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Editorial 

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 ï

Wales. Her particular interests are the 

neuropsychology of dementia and developing 

services for younger people with dementia. 

Welcome to this edition which celebrates 25 

years of the production of Signpost.  I 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.  I 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. 

        Contents / Editorial 

 

Contents 
 

2.   EDITORIAL 
      Dr Christina Maciejewski 
 
4.   FOREWORD 
      Dr Simon OôDonovan 
 
10.   REFLECTIONS ON A COMMUNITY 

MEMORY TEAM AND RESEARCH 
      Professor Tony Bayer 
 
20. REFLECTIONS ON SIGNPOST AND 

MUSIC THERAPY 
Dr Julie Wilcox  

 
25. MUSIC THERAPY IN DEMENTIA 

CARE: CONNECTING WITHOUT 
WORDS 

      Michael Fulthrope  
 
32. ESTABLISHING THE BIGGER 

PICTURE: BRAIN IMAGING IN 
DEMENTIA   

 Hannah Bowker 
 
35. END OF LIFE CARE: WHAT 

MATTERS FOR PEOPLE WITH 
DEMENTIA 

      Martina Kane 
 
40. ABOUT ME 
      Lucy Young 
 
43.  BOOK REVIEWS 
 David Shannon 
 Katie Glare 
 Peter Davies 
 
48. DID YOU KNOW? 
      BibblePlus 
 
48. NEWS & WEB 

Rosalind Cooper  
 

50. INFORMATION ABOUT SIGNPOST 

Cover picture: Teapots by Nikita McBride, 
Emma Hutchinson, Georgia Hall and Lily 
Glover-Wright, second year art students, 
Cardiff Metropolitan University.  Displayed 
in Mental Health Services for Older People 
gardens, Llandough Hospital, Penarth.  

      



3 VOLUME 18, NUMBER 1, October 2013 

 

Dr Simon OôDonovan developed the idea of 

Signpost and was the original editor of the 

journal.  His foreword in this article celebrates 

the recent development of Cardiffôs Younger 

Onset Dementia Service, highlighting the 

progress and change that can be made. 

Professor Tony Bayer has led the Memory 

Team in Cardiff throughout the time that 

Signpost has been produced.  In this edition he 

reflects on how the pioneering model of 

memory assessment services has been taken 

up by other services but also reflects on 

changes in service provision that have been 

necessitated by the six fold growth in new 

referrals to the service each month.  

This edition also features a range of articles 

describing current practice and issues.  

Hannah Bowker describes the range of 

structural and functional imaging techniques 

which are now routinely available to aid 

diagnosis and monitor changes over time. This 

informative article highlights the advances that 

have been made in brain scanning techniques.  

In his article on Music Therapy Michael 

Fulthorpe provides a clear explanation of the 

nature of music therapy and the opportunity it 

provides for non-verbal communication before 

going on to describe his recent work with 

younger people with dementia.  

Martina Kaneôs article on End of Life Care for 

People with Dementia encourages us to 

challenge the taboos in our society about 

discussing death and to consider what is 

needed to allow individuals with dementia to 

die with dignity, free from pain and in the place 

they feel comfortable. 

Rebecca Pearce provides a comprehensive 

introduction to the use of mindfulness based 

therapy in mental health services and 

describes the development of a resource pack 

for use with older people.   

Dr. Julie Wilcox, consultant clinical 

psychologist in stroke services in Cardiff and 

Vale reflects on her time as the assistant 

psychologist working on Signpost.  Having 

reflected on all the changes to Signpost over 

the years I was pleasantly reassured by the 

realisation that the experience of the assistant 

psychologists who work so hard to bring this 

journal to you have changed little.  This brings 

me to my final reflections on the development 

of the journal over the last 25 years.  The 

journal has developed from the early ideas and 

drive of Simon OôDonovan as editor, through 

the hard work of numerous assistant 

psychologists who went off in search of 

contributors to those very contributors who 

continue to drive the journal forward and 

challenge our readers with innovative and 

informative articles.  

 

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 1368 ï 4345 
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Dr Simon 

OôDonovan is 

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. 

 

I 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 2030. The Alzheimerôs Society states 

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 

unique. Although the symptoms of dementia 

are similar whatever a person's age, younger 

people with dementia have different needs for 

support. They may: 

¶ Be in work at the time of diagnosis  

¶ Have a partner who still works 

¶ Have dependent children still living at 

home  

¶ Have ageing parents who they need to 

care for 

¶ Have financial commitments, such as a 

mortgage 

¶ Be more physically fit and active  

¶ Be more aware of their disease in the 

early stages  

¶ Find it hard to accept and cope with 

losing skills at such a young age  

The course of the illness 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. 

The need for the development of a specialised 

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 

Foreword 

or 
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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 

Alzheimerôs Society in circa 2005 (now Health 

funded). 

