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Outstanding Dementia Care Resource 2019
Massive Open Online Courses, Newcastle University 
The Judges chose Massive Open Online Courses because of the quality of development and design, potential 
reach and accessibility. The product has comprehensive content which continues to be developed in response 
to carer needs and to meet the needs of an international audience. There is potential to enhance the MOOC 
to meet professional carers’ needs, which has been recognised and is being responded to. The MOOC is an 
example of facilitating the uptake of evidence. 

Outstanding Dementia Care Innovation 2019
Downshall Intergenerational Provision, Downshall Primary School
The service clearly demonstrates the potential for benefi tting people living with dementia, their care partners, 
the wider community and for developing skills and abilities of children. The Judges felt that this amazing 
service can be replicated as shown by the current expansion into more boroughs. 

Best Dementia Carer 2019
Ebrahim Razavi, Maycroft Manor, Hallmark Care Homes
Ebrahim demonstrated a real depth of compassion and empathy towards not only the residents but peers. A 
calm and patient, but engaging manner came across to the Judges with a maturity that is bound to develop 
over time. Ebrahim is a great example to others. 

Best Activities Co-ordinator for People Living with Dementia 2019
Angela Hedley, The Oaks, Hill Care Ltd
The Judges were very impressed with Angela’s quiet and confi dent, gentle demeanour. The way she described 
her work with people with dementia was authentic and inspiring. Her commitment to her residents and what 
makes them shine is why she was chosen as with winner.

Best Dementia Nurse Specialist / Dementia Lead 2019
Carol Rushton, Pennine Care NHS Mental Health
Carol radiates a love and a passion for the people she cares for and works with, said the Judges. She and her 
team work in a unique way by off ering long term follow up in partnership with primary care and the voluntary 
sector. 31 years in the NHS and she obviously still loves it!

Best Dementia Care Manager 2019
Katherine Matthews, Perry Manor, Care UK
The Judges chose Katherine because she has consistently demonstrated passionate, inspiring leadership to 
create an environment within which the unique assets of residents, families and staff  are highlighted to deliver 
and improve care. Katherine is an innovator with fi re in her belly; a positive risk taker who prides herself in 
empowering others to be better.

Best Dementia Garden 2019
Broadwater Lodge, Care UK
The Judges chose the outdoor space and farm at Broadwater Lodge because it is used imaginatively to ensure 
meaningful outdoor experiences for all residents and provides extensive and fun opportunities for ongoing 
relationships with the local community.
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Best Dementia Training Initiative 2019
Learning from Living with Dementia - A Dementia Awareness Course
Dementia Trainers/Educate
Learning from Living with Dementia was chosen by the Judges because they demonstrated that the best 
people to train and raise awareness in healthcare professionals about dementia, are those living with it. 
Innovative, thoughtful and inspiring. 

Best Interior Dementia Design 2019
Old Silk Works Dementia Day Club, Alzheimer’s Support
The Judges chose the Old Silk Works Dementia Day Club for three clear reasons: the design is inclusive, 
creative and imaginative. There is an ever-evolving use of open plan space, and the initial and ongoing 
collaboration with the community is outstanding. 

Dementia Care Champion 2019
Paul Dixon, Mill House Care Home, Caring Homes
Paul’s out of the box, inspirational attitude and his tenacious ‘can do’ approach makes a massive diff erence 
to many peoples’ lives, said the Judges. He believes everyone should have equal access to participation, 
creating opportunities for residents to work with local businesses. 

Exceptional Contribution by a Person/People Living with Dementia 2019
Wendy Mitchell
The Judges chose Wendy, author of a best-selling book and recipient of two honorary doctorates, because 
of her vigorous campaigning, magnifi cent achievements and encouragement of others in raising awareness 
and reducing stigma associated with dementia at a local, national and international level. 

Outstanding Arts and Creativity in Dementia Care 2019
Collaboration between Imperial College Healthcare NHS Trust and Royal Central School of Speech 
and Drama, Imperial College Healthcare NHS TRust & Royal Central School of Speech and Drama
This project has developed unique, innovative and creative initiatives to truly aff ect the lives of hospital 
bound people with dementia. Using the power of the arts, their ideas have brought together a wide spread 
of people, including hospital staff , primary school children and drama students. Impressively, the Judges felt 
that they have broken a typically medical and process-heavy system to embrace something new, exciting and 
impactful which aff ects lives through joy. 

Best Dementia Team 2019
St Cuthbert’s Hospice Dementia Service, St Cuthbert’s Hospice
With limited resources, this team have delivered so much, said the Judges. They are a fl agship for the hospice 
movement and a great partnership between Admiral Nurses and Namaste Care. They care for each other and 
share what they deliver in hospitals, with plans to take it into prisons as well. This award will help them take 
their service to the next level. 

Best Dementia Friendly Hospital 2019
East Surrey Hospital, Surrey and Sussex Healthcare NHS Trust
The Judges chose East Surrey Hospital because of an exceptional cultural driver towards making the whole 
hospital dementia friendly. As a result of this, there have been signifi cant changes involving the environment, 
music and garden, the clinical pathways and social experience. There is a ‘golden thread which runs from 
ward to board’. For them, “nothing is impossible”.

Best Dementia Care Home 2019
Munhaven, NorseCare
Munhaven are a small home with a big heart, said the Judges. They recognise the importance of ‘being’, not 
‘doing’ and the benefi t of accessing the outdoors with a real emphasis on community engagement. 

Lifetime Achievement in Dementia Care 2019
Dawn Brooker, University of Worcester
The Judges said that Dawn has brought the concept of positive dementia care to the widest possible 
community, while maintaining the highest standards of academic research and creative project development. 

Opportunities are now available for sponsorship of the 
National Dementia Care Awards 2020. 

