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Living with dementia – Dementia with Lewy Bodies (DLB)

FOREWORD: Peter Ashley

In writing this foreword to our annual report I am
trying to echo the feelings of all those, like myself,
who are living with dementia, and those nearest and
dearest to us who care for us day by day.
The majority are unable to convey to the world
what it is like having dementia. Instead, we must rely
on the few of us who can advocate on our behalf and,
even more, on the support of the organisations that
now comprise the Dementia Action Alliance.
During the last 10 years – coincidentally the period
since my own diagnosis – we have seen the growth of
many supportive organisations, both in the voluntary
sector and professional area. Each has worked
tirelessly to support us in so many ways: stimulating
and funding research; increasing public awareness;
encouraging government to help through health and
social care services; ensuring better care in the home
and the community; and indeed many more. Each
organisation has brought its own specialisation to bear
on our problems. For this we are forever grateful. And
so must it continue.

In the last few years, the momentum for positive
change has increased. It has become apparent that a
refocusing of our collective goals might also serve our
best interests, hence the creation of the Dementia
Action Alliance. I firmly believe, as do many others,
that the Alliance will be stronger than its individual
parts. It will act as a unifying force for us all –
not to replace each organisation’s activities, but to
strengthen them.
People with dementia and their carers are part of this
Alliance, and we ‘hold hands’ with you all in looking
towards a much better future.
Peter Ashley Hon MA (Dementia):
Ambassador Alzheimer’s Society
Association for Dementia Studies –
University of Worcester

Barbara
Pointon
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Foreword
Former carer

I look to the Alliance to champion carers by ensuring
that they are valued and receive the right level of
support, both practical and emotional. This means
having easy access to expert advice tailored to their
particular situation; being able to take regular breaks;
being treated by professionals as a care partner in all
settings; and, as an NHS patient, that their own health
and welfare is monitored.

Because two-thirds of people with dementia are cared
for at home, unpaid carers form the largest dementia
workforce. Caring for someone with dementia is not
the same as caring for people who still have all their
cognition; it requires understanding, special skills and a
high level of vigilance.

How will we know when we’ve reached our goal?
When the carer is enabled to offer enlightened care
and support to their loved one – enhancing quality of
life for both of them, avoiding crises, and allowing the
carer to continue caring for longer. Now that would be
good news all round.

So as a former carer, and a member of the Alliance
representing carers, I have great hopes that these
organisations, working together, can energetically
tackle the challenges which still frustrate or hinder
carers: how to deal sensitively with everyday situations;
paddling in a rough sea of un-integrated services with
no single contact for expert advice or emotional
support; sheer tiredness through lack of regular breaks;
and, unlike many other long-term conditions, lack of
specialist dementia nursing advice in the later stages.

Barbara Pointon MBE:
Ambassador Alzheimer’s Society and Dementia UK
Member of standing commission on carers

Foreword: BARBara Pointon

I’m delighted by the surge of interest in improving
the lives of people with dementia, which the Alliance
is now developing into positive action. A chorus of
concerted voices is much more powerful than a
soloist. The Alliance also recognises that a person’s
dementia has a huge impact on the lives of family and
friends, who often provide the majority of support
and care.
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INTROduction

INTRODUCTION

Dementia is one of the greatest
challenges facing our ageing society.
In October 2010, 41 organisations
working in the field of dementia
launched the National Dementia
Declaration for England.
Developed by people with
dementia, their families and the
organisations themselves, the
Declaration set out a radical new
vision for how society should
respond to this challenge.
The Dementia Action Alliance was
formed by these initial signatories
to turn the Declaration into a
reality. The Alliance is founded on
the philosophy ‘I will if you will’: a
call to action to society, but also a
promise from its members to make
the same commitment.

Each member has published an
action plan setting out how they
intend to deliver on the Declaration
by 2014. Quarterly updates are
provided and members meet
regularly to share good practice and
promote joint activity. The Alliance
is supported by a secretariat, which
is hosted by Alzheimer’s Society but
funded by Alliance members.
This annual report restates both
the need for the Declaration and
the scale of challenge to which it
responds. It reflects on the past
twelve months, celebrating the
many achievements of Alliance
members, and sets out fresh
commitments for the coming year.

The scale
of the
challenge
Families currently provide the majority of care and
support for people with dementia. This can be
both tiring and stressful – physically, emotionally and
financially. A large number of people with dementia
live alone and can be at particular risk of isolation or
abuse; but if people with dementia are diagnosed early,
and they and their families receive help, then they can
continue to live a good quality of life.

The annual cost of dementia to the UK is £20 billion
and rising. Two-thirds of people with dementia live in
their own homes and one-third live in care homes.
One in four people in hospital have dementia, as do
two-thirds of people in care homes. Tackling dementia
therefore has profound implications for the long-term
financial sustainability of the health and social care system.
Rising to this challenge will require a whole society
response, from funding research into treatments,
to employers training staff to support customers
and colleagues affected by dementia.

The scale of the challenge

There are currently 750,000 people living with
dementia in the UK. By 2025 there will be over one
million. Dementia is an incurable condition caused by
diseases of the brain. Over time it seriously impairs the
person’s ability to live independently. Symptoms can
include severe memory loss, mood and personality
changes, and challenging behaviours such as serious
confusion, agitation and aggression. Many people with
dementia also have other medical conditions,
or develop them during the course of their illness.
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Why is there
a need for a
National Dementia
Declaration?
Why is there a need for a National Dementia Declaration?

— Public awareness of dementia is high but
understanding about it is still very poor. Fear of
dementia also remains high; there is a reluctance
to seek help and few people understand that it
is possible to live well with dementia. In addition
there is limited understanding of the fact that
dementia can affect people in many different
age groups.
— NHS and social care systems have not historically
developed to reflect the fact that people with
dementia are now a key group using many services.
— Only one third of people with dementia receive
a specialist diagnosis and many are receiving that
diagnosis late. GPs often report being reluctant to
diagnose dementia either because they lack the
knowledge to do so, do not see the benefits of
early diagnosis or because they are aware of the
lack of specialist support and services available for
people after a diagnosis.
— Following diagnosis many people with dementia
and carers report receiving no information about
their condition or about what support might
be available.
— Reports from regulator the Care Quality
Commission (CQC) and its predecessor the
Commission for Social Care Inspection (CSCI)
show that although there are examples of excellent
dementia care in care homes, many providers are
struggling to deliver quality of life for people in the
later stages of the condition.

— Equally, some people with dementia struggle for
too long in their own homes without the help they
need when better person-centred care or a good
care home could provide a more stimulating and
supportive environment.
— The All-Party Parliamentary Group on Dementia
and Professor Banerjee have both produced
reports revealing people with dementia are being
inappropriately prescribed or over-prescribed
antipsychotic drugs which increase risk of death and
reduce quality of life.
— Health and social care staff routinely report that
they have not received training in how to treat or
care for people with dementia, despite the fact that
they are now increasingly in contact with people
with dementia.
— The National Audit Office and Parliamentary Public
Accounts Committee have found that there is
very ineffective use of current resources to deliver
quality of life for people with dementia.
For example the NAO has highlighted the potential
for the NHS to identify savings of at least £284
million per year through improving dementia care.
In addition to the costs borne by public services
people with dementia and carers face high costs
for care.
— UK spending from all sources on dementia research
is low compared to other disease groups and by
international standards.

The
Declaration

01 I have personal choice and control or influence
over decisions about me
— I have control over my life and support to do the
things that matter to me.
— I have received an early diagnosis which was
sensitively communicated.
— I have access to adequate resources (private and public)
that enable me to choose where and how I live.
— I can make decisions now about the care I want in
my later life.
— I will die free from pain, fear and with dignity, cared
for by people who are trained and supported in
high quality palliative care.
02 I know that services are designed around me and
my needs
— I feel supported and understood by my GP and get
a physical check-up regularly without asking for it.
— There are a range of services that support me with
any aspect of daily living and enable me to stay
at home and in my community, enjoying the best
quality of life for as long as possible.
— I am treated with dignity and respect whenever I
need support from services.
— I only go into hospital when I need to and when I
get there staff understand how I can receive the
best treatment so that I can leave as soon
as possible.
— Care home staff understand a lot about me and
my disability and know what helps me cope and

enjoy the best quality of life every day.
— My carer can access respite care if and when they
want it, along with other services that can help
support them in their role.
03 I have support that helps me live my life
— I can choose what support suits me best, so that I
don’t feel a burden.
— I can access a wide range of options and
opportunities for support that suits me and
my needs.
— I know how to get this support and I am confident
it will help me.
— I have information and support and I can have fun
with a network of others, including people in a
similar position to me.
— My carer also has their own support network that
suits their own needs.
04 have the knowledge and know-how to get what
I need
— It’s not a problem getting information and advice,
including information about the range of benefits I
can access to help me afford and cope with living
at home.
— I know where I can get the information I need
when I need it, and I can digest and re-digest it in a
way that suits me.
— I have enough information and advice to make
decisions about managing, now and in the future, as
my dementia progresses.
— My carer has access to further information relevant
to them, and understands which benefits they are
also entitled to.

The Declaration

People with dementia and their family carers have
described seven outcomes they would like to see in
their lives.
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The Declaration

05 I live in an enabling and supportive environment
where I feel valued and understood
— I had a diagnosis very early on and, if I work, an
understanding employer which means I can still
work and stay connected to people in my life.
— I am making a contribution which makes me feel
valued and valuable.
— My neighbours, friends, family and GP keep in
touch and are pleased to see me.
— I am listened to and have my views considered,
from the point I was first worried about my memory.
— The importance of helping me to sustain
relationships with others is well recognised.
— If I develop behaviour that challenges others,
people will take time to understand why I am
acting in this way and help me to try to avoid it.
— My carer’s role is respected and supported.
They also feel valued and valuable, and neither of
us feel alone.
06 I have a sense of belonging and of being a valued
part of family, community and civic life
— I feel safe and supported in my home and in
my community, which includes shops and pubs,
sporting and cultural opportunities.
— Neither I nor my family feel ashamed or
discriminated against because I have dementia.
People with whom we come into contact are
helpful and supportive.
— My carer and I continue to have the opportunity to
develop new interests and new social networks.
— It is easy for me to continue to live in my own
home and I and my carer will both have the
support needed for me to do this.

07 I know there is research going on which delivers a
better life for me now and hope for the future
— I regularly read and hear about new developments
in research.
— I am confident that there is an increasing
investment in dementia research in the UK.
I understand the growing evidence about
prevention and risk reduction of dementia.
— As a person living with dementia, I am asked if
I want to take part in suitable clinical trials or
participate in research in other ways.
— I believe that research is key to improving the care
I’m receiving now.
— I believe that more research will mean that my
children and I can look forward to a range of
treatments when I need it and there will be more
treatments available for their generation.
— I know that with a diagnosis of dementia comes
support to live well through assistive technologies
as well as more traditional treatment types.
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Secretariat
Report
Looking ahead

The first year of the Dementia Action Alliance
has seen both our membership and impact grow.
Increasing their commitment, our members have
provided £108,500 funding and substantial in-kind
support. This has allowed the Alliance to fund
quarterly meetings, an annual event and report, and a
secretariat with two members of staff.

The Secretariat and the Alliance will continue to work
over the coming year to develop the Alliance into
more than the sum of its parts. This will involve:

The Alliance now has over 60 national members and a
growing number of local affiliates. These new members
each bring their own action plans, comprising
hundreds of additional efforts that will help to make
the Declaration a reality. We are pleased to have
increased involvement from the commercial sector,
with a pharmaceutical company, a community
pharmacist and an assistive technology company now
part of the Alliance.
This year the Alliance has also embarked on its
first major joint activity: a call to action to reduce
inappropriate prescription of anti-psychotic drugs,
led by the NHS Institute, Department of Health and
Alzheimer’s Society. With results due next spring,
anecdotal evidence suggests that the call and its
associated actions are already helping to bring down
levels of prescribing.

— establishing a board to guide the Alliance
— undertaking further calls to action and
joint activities
— continuing the expansion of the Alliance beyond
the health and social care sector
— developing indicators to chart the impact of the
Alliance in fulfilling the Declaration
— improving the scrutiny of action plans to encourage
further commitment to the Declaration.
The Secretariat look forward to working with
all existing and future members to maintain the
momentum created during this first year, making
the Alliance and the Declaration forces for positive
change in the lives of people with dementia.
Simon Kitchen, Head of Secretariat
Dementia Action Alliance
T: 020 7423 5185
E: simon.kitchen@alzheimers.org.uk
Devon House, 58 St Katharine’s Way, London, E1W 1LB
Sarah Tilsed, Secretariat
Dementia Action Alliance
T: 020 7423 5186
E. sarah.tilsed@alzheimers.org.uk
Devon House, 58 St Katharine’s Way, London, E1W 1LB

Secretariat Report

Reflections on the past year
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AGE UK

age uk

Age UK aims to improve later life for everyone
through our information and advice, campaigns,
products, training and research.

What we did this year
In the first year of the Dementia Action Alliance we
achieved the following:
— Supported local Age UK events for sharing positive
practice in developing services and listening to
people with dementia and carers about their impact.
— Published Living Life with Dementia, a guide to
services provided by local Age UKs, available here:
www.ageuk.org.uk.
— Completed a series of short films on dementia
and other mental health problems in residential
care (www.myhomelifemovement.org) as part
of the My Home Life programme, which has also
disseminated positive practice to its care
home network.
— Continued funding relevant research,
including a project investigating the ageing brain
(www.disconnectedmind.ed.ac.uk),
and contributed to the Ministerial Advisory Group
on Dementia Research.
— Provided a range of accredited courses including:
dementia awareness, challenging behaviour;
therapeutic activities in dementia care; and personcentred planning.

— Started discussing with people with dementia,
carers and local partners, the information and
advice that would be most useful following a
diagnosis; and how we can improve our
existing resources.
— Urged the Equality and Human Rights Commission
(EHRC) to include the views of people with
dementia and carers in their inquiry into upholding
the human rights of older people receiving home
care, and identified ways this could be done.

What we will do next year
Many of our actions from the current year will
continue, with an increasing focus on incorporating
the needs and aspirations of people with dementia
and carers into the design of all our work, including
services and products.
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02

All-Party
Parliamentary
Group on
Dementia
What we did this year
In July, the APPG on Dementia published ‘The £20
billion Question’, an inquiry into improving lives
through cost-effective dementia services. The inquiry
interviewed a full range of stakeholders, including
people with dementia and their carers. Respondents
commented on opportunities for saving money and
exploiting existing resources, while ensuring quality of
life for people with dementia
The inquiry concluded that, given the high price of
dementia and the human impact of poor quality care,
commissioners must treat dementia as a priority area
for improving cost-effectiveness. Such efforts could
significantly help health and social services meet savings
targets. Our report stresses the importance of early
intervention in reducing early transitions into care and
needless hospital admissions. It also calls on the health
and social care systems to work more collaboratively.
In other work, the APPG on Dementia met twice with
other APPGs concerned with social care to highlight
the urgent need for system reform. These meetings
were also used to understand and inform the work of
the Dilnot Commission.

What we will do next year
The APPG is committed to conducting an annual
inquiry, and will be confirming its topic for 2012 in early
November. We will seek evidence for the first three
months of 2012, and launch our report in the summer.

All-Party Parliamentary Group on Dementia

The All-Party Parliamentary Group (APPG)
on Dementia is a cross party group made up of MPs
and Peers with an interest in dementia.

03

Alzheimer’s
Research UK

Alzheimer’s Research UK

Alzheimer’s Research UK is Britain’s leading dementia
research charity specialising in finding preventions,
causes, treatments and a cure for dementia.

What we did this year
— Alzheimer’s Research UK committed £5.1 million
to new projects in 2011, which is our largest ever
annual investment. Our current commitment is
now £18million; we’re on track to increase our
annual investment to £8million by 2014. We are
funding 58 new projects exploring many aspects of
dementia. They include pioneering work into early
biological signs of dementia; and major stem cell
research probing the causes of the disease.
— We have been a leading member of the
Ministerial Advisory Group on Dementia
Research. The group published its ‘Route Map
for Dementia Research’ in June 2011, with the
aim of delivering actions by December 2011.
Alzheimer’s Research UK is working with partners
to promote research opportunities and resources
more widely, and to increase public engagement
with dementia research.
— Launched in February 2011, our new website
includes accessible information on available
treatments, clinical trials, the latest research news,
and our interactive Brain Tour:
www.alzheimersresearchuk.org/brain-tour/.