The National Dementia Vision for Wales 

prioritised ñcreating a new young onset 

dementia service for Walesò and allocated a 

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. 

¶ Post Diagnosis Memory Clinic ï 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 

monthly clinic review appointments are 

offered on the last Friday of each 

month. Two clinics are run 

simultaneously and a Consultant Old 

Age Psychiatrist is available if an 

individualôs mental health is a cause for 

concern or medication review is 

required. 

¶ Post Diagnosis Support Group ï Clients 

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 ï 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 óPrimary Listô to the óSecondary Listô 

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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¶ Family Support Worker ï 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 ï 

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 ï 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 

prognosis, managing challenging 

behaviours etc. 

 

The service also has close working 

relationships with: 

¶ Ty Hapus/Alzheimerôs Society ï Ty 

Hapus is a charitable status service 

commissioned with the Alzheimerôs 

Society, providing a Drop-in Cafe and a 

Day Care Service for six younger onset 

clients. 

¶ Cardiff and Vale Local Authorities ï 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 ï 

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 

ï 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 ï If a client 

needs admission for acute mental 
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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. 

As of todayôs date (11/11/13) there are 104 

clients on our caseload ï 41 on the Primary 

List, being reviewed at Follow Up Younger 

Onset Dementia Memory Clinic, and 63 on the 

Secondary List, receiving Care Coordination 

and Care and Treatment Planning under the 

Mental Health Measure (Wales). 

 

Of the 63 clients on the Secondary List, 

¶ 3 clients are aged 41-50 

¶ 16 are aged 51-60, and 

¶ 44 are aged over 60 years (includes 17 

over age 65 as the service does not 

transfer clients when they reach their 

65th birthday as continuity of care is 

viewed as being crucial for clients 

mostly with rapidly progressing 

conditions). 

 

¶ 39 clients have a diagnosis of 

Alzheimerôs disease 

¶ 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 

¶ 2 clients have a diagnosis of 

Huntingtonôs disease 

¶ 2 Downs and Alzheimerôs 

¶ 2 Alcohol related dementia 

¶ 1 Mixed Alzheimerôs/Vascular. 

 

¶ 41 clients are living at home supported 

by their carer 

¶ 2 clients are living at home alone 

¶ 4 clients are in residential or nursing 

placements 

¶ 5 clients are in high cost placements 

under Continuing Healthcare funding 
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¶ 10 clients are inpatient within MHSOP 

Inpatient services (1 acute assessment 

ï male; 9 extended assessment ï 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 

Dementia Inpatient Unit in St Barrucôs ward at 

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: 

¶ 0.4 wte Band 3 Family Support Worker  

¶ 0.5 wte Band 6 Physiotherapist 

¶ 0.5 wte Band 6 Occupational Therapist 

¶ 0.5 wte Band 8b Clinical Psychologist 

¶ 0.4 wte Band 6 Speech and Language 

Therapist 

¶ 0.4 wte Band 6 Dietician 

¶ 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 

who presented at the District General Hospital 

for ENT surgery ï 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. 
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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 

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, I 

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 
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within therapeutic groups, for example, and 

building trust demands an openness and 

sincerity that my previous clinical role did not 

demand of me.  

Also working closely with clients, carers and 

families through the progression of dementia 

can be personally distressing. Supporting 

people through an illness which encompasses 

so many aspects of loss can touch you 

profoundly. An awareness of self and access 

to personal support and professional 

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 I would be happy 

to write again for Signpost when it is fully 

established.  

 

Resources 

Alzheimerôs Society Factsheet: 

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

ments_info.php?documentID=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/  

Huntingtonôs Disease Association: 

http://hda.org.uk/  

Footnote 

I would like to thank Dr Christina Maciejewski 

on behalf of the service for chairing the 

Younger Onset Dementia Steering Group over 

many years and leading us to the point we are 

now at 

 

Simon OôDonovan  
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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.  

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 would be ódeskilledô by mixing 

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 ô20 new patients every monthô has 

increased 6-fold, but unfortunately staff 

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 drug treatment for Alzheimerôs 

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. 

 

25 Year Reflections... 

or 
Reflections on a 
Community Memory 
Team and Research 
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Alzheimerôs 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 (if not cure) of Alzheimerôs disease.  

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 

risk of Alzheimerôs disease and these suggest 

a possible role of the immune system and 

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 Alzheimerôs disease. It has now 

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. 

Whilst the ónew drugsô mentioned in the article 

(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 

Alzheimerôs disease. This was only possible 

because of the generosity of patients and 

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.   

 

Professor Anthony Bayer 

Clinical Director 

Cardiff and Vale Memory Team 

 

 

 

 

 

 

 

 

 



17 VOLUME 18, NUMBER 1, October 2013 

 

 



18 VOLUME 18, NUMBER 1, October 2013 

 

 



19 VOLUME 18, NUMBER 1, October 2013 

 

 


