so on.

Another important lesson perhaps is that we
are all in this together. Using first names,
wearing casual clothing, sharing refreshments

together and so on helps convey equal status



within therapeutic groups, for example, and Huntingtonos Di sease

building trust demands an openness and http://hda.org.uk/

sincerity that my previous clinical role did not
Footnote
demand of me.
_ _ _ | would like to thank Dr Christina Maciejewski
Also working closely with clients, carers and _ o
N . . on behalf of the service for chairing the
families through the progression of dementia _ _
' _ _ Younger Onset Dementia Steering Group over
can be personally distressing. Supporting . .
_ _ many years and leading us to the point we are
people through an illness which encompasses
now at
so many aspects of loss can touch you
profoundly. An awareness of self and access
to personal support and professional Si mon Oo6Donovan
supervision seem to be of paramount

importance.

And of course, we are still learning. It will be
interesting to see how the service develops
over the next two years and | would be happy
to write again for Signpost when it is fully

established.

Resources

Al zhei mer 6s Society Factsheet:

http://www.alzheimers.orqg.uk/site/scripts/docu

ments info.php?documentlD=164

Talking Point Forum:

http://forum.alzheimers.org.uk/forumdisplay.ph

p?27-Younger-people-with-dementia-and-their-

carers

Frontotemporal Disease Support Group:

http://www.ftdsg.org/

Lewy Body Dementia Association (USA):
http://www.lbda.org/

10 | VOLUME 18, NUMBER 1, Octa?@t3


http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=164
http://www.alzheimers.org.uk/site/scripts/documents_info.php?documentID=164
http://forum.alzheimers.org.uk/forumdisplay.php?27-Younger-people-with-dementia-and-their-carers
http://forum.alzheimers.org.uk/forumdisplay.php?27-Younger-people-with-dementia-and-their-carers
http://forum.alzheimers.org.uk/forumdisplay.php?27-Younger-people-with-dementia-and-their-carers
http://www.ftdsg.org/
http://www.lbda.org/
http://hda.org.uk/

25 Year Reflections...

>

Reflections on a
Community Memory
Team and Research

Tony Bayer is
Professor of
Geriatric Medicine
in the Cochrane
Institute of Primary
Care and Public

Health in the

School of Medicine
at Cardiff University and Director of the
Memory Team, based at University Hospital
Llandough. He has a longstanding interest in
cognitive impairment and dementia and set up
one of the first Memory Clinics in the country in

the mid-1980s.
Community Memory Team

The objectives of the Community Memory
Project (early identification and diagnosis of
dementia, ongoing support and advice to
patients and their families, and involvement in
training and research) were seen as innovative
when it was first funded by the then Welsh
Office in 1988. They have not changed over
the subsequent 25 years and it is pleasing that
the success of the model has since been
copied across the UK and beyond and the
principles incorporated into national

government policy.
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Some aspects have been harder to maintain
than others. The memory clinics were originally
community-based and so convenient for
patients, but the informal agreements that
allowed this have been overtaken by the
growth in NHS bureaucracy of recent years
and now all the clinics are held in local
hospitals. The multidisciplinary nature of the
clinic team has been maintained, though
unfortunately the social worker input was
withdrawn after a few years as there was
concern from social services managers that
the incumbent
too much with health staff. Hopefully the
present moves towards greater integration of
health and social services will eventually lead
to the post being re-established.

The 620

increased 6-fold, but unfortunately staff

new patients

numbers have not grown at the same rate and
we now must rely more on primary care and
third sector organisations to provide ongoing
support after diagnosis. More positively, there
is much greater understanding and less stigma
attached to diagnosis of dementia, access to
neuroimaging as part of the assessment
process is now freely available and use of
symptomatic drugtreat ment f or Al
disease is now routine. Hopefully in another 25
years we will have even more effective
interventions and timely diagnosis and
treatment will be standard practice for all the
ever-increasing numbers of people with

dementia.

woul d be

(

eV E
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COMMUNITY

MEMORY
PROJECT

Telephone: 486932

Te Camnity Memory Project are (from left to right) Judith Evans Social
worker, Doctor Tony Bayer, Vicky Richards Comunity Peychiatric MNurse, Geen
Phillips Clinical Psychgologist and Elizabeth Daskea fdministrative Officer.