For information: caroline@hawkerpublications.com
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In 2020, Alzheimer Scotland will celebrate its 40th year as
Scotland’s leading national dementia charity. As we
approach a new decade and reflect back, it is clear that we

have made great strides in many areas, including how we
understand dementia and its causes.

We have made progress in breaking down stigma and shifting
the paradigm away from a solely medical model to a deeper
biopsychosocial understanding underpinned by a human
rights-based approach. We and our many partners have played a leading role in
influencing and taking forward dementia policy and practice, while Scotland’s
three national dementia strategies have made a significant impact in driving
change in many areas of dementia care and support.

During this time, we have developed new evidence-based models of support that
have been included and tested as part of each strategy, involving transformational
approaches to post-diagnostic support, integrated care, advanced care, general health
care, specialist dementia care and allied health professional practice. The acceptance
and consensual basis of these models at a national policy level has been unequivocal. 

If fully implemented these models could assure every person with dementia and
their families the highest level of person-centred support from the point of diagnosis
to end of life. However, we live in a world where this does not guarantee a quick
translation into practice. Local government, devolved decision-making, the evolution
of integrated health and social care and a belief in local democracy present us with a
real challenge to ensure consistent delivery.   

That is why our new focus must be to ensure that our local active voice networks
of people with dementia and carers are empowered to become a collective voice and
movement for change. It will be a collective movement that can influence local health
and social care partnerships to deliver on these policies – and the more local this
movement is, the more effective it will become. Indeed, this is the very movement
that is building our campaign to deliver the recommendations of our Delivering Fair
Dementia Care for People with Advanced Dementia report. This campaign seeks to end
the inequities faced by people with advanced dementia and ensure that their
complex health needs are recognised and met with care that is free at the point of
delivery, bringing an end to unfair, unequal and unjust charges.

In April, we will launch Brain Health Scotland and in partnership with the Scottish
Government we will develop a comprehensive brain health and dementia
prevention strategy. It will be led by Professor Craig Ritchie, bringing the clinical,
academic, research and informatics communities together in order to transform our
whole approach to prevention and early intervention. 

Behind all of this we will continue to facilitate the research infrastructure and
platforms in Scotland that will maximise research participation and investment in
prevention, care and cure over the next decade. It may be our 40th year, but we are
really only just getting started. 

Striding forward
Henry Simmons, Chief Executive, Alzheimer Scotland

The Journal of Dementia Care is a

multidisciplinary journal for all professional

staff working with people with dementia, in

hospitals, nursing and residential care

homes, day units and the community. The

journal is committed to improving the quality

of care provided for people with dementia, by

keeping readers abreast of news and views,

research, developments, practice and

training issues. The Journal of Dementia Care

is grounded firmly in practice and provides a

lively forum for ideas and opinions.

Writing for JDC:
Do you have a project or survey to report,

or a change in practice organisation or

structure which has worked well (or not),

and would you like to share this

experience with others? Do you have a

strong opinion you would like to express?

We welcome letters and contributions

that promote discussion and debate

about dementia care. 

Contact the editor, Mark Ivory:
mark.ivory@nexusgroup.co.uk

@JDementiaCare

@JournalofDementiaCare
www.facebook.com/
JournalOfDementiaCare
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Award for Worcester dementia association
Worcester University’s Association for Dementia Studies (ADS) has

scooped a major national award for its work to establish local Meeting

Centres to support people with dementia. It won the Outstanding

Contribution to the Local Community trophy at the Times Higher Education

Awards, having pioneered Meeting Centres and recently secured nearly

£600,000 from the National Lottery to extend the programme across the

UK. Times Higher Education magazine said the two original centres had

faced closure, but ADS had helped them continue their work so there are

now eight centres in operation and a further 20 locations have expressed

interest. Awards judges said the Meeting Centres were “innovative,

practical and the result of a genuine partnership between a research centre

and local help points”, describing the ADS team as a “truly dedicated group

who stepped in decisively when funding was at risk”. 

New Lewy body expert appointed
Rachel Thompson has become the first ever consultant

Admiral Nurse for Lewy body dementia, in a new

appointment hosted by Dementia UK and funded by the

Lewy Body Society. Thompson will be working exclusively

on Lewy body dementia over the next two years, having

previously been Dementia UK’s professional and practice

development lead. She will support professionals working with people

who have the condition, encourage links between research and practice,

and develop new materials. Dementia UK has also partnered the charity

MacIntyre to create the first Admiral Nurse post in the learning disabilities

field. it is envisaged that the Admiral Nurse will be based in Milton Keynes

but have a national remit to support people with a learning disability (and

their families) whom it is thought are also developing dementia.

Election pledges for dementia…
In a pre-election pledge, the Conservatives said they would double

government funding for dementia research if they won, by investing

more than £1.6 billion over the next decade. Alzheimer’s Research UK

(ARUK), which has been calling on political parties to spend 1% of the

annual economic cost of dementia on research, said the Tory

announcement was a “step in the right direction”. But government

spending on research is currently 0.3% of the annual cost, so even the

new commitment to double it to over £160 million a year falls short of

ARUK’s target. Other pre-election pledges, as JDC went to press,

included a promise of free personal care for older people from Labour,

as part of an overall £83 billion public spending package, and an

additional £1 billion annually for social care from the Conservatives.

… will need new home care workforce
Health think tank Nuffield Trust has calculated that up to 90,000

additional home care workers will be needed if pre-election

commitments from either of the two main parties are to be realised.

Around 165,000 over-65s who need help with tasks like dressing,

washing and eating are not getting it, Nuffield Trust said, but both Labour

and Conservative promises implied that they would get help in future.

Analysis by the trust indicates that providing just one hour of care a day

to this group would require at least 48,000 home care workers, rising to

just under 90,000 for two hours of care a day. The trust called for urgent

action by politicians to expand the workforce by making “drastic

improvements” to pay, working conditions and training opportunities. 