What we will do next year
We will continue working with government and other
stakeholders to ensure that funding for dementia
research keeps rising. Our ‘Blueprint for Defeating
Dementia’ makes renewed calls on government to
support dementia research and raise public awareness.
Visit www.alzheimersresearchuk.org/blueprintdefeating-dementia/ to read more and sign up.
We will continue to hold our successful public
events which engage people with dementia research.
We are also hosting our annual Alzheimer’s Research
UK conference in Birmingham in March 2012, the
largest gathering of dementia scientists in the country,
including international experts. Alongside the
conference, we will be holding a public meeting where
people can hear the latest developments in dementia
research. For more information, please visit:
www.alzheimersresearchuk.org/public-research-events/
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04

Alzheimer’s Society

— Supported over 30 research teams to apply for the
National Institute for Health Research’s themed call
on dementia research.

What we did this year

What we will do next year

— Supported the development and delivery of the
Dementia Action Alliance.
— Contributed to the antipsychotic drugs campaign,
including through the development of information
booklets for people with dementia and carers, and
for doctors.
— Developed evidence on the experience of people
with dementia and carers living at home, and
published the ‘Support. Stay. Save.’ report.
— Ran the ‘Worried about your memory?’ campaign
through GP surgeries, and launched a dementia
awareness road show as Tesco’s charity of the year.
— Launched a research project into the possible use
of off-patent drugs for dementia.
— Developed our information service for people with
dementia and carers.
— Worked with the All-Party Parliamentary Group
on Dementia to publish ‘The £20 billion question’,
a report on how to make more effective use of
resources in dementia.
— With other charities, campaigned for changes to
the health and social care bill in relation to patient
and public involvement, and integration of health
and care.

Over the next year we will:
— Continue to host and provide funding for the
Dementia Action Alliance secretariat, while
exploring opportunities to grow regional support.
— Publish a report on quality of life for people
with dementia.
— Launch a project to define dementia
friendly communities.
— Support the All-Party Parliamentary Group to
conduct a dementia inquiry, which will publish
evidence in summer 2012.
— Grow the number of local community dementia
forums operating across England, Wales and
Northern Ireland.
— Campaign to deliver a new system of funding and
charging for care.
— Use evaluation from the dementia adviser and peer
support demonstrator sites to make the case for
growth of evidence-based support services.
— Develop the information offered to people with
dementia and their carers on our website and
through local services.
— Roll out further work to support care homes in
reducing antipsychotic drugs.

Alzheimer’s Society

Alzheimer’s Society is the leading care and research
charity in the UK for people with dementia and
their carers.
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Anchor

anchor

Anchor has more than 40 years’ experience of
working with older people and providing residential
care homes and housing.

What we did this year
— We have continued to invest in specialist dementia
training for all our employees. Nearly 450 people
have now completed Introduction to Dementia
Care; over 400 have completed Improving
Dementia Care; and 200 qualified for Dignity
Champion status. More than 500 employees
attended knowledge development sessions on
topics including: developing life stories; delirium;
nutrition; communication; night time activity;
and depression.
— We continue to support family and friends.
Over 100 people have attended free education
sessions and individual support has been provided
to develop customers’ living stories.
— Our person-centred volunteering initiative is
progressing well. We now have 59 volunteers
who support individuals’ interests, with 64 offers
currently being processed.
— We have continued our review of antipsychotic
medication, reducing the use of antipsychotic
medication by 3 percent over the last year.

What we will do next year
Our dementia specialist team will continue to train
and advise our employees. We are developing an
additional course to support those studying for
Dementia Pathway Diploma levels 2 and 3.
We will continue to develop individual customers’
living stories, with the emphasis on story rather
than history.
We will continue to support current and future
family and friends, expanding this service to the
wider community.
We hope to replicate our volunteering model around
the country.
We will be launching our new dementia strategy which
envisions greater choice for older people over where
and how they live.
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06

Association for
Dementia Studies,
University of
Worcester
What we did this year
We produced a training DVD on good communication
which brought together front-line staff, young film
makers, people with dementia and their families, and
our academic staff.
Peter Ashley and John Suchet were awarded honorary
degrees by the University for raising awareness
about dementia. We worked with Uniting Carers in
providing family carers as tutors on our courses.
We provided consultancy and training on personcentred dementia care and leadership. Our extensive
programme included courses on early interventions,
care homes and end-of-life care.
We submitted the final report on an observational
tool for people with advanced dementia living in care.
We conducted research with healthcare organisations
in the Midlands on acute hospital services and family
information resources. And we evaluated a dementia
advisor national demonstrator site and an early
intervention service.

We started work on a person-centred dementia care
online toolkit for care home managers, to be launched
next year. We published widely and spoke at almost
40 conferences and seminars. Our West Midlands
dementia seminar series was well attended.
We made further contributions to the SCIE
Dementia Gateway.
Finally, we are supporting a growing number of
Admiral Nurses in the West Midlands and beyond.
We have supported West Midlands networks on
Memory Clinics and Liaison Psychiatry.

What we will do next year
— Disseminate the findings from the research projects
mentioned above.
— Include people living with dementia as tutors on
some of our courses.
— Showcase examples of service providers who are
working to achieve excellence in person centred
dementia care.
— Undertake research with the Universities of East
Anglia, Stirling and Cardiff into organisational
factors in abuse and neglect in care homes.
— Continue our seminar series, and host the Society
for Arts in Dementia Care’s 7th International
Conference in Creative Expression in September 2012.
— Continue to work with Dementia UK in promoting
excellence in care for people living with dementia
and their families.

Association for Dementia Studies

The Association for Dementia Studies is a new
university-based association focused on improving the
lives of people living with dementia, their families and
those who work to support them.
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Association of
Directors of Adult
Social Services
Association of Directors of Adult Social Services

The Association of Directors of Adult Social Services
(ADASS) represents all the directors of adult social
services in England, having evolved from the former
Association of Directors of Social Services.

What we did this year
Over the past year, ADASS has continued to highlight
best practice to its members through local events
and our national bulletin. We have ensured people
with dementia are included in national work on
personalisation; for example, the Think Local Act
Personal partnership.
We have developed a resources framework to help
members invest money wisely.
We submitted evidence to the All-Party Parliamentary
Group on Dementia on using resources for people
with dementia; contributed to the Commissioning
Guidance; and continued sitting on the Department of
Health’s Programme Board and Implementation Group.

What we will do next year
Over the next year, we will continue to pursue the
broad objectives outlined above.
We will provide guidance to our members on using
funding for memory clinics. As shadow health and
wellbeing boards and clinical commissioning groups
become established, ADASS will encourage them to
prioritise dementia within their work programmes.
Finally, we will work through regional structures, such
as joint improvement partnerships, to encourage use
of the commissioning guidance and associated tools.
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08

Barchester
HealthCare

What we did this year
Over the past year we have:
— Recruited two further dementia care specialists,
whose remit is to ensure that high quality, personcentred dementia care underpins all our Memory
Lane communities.
— Developed 12 further beacon sites to demonstrate
and measure quality of lived experience for people
with dementia. The sites employ a core model
of person-centred and relationship-focussed care
and support. They strive to enable individuals
to live freely and with greatly reduced use of
antipsychotic medication.
— Developed several Dementia Cafes with the
support of the local Alzheimer’s Society.
— Participated at a national and regional level with
the principles and action points from the National
Dementia Strategy and Dementia Action Alliance.
— Worked in partnership with the NHS on the
development of a training programme for a new
hospital-based service.
— Worked with Boots to develop an electronic
medication administration record and alerting
system for antipsychotics and other polypharmacy.

— Worked in partnership with several organisations
in the intelligent use of telecare and telehealth
systems to support well-being and quality of life
within the Memory Lane communities.
— Developed a role-specific training programme to
enhance knowledge and skills for staff working in
Memory Lane communities.

Barchester HealthCare

Barchester Healthcare is one of the UK’s most
respected care home companies, providing awardwinning care and services to thousands of residents
throughout the UK.
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Bradford
Dementia Group
University of
Bradford
Bradford Dementia Group

A multi-disciplinary, multi-professional group
committed to making a difference to policy and
practice in dementia care, through excellence in
research, education and training.

What we did this year
We have increased user and carer involvement
through various measures, including:
— making an educational film with people with dementia
— including people with dementia and families on our
course management team
— delivering a module devoted to involving people
with dementia and their families.
We have developed bespoke consultancy services in
practice development and service evaluation, by:
— increasing the number of organisations and
individuals we work with
— broadening our consultancy to include hospitals and
domiciliary care
— adding additional data collection instruments
and methods
— formed learning partnerships with key care
providers, e.g. Bupa, Nightingale.
We have engaged in positive action to reduce
stigma, including:
— funding a PhD on stigma and primary care
— combating stigma with our training and degree
course materials
— having a panel member on a dementia event at the
British Science Festival

Continued to have dementia care as a key research
focus, by:
— undertaking projects including: lived experience of
dementia; reducing hospital admissions; and stigma
in primary care
— creating a dementia research forum
— using multimedia to share research findings on
citizenship and dementia.
Engaged in national and international efforts, by:
— serving on national and international organisations’
councils, advisory groups, networks and research
projects, including the Alzheimer’s Society’s
Research Council and the Advisory Board for the
2012 International Conference of Alzheimer’s Disease.

What we will do next year
— Continue to ensure that people with dementia and
their families are increasingly central to our all our work.
— Continue undertaking collaborative research that
informs best practice in the field.
— Continue to develop our consultancy services in
practice development and service evaluation.
— Continue to combat stigma by making our University
dementia-friendly; working with community groups
and businesses to make Bradford a dementia-friendly
city and promoting relevant research.
The BACP is a professional body and a registered
charity that sets standards for therapeutic practice and
provides information for therapists, clients of therapy,
and the general public.
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The British
Association for
Counselling and
Psychotherapy
We are funding two studies into the use of therapy
for carers of people with dementia. Both are being
conducted by Professor John Keady and Dr Ruth Elvish
at the University of Manchester:
01 Counselling and psychotherapy for the carers of
those with dementia: a systematic review of the
research literature
This review will provide a rigorous and readable
overview of the research on counselling and
psychotherapy for dementia carers. It will identify
the effects of existing therapies and their implications
for policy and practice. The review will both
inform practitioners and strengthen the academic
knowledge base.
Given the growing use of the diagnosis ‘mild cognitive
impairment’, the review will include studies which
examine psychologically underpinned treatment for
people with this diagnosis. The review updates and
expands on previous work by Gallagher-Thompson
and Coon (2007).

02 The meaning of therapy from the perspective
of family carers of people with dementia: an
exploratory study
This exploratory study will address the emotional
and psychological needs of those who support a
person with dementia, and how psychotherapy and
counselling can be tailored to meet these needs.
Using a grounded theory methodology, the project
team will recruit a theoretical sample of 10-15 carer
participants who have been referred to the Salford
Older Adult Primary Care Service for counselling
support. Interviews will be conducted twice during
the counselling relationship. These will explore
efficacy, carers’ understanding of the process, and the
meanings that are attached to counselling – including
constructed measures of help and success.

What we will do next year
Both studies will be published in summer 2012.

The British Association for Counselling and Psychotherapy

What we did this year
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The British
Geriatrics Society

The British Geriatrics Society

The British Geriatrics Society (BGS) is a professional
association of doctors practicing geriatric medicine,
old age psychiatrists, general practitioners, nurses,
therapists, scientists and others. We are united by our
shared interest in the medical care of older people,
and the promotion of better health in old age.

What we did this year
Over the past year we have:
— been a regional and devolved nation representation
on the Special Interest Group committee
— provided consultancy to NICE on the Drugs for
Dementia Guideline 2010
— made a statement on mental capacity 2010
— commenced a survey of UK medical schools
to assess what they are currently teaching
about dementia.

What we will do next year
Over the coming year we will:
— re-launch our document ‘Delirious
About Dementia’
— publish a document on pain assessment in the older
patient, co-written with the British Psychological
Society and the Royal College of Physicians
— publish a document on pain management in older
people with dementia
— host regional study days to facilitate local hospital
leads for dementia.

12
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British
Psychological
Society

What we will do next year
— Build on existing dementia pathways to articulate
the role of psychological interventions at all
stages, in line with the dementia strategies of
the four nations.
— Highlight effective alternatives to antipsychotic
medication in managing the behavioural symptoms
of dementia.
— Produce a national guideline on best practice in
managing the behavioural symptoms of dementia
in conjunction with other organisations (e.g.
Alzheimer’s Society), and with other professional
colleges (e.g. Royal College of Psychiatry).
— Continue working with other bodies to
ensure high standards of practice in dementia
care (e.g. RCP Memory Services National
Accreditation Programme).
— Deliver high quality, affordable training events to
psychologists working with people with dementia,
in collaboration with other partners where possible
(e.g. Division of Neuropsychology; Royal College
of Psychiatry).

— Continue to advise clinical psychology training
courses on the core competencies required for
working with older people. Work with training
courses to revise their curricula in light of the
pathways development and national guidelines for
behavioural symptoms in dementia. And work with
the Care Quality Commission to develop quality
and risk profiles for practitioner competencies in
working with people with dementia
— Continue to develop the evidence base for effective
psychological practice in the dementia pathway.

British Psychological Society

The BPS promotes excellence and ethical practice
in the science, education and practical applications
of psychology.
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BUPA

BUPA

Bupa gives individual, expert care in over 300 care
homes in the UK.

What we did this year
— We have raised public awareness through our
advertising campaigns across digital and traditional
media. Through Facebook we have connected
with online dementia communities and hard-toreach people.
— Working with Alzheimer’s Society we have trained
a Dementia Champion for every Bupa dementia
care community. There are currently 204 trained.
— We have been training staff in our dementia
care communities in the essentials of personcentred care, while senior staff are being trained in
advanced and specialist care.
— We have established the concept of ‘meaningful
moments’: brief but positive engagement with
residents by staff at every opportunity. Research
by the University of Southampton has shown the
benefits for residents’ well-being.
— As part of Bupa’s better dementia care home
design programme, our first specialist care unit
with enhanced dementia-friendly lighting, prosthetic
features, nostalgia activity rooms and destination
points opened in June.
— We continued our robust audit of prescribed
antipsychotic use. Comprising action plans, GP
liaison and other measures, the programme has
helped markedly reduce prescribed antipsychotic
medications since 2009.

— To ensure the culture of dementia care is special
and different, we have started to embed a
new language: from ‘meaningful moments’ and
‘destination points’ to ‘night owl’ clubs and Person
First Coaches.

What we will do next year
We intend to continue along the service improvement
paths set this year, with particular emphasis on staff
training and reducing the use of antipsychotic drugs.
We will be driving up care quality for the most
vulnerable people with dementia, namely those in
need of end of life care.
We will also invest in a range of measures to support
relatives, including family-friendly visiting experiences,
education to help with the transition into care, and
flexible respite services.

CASE
STUDY:
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BUPA

Observing how interaction takes place between staff
and residents also proved very useful. “Now we
look for trigger signs in the behaviour of residents
and engage more directly with them,” Cheri said.
“We’ve moved from the traditional, institutional way
of thinking to a more open communication that helps
us understand what they are going through.”
Cheri is now sharing these insights with her team.
For example, one resident used to live in France
and, as her dementia progressed, would only speak
French. Using the observation techniques, the
team started engaging with her in French, which
has “brought about a complete change in her
personality”, said Cheri. “She now actively teaches
our staff the language, and brings a bit of French
culture to the home. It really shows how personal
approaches can benefit residents.”

Bupa’s Colton Lodges nursing home in Leeds
provides state-of-the-art facilities for residents with
dementia. Ruth Fawcett, clinical services manager, is
a registered nurse who has worked in care homes
for 15 years. Ruth is using her extensive knowledge
to help deliver expert dementia care.
“When I started my career, patients fitted around
the doctors,” said Ruth. “But with dementia care
today, it’s the other way around. The residents are at
the centre of everything we do.”
Ruth has completed Bupa’s ‘Person first, dementia
second’ training course and a degree in dementia
care from the University of Bradford, for which she
was sponsored by Bupa.
“The courses gave me the confidence to implement
what I know is right for people living with dementia,”
said Ruth. “Good dementia care is all about allowing
people to be who they are. If someone wants to eat
dinner in the corridor, they can. It’s relaxed, and it’s
their home.”
Ruth now mentors staff at Colton Lodge. Having
been taught by experts, she is rightly regarded as a
specialist nurse with a wealth of expertise herself.
“I’m definitely providing excellent dementia care,”
she said.