A multi-disciplinary team for the identification,
assessment and management of patients with
memory difficulties and related problems.
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COMMUNITY MEMORY PROJECT

"What will help patients and their families most is
early referral, a careful assessment, a probable
diagnosis and a reasoned prognosis....

This should then lead to & clear and positive plan for
future care. with continuing suppert from a flexible
and sensitive multidigciplinary team of protessionals
experienced in dealing with the changing and varied
problems which may arise."”

The Community Memory Project developed ftrom the Memory Clinic
held weekly at the University Hospital. As previously
unrecognised cases of early dementia were diagnosed, the need to
provide continuing support to patients and their relatives as the
illness progressed became increasingly apparent. With the aim of
providing a basis for sustained contact between patientis, their
family and services, the Community Memory Project was set up 1In
early 1988, supported by the Welsh UOfftice under the Good 0ld Age
initiatives.

The flirst year has been 2 period of development wlth each
member of the team arriving with a different set of experiences
and skills toc offer. Without any similar projects anywhere in the
country on which to base our work. the rfirst 12 months have been
an exciting and challenging time for all of us.

Jur obiectives are:

Early identification ot dementisa and related problems.
or

Ongoing assessment and monitoring
patients,

Support and advice to patients and thelr rfamilies. help with

co-ordinating services, and provision of a package Or care

te minilmise the |likelihood of medical and sccial <crises
developing.

Involvement iIn training. bringing together carers, beth
professional and informal, to exchange views and information

an Alzheimer's disease and related disorders.

identiried

WHY COMMUNITY MEMORY PROJECT

To complement the University Hospital Memory Clinic (which
still runs weekly), S other clinics are now in operation. These
are very much community based. held in health centres and clinics
around South Glamorgan. Ta cover as wide a geographical area as
pogsible these are currently based at Khiwbina Clinlc, Rlverside
Health Centre, Trowbridge Health Centre, Penarth Health «
and Brosd Street Clinic, Barry. Local clinics are
accesslble for patients and relatives and provide a more
and relaxed setting than the hospital. Appointmentis are
at the most convenient site rfor each patient.

Al|l patients are seen only with the knowledge of their GF but
wé ancourage anvaone working in the field to instigate refterrals;
ather health professionals, workers in social services and the
voluntary organisations.

The term dementia can include a whole range of cognitive
disorderss but in its carly procentation a8 prime feature is that
of short-term memory loss. particularly memory tor day to day
events. It Is very often the memory difficulties that rejatives
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notioe as being the first indioation that
place in the patient. As a proportion of our symptoms
are not related to a dementing illness ighlighted in
Professor Pathy's talk, it is more appropriate for the name of

the clinice to focus on the presenting symptoms rather than
diagnosis.

are

The Cliniecs

Gwen Phillips, the clinical psychologist in the team, is
involved in all the clinics, with backup provided by Dr.Charles
Twining. Elizabeth Dawkes,our secretacy, is responsible

-

for
sorting out the clinic appointments as well as the day to day
administration of the Project, Dr.Tony Bayer {s (nvolved In the
University Hospital Memory Clinic on Wednesday mornings and
Dr.Siwan Evans and Dr.Pat Howarth are involved with the community
clinics. Very often we are accompanied by interested observers
“no want to watch what we do, and we are alwavs happy to
accommodate tnis cwnermewer possikhlie. &crangements can  be made
through the Community Memory Project office.