Scottish charter anniversary
Scotland’s Charter of Rights for people with dementia and their carers

has celebrated its 10th anniversary, having become a centrepiece of the

Scottish Government’s national dementia strategies. Alzheimer

Scotland chief executive Henry Simmons said the charter had helped

to “dramatically shift our understanding of dementia away from a solely

medical model to a person-centred, rights-based understanding”. It

had been driven forward by the Scottish Dementia Working Group, “the

voice of people living with dementia in Scotland”.

News in brief

N E W S

Social care costs associated
with dementia will almost
triple over the next 20 years,
outstripping even the increase
in numbers of people with the
condition.

An analysis published by the
London School of Economics
predicts that social care costs
will rise to £45.4 billion in 2040,
from £15.7 billion currently,
while the numbers of people
with dementia will nearly
double to 1.6 million. 

It is expected that care costs
will go up more quickly
because a bigger proportion of
people with dementia will be in
the advanced stages with
higher care needs than those in
the mild and moderate stages.

Raphael Wittenberg, author
of the study commissioned by
Alzheimer’s Society, said
people with dementia and their
families would have to pay the
majority of the costs.

“Our modelling shows that
all four countries of the UK face
very substantial costs of
dementia,” Wittenberg said.
“Northern Ireland is projected
to have the largest increase

with the number of people
living with dementia rising by
95%, while in Wales it is an
increase of 70%, the smallest
increase among the four
countries.”

According to the LSE, people
with dementia and their
families are already
shouldering £9 billion a year in
social care costs themselves,
prompting Alzheimer’s Society
to call on politicians to commit
to fixing dementia care.

“The likelihood of living in a
care home increases with
severity of dementia,” the
report points out, “which
means that in future a higher
proportion of people living
with dementia will live in care
homes rather than receive care
in the community.” 

Overall costs of dementia to
the UK economy, including the
NHS, are predicted to rise from
£34.7 billion now to £94.1
billion by 2040. 

Projections of older people
living with dementia and costs of
dementia care in the United
Kingdom, 2019 – 2040, is
available at www.lse.ac.uk. 

Social care costs for dementia
expected to triple in 20 years

Skydiving fundraiser: Lily Harris, 76, fulfilled her lifetime ambition when she

parachuted from 10,000 feet to raise money for Alzheimer’s Society. Living at

NorseCare’s Harker House care home in Long Stratton, Norfolk, Lily made the

jump as part of a scheme in which staff try to make residents’ wishes come true.

Major biomarker study: The Medical Research Council (MRC) has triggered

what it says is the world’s most in-depth study into Alzheimer’s disease to find

biomarkers – biochemical indicators – which will enable earlier prediction of the

condition in individuals. By looking in depth at 250 volunteers, Oxford University’s

Deep and Frequent Phenotyping study (DFP) aims to make it possible to identify

more people at risk of dementia and improve the success of clinical and drug

trials by ensuring that the right individuals are being tested. The study is part of

MRC’s Dementias Platform UK initiative, led by Professor John Gallacher. 
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Report demonstrates value of swimming
Swimming is helping to save the health and social care system nearly

£140 million every year in terms of expenditure on dementia. This is

part of national body Swim England’s economic case for the activity in

its Value of Swimming report. It is calling on the government and health

care professionals to encourage swimming so as to “help people live

longer, better, happier lives.” The organisation collected data on regular

swimmers at more than 1,000 pools over 12 months and passed its

findings to Sheffield Hallam University, which used a social value

calculator tool to calculate cost savings to health and social care.

According to this analysis, the largest health savings were made up

from dementia (£139.5 million) and strokes (£100 million). 

Liverpool council building new homes
Liverpool has become one of the first councils to start building its own

care homes again, in order to cope with the rising local population with

dementia. Mayor Joe Anderson told the BBC that the city council hoped

to save public money spent on hospital beds by opening two purpose-

built care homes. One of the homes has already opened – the £8 million

Brushwood care home, which has 60 beds, is the city’s first new council

care home in 25 years. “The decision to invest in these two new

purpose-built care homes that will offer residential and nursing dementia

beds and carer respite is part of our invest-to-save strategy and will help

ease pressure on other, more costly parts of the health service such as

hospital beds, and save the public purse money,” Anderson said. The

project is a partnership between the city council and Shaw healthcare.

Study of peer support initiatives
Tackling isolation and loneliness resulting from dementia is the focus of a

Stirling University study looking at the impact of peer support initiatives

across Scotland. The £40,000 study, funded by Life Changes Trust, will

evaluate five of the trust’s peer support projects, which aim to counter the

frequently negative impact of dementia on friendships and social networks.

Dr Jane Robertson, who is leading the study, told the National newspaper

that peer support had an important role to play in helping to promote

wellbeing and quality of life through meeting and sharing experiences with

other people with dementia or their carers. Volunteer community

researchers with experience of peer support are part of the research team,

which will identify best practice so that it can be replicated elsewhere.

New director at Brain Health Scotland
Professor Craig Ritchie, a leading dementia scientist at Edinburgh

University, has been appointed to the role of director at Brain Health

Scotland, which launches in April and will focus on dementia prevention.

A partnership between the Scottish Government and the dementia

sector including Alzheimer Scotland, the new body will help coordinate

and contribute to the development of a brain health strategy. Professor

Ritchie, who will add this role to his existing responsibilities, said: “Brain

Health Scotland will be the first initiative of its kind anywhere in the world

that works at a national level. It will ensure that the best research

evidence regarding brain health is implemented rapidly and effectively

to benefit the entire Scottish population.”