BUPA

As a Bupa dementia champion, Cheri Needham
understands the importance of specialist training
and skills when caring for residents with dementia.
“I was really pleased Bupa gave me the opportunity
to go on the dementia champions programme.
Under the guidance of Alzheimer’s Society, we
learned advanced techniques to communicate with
residents with dementia.”
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Care Quality
Commission

Care Quality Commission

The Care Quality Commission (CQC) regulate
care provided by the NHS, local authorities, private
companies and voluntary organisations.

What we did this year
— Our annual State of Health and Adult Social Care
Report (2011) included examples of how our
regulatory model and enforcement action has
resulted in better outcomes for people living with
dementia. The report also highlighted the number
of health and social care services which have the
potential to provide care for people with dementia.
— We rolled out compulsory training for all our
Compliance Inspectors on the Short Observational
Framework for Inspection tool. This provides a
robust method for observing and recording the
quality of care being experienced by people using
the service, particularly regarding their interaction
and communication with staff.
— We produced an information guide on dementia
for our Compliance Inspectors, which compliments
our existing quality and safety standards.
— CQC launched Acting Together, a new partnership
scheme that invites people who use services, and
carers, to help us inspect them.
— Other examples of our work can be found in the
individual reports published as part of our thematic
dignity and nutrition inspection programme, with
key themes collated as part of a national report
(due to be published by November). These can be
found on our website: www.cqc.org.uk/.

What we will do next year
— CQC will continue preparing to bring other
providers into regulation, including many which
provide care and support for people living with
dementia and their carers, for example, out of
hours primary care services.
— A number of thematic reviews will be completed
over the next year, which will have relevance
for dementia care. These include a review of
healthcare needs in care homes, and another into
end-of-life care. Both will support our inspectors in
monitoring compliance against essential standards.

26/27
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Care UK

What we did this year
We successfully trialed our new dementia strategy
in nine care homes and one 24/7 care centre in
Surrey. Well-being among residents increased by
40%. Incidents between residents and staff dropped
significantly, as did those between residents.
Antipsychotic medications were also reduced.
Dementia leads were appointed and given intensive
dementia training. All staff took Care UK’s experiential
dementia training to help them see the world through
the eyes of a person living with dementia. There was
specialist support for residents, relatives and staff.
Key environmental changes included signage depicting
the room behind the door, and unique memory
boxes outside residents’ bedrooms. Rummage boxes
in communal areas featured interesting or familiar
items, while interactive walls included activity-based
care items. One of the consistent themes was bringing
the outside inside. Some homes created villagethemed areas with market squares, bus stops or
woodland walkways.

In other work, Care UK opened Heather View in
Crowborough, a dementia-specific home centred
around an indoor village green. The home has been
shortlisted for Best Interior Dementia Design at the
National Dementia Care Awards.
We have also been trialing Our House, a twoyear project with Innovations for Dementia at our
Lennox House in London. Residents with dementia
are enabled to get involved in the daily running and
decisions of the home, such as developing menus and
producing visitor guides.

What we will do next year
Over the next year Care UK will be rolling out best
practice from our dementia strategy trial. Dementia
specialists are being recruited to further develop
existing services, so that a skilled workforce can offer
truly person-centered care within homely, supportive
environments.
Dementia specialists will be based in specific regions,
monitoring their progress and tailoring support
accordingly. Meanwhile, we will continue to reduce
anti-psychotic medications.
Care UK will remain an active member of the DAA
and continue to share evidence-based best practice.
The CSP is a member-led organisation governed
by an elected council. We provide a wide range
of member services and campaign on behalf of
physiotherapists and the physiotherapy profession.

Care UK

Care UK is a leading independent provider of health
and social care services. Working in close partnership
with local authorities and primary care trusts,
we provide care and support for older people and
those with learning disabilities as well as a range of
healthcare services.
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Chartered Society
of Physiotherapy

Chartered Society of Physiotherapy

What we did this year

What we will do next year

The CSP has been progressing the DAA action
plans over the past year and working towards
fulfilling their objectives:

We are continuing to work with the COT on
producing the physical management leaflet, which
should be completed by December 2011.

— We are continuing to work with the College of
Occupational Therapists (COT) on a leaflet for
carers of people with dementia. The leaflet will
give advice on providing safe and effective
physical support for the person, including seating
and posture.
— In partnership with Chartered Physiotherapists
in Mental Healthcare, the CSP has produced a
briefing on dementia care for commissioners and
referrers. The briefing uses relevant statistics and
case studies to explain the clinical and economic
benefits of physiotherapy services. In doing so, it
meets two objectives. First, it identifies why the
provision of specialist services for people with
dementia is essential, particularly with regard to
pain management (which is frequently misdiagnosed
as challenging behaviour). Second, it promotes to
physiotherapists, carers and other professionals
the wide range of good practice in the field of
physiotherapy and dementia care.

CASE
STUDY:
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Chartered Society
of Physiotherapy
Following an assessment, patients are provided
with physiotherapy five days a week, and home
visits are conducted to assess risk factors prior to
discharge. With 58% of patients who return home,
physiotherapists evaluate progress using home visits,
while liaising with other agencies to ensure patients
remain safe.
The service has reduced inpatient hospital bed
stay, prevented future hospital admissions and
reduced costs.

Chartered Society of Physiotherapy

Greenview Intermediate Care Unit, a multi-agency
project commissioned by NHS Harrow, offers
rehabilitation to people with dementia and delirium,
giving them the best opportunity to return home.
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College of
Occupational
Therapists
COLLEGE OF OCCUPATIONAL THERAPISTS

What you have done this year
Since joining the DAA last year, we have made the
following progress against our six key actions:
— To raise dementia awareness among occupational
therapists working in acute, medical and
community services, we have drafted resources
covering subjects which include assessments,
delirium and meaningful activity.
— We have made the Activity Matters Toolkit
available online, along with advice on implementing
public health guidance for older people, including
those with dementia.
— In collaboration with the Chartered Society of
Physiotherapy (CSP), the COT has drafted a
resource providing strategies to help carers of
people with dementia in managing seating, postural
support and the general physical management of
their family member or client.
— We have published leaflets promoting public
understanding of the relationship between
occupation, health and wellbeing, and the
contribution that occupational therapists make
to dementia services. We have had on-going
involvement in the Memory Services National
Accreditation Programme, and multi-professional
and parliamentary groups on dementia.
— To support occupational therapists to implement
recommendations from the End of Life Care
Strategy, in June we published the report ‘The
route to success in end of life care: achieving quality
for occupational therapists’.
— To support occupational therapists to extend the

scope of their practice when providing services for
people with dementia, we asked clinicians to write
articles and share information regarding emerging
areas of practice. Several have been published.

What we will do next year
Our work over the coming year will include the
following action points:
— Launching the dementia resource for occupational
therapists working within general health care
settings.
— Producing a resource document on commissioning
and planning occupational therapy services for
people with dementia.
— Consolidating our existing dementia resources in a
dedicated part of our website. An end of life care
resource will follow.
— Publish the above-mentioned leaflets with the CSP.
— Attend conferences and maintain our involvement
with groups and working parties concerned with
dementia.
— Holding networking days for occupational therapists
working within liaison psychiatry.
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Counsel and Care

What we did this year
Counsel and Care continues to provide its core advice
and information service, which helps people with
dementia, their families and carers make informed
choices and gain control over the services they receive.
Our influencing work helps shape the services which
are needed to achieve these outcomes. Counsel
and Care also works with others to deliver research
programmes to influence both policy and practice.
We offer advice and information to over 250,000
older people and their families each year, many
of whom are struggling to find the right care for
someone with dementia. At Counsel and Care we
work to ensure that people with dementia and their
carers have the correct advice about mental capacity;
and that they are empowered to challenge the system
when it is not working for them. (See our Care
Concerns 2010 report for information on how this
affects our callers.)
Counsel and Care have been working with the
University of Leeds to create a knowledge base for
businesses developing assistive technologies for people
with dementia.

We are a founder member of the Campaign to
End Loneliness, which launched in February 2011.
The campaign helps older people, including those
with dementia, to build and maintain social networks.
We are also still involved in the EVIDEM project.
The goal is to change practice in community-based
dementia care by developing and testing evidencebased interventions, from timely diagnosis to end of life
care. We have fed into the research at all stages since
2007 and will be part of the final publication in 2012.

What we will do next year
Working closely with Independent Age as a single
merged charity, we will be striving for the best care
and support for older people. As part of this work,
we will continue to advise and give vital information
to older people, their families and carers who are
affected by dementia.

Counsel and Care

Counsel and Care is the national charity working with
older people, their families and carers to get the best
care and support.

CASE
STUDY:

Counsel and Care
Counsel and Care

Ms A rang our advice line seeking information about
her 87-year-old mother, who was living at home
alone in a local authority flat. Her mother has
vascular dementia and Alzheimer’s Disease and had
been taking double doses of her medication. She was
looked after solely by Ms A and her sister, and did
not have any care workers.
Ms A said they would ideally like to move their
mother into a home in the local area where she
would be safe and looked after. But following a
previous assessment, the local authority had told Ms
A that her mother did not require residential care
because all her needs were currently being met.

The advice worker told Ms A about the local
authority’s duty of care and her mother’s right to be
reassessed. They also told Ms A about the potential
to use telecare or telehealth to support her mother
at home, and advised about the assessment process
and funding issues regarding residential care. This
advice crucially helped Ms A access the appropriate
services for her mother, and best support for the
whole family.
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CROSSROADS CARE

What we did this year
Crossroads Care provides breaks and support for
carers. More than twenty per cent of our clients
across England and Wales are caring for someone
with dementia. In this first year of the Alliance we
have been consulting with our network to develop
an action plan. We are currently identifying a national
dementia champion and encouraging our network
organisations around the UK to do the same.
Our network has been proactive in seeking
charitable funding for people living with dementia.
Developments this year have included Crossroads
Care across Lancashire’s ‘Proper Break’ service.
The East Lancashire team scooped £360,000 of Big
Lottery funding to provide decent breaks for 100
carers, while the person with dementia spends time
with a Crossroads support worker. They worked
in partnership with colleagues from Hyndburn and
Ribble Valley. The team’s success builds on a recent
partnership with the local NHS, which provides GPprescribed breaks and support for carers of people
with dementia.

Meanwhile Crossroads Care Bexley has been funded
by City Bridge Trust to consult with carers of people
with dementia who have not previously been in touch
with support services. There is a particular focus on
encouraging carers from Bexley’s black and ethnic
minority communities to have their say in developing
appropriate support.
Funding from the National Gardens Scheme has
helped Crossroads Care in mid-Wales to develop
daycare services for people living with dementia,
including therapeutic programmes. It has also allowed
Crossroads Care in Cambridgeshire to introduce the
‘home share’ model, where staff host up to five people
with dementia in their own home for the day.

What we will do next year
The planned merger of Crossroads Care Association
and the Princess Royal Trust for Carers is expected
to take place in Spring 2012, spreading the influence
of the Alliance across both networks. Priorities will
include encouraging members to identify dementia
leads; building links with GP practices and consortia,
clinicians and discharge teams to improve professional
awareness and understanding; and raising awareness of
our services among carers.

CROSSROARDS CARE

Crossroads Care is Britain’s leading provider of
practical support for carers and the people they
care for.
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Dementia Life

DEMENTIA LIFE

Dementia Life is a new business dedicated to
improving quality of life for people affected
by dementia.

What we will do next year
— Recruit new partners to help us expand our
network and influence. In particular, we want
to engage with the changing commissioning and
procurement structures in the new NHS and
social care environment. To maximise the impact of
our digital reminiscence therapy software (DRTS),
we want to start talking with health and well-being
boards, clinical commissioning groups and their
shared services, as well as existing procurement hubs.
— Continue to build our network of customers,
clinical professionals and users, while expanding our
evidence base on the benefits of DRTS for people
with dementia and carers.
— Lead a pilot study with a care provider which
demonstrates how to successfully implement
DRTS in a care setting. We will publish the
approach and results.

— Attend a range of conferences and events to
showcase the benefits of DRTS.
— Prepare to launch the next version of our software,
which will incorporate many additional features
in response to user feedback, including tools that
support the diagnosis of dementia.
— Launch an online DRTS application that can
be downloaded and used on many existing
touchscreen devices
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Dementia Services
Development
Centre, University
of Stirling
What we will do next year

The DSDC developed new training programmes
for staff who meet people with dementia in acute
care settings. Our accredited programme for health
care assistants has now trained 5,000 delegates.
With Comic Relief funding we have directly educated
over 200 carers. We have trained over 2,000 staff in
remote, rural and urban areas.

DSDC will continue to promote international best
practice in dementia care through conferences, study
days and international awards. We will continue to
champion best practice in the built environment
through consultancy, auditing and design schools.
We will provide a virtual tour of our demonstration
suite, and continue to promote the Design for
Dementia certification.

We have sold or distributed around 20,000 copies
of ‘10 Helpful Hints for Carers’ and 15,000 copies of
‘10 Helpful Hints for Dementia Design at Home’.
We continue to publish free guidance, newsletters and
research updates.
DSDC held an international conference in October
2010, hosting 1,000 international delegates alongside
local people with dementia and carers. We hosted
specialist design schools around the UK, while 10,000
people visited our design and technology suite in Stirling.
We created a new distance learning programme on
transitions in the lives of family carers, funded by the
Big Lottery. Eighty health and social care workers have
completed the programme.
DSDC published an updated version of the Design
for Dementia Audit Tool and a lighting guide. We also
produced an extensive range of free telecare and
assistive technology publications, available here:
www.dementiashop.co.uk.

DCDS will continue to increase access to training and
education for all health workers. And we will keep
developing resources which are informed, accessible
and valued by people with dementia and their carers.

Dementia Services Development Centre

What we did this year

CASE
STUDY:

Dementia Services
Development Centre
Dementia Services Development Centre

At a meeting of carers recently, I met with some
gentlemen who were perhaps in their seventies or
older, who all had wives with dementia. Though shy
to begin with, they listened respectfully to the short
talk on what dementia is, and what you can do to
delay the onset of some of the common problems.
By the time the tea and buns were served, we were
all in fits of laughter as they described some of the
funny or mildly embarrassing situations they had
experienced.
In the middle of all this jollity one man, almost in
tears, blurted out a problem he had with his wife’s
incontinence. “When I wake in the morning she has
wet the bed from my feet to the pillow… and she is
really angry with me.”
So I found myself delivering a short seminar on
continence, how to maintain it, what goes wrong,
what services exist locally, and practical things like
mattress covers and pads, and washing and smell and
lots of things we never thought we’d be discussing.

The other men rallied round him with comradely
expressions of support, and shared their stories.
They talked about the anger and frustration of their
wives. It was really moving. And before long we were
all laughing again. On reflection, I realised how much
it had cost him to raise this issue, and how much
support he got from his friends. But also how terrible
it was that until that day, no one had ever created
the environment where he could even mention it.
I checked a few weeks later and the situation seems
to have been sorted out now.
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Dementia UK

What we will do next year

Among our key achievement this year, we:
— Secured new NHS posts for Admiral Nurses in
Worcestershire, Knowsley, Telford & Wrekin,
Birmingham, Kirklees, Hull and Essex, and a new
post with the Orders of St John Care Trust.
— Developed the Admiral Nurse Academy and
continued to support Admiral Nurses around
the country.
— Provided advice, support and information to family
carers, people with dementia and professionals
through our helpline Admiral Nursing DIRECT.
— Supported Uniting Carers members to take part
in dementia related training, research, conference
presentations, media work, consultations and
campaigns.
— Delivered education programmes for health and
social care staff.
— Through our special interest group in palliative care
and dementia, we began a study examining the role
of Admiral Nurses in end-of-life interventions for
family carers and people with dementia.
— Supported our partners Wigmore Hall in delivering
Music for Life programmes in care homes.

— Continue to invest in Admiral Nursing and establish
new posts and services, in partnership with NHS,
social care and independent organisations.
— Continue to develop the Admiral Nurse Academy,
strengthening links with academic institutions and
offering preceptorship programmes for nurses early
in their careers.
— Admiral Nursing DIRECT will provide and evaluate
a psycho-social intervention for family carers using
telephone and e-technology.
— Continue to invest in Uniting Carers, broadening
the influence of family carers in the dementia field.
— Deliver the QCF ‘Dementia Award’.
— Invest in new partnerships to expand our training
and education portfolio. New initiatives for 2012
include: My Home Life London, in partnership
with City University and Age UK; and Bee Inspired
Dementia Care Leadership programme, in
partnership with JPA Associates.
— Build the evidence base for all our activities.