It is not necessary to rejiterate Protessaor Pathy's
description ot the clinic procedure. though perhaps worth
emphasising that we see a wide variety of presenting symptoms.
Amongst those who have a likely diagnosis of dementia severity
ranges from the very mildly affected to those who already have
wel | advanced disease, and the assessment procedures need to
adapt fTlexibly to these differing presentations. Apart from
memory impalrment there are |likely to be other cognitive probliems
causing some difficulties In day to day l|life. Identifying the
ditferent areas of (mpairment and explaining ta relatives the
nature of the problems can help clarify what is often a very
strange and perplexing set of behavicurs. Speech problems, for
example, frequently accompany memory problems, with word finding
Jitficulties in particular being noticed, as well as lack of
{luency and flow and conversation becoming more and more empty.
In later stages perceptual difficulties are very common, with
probleme being experienced in tasks such as dressing and laying
the table. The problem lies in co-ordinating and executing
previously well learnt skills, The emphasis of the clinic is to
identity accurately the particular set of problems for each

patient and their familv and to suggest an individualiised plan}
| r =3Te,

The Proiect

'he clinic setting. however, is only part ot the Froject,
Each week the patients from the clinics are discussed within
team, the other members being Vicky Richards, community
sister and fudith Evans, our social worker. Both
considerable sxperien working with this client group,
having been a3 ward sister t Whitchureh Hospltal for a number
vears and Judith worki
with wus.

ng at the Royval Hamadryad Hospltal when ne

During our weekly review meeting for =2ach patient,
ker is identified who will take on the role of co-ordinating
for that case. Which one of us becomes [nvolved depends oF
individual nee the patients and their tamilies at thal
It is diffi to make a strict dietinction between the
of the d members, but thera ¢

to provi ckup t ~he clini atter the 11}
been t1ir cuSsec ilv.

i
e |

Many elati
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ot the implications ot particular diagnoses, and the key
worker assesses the problems and possible sclutions at this
especially difficult time. Al! families are encouraged to contact
the Community Memory Proiect whenever they feel they wish to seek
advice or Just to chat. We aim to be very accessible to our
clients, to provide the support when most needed.

Support and contact outside the clinlec setting |s provided

depending on need. Individuals and famlilies may be under
considerable emotional strain and relationships stressad,
Whoever is appointed kev worker will! be involved with working

with these probliems. Vicky's experience enables her to gprovide
practical advice on aspects of management, from suggestions of
how to get round the problems created by memory difficulties to
advice on how to handle the many difficult behavicural
disturbances that can so often present and cause such stress to
carers, Judith can work with families to make plans for the care
ot patients., act as co-ordinator for these plans and help with
decision making, giving information as to what help is availabl=e.
Gwen s particularly able to provide advice on psychological
approaches to c¢are. and Tony, Pat and Slwan can help sort out
medical problems, advise on starting. or more often stopping.
medication and |iase with other medical services. One of the
major objectives of the Community Memory Project {& tu enable
sufferers to remain as l|long as possible in the community and by
providing support and guidance help families arrive at eleclive
decisions rather than wait for crises to develop.

With the accumulative effegt of 20 new patients every month
and with a policy of never closing a case unless the time arrives
wvhen we hand over to the psychogeriatric services, we have our

work cut out! To monitor patients through the course ot their
illness we need to organise a tight review systam, whilst alsoc
maintaining links with other professional and voluntary
organisations who are involved, Furthering this need for

communication and exchange of ideas. we have organised a series
of monthly workshops entitled "Caring for the contused and
forgetful™, Each workshop has followed a3 similar format with 9
or 10 "carers" joining us at West Wing for a varied day looking
at medical! and psyvchological aspects or the dJdementiss. problem
salving aspproaches to difficult behaviours and reviewing the

services relevant to this group. Interest in the workshops has
been considerable ana we have a long list ot people wishing Lo
sttend. We take great care in trying to ensure that each group
of participants is well-balanced., with representatives ot health
and sococial services. from hospital and the community, from
voluntary organisations and the private sector. and of courss
relatives or triends caring tor patients with dementias.
Consequent|v there may he some delay betore we would be able Lo
invite you te join a workshep., but if you are interested in_ more

intormation concerning this or any other aspects of our work,
please contact us at:

Community Memory Project
West Wing
Cardirt Reval Inrirmary

telephone: 486932




Alzhei mer s research

Research has been described as the process
of going up alleys to see if they are blind.
Some of the issues raised in this article (i.e.
the role of aluminum) have not stood the test of
time. However, most have been developed
further over the years and have provided great
insight into the causes, course or symptomatic
treatment (i f

not cure)

Genetic studies have been the focus of very
considerable research activity since the article
was written, with Cardiff established as an
international centre in this field. Within the last
few weeks there have been another 11 genes
reported that have been shown to increase the
ri sk of Al

a possible role of the immune system and

zhei mer 6s di

inflammation, pointing to new alleys to explore.