Co-morbidity of cancer and dementia
A 15-month study by researchers at Leeds Beckett University has found

that 7.5% of people aged 75-plus with cancer also have a dementia

diagnosis. Calling for cancer care staff to be trained to support people with

dementia, the university’s Centre for Dementia Research looked at records

from 391 GP practices and found that people with both conditions had

more complex care needs. They were more likely to have other co-

morbidities and to be living in a care home than people with cancer alone.

Decisions about cancer treatment added another layer of complexity, the

study found, with challenges around mental capacity and unfamiliar medical

environments. But the study team, led by Professor Claire Surr, did find staff

in oncology departments taking positive steps such as providing simple

written information and building extra time and support into appointments.

News in brief

N E W S

Crisis calls to Alzheimer’s
Society’s Dementia Helpline
have more than doubled over
the last decade, increasing by
10% every year to reach 45,000
calls in 2018 according to new
figures. 

Released to accompany a
Christmas funding campaign
for the helpline, the figures
showed that nearly a third of a
million calls were received over
the 10 years and that numbers
tend to spike during the festive
season. 

Call numbers rose sharply by
42% between last December
and January as concerned
friends and relatives
responded to changes in
behaviour they had noticed in
loved ones during festive
celebrations. A similar
phenomenon was apparent on
the Society’s online community
forum Dementia Talking Point,
where a 20% increase in visitors
was recorded. 

The Society warned that the
Christmas and New Year period
was a particularly difficult time
for families affected by
dementia and that another
upsurge in calls and enquiries
was expected this year. 

But problems were not
confined to the festive season.
During 2018, there were
around 1.5 million night visits
to Alzheimer Society’s website
as people coping with
difficulties turned to the charity
at all hours. 

“Far too many people
affected by dementia are
reaching crisis point, feeling
abandoned with nowhere to
turn,” said chief executive
Jeremy Hughes. “It’s no
wonder that we’re seeing
upsurges in calls for help to our
Dementia Helpline and visits to
our online community and
website for instant support,
which is simply not available
elsewhere.”

Crisis calls to helpline
double in last decade

One in seven older people – equivalent to 1.5 million over-65s –
have some level of unmet need for care and the number could
rocket to 2.1 million by 2030. 

Age UK published its research, showing that 15% of older
people are struggling without the help they need, in a bid to
convince politicians of the case for additional investment in
social care worth £8 billion over the next two years.

As we went to press, the Conservatives had pledged an extra
£1 billion a year for social care while Labour had promised free
personal care for older people ahead of the election. 

“For the last few years these figures have been getting worse as
governments dither over how to overhaul a system of care that
everyone agrees is no longer fit for purpose,” said Age UK
charity director Caroline Abrahams. 

“Some older people are fortunate and receive good care from
committed staff which makes a huge difference to their lives, but
far too many are going without the support they need to live
decently and with dignity.”

1 in 7 have unmet care needs

National Dementia Carers Centre: Plans for a national Dementia Carers

Centre, located in the Midlands to maximise access for family carers

nationwide, have taken a step forward with the appointment of Mankit Yau as

associate director of development. Yau is a professional fundraiser with 20

years’ experience of securing funding for major capital projects. The carers

centre will be run by the charity Dementia Carers Count (DCC) and will offer a

variety of support including residential courses. “We want it to be a beacon of

dementia-friendly design; safe and welcoming, and the perfect environment

for carers,” said DCC chief executive Claire Goodchild. The centre is expected

to start delivering services in 2022.
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N E W S

Alzheimer Scotland’s
“dementia advisors” now
support approximately 600
people with dementia every
month, running more than 150
one-to-one clinics in the
community and operating an
average of 70 dementia cafes
in a role established by the
charity in 2009.

According to a new 10-year
impact report, in an average
month dementia advisors also
facilitate nearly 100 peer
support groups and support
around 900 carers and families.
Some £7 million has been
spent on the project, which
now employs 36 advisers.

The role is to support people
with dementia at home, their
families and communities, and
Alzheimer Scotland chief

executive Henry Simmons
praised the “hard work,
passion and commitment” of
the advisors. 

“It was vitally important
that we created this new role
to support people and their
families at every stage of the
illness, making it easy for
people to have someone to
talk to and building on the
work of our vital Dementia
Helpline and local services,”
Simmons said.

“I am extremely proud of
everything that we have
achieved in supporting people
with dementia and together
we can look forward to the
next 10 years.”

Dementia Advisors: Our 10
year impact 2009-2019 is
available at www.alzscot.org. 

Impact of Alzheimer Scotland advisors

Report: challenges to accessing care
People face a “myriad of challenges” in getting access to the care they

need, the Care Quality Commission (CQC) has said, with some unable

to get a service at all and confronting difficulties in navigating services

or knowing where to turn. In its annual State of Care report, the CQC

noted findings that fewer than half of people with dementia who use

social care were getting the regular care reviews to which they were

entitled as part of their support from councils. Alzheimer’s Society chief

executive Jeremy Hughes said the report showed the “desperate

situation” confronting people with dementia.

When is the optimal time for care?
Is there a universal “best time” for someone with dementia to move to

a care home? The answer is no, according to researchers at King’s

College London, whose study found that such a move depended on

many factors other than symptom severity. These included wellbeing,

the ability of family members to give support, and the availability of care

home places. Decisions on moving into a care home could be

distressing, but this could be eased by conversations between the

people affected, social care professionals and care home managers,

researchers discovered. “It was clear from this study that determining

the ‘right time’ for any move was highly individual, contextual and not

dependent on the ‘stage’ of someone’s dementia,” said Dr Kritika

Samsi, who led the research. For the Investigating ‘optimal time’ report,

go to www.sscr.nihr.ac.uk. 