DEMENTIA UK

What we did this year

CASE
STUDY:
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DEMENTIA UK

Music for Life – a partnership
between Dementia UK and
Wigmore Hall Learning
Music for Life is one of the few initiatives that focus
on meeting the needs of people in the later stages
of dementia, as well as addressing training and
development issues for health and social care staff in
residential care settings.
Meet a lady, who is so sad and frustrated, she shouts
and demands and swears. She clutches her handbag
and clings to the tiny stuffed rabbit that seems to
hold the only key to her comfort and identity.
Care staff are sad too. They struggle to understand
and connect with her.
Bit by bit, our musicians get to know this lady
when they meet together each Friday. They also
feel her anger and upset, but slowly the lady
becomes ready to trust this team, and something
remarkable happens.

She stops swearing. She puts down her bag and
loosens her grip on the rabbit. For the first time,
she looks at the musician kneeling in front of her,
creating this music especially for her. She looks up
and sees others making music with him. She looks
around the circle and sees others caring for her with
their stillness – people she lives with, people who
are with her every day. Slowly she turns back to the
musician, searches his face one more time – and then
begins to giggle.
The people in the group hold their breath and watch.
Then one by one, they catch this sense of knowing,
and giggle too. Soon everyone in the circle is
laughing with this lady, and it grows and spreads until
everyone in the room is laughing together.
The lady looks on and seems to know in that
moment that she is found. From that day forward,
there is no swearing.
(Linda Rose, Music for Life)
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DEPARTMENT OF
HEALTH

General
— The Operating Framework for the NHS in
England 2011/12, published on 15 December 2010,
reinforces the priority attached to dementia. It
states that people with dementia and their carers
need information to help them understand the
range and quality of local services and that NHS
organisations are expected to make progress on
implementing the National Dementia Strategy,
working with their social care partners.
— The NHS National Quality Board (NQB) System
Alignment in Dementia Care Subgroup published
its full report on the NQB web pages in December
2010.
— An Equalities Action Plan, which sets out a series of
planned actions in relation to the implementation
of the National Dementia Strategy and the
Dementia Commissioning Pack, was published by
DH on 21 July 2011.

Reducing the use of
antipsychotic medication
— In December 2010 DH provided funding of £1.9m
to Strategic Health Authorities (SHAs) to enable
all SHAs to accelerate improvements in prescribing
of antipsychotic medication. Each SHA has
committed to undertake audits of current practice
on antipsychotic prescribing for people with
dementia. This work will report in Autumn 2011.
— The Department has worked with the Dementia
Action Alliance and the NHS Institute on the
development of a national “call to action” on
reducing the use of antipsychotic medication for
people with dementia. The call was launched on
9 June 2011, with the aim of ensuring that by 31
March 2012 all 180,000 people with dementia
who are receiving antipsychotic drugs will have
undergone a clinical review, to ensure that their
care is compliant with current best practice and
guidelines and that alternatives to their prescription
have been considered.
— DH has developed, with the Alzheimer’s Society,
a best practice guide to support health and social
care professionals to determine the best treatment
and care for people experiencing behavioural and
psychological symptoms of dementia. The guide
was published on 10 June 2011.

DEPARTMENT OF HEALTH

Over the past year, the Department of Health (DH)
has made significant progress in delivering its Action
Plan, as well as taking forward work in a number of
other areas to help improve outcomes for people with
dementia, families and carers. Detailed progress has
been reported in each of the quarterly reports and
the key achievements, together with plans for further
work in these areas, are summarised below.

— The Department has worked with the General
Medical Council (GMC) to refresh the GMC’s
prescribing guidance for doctors. The GMC has
consulted on draft guidance which specifically
includes the issue of antipsychotic prescribing
and expects to publish the finalised version in
November 2011.
— During 2011/12 DH has contributed £100k to the
Alzheimer’s Society FITS (Focused Intervention
Training Scheme) programme. The overarching
aim of the programme is to reduce the use of
antipsychotics in care homes by delivering a ten-day
training course to nominated health professionals.
These individuals disseminate the information as a
trainer and act as a Dementia Champion in their
care home.

Commissioning
DEPARTMENT OF HEALTH

— The Dementia Commissioning Pack, which
provides practical resources to help health and
social care commissioners to design services that
are suited to local needs and are cost effective, was
published on 21 July 2011.

Awareness Campaign
— In March 2011 the Department of Health launched
a pilot dementia awareness campaign in the
Yorkshire and Humber and North West NHS
regions. The campaign focused on persuading
people to seek an early diagnosis where they had
concerns about the possible onset of dementia.
Evaluation of the campaign has provided very
positive findings on its impact and the number of
people seeking a diagnosis. It has therefore been
decided to roll out the campaign nationally in
November 2011.

Workforce education and
training
— DH has worked with Skills for Care and Skills for
Health on the development of the Common Core
Principles for Supporting People with Dementia,
which were published on 9 June 2011. The
Common Core Principles can be used to support
workforce development for all health and social
care staff working with people with dementia and
can also be used to inform the content of curricula
and training courses.

— DH has carried out work with the Oxford
Deanery to trial a new approach to dementia
education and training for GPs and practice staff
and will continue to support other sites interested
in piloting the training.
— The Department of Health, with the support of the
National Dementia Strategy Workforce Advisory
Group, is currently finalising its programme of work
on dementia education and training for 2011/12,
with a range of projects covering health and social
care workers and family carers.

EU project
— The Department is closely involved in the EU
Alcove project on dementia and is the lead nation
in one of the five work programmes being funded
under the programme. Alcove is a joint action
funded by the European Commission and made up
of 30 partners from 19 member states. The UK
work programme will continue until March 2013
and involves:
— an assessment of national recommendations
for the diagnosis of dementia in order
to access to a common definition with
associated operational criteria; and
— an assessment of health care systems for
dementia early diagnosis and evaluation of
their implementation, in order to formulate
recommendations for improving early
diagnosis.

Research
— The National Institute for Health Research (NIHR)
launched a themed call for dementia research
in March 2011, across seven of its main funding
programmes. These programmes cover the full
range of clinical and applied research and funding
decisions will be made between November 2011
and March 2012, with final confirmation by the
seven programme directors in April 2012.
— The Ministerial Advisory Group on Dementia
Research (MAGDR) published the ‘Route Map
for Dementia Research’ on 28 June 2011, designed
to increase the volume, quality and impact of
dementia research. Progress against these actions
will be assessed at a final meeting of MAGDR 12
months after publication.
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— On 18 August 2011 the Prime Minister and
Secretary of State for Health announced £800
million investment over five years to boost medical
research. The research will be carried out by NHS
and university partnerships managed by the NIHR.
The thirty-one awards include funding for four
new Biomedical Research Units which specialise
in dementia research. The successful units will be
operational from April 2012.

National audit
— The national audit to measure progress towards
the goal of achieving a two-thirds reduction in
prescribing of antipsychotics for people with
dementia is underway and results will be published
in Spring 2012.

Improving hospital care
— The National Clinical Directors for Dementia and
Older People wrote to Medical Directors and
Chief Nursing Officers on 5 January 2011 to bring
to their attention the interim findings from the
Royal College of Psychiatrists’ Audit in General
Hospitals. The National Clinical Director for
Dementia has met with SHA Medical Directors in
the regions to highlight the issue and to gain a sense
of progress and local activity.

Innovation
— On 15 August 2011 the Design Council, in
partnership with the Department of Health,
launched a national innovation challenge titled
Living well with dementia, which will grant R&D
funding to partnerships of entrepreneurial
designers and service providers to develop
innovative solutions to help people with
dementia to live a better quality of life.
Successful applicants will receive funding
from November with a national launch of the
prototyped service models and technologies
taking place in March 2012.

Other publications
— Nothing Ventured, Nothing Gained: Risk Guidance
for people with dementia was published on 10
November 2010 and provides guidance on best
practice in assessing, managing and enabling risk for
people living with dementia.
— Good Practice Compendium – an assets approach,
which brings together examples in improving
dementia care from across the regions, was
published on 10 January 2011.

DEPARTMENT OF HEALTH

— On 14 September 2011 the first national audit of
memory services was published, showing increases
in expenditure on and use of memory services.
The Minister for Care Services also announced
£10m funding for memory services to help identify
people with dementia earlier and ensure more
effective treatment.

— DH has funded a year-long project by the Royal
College of Nursing (RCN) on improving dementia
care in general hospitals. On 21 September
2011 RCN launched its commitment to the care
of people with dementia in general hospitals,
which sets out a framework for improving care
and highlights key factors which are essential to
delivering good quality care.
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The Design Council

The Design Council

The Design Council Cabe is a charity, incorporated
by Royal Charter, which promotes design and
architecture for the public good.

What we did this year
In partnership with the Department of Health, we
launched our national design competition ‘Living well
with dementia’. British designers were asked to come
up with ideas to help individuals with dementia and
their carers to live easier, better planned and more
enjoyable lives, and partner with people who could
implement their solutions. In total, £330,000 worth of
funding and professional support is available to develop
five of these ideas.
So far our main activities have been:
— We launched the challenge on 15th August 2011.
The call for entries document was downloaded
over 2,500 times.
— We set up an online community to provide
information and allow people to form partnerships
for the competition. Over 750 people signed up to
this and over 40 discussions were started.
— We held three networking events with luminaries
from design and innovation as guest speakers,
which over 150 people attended.
— We received over 150 applications for the
challenge, of which 15 have been shortlisted for the
second round of the competition.
— The challenge received more than 70 pieces of
coverage in the media.

What we will do next year
In November 2011 we will announce the five challenge
winners, each of whom will receive a share of
£330,000. They will have until March 2012 to develop
working prototypes, following which we will support
the teams to secure additional investment to further
implement their ideas.
We will also:
— Record, showcase and disseminate the results of
the competition to highlight innovative approaches
to dementia care.
— Evaluate and publish the results of the competition
to provide evidence of how design-led innovation
works in this area.
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The English
Community Care
Association

What we did this year
The ECCA and its members are committed to
delivering high quality personalised services that
respect rights and dignity. The current financial
environment is extremely difficult – ECCA members
are to be applauded for the work they have done to
improve dementia care over the past year. Given this
environment, our progress has been satisfactory:
— ECCA worked with the Social Care Institute
for Excellence (SCIE) to develop and launch the
Dementia Innovation Exchange which is hosted as
part of the Dementia Gateway. We are currently
collecting examples of good practice for inclusion in
the Exchange.
— ECCA worked closely with the British Geriatric
Society on a project about the support available
to care providers from primary care. This will
help lower the use of anti-psychotic drugs and
improve access to medical support for people with
dementia.
— ECCA also worked with the Royal College of
General Practitioners to develop an information
pack for GPs explaining how to commission
independent care services.

— ECCA challenged the Gold Standards Framework
(GSF) to further develop end-of-life pathways for
people with dementia. This will hopefully improve
the experiences of people with dementia and their
carers at this difficult time.
— ECCA formed a link with the MyAmego
monitoring service. We have seen very impressive
examples of how it boosts autonomy for people
with dementia while reducing anti-psychotic prescribing.
— Our chief executive Martin Green has mentioned
the DAA in 34 speeches and several columns,
while ECCA has blogged and Tweeted about
the Declaration.

What we will do next year
The coming year will be an extremely difficult one
for the care sector: ECCA will necessarily have a less
ambitious programme of work on the Declaration.
We do the following:
— Continue to raise the profile of the Declaration
— Highlight dementia in consultation responses
— Publicise and develop the Innovation Exchange
— Encourage commercial partners to develop their
own declarations
— Encourage members to engage more fully
with carers
— Pursue partnerships that ensure dementia services
are improved across the system
— Speak out on dementia and maintain its
policy profile

The English Community Care Association

The English Community Care Association (ECCA) is
a registered charity and is the leading representative
body for independent care services in England.
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Faculty of Old
Age Psychiatry,
Royal College of
Psychiatrists
Faculty of Old Age Psychiatry, Royal College of Psychiatrists

What we did this year
— Identified examples of good service delivery
from psychiatrists across the UK. These are being
published a report later this year. We have also
created a web-based forum on services for younger
people with dementia.
— Continued to work on reducing age discrimination.
We have published a multi-organisation report on
age discrimination. The College recently concluded
its ‘Fair Deal’ campaign. The Faculty is working with
the National Development Team for Inclusion on
reducing discrimination, and with the Royal College
of Psychiatrists on a joint commissioning panel of
old age mental health services.
— Contributed to developing a national research
agenda on older people’s mental health, including
evaluation of secondary prevention strategies
for people with current dementia, and improved
research in care homes. Our members contribute
to several national research networks. Meanwhile,
the College has completed a national dementia
audit in general hospitals, and supported the English
and Scottish dementia strategies.
— Supported our members in delivering the national
dementia strategy, the NICE guideline on dementia
and the NICE quality standards on care.

— Set up formal links with other professional
organisations to ensure coherence across service
planning and educational programmes. Professor
Alistair Burns, national dementia director and a
Faculty member, was invited to attend Faculty
Executive committee. The Faculty contributed
to ‘Quest for Quality’, led by the British Geriatric
Society. We have continued to improve our links
with the Alzheimer’s Society. We have contributed
to work led by the Royal College of Nursing to
promote improved care for people with dementia
in general hospitals. We helped to produce the
Department of Health’s dementia commissioning
toolkit 2011, and guidance on individual patient
outcome measurement, due out later this year.
— The College training curriculum now ensures
dementia training for all new psychiatrists. Our
consumer forum has been expanded since last year.
— An increasing number of memory services in
England are achieving national accreditation.

What we will do next year
— Continue to deliver good psychiatric practice
nationwide to improve the health and well-being of
people with dementia and carers.
— Review our Dementia Action Alliance agenda
regularly at Faculty Executive level.
— We will review our Dementia Action Alliance
agenda regularly at Faculty Executive level.
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Four Seasons
Health Care

What we did this year
— Continued to use DCM (Dementia Care
Mapping: a specialised observational assessment
tool) to establish the views of the person living
with dementia, and train our staff in personcentred approaches.
— Provided a range of dementia training for our
staff, including dementia care courses, theoretical
e-learning packages, and bespoke sessions on the
Mental Capacity Act.
— Reviewed the PEARL criteria, aligning them to
current government recommendations, and
adapted our dementia care manual accordingly.
There are now 50 homes accredited with PEARL.
— Developed a 12-month action plan to assist homes
in achieving PEARL, and aligned our dementia
home staff inductions with relevant Skills for
Care modules.
— Interviewed staff and relatives across the UK,
listening to their comments and suggestions.
— Collated data to record the many benefits
of PEARL, which have included reductions in
antipsychotic medication, falls and distressed reactions.
— Won awards for Dementia Care Home of the Year
and Dementia Care Home Manager of the Year in 2010.

— Held eight dementia conferences throughout
the UK to ensure our quality standards are
maintained nationwide.
— Continued to work towards our Dementia Care
Vision, helping our staff recognise that each person
living with dementia is unique.

What we will do next year
— Employ two dementia care quality advisors to
support homes with maintaining PEARL.
— Our team members will attend and speak at
conferences in the UK and abroad, including the
Dementia Care Congress in Liverpool.
— Continue the PEARL roll-out, with 60 homes
joining the PEARL pathway programme in October
2011, another 60 in March 2012 and a further 60 in
December 2012.
— Continue to deliver and review the training
needs of our staff. Our dementia care team will
continue to expand on their knowledge, and to
share this information.
— Work in partnership with Boots to reduce
antipsychotic medications.
— Continue to use Dementia Care Mapping and
support our dementia care mappers.

Four Seasons Health Care

An independent healthcare provider of nursing homes,
care homes and specialist units throughout the UK.

CASE
STUDY:

FOUR SEASONS
HEALTH CARE
Four Seasons Health Care

Voices of people who have
benefitted from PEARL
Comment on anti-psychotic medication reduction:
“My husband was in bed for 16 months and would
not be able to even leave his bedroom to eat.
The home took him off night medication first, then
daytime medication. In a matter of weeks he was up
and about. On our next visit we sat in the lounge
eating breakfast together and he is now much more
aware and alert. The only medication he is on now is
blood pressure tablets – it is remarkable and proves
that medication really doesn’t suit everybody.”
(Relative at Ashcroft care home)
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Housing and
Dementia Research
Consortium

What we did this year
Research: We identified three new projects looking at
design, the built environment and assistive technology,
which are now being developed. We have progressed
with a large-scale survey which will give an overview of
provision for residents with dementia in Housing With
Care (HWC) schemes. Further surveys are planned
that will explore other aspects of dementia care in
HWC. The information will be published and used to
inform research proposals.
Funding: On behalf of the Housing and Dementia
Research Consortium (HDRC), Housing 21 has
reached the second round of bidding for Delivering
Assisted Living Lifestyles at Scale (DALLAS).
Our vision is for a DALLAS community that supports
people with dementia using long-term packages of
care, services and assisted living technology.
Publications: We published some good practice
guidance called ‘Living Beyond Dementia’, based on
our literature review of housing with care for people
with dementia, which is available on our website.
New HDRC Research Coordinator: A new HDRC
research coordinator, Dr Julie Barrett, started on 1st
July. Among many things so far, she has worked on

the DALLAS application and added members to the
consortium who have specific expertise in dementia.
Website: We have developed a website which
describes the origins and goals of the HDRC, including a
members-only area for newsletters and confidential
project information.
Publicity/Raising Awareness: Both the Housing LIN
network and our membership network can be used
to spread messages such as the next stage of the
awareness raising campaign.
We have notified our membership of other relevant
research, e.g. EVOLVE and PSSRU research into
specialist versus generalist domiciliary care.