The article also refers to the critical part played
by the accumulation of amyloid in the brain of
patients with Al zhei mer
been recognized that this does not cause any
symptoms for perhaps 20 to 30 years, with
dementia developing only in the end stages of

the condition. Therefore any preventive

treatment logically should start early, in middle
age. Recent research findings suggest that the
numbers of people developing dementia are

fewer than predicted based on prevalence

figures from 20 years ago and would seem to
suggest that risk can be reduced, perhaps

through more active treatment of high blood
pressure and cholesterol and from the benefits

of greater access to education earlier in life.
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Whilstthed6 new drugso6é menti on
(THA, HP029 and physostigmine) were never
widely available because of dose-limiting side
effects, the next generation of similar drugs
(donepezil, rivastigmine and galantamine)

were much better tolerated and have become

the standard of treatment for mild to moderate

Al zhei mer 6s disease. Thi
because of the generosity of patients and
of Al zhei mer 0s di sease.

carers giving up their time to take part in
clinical trials that proved the value of the new
treatments. It is disappointing that the number
of those participating in research studies is still
very low. Certainly the postscript calling for
research volunteers is as relevant today as it
was 20 years ago.

t hese

and suggest

Professor Anthony Bayer
Clinical Director

Cardiff and Vale Memory Team

sease. |t has now



RECENT RESEARCH INTO ALZHEIMER'S DISEASE
CAUSES, COURSES AND CURES

Of the many different medical conditions which may result in
dementia, Alzheimer's disease is the commonest. Although it is
eighty years since the characteristic pathological changes of the
condition were first described, it is only in the last thirty years that
any significant research has been undertaken into the disorder.

In the 1960's it was first realised that pre-senile and senile
dementia were essentially the same disease, both showing the
typical “plagues” and “tangles” first described by Dr. Alzheimer.
The greater the pathological changes in the brain, the more
severe the loss of mental function. ldentification of accompanying
chemical changes taking place in the brain of the person suffering
from Alzheimer's disease followed, particularly the decrease in
levels of acetylcholine in certain areas of the brain, and for the first
time there was a basis for a rational approach to the development
of new drug treatments.

Simultaneously, the search for the cause of the disease soon
identified a link with genetic factors and Down’s syndrome, and
circumstantial evidence began to incriminate aluminium. Current
research is distinguishing between the rare familial form of
Alzheimer's disease, with its early onset, rapid course and
“Autosomal dominant® pattern of genetic inheritance, and the
much more common spordaic form of the disease with which we
are more familiar. Greater understanding of the underlying
abnormaiities in Alzheimer's disease Is opening up exciting new
possibilities for future treatment and hopetfully, the prospect of
further major research breakthroughs cannot be too far away.

IS ALZHEIMER'S DISEASE INHERITED?

For several years it has been recognised that genetic factors can play a role in Alzheimer’s disease, their
importance becoming less as age of onset of symptoms increases. In nearly all cases, however, another factor
or factors must also be involved.

Consequently for most close relatives of an Alzheimer's patient, the statistical risk of getting the disease is just
slightly greater than that for the general population, The likelihood of not developing the disease is many times
greater. As Alzheimer's disease is relatively common in old age, a family might have more than one case purely
by chance.

It is in the very rare familial form of Alzheimer’s disease that an"autosomal-dominant” inheritance is shown, with
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a 50% chance of the condition being passed on from parents to children. Such families have more than one
immediate relative affected in the current generation AS WELL AS cases in preceding generations AND an onset
of the disease at a relatively early age (in their fifties). No more than a few hundred such families are known
throughout the world and | have heard of only one possible family in Wales (NOT in South Glamorgan).