Possible diagnostic tool for FTD
Researchers in Finland have come up with a potential diagnostic tool to

identify frontotemporal dementia (FTD), which they say is often

confused with psychiatric disorders because of behavioural symptoms

that may accompany it. They found that FTD patients had significantly

higher levels of protein called neurofilament in their blood than patients

with psychiatric disorders. The researchers, from the Universities of

Eastern Finland and Oulu, said differential diagnoses between early

onset FTD and psychiatric disorders were “extremely challenging,” but

said serum neurofilament profiles provided an “excellent and promising

tool” for solving the problem. Findings were published online by the

Journal of Neurology (8 October). 

Impact of caring on workforce
More than 100,000 people have had to quit their jobs to care for

someone with dementia, claims Alzheimer’s Society, which published

findings showing that dementia cost businesses in England £3.2 billion

last year. The charity said that the cost to businesses had risen by £1.6

billion in the last four years and was set to rise to £6.3 billion by 2040

because workers were having to resign or change their working

patterns. Of the 355,000 people of working age who were carers for a

person with dementia, Alzheimer’s Society said, more than 147,000

had had to reduce their working hours and more than 112,000 had had

to give up their jobs.

Care Sector Fundraising Ball
More than 500 people flocked to a glittering fundraiser for Alzheimer’s

Society and the Care Workers Charity at one of London’s top hotels.

The second annual Care Sector Fundraising Ball, held at the Grosvenor

House Hotel in Mayfair, raised an impressive £200,000 and was hosted

by MC and Perry McCarthy, the original “Stig” from BBC’s Top Gear.

Among those attending was the Care Sector Ball’s founder Avnish

Goyal, chair of Care England and Hallmark Care Homes, who said it

had “achieved its goal of raising awareness of the essential work of the

Alzheimer’s Society and the Care Workers Charity.” Apart from

Hallmark, the ball’s headline supporters were CareTech and CareTech

Foundation, while there was also key support from Lawrence Baker,

Welltower, Precious Homes, Athena Care, Morgan LaRoche and ihl uk. 

News in brief

Mayflower pioneers: Care England chief executive Professor Martin Green

presented certificates to four new assistant practitioners, part of an initiative

by Canford Healthcare to give its care home staff specialist training in

dementia care. He is seen with (l-r) Donald Morris, Carey Laughland, Laura

Clarke and Leanne Aldhous at the Mayflower care home in Gravesend, Kent.

Colin Sheeran, who was the lead project facilitator for Four Seasons
Healthcare, has died. 

Colin joined Four Seasons in 2014 to work on the PEARL project,
then helped to design the different elements of Four Seasons
Dementia Care Framework and lead a team of dementia, care and
activity experts to implement the project throughout the business. 

Having worked in dementia care in the independent sector for 25
years as a nurse, home manager, regional manager and dementia
care specialist, Colin had an intuitive understanding of people
living with dementia and inspired others to look after people with
compassion and kindness. 

His belief in his team was second to none; each of us grew not
only as professionals, but as individuals, and that is purely because
of Colin’s guidance and encouragement. He was not only our
colleague, but our dear friend, and was the most wonderful of men.
By Laura Steward, DCF project facilitator, Care Services Support, Four
Seasons Health Care.

In memoriam: Colin Sheeran
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SPECIAL REPORT FROM THE YOUNG 
DEMENTIA ANNUAL CONFERENCE

Findings from a major study
of footballers’ vulnerability to
dementia indicate that they
have a five times higher risk of
dying from Alzheimer’s
disease. 

Long-standing claims that
heading the ball in
professional football raises the
risk of neurodegenerative
diseases were backed by the
Glasgow University FIELD
study, which found that
footballers were overall three-
and-a-half times more likely
than the general population to
die from one of them.

Dr Willie Stewart, who leads
the Glasgow Brain Injury
Research Group which
conducted the research, said a
strength of the study was that
it had been able to look in
detail at rates of death from
different neurodegenerative
disease subtypes. 

“This analysis revealed that
risk ranges from a five-fold

increase in Alzheimer’s
disease, through an
approximately four-fold
increase in motor neurone
disease, to a two-fold increase
in Parkinson’s disease in
former professional footballers
compared to population
controls,” Stewart said.

Alzheimer Scotland
described the findings as
“conclusive evidence” that
there was a definitive link
between the professional
game and dementia. “There
must now be no time lost in
moving forward further
research to properly define
what the main risk factors are
and indeed determining what
must be done to minimise
them,” said the charity’s chief
executive Henry Simmons.

The study compared causes
of death in 7,676 former
footballers and 23,000
matched individuals from the
wider population.

Footballers have five times higher
risk of dying from Alzheimer’s

Plans for a National Academy
of Social Prescribing are to be
taken forward with £5 million
in government funding, it has
been announced.

The academy, which will be
led by former Royal College of
GPs chair Professor Helen
Stokes-Lampard, is intended
to ensure GPs are able to
prescribe community activities
like art and singing classes in
the same way as they
prescribe medicines.

According to the
Department of Health and
Social Care (DHSC), 60% of
clinical commissioning groups
already use social prescribing

for patients with dementia,
anxiety or mental health
problems, but the government
wants the rest to do likewise. 

“In some parts of the
country, patients with long-
term conditions who have had
access to social prescribing
link workers have said they
are less isolated, attended 47%
fewer hospital appointments
and made 38% fewer visits to
A&E,” the DHSC said. 

The academy has been
developed with partner
organisations Sport England
and Arts Council England as
well as others in the voluntary
sector.

Plans for National Academy of Social Prescribing

Model of YOD services presented
In the UK patchy provision of young onset dementia services is often

criticised, but a model of what they could become was presented by Dr

Christian Bakker from the Netherlands at the Young Dementia Annual

Conference in London.

Dr Bakker told the November conference, organised by JDC in

association with University College London, that more than 30 health

providers across the Netherlands had now committed to a national

quality standard on young onset dementia (YOD). 

“We’ve come quite far in the Netherlands regarding these services and

this year we’ve introduced a dementia care standard which guarantees

access to specialised diagnostic services,” he said. “It’s now a legal

requirement for young people to have access to services for young onset.” 