What we will do next year
— Seek funding for our key research areas and
coordinate project proposals.
— Further develop our website to disseminate
information to consortium members.
— Build a group of volunteers living in HWC who
have been diagnosed with dementia, and their
carers and relatives, to act as an advisory panel and
user group in our research projects.
— Publish the findings from our survey work.
Innovations in Dementia work nationally with
people with dementia, partner organisations
and professionals with the aim of developing and
testing projects that will enhance the lives of people
with dementia.

Housing and Dementia Research Consortium

Housing 21, Anchor Trust, Methodist Homes and
Hanover Housing Association have joined forces to
establish a consortium to promote robust research
into housing with care for people with dementia.
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Innovations in
Dementia

Innovations in Dementia

What we did this year
Many of our projects have aimed to show how people
with dementia can remain part of their communities:
— Circles of Support is a three-year project with the
National Development Team for Inclusion (NDTi).
It aims to develop 40 support circles for people
with dementia in four areas of England.
— Shared Lives is a project with Shared Lives South
West which we are evaluating in pilot sites around
the country. We are also providing dementia
training to many Shared Lives schemes.
— We are creating video narratives about life in York
for people with dementia, supplementing Aesop
Consortium’s work on making York a dementiafriendly city.
— We are working with two local authorities in
England and Alzheimer’s Society in Ireland to kickstart work on dementia-friendly communities.
— And we are working with staff in two residential
care homes, exploring how best to engage with
older residents with dementia.

Other projects have focused on helping people with
dementia make their voices heard:
— Telling Our Stories is a collaboration with Age
UK and Be Inspired Films on a film-making
workshop for people with dementia, funded by
the Big Lottery.
— We are supporting the reference group network
of people with dementia on DEEP (Dementia
Empowerment and Engagement Project), led by
Alzheimer’s Society and Mental Health Foundation.
Involving people with dementia in design:
— We are providing user-testing work for the Mylife
system being developed by Housing 21 and Trent
Dementia Services Development Centre.
— We have been doing user-testing work
on a Department of Health-funded project
developing an Assistive Technology guide for
people with dementia.

What we will do next year
Many of our projects will continue. We hope
to promote the concept of dementia-friendly
communities; and to ensure that older people with
dementia, and people with more severe dementia,
are not excluded from this work.
We will continue to be led by our think-tank of people
with dementia and listen to their priorities.

CASE
STUDY:
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Innovations
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— Things that are important to us in our lives.
— What Circles of Support are and projects that
people at the NDTi had been involved in before.
— How the advisory group will work.
— What things help people with dementia to live a
good life.
— Who helps people with dementia to live a
good life.
— Things that people with dementia would like to
do, or wishes they have.
— The next steps for the project in all four areas.

June and Andriani have become ambassadors for the
project in West London. They have been supported
to help design promotional and training materials.
In the coming months they will give presentations
about the project, encouraging people with dementia
to get involved.

Innovations in Dementia

As part of our circles of support project, we are
helping people with dementia to be part of the
advisory group. June, Andriani and Jennie from West
London joined the Salisbury Circles of Support
meeting. They talking about lots of things, including:

30

International
Longevity
Centre – Uk
ILC-UK work on Dementia

The International Longevity Centre – UK (ILC-UK) is
the leading think tank on longevity and demographic
change.

The ILC-UK has been working with partners to ensure
dementia was referenced at the Non-Communicable
Disease UN Summit which took place in September.

What we did this year

The ILC Global Alliance produced a ‘Dementia
Declaration’ following their annual meeting in
Cape Town. It calls for dementia to be recognised
as a pressing health and social care priority across
the world.

The ILC-UK has worked on a number of projects on
dementia, all with the ultimate aim of improving the
lives of people with dementia by raising the policy and
political profile of the issue at the national, European
and global level.

What we will do next year

Joint ILC-UK and actuarial profession debates in
London and Scotland explored the economic,
social and human cost of dementia. Featuring many
different stakeholders, they highlighted the necessity
of a coordinated response to dementia from
Governments.

From January 2012, the ILC-UK will be looking
at dementia and the prevention agenda.
The project will explore many issues relating to risk
factors, and develop specific recommendations for
raising awareness of them. It is anticipated to last
eight months.

The ILC-UK has also worked with the Department
of Health on the important, difficult and often
overlooked issue of older people with dementia
and their rights in terms of relationships, intimacy
and sexual relations. In July 2011, we published good
practice guidance aimed at care workers and managers
on this issue.

We also have several other possible projects regarding
dementia and nutrition, and dementia and the
importance of physical exercise, which have yet to
be confirmed.

Looking at equality issues, we have produced a report
on how women are disproportionately affected
by dementia. We are also working on a review of
older people with sight loss, including individuals with
dementia, which will inform good practice guidance for
care homes.
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JEWISH CARE

What we did this year
Here are some of our achievements over the
past year:
— In November 2010, we launched the successful
Pearls of Wisdom campaign, which encourages
younger generations to appreciate the wisdom and
experience of our elders.
— Jewish Care launched a pilot training programme
with homecare workers in Redbridge. We are
recruiting volunteers to deliver this programme of
one-to-one activity and stimulation for people with
dementia in their homes.
— A network of Dementia Care Champions has been
advocating for people with dementia, using the
VIPS framework.
— Regular Dementia Care Maps have been
conducted in every care home, with action plans
implemented.
— Staff training is on target. Twenty-one employees
are taking level 2 of the QCF Diploma in Health
and Social Care, while 16 employees have reached
level 3. Team leaders and senior nurses are also in
QCF training.

— End of life care facilities are being improved,
with our homes on target for Gold Standards
Framework accreditation. We have hosted a
project with University College London and
The King’s Fund, researching end-of life-care and
dementia. Early results indicate some positive
trends: an increase in the number of advanced care
plans; fewer people dying in hospital; and better
quality of life for people with dementia in the
month before death.
— Respite facilities and options are being investigated
and improved.
— A new Jewish Care home opened in August 2010
has benefited from a full-time Dementia Care
Coordinator, which has helped establish a culture of
relationship-focused care. The home was conceived
with the aim of enhancing its residents’ wellbeing.

What we will do next year
Recently Jewish Care has been consulting service
users and the community on its strategy for the next
decade. People have stated a clear preference for
services that help them remain connected with the
community when facing challenges like dementia.
As a responsive organisation, we intend to act on this
as we continue providing services tailored around
people’s needs.

JEWISH CARE

Jewish Care provides services to people in the Jewish
community including the elderly, disabled and those
with mental health issues.

CASE
STUDY:
JEWISH CARE
JEWISH CARE

Last summer, Jewish Care opened a new home
designed to enhance the wellbeing its residents.
The home has a full time dementia care coordinator
who has helped establish a culture of relationshipfocused care. Here is what one resident has to say
about living there:

“I’ve been living here since it opened. I love it
because it feels light and bright and spacious. I like
to sit and enjoy the place. I like high quality things
and I feel this meets my own personal standards.
For example, the dining chairs look great, feel
comfortable, and are good to get up from because
you can hold the arms. I like the way the colours
match and the whole thing comes together with
plants and pictures. I particularly like the old
gramophone, it’s so attractive and it makes me feel
good to look at it. People come here and they can’t
believe it. They love sitting here. I feel it’s important
that visitors feel nice about it too and like coming
here. I love it all, my bedroom, my bathroom – and
most amazing of all is the synagogue. They have made
it so beautiful and it is wonderful, as a Jew, to have a
synagogue. We have done a great job here.”
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Joseph Rowntree
Foundation
What we will do next year

This year Joseph Rowntree Foundation (JRF)
committed £200,000 to a short programme of work
called ‘Dementia and Society’. We have commissioned
one local and one national project (below) and have
been exploring the scope for further work:

During 2012, the Joseph Rowntree Foundation will be:
— In January, publishing a series of ‘Perspectives’
which give voice to diverse and often marginalised
groups of older people. They will highlight the
growing diversity of older people with high support
needs, and the importance of listening to their
perspectives.
— Launching a website ‘The New Old Age’, which
will showcase positive images, stories and words
of older people with high support needs, including
those living with dementia
— Publishing reports from DEEP and Dementia
Without Walls, with launch events.
— Scoping a new programme of work on Dementia
and Society, which will explore how society and
communities can and should adjust to the challenge
of dementia.

— ‘Dementia Without Walls’, which is scoping the
experience, needs and aspirations of people living
with dementia in the City of York. This is being
done by the AESOP Consortium and Innovations
in Dementia.
— DEEP (Dementia Engagement and Empowerment
Project), which is exploring how people with
dementia across the UK are currently engaged, and
what they would like to do in the future. This is
being carried out by the Mental Health Foundation,
in partnership with Innovations in Dementia and
Alzheimer’s Society.
In November 2011 we will be publishing a report
from the Open University on what older people with
high support needs want and value, as part of our
programme ‘A Better Life’. The report includes the
views of people living with dementia.
We have also published blogs relating to dementia on
our website and the Guardian online.

To complement this work, our internal communications
team will be exploring how they can make our events
and reports as accessible as possible to people with
dementia.

Joseph Rowntree Foundation

What we did this year

33

King’s Health
Partners Academic
Health Sciences
Centre
King’s Health Partners Academic Health Sciences Centre

Based on breaking down barriers and increasing
cooperation and focus, the King’s Health Partners
Academic Health Sciences Centre (AHSC) concept
seeks to combine basic and translational health
research, clinical care and education to create worldleading improvements in healthcare.

What we did this year
In June we launched a new memory service for
people living in Southwark and Lambeth. The number
of people affected by dementia in both boroughs is
currently 4,500; this is expected to double in the next
30 years. The service focuses on early intervention
and diagnosis of dementia, which is a shift of emphasis
from treating those with more advanced symptoms.
An early diagnosis lets people take advantage of
treatments that can improve dementia symptoms, and
allows them to plan their care before the condition
worsens. This improves quality of life, and is a costeffective and efficient way to manage the disease.
In August we were awarded substantial National
Institute of Health Research (NIHR) funding for
the next five years. We received £48.8m for our
Biomedical Research Centre (BRC) for mental health,
and £4.5m to establish a new biomedical research unit
for dementia.

Achievements of our clinical academic group in the
past year include:
— an automated computer programme to accurately
diagnose Alzheimer’s disease from a routine clinical
brain scan;
— new blood tests that can identify more rapidly
progressive dementia sub-types
— our leadership of multi-centre treatment trials,
which have shown that conventional antidepressant
drug treatments do not improve symptoms in
patients with Alzheimer’s disease. The trials have
also found that cholinesterase inhibitors provide
important benefits in cognition and function if
treatment is continued for a year longer than NICE
guidance currently recommends.
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Lloyds Pharmacy

What we will do next year
Over the coming year, Lloyd Pharmacy will purse the
following action plan:
— We will continue training care home workers
in the safe administration of medicines to people
with dementia; and provide materials to support
good practice.
— We will continue providing solutions to help people
remember to take the right medicines at the right
time, both in community and care home settings.
— We will continue providing dementia training
and information for our pharmacy teams so they
understand the particular challenges people with
dementia face.
— Where appropriate, we will use existing contractual
services (e.g. Medicines Use Reviews) to closely
monitor medication compliance among our patients
with dementia. And we will notify GPs whenever
issues arise.

— We will develop tools for use in pharmacy to
highlight dementia patients. From October we
will be working with our BUPA care home
customers, using prescribing data to implement an
anti-psychotic medicines review. This will highlight
to care workers and GPs where anti-psychotic
prescriptions do not meet NICE guidelines.
— We will continue to develop our work with the
domiciliary care worker community, assisting staff
with the safe administration of medicines.
— We will work with Government stakeholders to
minimise risk in this area by improving governance
and standardising medicines administration.
— We will work with NHS organisations to improve
the transfer of care for patients from one setting to
another. For example, secondary care to residential
nursing home.

Lloyds Pharmacy

Lloyds Pharmacy is a leading community pharmacy
and healthcare provider with over 1,650 pharmacies
across the UK, mainly in community and health
centre locations.
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Local Government
Group

Local Government Group

The Local Government Group (LGG) is an
organisation run by its members. We are a political
organisation because we are directed, through boards
and panels, by representatives from all the different
political parties.

What we did this year
The LGG worked in partnership with the All-Party
Parliamentary Group on Dementia to launch the
APPG’s latest report on saving money in dementia
care and delivering better outcomes for people with
dementia. The launch took place in July at Local
Government House.

What we will do next year
Over the coming year we will:
— organise a presentation to the Community
Wellbeing Board and provide regular updates
— develop briefings for lead members and provide
opportunities for discussions at our regional lead
member networks
— consider opportunities for workshops at the
National Children and Adults Conference
each year
— assist in promoting material for councils through
our website and newsletters.
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lost chord

What we will do next year
Over the next year we will be:
— exploring innovative ways to raise funds throughout
the country
— applying for grant funding to support research into
the effect of music on the brain, particularly in
people living with dementia
— organising training courses for carers on the effects
of music as a necessary intervention in the care of
people living with dementia
— exploring the possibility of a seminar on effective
alternative therapies in dementia care.

LOST CHORD

Lost Chord are an innovative charity dedicated to
improving the quality of life and wellbeing of those
suffering with dementia, using interactive musical
stimuli to increase their general awareness and
self-esteem.
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Lundbeck

LUNDNECK

As marketing authorisation holders for one of the
four licensed treatments for Alzheimer’s disease
recommended by NICE, Lundbeck has been engaged
with the NICE Health Technology Appraisal review
TA217. The outcome from this review means clinicians
now have pharmacological options, available on the
NHS, for treating patients with mild, moderate and
severe Alzheimer’s disease.

What we did this year
Through its promotional work and partnership
activities with the NHS and care homes, Lundbeck
has this year focused on supporting clinicians and
commissioners to ensure that funding for the new
NICE recommendations is made available, so that all
eligible patients have access to these treatments.
Since the updated NICE guidance (TA217) was
published in March 2011, NHS trusts have had a
three-month period to make funding arrangements.
Local feedback indicates many trusts have done this
successfully. However, where delays have occurred,
some patients have been denied access to NICE
recommended medicines.
In addition, we have continued to provide a dementia
nursing educational programme alongside other
local initiatives.

What we will do next year
— Continue to work in partnership with local
trusts to resolve mandatory funding issues for
NICE guidance
— Continue providing tools that help NHS
organisations to undertake reviews and
implement national guidance and objectives;
for example, reducing antipsychotic prescribing.
Our antipsychotic review programme supports
primary care organisations in the identification
of people with dementia who are prescribed
antipsychotic medication.
— Continue to support education and training
of healthcare professionals involved in the
management of people with Alzheimer’s disease.
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Mental Health
Foundation

What we did this year
Dementia Choices: This recently completed project
looked at personalisation in dementia services in
England. It aimed to explore, support and promote
different forms of self-directed support in social care,
for people living with dementia, their families and
carers. Many published materials are available here:
www.mentalhealth.org.uk/dementiachoices.
Home Improvements: This initiative funded innovative
projects for people with dementia living in care
homes. Four projects were funded for two years,
including an Age Concern Oxfordshire initiative
responding to the needs of lesbian, gay, bisexual
and transgendered residents with dementia. The
projects were successfully completed this year; a
dissemination event is planned for early 2012. For
more information: www.mentalhealth.org.uk/ourwork/training-and-development/current/homeimprovements/?view=Standard
Dementia engagement and empowerment project:
The DEEP project – which is exploring all the
activities, groups and projects that are either led by
or actively involve people with dementia – will report
its emerging findings in 2012. The full report will be
published next March. For more information: www.
mentalhealth.org.uk/deep.