Whilst the number of patients with familial Alzheimer's disease is small, they are of great importance in the
scientific search for the cause of the disease.

Recently a research team in London has been able to identify in one of these families a specific génetic defect
(an abnormal gene) on chromosome 21. This links in with the observation that patients with Down's syndrome
(a condition in which chromosome 21 is also abnormal) tend to develop Alzheimer's disease in mid life. The
abnormal gene appears to be involved in the formation of excessive ambunts of amyloid, a protein substance
found abnormally deposited in the brains of all Alzheimer's patients.

These findings are important because they identify the specific genetic abnormality responsible for at least some
cases of Alzheimer's and suggest the central importance of amyloid production in causing the disease. This may
therefore lead to new treatments, such as ways to lessen the impact of amyloid on the brain, 1o frustrate the
expression of the gene responsible for familial Alzheimer's or to eliminate other factors required for a genetic
predisposition to be awakened.

THE POSSIBLE ROLE OF ALUMINIUM.

Aluminium is the third most common element in the environment, However, most forms cannot be absorbed into
the body and in the past it has generally been regarded as harmless.

Several studies in the last decade have linked aluminium with Alzheimer's disease and autopsies have shown
that the brains of Alzheimer’s patients contain significantly more of the metal than normal. However, it is far from
clear whether aluminium is directly involved in causing the pathological changes or is merely taken up excassively
by the already diseased nerve cells.

The accumulating evidence incriminating aluminium is impressive. In animal experiments, injected aluminium can
cause the formation of brain “tangles’ resembling those found in Alzheimer's disease, In humans excess
aluminium in the fluid used for kidney dialysis can cause a dementing illness, though the patients do not show
the typical pathological changes of Alzheimer's disease. Studies from Norway and Southampton indicate a
slightly increased frequency of Alzheimer's disease in areas with higher aluminium content in the water supply.

Importantly, researchers in Newcastle have claimed to have found high concentrations of aluminium in both the
‘tangles” and *plaques” characteristically found in Alzheimer's brains, though other researchers have generally
failed to replicate their findings. Recently it has been found that Alzheimer's patients have a defective form of a
common protein, transferrin, which binds aluminium in the blood and prevents it from entering the brain. Less
effective binding of the metal may mean that more is free to enter the brain.

Increasing concern about aluminium has led some people o worry about the risk of using cooking pots,
aluminium-rich deodorants and antacids and even drinking tea. Whilst there is at present no scientific evidence
at ali to suggest that any of these are linked to Alzheimer's disease in any way, those concerned may prefer to
use alternatives. A recent study found that of a wide range of drinks tested, mineral water from a Health Food shop
had the highest and Pepsi Cola had the lowest aluminium content!

HOW RAPIDLY DOES THE DISEASE PROGRESS ?

Carers and service planners often ask if it is possible to predict how long a patient may survive, Clearly it is
impossible to make dogmatic statements about anyone’'s life expectancy, whether or not they have a dementing
iliness. Certainly there is an excess mortality for dementia over that expected in age matched controls and this
is even more marked in patients with multi-infarct dementia than in Alzheimer’s disease.

Life expectancy and the pattern and rate of the course of the illness will vary widely from person to person,
however, statistical evidence does mean that some generalisations can be made. There is broad agreement
between published studies concemning the average life expectancy of patients with dementia. In community
surveys the interval between detection of disease and death is about five years. For patients referred lo specialist
services the time interval from diagnosis to death is 3 to 4 years. Whilst for those in institutional care the life
expectancy from admission is about 2 years. The average life expectancy for all patients from the time of first
diagnosis of dementia (when symptoms have often already been present for some years) to the time of death is
about 3 years. Thus in a population of dementing patients resident in the community, an annual death rate of 10%
or more can be expected, whilst for those in Institutional care a rate of 20% or more is 10 be expected.
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