There are five specialist centres for YOD diagnosis across the

Netherlands, some specialising in a particular dementia subtype and all

having the necessary neurological expertise. 

Dr Bakker, from the Florence Centre for specialised care in young

onset dementia in the Hague, said that there were more than 8,700

people with YOD in his country. “Dementia affects younger people in a

different way, so we now have a quality hallmark which sets out what

they say their values are and how they want to be treated,” Dr Bakker

said. “This hallmark helps organisations achieve excellent care.” 

Official figures suggest there are approximately 42,000 people with

YOD in the UK.

Experiences of YOD during employment
The poor experiences of people whose dementia begins while they are

still employed were highlighted by Dr Susan Richardson, who spoke

about her research on work after a diagnosis of dementia. 

“Our findings were that the experience of exiting employment, even

post-diagnosis, is not always good since the financial package may not

be enough to keep them living well and there is a lot of work still to be

done in practice on people’s legal rights,” said Dr Richardson, senior

lecturer at Huddersfield University. 

Interviews were done with 27 human resources (HR) professionals,

union representatives and managers in the research, which found that

people with YOD sometimes had to leave their jobs on performance

management grounds rather than health grounds because medical

reports could not be obtained. 

“HR professionals we spoke to do want to help,” Richardson

commented, “but their role is often more about protecting the

organisation than protecting employees. They have always got one eye

at least on the costs and ramifications for the organisation. 

“But employers should understand that a more inclusive work

environment is good for them by improving staff morale and reducing

recruitment and retention costs, while making reasonable adjustments

to allow people with YOD to keep working for longer provides them with

the all too crucial time to plan a good exit.”

Report from TV show advisor
Consultant geriatrician Dr Zoe Wyrko, who advised on Channel 4’s “The

Restaurant that Makes Mistakes” TV series aired last summer, told the

conference that it had helped to show people as people and not as

“dementia sufferers”. 

People with YOD volunteered to take part in the series, in which they

catered for celebrities and learned new restaurant service skills. Wyrko

said it had been valuable publicity and would help to bring in more

research funding, but she deplored the lack of attention to YOD even in

the medical curriculum.

“In the neurology curriculum there are six mentions of dementia but

not one mention of young onset,” she said. “In the GP and general adult

psychiatry curriculums there are no mentions of YOD and in the one for

old age psychiatry there are only four mentions.”

She called on delegates to lobby the General Medical Council to

update curriculums “because this is the reason doctors don’t have

knowledge of YOD.”

Speed-dating with a difference:

Sophie Brown, from Bruce Lodge

care home near Stockport,

makes a new acquaintance at

Borough Care’s inaugural staff

conference. It included speed-

dating style sessions with some

of the care provider’s partners,

one of which was led by pet

therapy outfit ZooLab, owners of

this friendly snake.
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‘Environmental lies’ debate
When can you lie to a care home
resident? It was a hotly
contested issue at the UK
Dementia Congress, where
delegates debated the merits or
otherwise of “environmental
lies” in care homes, such as fake
windows with painted views,
“bus stops” to which no bus
ever comes, and disguised
doors. 

“As a person with dementia
when I go into a care home I do
not want them to lie, either in
the environment they create or
in their actions,” said Keith
Oliver, who opposed the
motion that deceptive décor can
play an important role in
delivering person-centred care. 

“There is nothing wrong with
nostalgia,” he said, referring to
homes which are decorated and
furnished to conjure up the past,
but added: “Homes using false
environments need to
understand that these can play
havoc with people’s sense of
time. Time travel might work
for Doctor Who but it’s not for
me.” 

It was an impassioned
performance from Oliver, who
has young onset dementia,
which helped sway the
audience from favouring
environmental lies at the start of
the debate to being firmly
against by the end. But
independent nurse consultant
Lynne Phair argued powerfully
in favour of the motion and said
there could be a therapeutic
value in meeting the person
with dementia in their own
reality. 

“I know a lady in one care
home who is very reluctant to
eat and spends her time caring
for a ‘baby’, so they have placed
a highchair with a small bowl of
baby foods next to where she
eats. Now the lady puts
‘Annabel’ in the highchair and
gets on with eating her own
food. Are staff in that care home
being person-centred or are

they using bad lies?” 
Phair added: “Environmental

lies must be used wisely. I’ve
been told that people become
distressed if they can’t pick an
item off the ‘shelf’ in a picture,
but I’ve yet to find evidence that
this is a problem.” 

But there was a resounding
victory for those opposing the
motion – also including
Professor Graham Stokes – who
had 54% of the audience behind
them by the end (compared
with 33% at start), while the
proposers – also including
family member Catherine Naj
Dyke - had 37% on their side by
the end (40% at the beginning).
See JDC Asks, page 12.

Hughes: call for sincere
political commitment
Alzheimer’s Society chief
executive Jeremy Hughes told a
packed UKDC plenary session
not to be “fobbed off” by the
next government through any
wishful thinking about
dementia care after the general
election. 

“My message to go out loud
and clear from this conference
today is that we need all
political parties to commit to
ending the injustice for people
with dementia care,” he said.
“It’s not just about funding, we
need investment to improve the
quality of dementia care. 

“Two out of five home care
workers don’t just have
inadequate dementia training,

they have none. That is a
scandal and it shouldn’t be
allowed – it should be illegal.” 

But, on a more positive note,
he paid a fulsome tribute to
Wendy Mitchell, winner of the
“exceptional contribution”
award for a person with
dementia at JDC’s 10th National
Dementia Care Awards 2019.
Hughes described her as
“somebody who has probably
done more than any other
person in the last few years to
put dementia on the map and
assert the right to be heard.”