Public information about dementia: We published
revised versions of a series of booklets about
dementia, which can be downloaded free here:
www.mentalhealth.org.uk/our-news/newsarchive/2011/11-09-17/.
Best Interests research: The best interests decisions
study (BIDS) is a research project with Bristol and
Bradford Universities. It is looking at how best interests
decisions are made for people lacking mental capacity,
including dementia. Final report will be published early
in 2012. The study also generated an online evaluation
tool for people who have been involved in best interests
decisions: www.bestinterests.org.uk.
Indirect payments project: This large research project,
funded by the Department of Health, is investigating
the implementation of the 2009 guidelines on direct
payments for people who lack mental capacity to
consent to them. The project is due to finish early in 2013.

What we will do next year
In addition to the above work, the Mental Health
Foundation will be commencing the following projects:
— In collaboration with Housing 21, we will be piloting
peer support groups for people with dementia and
their partners, living in extra care and sheltered housing.
— The Mental Health Foundation will be evaluating a
training programme for family carers of people with
dementia, led by Dementia UK. The evaluation will
be completed in the spring of 2012.

Mental Health Foundation

The Mental Health Foundation is the UK’s
leading mental health research, policy and service
improvement charity.
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MHA Care Group

MHA Care Group

MHA is a charity providing care, accommodation and
support services for older people throughout Britain.
We are one of the largest charitable care providers in
the sector and amongst the largest charities in Britain,
providing services to older people for nearly 70 years.

What we did this year
MHA home managers and staff have been working
with Boots to complete an antipsychotic review
programme across care homes delivering dementia
care. The relevance and importance of pharmacist
intervention to clinical reviews is well recognised;
Boots have provided a free antipsychotic review and
support service which enables MHA staff to work with
residents, relatives and health workers to improve
health and wellbeing for residents.
Commenced in June 2011, the programme aims
to ensure that all MHA residents who are being
prescribed antipsychotics will receive a full clinical
review by December 2011, including in homes recently
acquired from Southern Cross.
Relatives, and where appropriate residents, have
generally been very supportive of the programme and
although some relatives were initially quite sceptical
about the risks of discontinuing the antipsychotic
medication, this was soon alleviated due to the
immediate benefits to resident outcomes

The review did identify some residents who were
prescribed antipsychotic medications in the absence of
dementia diagnosis; and a handful of homes who were
still administering on an ‘as required’ basis.
Results varied across services, with success being
based on: the strength of relationship and trust with
GPs; the knowledge and determination of managers,
nurses and senior carers; and credible care plan entries
capturing resident outcomes, which offer reassurance
to GPs and relatives in supporting the programme
Home managers have received positive feedback from
relatives who have recognised the benefits for their
loved ones.
We recognise the value of offering alternative
therapies such as reflexology and music therapy.
One-to-one, person-centred and group activities
continue to be of paramount importance in reducing
antipsychotic prescribing. Our home managers see
them as essential services for sustaining improved
outcomes for residents living with dementia.

CASE
STUDY:
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MHA Care Group

James, known as Jim, was transferred to an MHA
home in July 2010 after a breakdown in his care
package in another nursing home. Jim was terminally
ill and admitted for end of life care.
For the first few weeks Jim was very ill and his family
spent a lot of time sitting with him. As time passed,
Jim became more stable, though he remained frail
and bed-bound. Jim was diagnosed with dementia
and had a history of hallucinations, aggression and
distressed behaviour. We were advised not to adjust
any medication. Jim did not verbally communicate
and his gestures were minimal.
However, Jim’s health started to pick up in early
summer, and he was able to get up and attend the
home’s church services, where he appeared to love
the music. Following discussion with Jim, his family
and staff, we decided to take a chance and stop some
of his anti-psychotic medication.
Within a fortnight, Jim was moving out of bed and
throwing the covers off. At first we thought his
hallucinations were back. But soon after Jim was
watching television and told staff very clearly “I want
to watch BBC1”. Then he started asking them their
names. This was the day that Jim’s family say they got
dad back.

Jim is now able to be very assertive in his choices.
He has a wonderful sense of humour. And, oh, that
voice! Jim can regularly be heard singing Moon River
at the top of his voice and entertains his fellow
residents for many hours – although complaints are
coming in about night-time renditions of ‘I Did It
My Way’.
When one of our board members visited recently,
Jim sang to her and then put the home manager
clearly in her place when she asked him if he wanted
a cup of tea and offered to dunk his biscuit for him.
Jim quickly responded that, no, he didn’t want either.
The home manager said she was surprised as she
thought he would enjoy it. Jim said he would, but he
could do it himself.
We are very pleased with the changes for all of
the residents that have undergone antipsychotic
medication reviews – and there is no doubt that Jim
is definitely doing it ‘his way’.

MHA Care Group

Jim’s Story – ‘I did it my way’
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my amego

my amego

MyAmego® is a person-centred system enabling
users to maintain their quality of life and a degree
of ‘independence’ and dignity without the need for
constant intrusive monitoring by carers.

What we did this year
MyAmego continues to champion improvements in
the delivery of care for people with dementia. Here
are some examples how we have made a difference
this year:
— We have continued to show that MyAmego can
be used as an enabling and re-enabling technology
for people with dementia, providing them with
independence and dignity.
— Managers, care staff and health professionals have
gained a better understanding of the preferences
and changing needs of people in their care by using
MyAmego reporting.
— Working with NHS South East Coast and
Coventry University, we have trialled MyAmego in
domestic homes. We have identified its potential to
delay the move into residential care.
— The system has been shown to evidence changing
needs and care requirements, which has improved
communication between care homes and
commissioners regarding dementia care funding.
— MyAmego reporting has supported care home
staff in providing palliative care.

— We have continued working with academic
institutions to provide education on assistive
technology.
— MyAmego has been used on programmes for
reducing anti-psychotic drugs and sedation.
— MyAmego Healthcare has submitted a paper on
assistive technology to the NHS Chief Executive
Innovation Review.
— MyAmego Healthcare has submitted a report
on assistive technology and dignity to Sir Keith
Pearson’s Commission on Dignity.

What we will do next year
MyAmego will be focusing on three areas of
development in the 12 months ahead:
— Continue developing a domestic home-based
MyAmego system with a UK partner; and create
an online community to support people with
dementia and their carers.
— Continue developing an integrated care platform
to support social care and health care. This will
combine the existing social elements of the
MyAmego system with vital signs monitoring.
— Complete our work with the NHS Institute on the
contribution MyAmego makes to care quality.
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napa

NAPA have only recently joined the Alliance, but is
committed to ensuring that all its work recognises the
importance of people with dementia remaining active
and involved in life.

What we did this year
— NAPA runs regular training days on meaningful
activities with people with dementia throughout
the UK.
— In partnership with Age UK, our Come to Tea,
Friends and Family, and Life and Soul projects
reached hundreds of people with dementia
through training and activity days for residents,
families and volunteers.
— Our membership magazines and Inspirations
bulletins were distributed to 3000 members and
include practical ideas to bring activity into all parts
of the day.
— We produced a new Activity Toolkit which
includes guides on various aspects of activity in
care. Our new training DVD ‘Living Life’ includes
inspiring examples of residents with dementia being
supported to maintain old skills while developing
new interests and friendships.

— NAPA’s annual challenge theme was Food Glorious
Food. Over 150 care homes participated, reaching
around 6000 older people. One focal point was
not letting health and safety concerns prevent
people with dementia from enjoying interesting
food and drink.

What we will do next year
— NAPA will be delivering a range of new training
courses within the new Qualifications Credit
Framework, focusing on the importance of activity
for quality of life.
— NAPA plans to be a key player in the ‘Go for Gold’
initiative with the British Heart Foundation and
other partners. Tying in with the Olympics, this
year-long project will offer inspiration for physical
activity, particularly in care homes.
— We are keen to highlight the benefits for people in
the later stages of dementia of one-to-one activities
such as reading aloud; multi-sensory approaches;
and contact with children, animals and fresh air.
We will share best practices through media articles,
conference presentations and training courses.
— We will continue to develop our communications
with friends and relatives of older people in care
settings through our Family and Friends bulletin, in
addition to on-going work with staff.
— We intend to improve our website and use more
social media in the coming year to communicate
with a wider audience.

napa

NAPA is the only charity dedicated to increasing the
profile and understanding of the activity needs for
older people, and equipping staff with the skills to
enable older people to enjoy a range of activity whilst
living in care settings
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National Care
Forum

National Care Forum

The National Care Forum represents the interests of
not-for-profit health and social care providers in the
United Kingdom.

What we did this year
NCF have continued to work in partnership to
influence the quality of care and support provided to
people with dementia (and their carers) by:
— promoting awareness and best practice to
our members
— supporting dementia champions
— building on our relationship with SCIE and
resource initiatives such as the Dementia Gateway
— using our international networks to share
best practice
— working with the National Skills Academy
for Social Care to inform its dementia care
leadership programme
— leading work with the Department of Health to
improve medication management in care homes
— completing joint work with NCPC on supporting
people with dementia at the end of life
— ensuring best practice from our members
is disseminated.

Some examples of NCF and our members’
achievements include:
— NCF weekly newsletter to members and stakeholders.
— NCF Annual Home Managers Conference;
dementia was a key part of the agenda.
— The Order of St John Care Trust (OSJCT) has an
Admiral Nurse.
— Numerous NCF members have added new
care homes/centres for people with dementia to
their portfolios.
— Accord’s care and support department are offering
Dementia Cafes.
— Avante Partnership are working with Canterbury
Christchurch University on dementia care.
— Central and Cecil have appointed a lead dementia
care champion across the group. Each care home
has a dementia care champion. This is linked to the
work of Dignity Champions.
— CLS/Belong Villages have used design and the
environment to create more personalised services
for people with dementia.
— NCF members have won awards for their
innovative contribution to dementia, including CLS/
Belong and OSJCT.
— HICA Group has created innovative, personalised
care and housing solutions for people with dementia.

What we will do next year
NCF will continue to contribute to the Dementia
Action Alliance, building on existing work internally
and across the NCF membership.
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NCPC and the
Dying Matters
coalition

What we did this year
— Worked closely with the National Clinical Director
for dementia to ensure the national strategies
for dementia and end of life are joined up, and
implemented on the ground. A recent success
was the inclusion of end of life care as one of the
six core phases of the dementia journey in the
Dementia Commissioning Pack.
— With support from Alzheimer’s Society,
organised the first joint meeting of the All-Party
Parliamentary Groups (APPG) on Hospice
and Palliative Care and Dementia, on July 12th.
There was excellent attendance from the public,
invigorated speakers and engaged parliamentarians.
— Launched Difficult Conversations for Dementia,
a booklet offering practical advice based on 50
in-depth conversations with people with dementia,
carers and former carers.
— Developed a range of Dying Matters materials
to help the public and professionals talk more
openly and plan more confidently for dying, death
and bereavement.

What we will do next year
— Hold our 6th annual national conference on 12th
December, in partnership with Alzheimer’s Society
and Dementia UK. The event will review progress
in palliative care and dementia.
— Continue to widely disseminate Difficult
Conversations for Dementia, in particular to
memory clinics and acute settings.
— Continue our active memberships of the national
Dementia Implementation Reference Group and
the national End of Life Care Implementation
Advisory Board –ensuring the two strategies are
joined up at every level.
— Seek funding to continue the work of our
Dementia Group, a powerful combination of
expertise from dementia organisations (including
Alzheimer’s Society and Dementia UK), the care
home and housing sector (including Anchor, Bupa
and the National Care Forum), nursing (RCN) and
palliative care sectors. We hope to produce further
practical guidance and training to ensure people
with dementia are helped to plan early for the end
of life; and receive care and services which meet
their needs. We are particularly keen to expand
work in hospitals, subject to funding.

NCPC and the Dying Matters coalition

The National Council for Palliative Care (NCPC) is
the umbrella charity for all those involved in palliative,
hospice and end of life care in England, Wales and
Northern Ireland. NCPC leads the Dying Matters
coalition to raise awareness and change behaviours
around dying, death and bereavement.

CASE
STUDY:

NCPC and the
Dying Matters
coalition
NCPC and the Dying Matters coalition

Why our work matters
David’s widow, who shared her story for Difficult
Conversations, describes how such a resource would
have helped her to discuss end of life issues:
“We lost David last June. He was diagnosed with
Alzheimer’s in 1998 when he was 52. Around six
months before he died, everything tumbled down at
once. He went from being steady and doing okay to
deteriorating very suddenly.
In terms of ‘difficult conversations’ I knew that
Macmillan wasn’t ‘for years’, so I suppose that
prompted me to think about things. We didn’t talk
about planning ahead at diagnosis because it was
too traumatic. There was one time when I felt I
needed to ask him about what hymns he’d want at
his funeral, but I just couldn’t bring myself to ask.
I skirted round it. It’s funny, because I knew him
so well.

On reflection, it would have been really nice if
someone had raised this, possibly the GP. It might
have helped to have had a list of things ‘you might
want to think about’, soon after diagnosis, but after
you’ve got over the initial shock. For example,
‘You might not want to think about these things now,
but you do need to think about them before long.’
Because the thing is, once you’ve spoken about these
things (as hard as it might be), you can put them away
and focus on enjoying things. You can always revisit
things, but because you’ve done that first step, it’s a
bit easier. I felt I’d missed an opportunity. By the time
I thought about raising the subject, I was worried
that I’d have upset him.”
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National
Development Team
for Inclusion

What we did this year
NDTi have been working with Innovations in
Dementia to develop a three-year project called
Circles of Support for people with dementia.
So far we have:
— established a project team and undertaken initial
project planning
— recruited organisations in four pilot sites to join as
local partners
— established an advisory group to guide the project,
including four people with dementia and two
family carers
— developed materials to help recruit people to the
project and support their effective participation
— begun recruiting participants with dementia to
develop their Circles of Support.

NDTi has continued to maximise opportunities for
involving people with dementia in our work, ensuring
that we deliver real improvements in wellbeing and
inclusion for people with dementia. Recent examples
include research into ways that older people with
high support needs, including dementia, give as well
as receive support; and a development network for
achieving age equality in mental health.

What we will do next year
Over the next year we will be recruiting 24 people
living with dementia for the Circles of Support pilots.
We will also:
— work on more projects which directly support
people with dementia to live positively and lead
inclusive lives
— continue to challenge ageism and stigma about
dementia through all our work
— capture learning and share lessons from our work
to support the above.

National Development Team for Inclusion

The National Development Team for Inclusion
(NDTi) is a not-for-profit organisation concerned with
promoting inclusion and equality for people who risk
exclusion, and who need support to lead a full life. We
have a particular interest in issues around age, disability
and mental health.
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National Institute
for Health and
Clinical Excellence
National Institute for Health and Clinical Excellence

National Institute for Health and Clinical Excellence
(NICE) is an independent organisation responsible for
providing national guidance on promoting good health
and preventing and treating ill health.

What we did this year
NICE has continued to ensure that professionals,
patients and carers have easy access to evidence and
guidance on the diagnosis, treatment and care for
people with dementia:
— A new Quality Standard for dementia was
published in June 2010, with support from the
Social Care Institute of Excellence (SCIE). It
contains concise statements and associated
measures that define high-quality, cost-effective
patient care in dementia. Commissioners, health
workers, patient groups and others are exploring
how this framework, along with other policy
publications, can help them assess local progress,
set priorities and improve care quality.
— In May we launched NICE Pathways, including
one for dementia. NICE Pathways is an online
tool for health and social care professionals which
visually represents everything NICE has to say on
a particular condition, showing at a glance all of
our recommendations. Included in the dementia
pathway is the NICE clinical guideline and the
updated NICE technology appraisal of drugs for
Alzheimer’s disease, published in March 2011.

— The review and re-appraisal of donepezil,
galantamine, rivastigmine and memantine for the
treatment of Alzheimer’s disease has resulted in a
change in recommendations for prescribing these
drugs. Specifically:
— donepezil, galantamine and rivastigmine are now
recommended as options for managing mild as well
as moderate Alzheimer’s disease; and
— memantine is now recommended as an option for
managing moderate Alzheimer’s disease for people
who cannot take AChE inhibitors, and as an option
for managing severe Alzheimer’s disease.
NICE continues to provide access to evidence from
a wide range of sources via NHS Evidence. Sources
of guidance which have been accredited by the
independent Accreditation Advisory Committee
are boosted in any search made on NHS Evidence.
The process used by SCIE to produce its guides was
accredited in July 2011. All guides produced since April
2009 now display the Accreditation Mark, making it
easier for social care professionals to identify the best
evidence to support their work.
In 2011 NICE started work on a pilot social care
quality standard for dementia, which will complement
the clinical quality standard. Again NICE is working
closely with SCIE and other stakeholder organisations.
For ways to get involved in this new initiative, please
visit the social care quality standards page the NICE
website: www.nice.org.uk/guidance/qualitystandards/
socialcare/home.jsp.
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National Skills
Academy for
Social Care

What we did this year
Our organisation was founded two years ago and
we have been members of the Alliance since August
2011. This year we have publicised our membership
to members and stakeholders, encouraging them to
share examples of how they can improve the lives of
people living with dementia.