New drug too expensive?
A drug billed as possibly the
“first new treatment in over 15
years” could be too expensive
for the NHS to buy, Dr Adrian
Ivinson, director of operations
at the UK Dementia Research
Institute has said. 

Speaking at UKDC, Ivinson
said that “aducanumab”, an
antibody treatment to slow
down the progression of
Alzheimer’s disease, could be
available in Europe as soon as
2021. 

But afterwards he expressed
concern about the costs. “A cost
of £100,000 a year for a course of
aducanumab wouldn’t be
surprising,” he told JDC, “and
that would be a very significant
challenge for the NHS to
afford.” 

Pharmaceutical company
Biogen is seeking regulatory
approval for the drug in the US

after experimental findings
showed that patients in the
early stages of Alzheimer’s who
received high doses of
aducanumab experienced
significant benefits on measures
of cognition and function such
as memory, orientation and
language. 

Ivinson told UKDC that the
aducanumab findings were a
“game changer” and would
reverse the exodus of
companies from the search for
antibody treatments which had
begun following a series of
setbacks. He added that in the
next year or two there would
very likely be tests for blood-
based biomarkers to predict
particular forms of dementia.

When the findings were
announced Dr James Pickett,
head of research at Alzheimer’s
Society, described them as
“hugely exciting news,” adding:
“We’re waiting for further data
but this could be the first new
treatment for Alzheimer’s
disease in over 15 years and, as
such, has the potential to be a
transformative discovery.”

Personal tragedy behind
Evolve Care Group
In a remarkably frank UKDC
presentation Shrien Dewani,
owner of the Evolve Care
Group, told how his own
psychological trauma following
the murder of his wife on their
honeymoon in Cape Town nine
years ago led to the
transformation of the
company’s six care homes in the
south-west of England. 

In a story that made headlines
around the world, Dewani was
cleared of any involvement in
the crime by a South African
court, but he said that his
experience of being sectioned in
a psychiatric unit after his wife
was killed had changed his
thinking about how to run his
care homes. 

In a session titled “A journey
paved by the past,” Dewani and

REPORTS FROM THE 2019
UK DEMENTIA CONGRESS

DONCASTER, 5-7 NOVEMBER

Packed rooms for the plenary and parallel sessions at UKDC 2019
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Evolve CEO Eve Carder
described how they had turned
around the six homes from
being rated “inadequate” by the
Care Quality Commission
(CQC) to “good” in four cases
and “outstanding” in two. 

“At one stage I was so
medicated I had forgotten how
to walk and I was unable to
communicate information or
talk to people,” Dewani told a
UKDC workshop during an
emotional presentation. “As a
patient I’ve experienced so
many things people shouldn’t
have to see and it set me
thinking what on earth my staff
must have gone through
experiencing poor outcomes in
our care homes.” 

He admitted that rebuilding
the group, which changed its
name from PSP to Evolve in
2016, had been expensive,
involving an additional
investment of £5 million. “It’s a
passion project because of my
personal experience – I can’t
sleep at night if I think people
are having the same experience
I had,” Dewani said.

Smart home technology
“I use Alexa for everything,”
said Ron Coleman, “she wakes
me up, she makes my first
morning cup of tea and she
plays the music I like.”

Ron and his fellow keynote
speaker Wendy Mitchell were
interviewed by Agnes Houston
on the virtues of new
technology and how devices
like the Alexa personal assistant
had made a difference in their
lives.

“She’s my PA, not my carer,”
said Ron, who liked the fact that
Alexa didn’t boss him about.
“She keeps my diary and she
doesn’t tell me to take my
medication, she asks me if I’ve
taken it. There’s a difference
between asking and instructing
someone.”

Wendy sang the praises of the
“Zoomettes,” an online video
support group hosted by the
Zoom internet platform. She
said it was a way in which
group members could get
together in the virtual world
once a week.

“We’re all female and can
offer that virtual hug when

someone’s having a bad day,”
she said. “I remember one of
our Zoomettes coming on the
screen crying because she had
had such a bad day and by the
time she left that screen she was
laughing.”

Another great way to make
contact was Twitter, Wendy
said. “I’m a Twitterholic - it
enables me to have hundreds of
conversations I could never
have in reality. Twitter brings
people to me that I would never
have met in a million years.”

Importance of the subjective
experience of dementia
Giving a Tom Kitwood
Memorial Address that
perfectly reflected the values of
Kitwood himself, Professor
Steven Sabat spoke about the
central importance of the
subjective experience of
dementia and its absence from
the biomedical view of the
condition.

Professor Sabat, from
Georgetown University in the
US, said that reading Kitwood
had been “profoundly
validating” to him as a young
neuropsychologist nearly 40
years ago.

“A person with dementia can
be malignantly seen primarily
in terms of their foibles,” Sabat
said, “which inspires sadness
and depression in the
individual that are then seen as
symptoms of dementia rather
than the result of dysfunctional
social relationships.”

But Sabat’s main focus was
the work of the German
psychologist William Stern,
who as long ago as 1921 had
spoken about the limitations of
cognitive testing, which could
quantify what had gone wrong
but could not respond to the
qualitative uniqueness of each
individual.

Presenting case studies from
his own clinical practice, Sabat
said person-centred practice
involved seeing how past and
future were blended into the
present for every individual
and “made psychological time
quite different from linear
time.” One patient had been an
academic and struggled to
bring her past into the present.

“In one sense her present was
different from the past, but we
can see how her present also
included the past quite
prominently,” Sabat said. “She
was so utterly tortured by this.”
He added: “If we [as clinicians]
don’t seek to support the person
underneath the mask of
symptoms called dementia, we
shall not make the best of
ourselves.”

Quarter of hospital
admissions preventable
Nearly a quarter of hospital
admissions were from
preventable causes, Payam
Barnaghi said, and technology
was key to detecting medical
problems early. 