What we will do next year
Using an extensive engagement strategy, we aim to
increase our membership to include more employers
who support people with dementia and their carers.
We are working with our existing members to identify
how best to support their leadership capacity.
We have been commissioned by the Department of
Health to develop a social care Leadership Strategy,
which will be launched with the social care reform
white paper in spring 2012.
We are also developing a Leadership Qualities
Framework on the essential qualities needed to
deliver best practice in social care, including for people
with dementia.
Through our extensive networks in and beyond the
social care sector, we look forward to helping the
Alliance share its message and deliver the next stage of
the Declaration.

National SKILLS ACADEMY FOR SOCIAL CARE

The Skills Academy is for everyone committed to
excellent adult social care in England and is created
by social care employers to transform the quality of
leadership, management, training, development,
and commissioning
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NHS Alliance

NHS Alliance

The NHS Alliance is the only organisation that brings
together PCTs with practices, clinicians with managers
and board members – and NHS primary care with
patients. It is completely independent of government
(and of any particular interest group or political party),
though it is happy to work in partnership with all
bodies associated with the NHS providing its values
and principles are not compromised.

What we will do next year
— NHS Alliance will work through commissioners
and providers to improve commissioning of local
dementia services, and explore good models of
integrated provision.
— We hope to launch a conference on the
commissioning of dementia services next year,
and provide educational opportunities for GPs
and nurses wanting to improve their dementia
services locally.
— Through our GP Consortia Federation, we will also
explore ways in which GP commissioning consortia
and local authorities can work more proactively
and in a more integrated manner to improve local
dementia services.
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NHS
Confederation

What we did this year
The NHS Confederation has always been engaged
with older people’s issues, including dementia.
However, this year – partly due to our membership
of the Dementia Action Alliance – we have increased
our focus on this important topic and delivered a
substantial work programme on the care of older
people. Our achievements have included:
— A seminar hosted by our Ambulance Services
Network in February 2011, which examined
partnership working between health and social
care organisations to improve the quality of care
for people with dementia.
— A session at our annual conference and exhibition,
in July 2011, focused of delivering quality care for
older people. The session examined the challenges
of providing better services for older people across
a range of settings, and how providers improve the
quality of care provided for older people, including
those with dementia.

— In July 2011 we also launched a commission on
improving dignity in care for older people in
hospitals and care homes. The Partnership on
Dignity in Care, a joint initiative from the NHS
Confederation, Age UK and the Local Government
Group, will seek to understand the aspirations
of older people and their families; identify
good practice examples; and drive change and
improvements in care.

What we will do next year
The commission will be seeking feedback on its draft
report early next year. Organisations and individuals
across health and social care, as well as older people’s
representatives and older people, their families and
carers, will be asked to respond to the commission’s
findings. Members of the public will also be able to
feed in their views. The findings and recommendations
are due to be published in spring 2012.

NHS Confederation

The NHS Confederation is the only body to bring
together the full range of organisations that make
up the modern NHS to help improve the health of
patients and the public.

49

NHS Institute
for Innovation
and Improvement
NHS Institute for Innovation and Improvement

What we did this year
— Our National Taskforce is in place and
operational, with commitment groups established
and statements of specific action agreed.
Public awareness was raised by a successful
media launch.
— Drs Net have been commissioned to run a fourmonth campaign on the call to action, targeted
at the 22,500 active and engaged GPs that use
Drs Net. This will link with additional work
being developed in partnership with the Royal
Pharmaceutical Society and the Royal College of
General Practitioners.
— Nine SHAs have been engaged in the call to action,
with implementation plans under development or
in place. Early indicators from four SHAs show that
between 50%–70% of people with dementia living
in care homes who are on antipsychotics have had
a clinical review.
— The Leaders in Care homes have come together
as an expert reference group. They are working to
highlight the changing role of care homes; and the
complexity of managing and training staff who care
for people with dementia.
— The economic analysis is completed; the final
report will be available to share in October. The
analysis suggests behavioural interventions are
more cost-effective than antipsychotics.
— We are linking with seven SHAs to provide
onsite support with implementing the Dementia
Commissioning Pack.

— The Right Prescription ‘call to action’ supported a
requested from the Royal Pharmaceutical Society
to showcase this work through the production of a
film by ITN.
— We developed conducted a short survey
with Alzheimer’s Society to help us understand
perceptions about the use of antipsychotics in
people with dementia. The results were published at
the end of September, along with a discussion paper.

What we will do next year
Over the next twelve months we will:
— review our strategic position post-March 2012 for
the dementia work at the November Taskforce
strategy day
— continue to support SHA regional leads in
commencing medicine audits
— continue to support care homes as an expert
reference group and disseminate the findings
— publish the economic analysis in October
— disseminate the Royal Pharmaceutical Society film
where appropriate
— continue evaluating our Junior Drs Induction Pack
— continue supporting SHAs with implementing the
Dementia Commissioning Pack.
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Orders of St
John Care Trust

What we did this year
During the last year, OSJCT has taken some significant
steps to enhance its dementia care:
We have continued to invest in training to ensure that
our staff are properly equipped to deliver high quality
care to our residents. With all four trust training
managers having achieved the gold accreditation
trainer award from Alzheimer’s Society, we launched
the next level in our staff development programme in
January. Some of our managers have now completed
degree-level studies in dementia with the University
of Bradford.
We have developed an audit tool to capture the
experience of residents with dementia, and provide
transparent measures of care quality. Created in
conjunction with Dementia UK, this tool will be shared
with our home managers in October 2011.
We are pleased to welcome Simon Manchip, a
consultant in old age psychiatry, as Dementia Advisor.
Working with our Admiral Nurse, Dr Manchip
has helped us to significantly reduce anti-psychotic
medications and night sedation.

We are reviewing the physical environment in our
homes. Building on work by Stirling University, the
emphasis is on lighting and acoustics, together with
improved access to outdoor areas.
To date, a number of new ‘destinations’ within
existing homes have been created to support resident
and visitors. These provide areas of interest and
enjoyment, while reducing anxiety, frustration and
boredom. This successful approach is now being
shared more widely across our homes.

What we will do next year
In addition to the work within our existing care
homes, OSJCT continues its redevelopment
programme, with 10 new care centres planned
over the next three years.
Finally, we have secured a place on the Design
Council’s Public Services by Design programme, and
look forward to evaluating its benefits in due course.

Orders of St John Care Trust

OSJCT provide care for older people in Lincolnshire,
Oxfordshire, Gloucestershire and Wiltshire.
Their services include the provision of high quality,
person centred residential care, nursing care, specialist
dementia care, intermediate care and day care.
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Parkinson’s UK

Parkinson’s UK

Parkinson’s UK are a support and research charity.
For more than 40 years they’ve been working to
find a cure and improve life for everyone affected
by Parkinson’s.

What we did this year
We have produced information resources about
mental health issues, including dementia, for
professionals and people affected by Parkinson’s.
Recent completed publications include: ‘Parkinson’s
and dementia’; ‘Dementia and Lewy bodies’;
‘Mild memory problems and Parkinson’s’; and
‘Hallucinations and delusions’.
We are planning to develop a comprehensive
resource on Parkinson’s and mental health for health
professionals based on the above topics; a section on
our website with case studies is also planned.
A market research project is helping us understand
how we can better engage and support people from
marginalised groups, including people with Parkinson’s
disease dementia, and their carers.
We have been using relevant training opportunities
to highlight issues relating to Parkinson’s disease
and dementia. We ensure dementia is included in
all our training programmes for health and social
care professionals.

We have been campaigning nationally and locally for
high quality services for people affected by Parkinson’s,
including those with Parkinson’s disease dementia.
We have also funded research on vision, hallucinations
and Parkinson’s disease dementia.

What we will do next year
Next year we will be working to influence the
development of national guidelines and indicators –
including those by NICE – for care of people with
Parkinson’s, including Parkinson’s disease dementia.
We will use this opportunity, along with the
development of NICE quality standards, to raise
issues around Parkinson’s disease dementia and
dementia with Lewy bodies.
We are funding a study by Newcastle and Cambridge
Universities identifying people with Parkinson’s who
are at risk of getting dementia. This is due to be
completed in May 2011.
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Priory Group
– Older People
Services

What we did this year
The Older People Services within the Priory
Group has expanded during the past year, including
the opening of several new purpose-built homes.
Priory Group’s focus on providing high-quality specialist
dementia care in these fit for purpose facilities has
been maintained, with additional emphasis and
resources for training all our staff.
The training framework provides mandatory training
in well-being and person-centred care, through to
university-led courses for managers and senior staff.
The purpose of the framework is to raise the level
of awareness and knowledge at all levels of the care
team. The introductory courses on dementia care
have been completed by all staff, while a number of
senior staff have now completed the university courses.

What we will do next year
We will continue our integrated strategy for
supporting individual homes in delivering consistently
high-quality dementia care. Our focus remains on
ensuring that we are providing a service that is truly
person-centred. As an organisation, Priory Group
adheres to the values of championing individuality;
promoting well-being; engaging with people using the
services; quality improvement; and multi-disciplinary
working. These values are recognised and reflected in
our strategy.
We will further developing our mechanisms for
embedding the feedback of those who use our
services into all levels of the organisation.
We will continue to develop the training framework,
adding further learning opportunities for staff which go
well beyond those required by regulatory authorities.
The Priory Group will continue to invest in its physical
environments for people living with dementia, ensuring
that our resources meet the changing needs of individuals.

Priory Group – Older People Services

The Priory Group is Europe’s leading independent
provider of acute mental health care, secure and
step-down services, specialist education, complex
care and neuro-rehabilitation services, fostering and
care homes.
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Royal College
of GPs

Royal College of GPs

The Royal College of GPs (RCGP) is a membership
body of family doctors committed to delivering
excellence in general practice and patient care, in the
UK and overseas.

What we did this year
We have completed two GP commissioning kits for
dementia care: one on good quality diagnosis and early
intervention, and another on better care in hospitals
for people with dementia. They are available here:
www.doh/org.uk/en/publicationsandstatistics/
In June, Baroness Greengross launched the British
Geriatrics Care Homes project, which gives guidance
to primary care staff on providing better healthcare.
We have participated in the National Advisory
Group on reducing anti-psychotic drug prescriptions
for people with dementia. The care pathway will be
relevant to primary care teams, mental health teams
and care home staff. It will give practical and evidencebased guidance on non-drug approaches to managing
behavioural issues; alternative drugs to anti-psychotics;
and reduction of anti-psychotics for people with longterm use.
Our e-learning unit has developed a range of
educational resources for GPs. These are available to
RCGP members via the following website:
www.elearning.rcgp.org.uk/mod/course/search.
php?search=dementia

To make dementia a RCGP clinical priority, we
are recruiting a National RCGP clinical champion
for dementia.
In September we hosted the RCGP National
Dementia Conference for GPs. For information please
visit: www.rcgp.org.uk/courses_events/one-day_
essentials/dementia.

What we will do next year
The RCGP will be continuing to participate in a
ministerial advisory group for dementia led by
Professor Alistair Burns, the national dementia lead.
The group has selected primary care as a key area
for intervention. Having identified early diagnosis by
GPs as a priority area, the group is highlighting the
importance of disseminating educational initiatives and
promoting GP-friendly cognitive assessment tools.

76/77

54

Royal College
of Nursing

The RCN has also developed an online resource to
promote awareness and understanding of dementia
(which can be located on the link above). The site
offers information about dementia and links to other
resources that explain the needs of people with
dementia, their families and carers.

What we did this year

What we will do next year

For the past year the RCN has been facilitating a
UK-wide project to influence and guide the provision
of dementia care in acute care settings, supported
by the Department of Health. From this the
‘Commitment to care for people with dementia in
general hospital settings’ was launched in September.

We are currently collating best practice and evidence
of positive changes to care so that others can learn
from them. Next year we hope to develop further
resources to support implementation of the acute care
commitment, as well as widening our focus to other
areas of dementia care.

The commitment is intended as a guide for supporting
the delivery of dignified care. Aimed at healthcare
staff, it sets out five key ingredients, with supporting
factors, for promoting a positive experience for people
with dementia and their families. The commitment is
informed by the views of people with dementia, family
carers, practitioners and stakeholder organisations.
It is being supported by a range of stakeholders,
including other royal colleges, and voluntary sector
organisations.
We are encouraging people to support the
commitment within their organisations, using it
to benchmark local actions aimed at delivering
improvements. For further information visit:
www.rcn.org.uk/dementia

Royal College of Nursing

The Royal College of Nursing (RCN) represents
nurses and nursing, promotes excellence in practice
and shapes health policies. It has a membership of
around 400,000 nurses, health care support workers
and nursing students, both in the NHS and the
private sector.
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Royal College
of Physicians

Royal College of Physicians

Royal College of Physicians (RCP) is an independent
membership organisation that engages in physician
development and raising standards in patient care.

What we did this year
In the last year the RCP has launched a project on
medication in care homes, in partnership with the
British Geriatrics Society and the Royal Colleges of
General Practitioners and Psychiatrists. This now
has considerable momentum and interest from the
Department of Health.
Our journal, Clinical Medicine, published an article
highlighting the importance of dementia care in acute
hospitals, following a meeting with the national clinical
director for dementia.
The examinations department of the RCP has been
asked to look into including more questions on
dementia in the MRCP examination.
We are partners with the Royal College of Nurses
(RCN) on the project ‘Improving quality of care for
people with dementia who are in a general hospital’.

What we will do next year
In the next year we hope to develop a care quality
mark for wards which deal with older people.
We will continue to raise awareness of dementia in
the postgraduate curriculum. In November we will
publish and disseminate findings from the joint project
on medication in care homes. We will also continue to
work with the RCN to improve care for people with
dementia in acute hospital settings.
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Skills for Care

We are also working closely with partner
organisations. Activities have ranged from our
membership of the Department of Health’s dementia
workforce advisory group, to supporting the call to
action on reducing antipsychotic drugs.

What we did this year

What we will do next year

Skills for Care has developed a new strategy for
supporting the social care workforce wherever and
however it engages with dementia. The national
dementia strategy highlights the impact that an skilled,
developed and supported workforce can have on
improving outcomes for people with dementia.
Through our dementia strategy, we are playing active
and committed role in this.

We will continue to support the development of the
dementia workforce, and highlight the importance of
investing therein. We will continue to promote our
offer to the sector, along with our other work streams
where relevant. For example, we will explore how
our community skills work could benefit people with
people living with dementia.

Over the past year, we have expanded our employer
offer by developing common core principles
(in partnership with Skills for Health) for supporting
the dementia workforce. The principles summarise the
key areas that social care and health services should
consider when working with people with dementia,
and are underpinned by indicative behaviours.
Skills for Care area teams are working with employer
and partner networks across England to support the
dementia workforce in a variety of different ways,
including the promotion of our dementia offer.
In addition to this, our area teams have been offering
expert advice and guidance to partners and employers
about the development of the dementia workforce in
their areas.

Skills for Care is also in discussions with partner
organisations about three areas of work we would like
to take forward:
— developing the workforce who are supporting
dementia carers
— further rolling out the dementia workforce
common core principles
— identifying learning and development excellence
across the dementia workforce and disseminating
this best practice

Skills for Care

Skills for Care ensures that England’s adult social care
workforce has the appropriately skilled people in the
right places working to deliver high quality social care.
To achieve this, they focus on the attitudes, values, skills
and qualifications people need to undertake their roles.
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Skills for Health

Skills for Health

Skills for Health is the sector skills council for all
health employers, covering the NHS, independent
and third sectors.

What we did this year
Over the last year we have completed and published
the ‘Common Core Principles’ for supporting people
with dementia. Developed with Skills for Care and
the Department of Health, the principles provide
guidance for everyone working in health or social
care. The principles will enhance workers’ skills
and confidence in responding appropriately to the
person with dementia. They are based on current
policy and information provided by people who use
services, and by practitioners in different health and
social care settings. As a framework for learning and
development, the principles provide a foundation for
good practice in any setting.
In collaboration with local partners, we have tailored
the principles to meet the challenge of caring for East
Anglia’s elderly population. Skills for Heath and the
Norfolk and Suffolk Dementia Alliance have consulted
with local groups and individuals to add two further
principles: identifying skills needs, and prioritising
training for healthcare professionals and the wider
population. The partnership will help the Alliance
achieve its future vision for dementia care; already
it has highlighted the need for a regional awarenessraising campaign.

We have a developed the Dementia Advisor role as a
nationally transferable position at level 3 of the career
framework for health. The dementia advisor is available
to work with people who are at the beginning of
their journey with dementia, but also with those who
have progressed further. Dementia advisors provide
personalised information to people with dementia and
carers, including signposting to services.
Complementing our specific work on dementia,
we have produced guidance for employers and
organisations to help their staff support carers
more effectively. It’s called ‘Carers Matter –
Everybody’s Business’.

What we will do next year
Subject to funding, next year we anticipate
implementing the Common Core Principles across the
health and social care workforce. This will be done
through training workshops for staff.
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The Social Care
Institute for
Excellence

What we did this year
As part of our commitment to help improve
outcomes for people with dementia and their carers,
we have achieved the following over the past year:
— Expanded our online Dementia Gateway to
include: features on antipsychotics and the
alternatives, being withdrawn, reminiscence, and
activity in the later stages of dementia; three new
programmes on our SCTV channel; and a good
practice exchange.
— Published further resources on personalisation,
including briefings on mental capacity and personal
budgets. We also completed an internal report which
explored participation of older people with high
support needs in service development and delivery.
— As part of our programme on safeguarding adults,
published several resources with important
implications for people looking after someone
with dementia.
— Produced a wide range of resources which support
the workforce to understand and implement the
Mental Capacity Act. For example, e-learning
modules on the Act; and several new SCTV films,
including one highlighting the assessment of an
older person with dementia.

— Published a research briefing on black and minority
ethnic people with dementia.
— Produced Windows of Opportunity, a toolkit
to support commissioners and providers with
prevention and early intervention in dementia care,
in conjunction with the Department of Health.

What we will do next year
We will be working on several projects aimed at
improving outcomes for people with dementia:
— We will expand the Dementia Gateway and
enhance its usability. New content will include
resources for home care staff, supporting them to
work in partnership with carers. It will also provide
information relating to diagnosis; and the impact
of dementia when combined with sensory loss or
learning disability, and at its more advanced stages.
— We are developing guidance to help local
authorities commission safe, abuse-free care homes
for people with dementia.
— A research briefing on end of life care and
dementia in residential care will be published
towards the end of the year.
— We are working closely with NICE to pilot one of
the first social care quality standards, focussed on
dementia care.

The Social Care Institute for Excellence

The SCIE improves the lives of people who use care
services by sharing knowledge about what works.
We are an independent charity working with adults,
families and children’s social care and social work
services across the UK.

CASE
STUDY:

The Social Care
Institute for
Excellence
The Social Care Institute for Excellence

Although the dementia gateway was developed with
the needs of the social care workforce in mind,
we know that it has been used much more widely.
Yvonne Mitchell contacted us in September this year.
Her experience shows just how important having the
right information at the right time can be:

Our mother was diagnosed with vascular dementia
just over five years ago and she died in August 2011.
We thought we knew what was happening to her, so
we did our own research on the internet. We found
SCIE’s dementia gateway website, which could not
have been more helpful. It explained everything she
was going through and answered all our questions.
As a result we felt more confident in providing her
with the right care in her final days, and she died
peacefully in her own home.
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Southern Cross

What we did this year
Joining the Dementia Action Alliance has given
Southern Cross an opportunity to extend our
networks – but also to focus on making the changes
we want to see for residents and their families.
This past year we have undertaken to full review
of antipsychotic medications and are set to meet
achieved the Department of Health’s challenge.
We have continued to educate and train our care
teams, which is improving their understanding of
dementia and enhancing their caring skills.
Significantly, we have launched our Dementia Strategy.
This sets out an ambitious plan for homes to support
residents in living full and meaningful lives; to improve
our approach to learning; create empowered leaders;
build on individual life-story work; and create individual
and group activities which are age-appropriate,
meaningful and enjoyable. We set out a template
for care environments which will enhance wellbeing
and support care. The strategy is not an easy fix, but
rather a strategic vision built on the views of our staff,
our residents and their carers.

Our residents have benefitted from a number
of interventions. Our drive reduce antipsychotic
medications has improved residents’ engagement and
involvement in home life. An innovative programme of
learning has allowed our care staff to “experience”
the impact of dementia through experiential learning
and colour therapy. We have created a flexible
approach to eating snack boxes. These are just a few
of the innovative and creative solutions care home
staff have put in place to make a difference to people
with dementia.

Southern Cross

With over 750 homes across the country, more
than 37,000 residents and around 41,000 staff,
Southern Cross are the biggest provider of care
homes in the UK.
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The Stroke
Association

The Stroke Association

The Stroke Association is the only UK charity solely
concerned with combating stroke in people of all ages.

What we will do next year

What we did this year

Next year we will develop our campaigning on
transient ischaemic attacks (TIAs), in order to raise
people’s awareness of the importance of spotting the
early signs of dementia.

We have developed an organisational policy relating
to vascular dementia after stroke. We have also
continued to campaign on stroke prevention by raising
public awareness of the dangers of atrial fibrillation
and high blood pressure, and action they can take to
reduce their risk of stroke. It is estimated that 50% of
vascular dementia cases are a consequence of high
blood pressure.
The Stroke Association’s stroke information service
has a factsheet on dementia after stroke.
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Thomas
Pocklington Trust

What we did this year
Our work to deliver our aims as a member of
the Alliance has continued throughout the year, in
particular through our membership of the VISION
2020 UK Dementia and Sight Loss Interest Group.
Some highlights were:
— Through conference presentations, sight loss
resources and media articles, we have helped raise
awareness of the concurrence of sight loss and
dementia, and how sight loss services can support
people with dementia.
— As part of the Vision 2020 UK Dementia and Sight
Loss Interest Group, we organised the first ever
national conference on concurrent dementia and
sight loss.
— We brought together the RNIB, Alzheimer’s
Society and Macular Disease Society helplines to
support enquiries about concurrent dementia and
sight loss.
— Pocklington continues to prioritise research about
issues that affect people with both sight loss and
dementia. We have focussed on elements of
housing design and management; our poster on
this theme won an award at the UK Vision
Strategy conference.

— We have worked with other organisations to
develop research proposals about dementia and
sight loss. This includes a major proposal by the
College of Optometrists to define prevalence and
patterns of sight loss concurrent with dementia.
— Our housing schemes and care home are ‘home’
to people with sight loss, some of whom have
dementia. In our Birmingham centre we support
meetings of a local dementia group and encourage
members to use our community facilities.

What we will do next year
We will continue to raise awareness of the
concurrence of dementia and sight loss. Our aim is
for sight loss services to better support people with
dementia, and dementia services to better support
people with impaired vision.
Our priorities for research include enabling people
with dementia and sight loss to remain independent in
their own home.
With the College of Optometrists, another research
focus is improved access to eye examinations and
appropriate interventions for people with dementia.

Thomas Pocklington Trust

Thomas Pocklington Trust is a leading provider of
housing, care and support services for people with
sight loss.
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Women’s Royal
Voluntary Service

Women’s Royal Voluntary Service

The Women’s Royal Voluntary Service (WRVS)
believe in making Britain a great place to grow old.
Everyday WRVS helps thousands of older people
to live the way they want by providing personal and
practical support so older people can stay independent
at home and active in their local community.

What we did this year
This year we have undertaken a range of initiatives
to raise awareness of dementia among our staff and
volunteers. Our aim has been to make our traditional
offer – low-level practical support to older people, in
hospital and the community – more responsive to the
needs of people living with dementia.
Specifically, we:
— Commissioned an article in our magazine to
raise awareness of dementia among our 45,000
volunteers and throughout the NHS and
other organisations.
— Commissioned a leaflet in partnership with
Alzheimer’s Society to raise awareness of dementia,
launched during national dementia week and
distributed to all WRVS services in England.

— Piloted on-ward support and befriending services
for people with dementia in several acute trusts
across England. The services are staffed by WRVS
volunteers, who are trained locally by trust
dementia leads. We have similar schemes running
in Scotland. These pilots are in the early stages and
evaluation is on-going.
— Explored options for training our paid and
voluntary staff in basic dementia awareness, which
are now being considered.

What we will do next year
Building on this work, over the coming year we will:
— Finalise our dementia awareness training
programme, which will be mandatory for all WRVS
staff and volunteers.
— Develop a national model for our on-ward
dementia support services, with a view to roll-out
across all acute trusts.
— Ensure that volunteers delivering our existing core
services within the community are equipped to
recognise dementia and to respond accordingly,
signposting individuals and their families to
appropriate services.
— To maintain the quality of our services, we will
continue to seek support from existing partners,
while actively identifying new ones. WRVS will not
provide services in isolation: where appropriate,
service users will be signposted to other providers.

a call
to action
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The Right
Prescription

Antipsychotic drugs are designed to treat conditions
like schizophrenia. Too often they are prescribed to
people with dementia in response to distress and
agitation. Sometimes they are the right treatment;
but an estimated two-thirds of prescriptions for people
with dementia are inappropriate. The drugs can have
very serious side effects, creating mobility problems,
and increasing the risk of death.
In June 2011 the Alliance launched ‘The Right
Prescription: a call to action’ that all people with
dementia who are prescribed antipsychotic drugs receive
a clinical review from their doctor by 31st March 2012.

The call to action
Eight groups – including people with dementia and
carers, GPs, leaders in care homes and pharmacists
– committed to ensuring the reviews took place.
The call has been warmly received in the health and
social care sectors, and embedded in the work of
Alliance members. The section below highlights recent
activity by Alliance members, which has mainly focused
on engaging medical practitioners and care providers.

Tackling the inappropriate
prescription of
antipsychotic drugs
The NHS Institute provided intensive support and
coordinated the call to action. Their work resulted in:
— Strategic Health Authorities promoting care home
pharmacists to change GP practice. For example in
Milton Keynes, 219 reviews were conducted in six
homes. 57% of these resulted in people being taken
off antipsychotics; with only 10% later restarting
on them.
— Doctors.net website running a four-month
educational programme and campaign targeted
at the 22,500 GPs who use the site.
— Additional educational support materials produced
for the Junior Doctors Induction Pack,
used nationwide.
The Royal Colleges also played a leading role in
engaging medical practitioners:
— The Royal College of GPs participated in the
National Advisory Group on reducing antipsychotic
drug prescriptions for people with dementia.
They gave guidance on non-drug approaches to
managing behavioural issues; alternative drugs
treatments; and reduction of antipsychotics for
people with long-term use.
— The Royal College of Psychiatrists encouraged all
new psychiatric trainees to understand the issues
relating to antipsychotic prescribing in dementia.

Call for Action: reducing antipsychotic drugs

Fulfilling the Declaration will require radical changes
right across society. To spur this process, the Alliance
makes calls to action that promise real change in the
lives of people with dementia. The ‘Right Prescription’,
our first one, aims to reduce antipsychotic prescriptions.

Call for Action: reducing antipsychotic drugs

Care providers have supported these initiatives by
intensifying their on-going reviews of antipsychotic
drugs within homes:
— Barchester has been reviewing the use of
antipsychotics for those in its care. They have
also used the MyAmego system in their Wood
Grange home to manage and evidence the impact
of reductions.
— Bupa has continued a robust audit programme,
started December 2009. This has achieved marked
reductions in prescribing, and action plans to make
further progress are in place.
— Care UK has implemented a nine-month trial of
their new dementia strategy, which has made
significant antipsychotic reductions;
— Four Seasons Health Care has accredited
50 homes with PEARL (Positively, Enriching,
And enhancing, Residents, Lives), bringing
reductions in antipsychotics and falls.
— The Orders of St John Care Trust (OSJCT) has
employed a Dementia Advisor to work with
Admiral Nurses, bringing significant reductions in
both antipsychotics and night sedation.
— MHA home managers and staff have been working
with Boots on an antipsychotic review programme
across care homes delivering dementia care.
— Southern Cross has undertaken a full review of
antipsychotic medication for people in their care.
Other Alliance members have also provided
support to these initiatives and facilitated the sharing
of good practice:
— ECCA have worked with the British Geriatric
Society on a project about the support available

to care providers from primary care, helping
them reduce antipsychotic drugs prescriptions and
improve access to medical support for people
with dementia.
— The Social Care Institute for Excellence (SCIE)
have used their Dementia Gateway to feature case
studies on antipsychotic medications and
their alternatives.

The coming year
Next year will see the campaign intensify further:
— Four Seasons Health Care will be working with
Boots to ensure all residents who are prescribed
antipsychotic medication receive a full medication
audit, along with advice on possible reduction or
discontinuation where appropriate.
— New Alliance members, Lundbeck and
Lloydspharmacy, will be using their pharmacological
expertise to provide tools that enable NHS
organisations and pharmacies to undertake reviews.
— Care UK will be recruiting Dementia Specialists
to further develop existing services, ensuring that
person-centred services are delivered in homely
and supportive environments, and that the use of
antipsychotic drugs is actively reduced.

Impact
The impact of the call to action will be measured
in the spring. Through the concerted joint actions
outlined above, it is hoped that the inappropriate
prescription of antipsychotics will be reduced.

Dementia Action
Alliance Money

In a challenging year of budgetary constraint, member
organisations have generously responded to the call
for support, contributing resources to fully fund the
Alliance during its first twelve months.

Income
Table 1 below provides an overview of the income
of the Alliance to date. The initial annual running
costs of the Alliance were budgeted at £110,000.
This has now been raised through a combination of
£95,000 direct member contributions, £13,500 raised
from sponsorship and stalls at the annual event, and
in-kind support from members worth £5,300.
Thank you to the Alliance members listed below
who have so far contributed to the running cost of
the Alliance.

Expenditure
The financial year for the Dementia Action Alliance
started on the 29th June 2011, when the independent
secretariat started in post. Until this point all funding
and staffing for the Alliance was provided by the
Alzheimer’s Society.
Table 3 below provides the original estimate costs
and break down within items. It is accompanied by
predicted expenditure based on estimated actuals
to date.

Dementia Action Alliance Money

The Dementia Action Alliance is jointly funded by
its members, with Alzheimer’s Society acting as the
accountable body and host to the secretariat.
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Chart 1: Financial and in kind contributions

Department of Health
Alzheimer’s Society
BUPA
Age UK
Anchor
WRVS
Contributions ‹£5000

Dementia Action Alliance Money

Table 1: Dementia Action Alliance Income
Organisation
Organisation				
			

Contribution
Contribution

Total Finance
Total Finance

£000
£000

Event
Event
Sponsorship/Stalls
Sponsorship/Stalls
£000
£000

£000
£000

In kind
In kind
support
support
£000
£000

Department of Health
Alzheimer’s Society
BUPA
Age UK
Anchor
WRVS
Design Council
Social Care Institute for Excellence
British Geriatrics Society
Dementia UK
The British Association of
Occupational Therapists (BAOT)
and College of Occupational
Therapists (COT)
ARUK		
Care UK
Housing 21
JRF
NCPC
Stirling University

40,000
30,000
5,000
5,000
5,000
5,000
–
2,500
1,000
1,000

–
–
12,000
–
–
–
–
–
–
–

40,000
30,000
17,000
5,000
5,000
5,000
–
2,500
1,000
1,000

–
–
–
1,300
–
–
3,000
–
–
–

–
500
–
–
–
–
–

–
250
250
250
250
250
250

–
750
250
250
250
250
250

1000
–
–
–
–
–
–

Total income (committed)

95,000

13.500

108,500

5,300

* These monies are currently being processed and will be registered in the next quarter’s report.
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Chart 2: Predicted expenditure by type

Secretariat staffing
Venue hire and subsistence
for Alliance meetings
Accomondation and travel costs
for people with dementia and carers
An Annual Report
An Annual Event
Website development

					
Item
		

Secretariat staffing
Venue hire and subsistence
for Alliance meetings

Original
Forecast
£000

Spend* to date
Predicted Actual* at
29.06.11–18.10.11 end of year (July 2012)
£000
£000

84,000
10,000

23,861
302
(plus 1,300
in kind)

70,684
1,500
(plus 2,600 in
kind support)

Accomondation and travel costs for
people with dementia and carers
An Annual Report

5,000
2,000

4,198
7,400

An Annual Event
Website development

6,000
3,000

1,399
1,400
(plus 3,000 in kind)
2,925
–

18,100
3,000

110,000

29,887

104,882

Total Budget

* These are estimates and maybe subject to revisions.

Dementia Action Alliance Money

Table 2: Dementia Action Alliance Expenditure
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The design and printing of this Annual Report
was made possible thanks to the kind support
of our sponsors.
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