Barnaghi, professor of
machine intelligence at Surrey
University, said physiological
and environmental sensors in
people’s own homes could
detect subtle changes in
behaviour and vital signs which
might suggest something was
amiss.

“Urinary tract infections, for
example, are easily treatable but
the problem is when they
remain undiagnosed and
people have to be admitted to
hospital,” he said. “One
symptom might be that the
person visits the bathroom
more often, so sensors can pick
this up and send an alert to
clinicians.”

Surrey University’s “TIHM
for Dementia” project was using

machine learning to spot
changes in patterns of activity
which could generate clinical
alerts and potentially nip
problems in the bud, he said.

‘Guesthouses’ for care
A four-year European project
involving the Medway
Community Healthcare social
enterprise is trialling a new
approach in which older people
with dementia will receive
small scale care in
“guesthouses”. 

Jody Howie and Laarni
Fajardo, from the social
enterprise, said the CASCADE
project had 10 partners across
Europe and had been awarded
2.3 million euros. Two new
facilities were being built in
Kent and would be evaluated
by Canterbury Christchurch
University.

Harmony House in Medway
will provide high quality respite
care, while Harmonia Village in
Dover will provide a hub which
residents with dementia and the
wider community will be able
to use.

Howie and Fajardo said the
focus would be on enablement
rather than on the “traditional
care” model. “We ensure that
we work collaboratively with
people with dementia and
carers, so that the model fits the
patient rather than making the
patient fit the model.”

Model for coordinated 
care and support
Dementia can sneak up on you,
so how do you know that things
are changing and that you need
support? Lynn Flanagan, from
Health Improvement Scotland,
presented a model of care
coordination in the community
which could be the answer.

Coordinated care and
support were essential to
avoiding fragmented care,
Flanagan said, and Midlothian
Health and Social Care
Partnership had developed an
exemplary model based on
Alzheimer Scotland’s “8 Pillars”
approach.

Critical factors were a single
point of contact for families,
needs of carers recognised and
met, good communication
within the multidisciplinaryExhibitors were kept busy throughout the Congress
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In many care homes murals
have been used to brighten
up hallways and provide

topics for conversation.
However, thinking is moving
away from introducing such
design features because people
living with dementia have said
“why is it when we are at our
most vulnerable, you make us
more confused by making us
believe we are somewhere we are
not?” 

When we debated this topic
recently at the UK Dementia
Congress (UKDC), I spoke
about the confusion and
frustration that results from
making a hallway look like a
street with murals of shops or
from a painted wall depicting
the seaside with sound effects
of waves crashing. The same
goes for “bus stops” where
buses will never come, or fake
windows showing scenes that
have no bearing on where the
care home is located and
where it is always daylight!
These are “environmental
lies”.

This is not to say we should
no longer create nostalgia-
themed rooms, yet when we
do we need to make sure that
the “fake” pub, cinema or
shop has real function in so
much as the pub serves drinks,
the cinema shows films and
the shop is where people can
“buy” items and take them
away in a basket. 

If a café mural is introduced
it should be located where a
couple of tables and chairs can
be placed so drinks, cakes and

savouries can be served. The
mural then becomes the
backdrop for meaningful
activity. As a care home
manager said “This has really
opened my eyes! It’s true we
shouldn’t be further confusing
our residents with deceptive
fake environments.” 
Graham Stokes is director of
memory care services at HC-
One

We must be honest about
lying: not all lies are
bad. I agree that a

sweet shop with no sweets, a
telephone box with no phone,
a garden tearoom with no tea,
or night staff always wearing
pyjamas are all misleading. 

But, in a care home, large
and costly design judgements
must be made that will benefit
the majority. An indoor garden
room with clouds and blue sky
on the ceiling, plants,
comfortable chairs, activities
and the option of birdsong
being played can support
certain residents at certain
times, providing staff know
the resident in detail.

These are environmental lies
which are in fact positive
environmental untruths for
different people at different
times. Astroturf - clearly an
environmental lie - may mean
people can go outside to a
space where grass cannot
grow. Using door disguises
everywhere is institutional
poor practice, but carefully
placed they will improve a
person’s wellbeing.

JDC asks...
Do “environmental lies”
like fake bus stops and
murals in care homes
play an important role in
delivering person-
centred care or do they
simply sow confusion?

team, and appropriate dementia
knowledge and skills.

“In Midlothian people with
dementia use less resources
than those in other health
partnerships and they are much
less likely to die in hospital,”
Flanagan said. “We’re trying to
replicate that methodology and
use it in future work.”

Overcoming social barriers
How best to overcome barriers
to social engagement between
staff and residents in care
homes was the challenge posed
by Jackie Pool from Sunrise
Senior Living.

Sunrise is known for its
“Enriched Dining” approach, in
which staff and residents sit
together at mealtimes, and
small talk is a vital ingredient. 

Pool showed a film called
“How to talk to anyone,”
intended to help team managers
spread the art of conversation.

“If helping the resident to
have a good dining experience
is embedded in your thinking,
it’s going to shape the way you
engage with them,” Pool said.
“If you can make somebody’s
eyebrows rise, you know
you’ve sparked their interest.”

Young onset case study
Alison had managed businesses
across the world, was elegant
and well dressed, and thrived in
male-dominated work
environments. Then she was
diagnosed with young onset
dementia (YOD), Admiral
Nurse Amy Kerti told a
workshop, and it was
“absolutely devastating”.

Yet, with support from Kerti,
Alison found a way back.
“Myself and the neurologist at
Imperial College NHS Trust
have helped to guide Alison’s
abilities into a new project and
supported her to restore a sense
of identity.”

Kerti pioneered YOD support
groups, including a “virtual”
clinic with national reach, and
says that in less than a year a
really good service has been
created.

As if to prove the point,
Alison herself stood up to
speak: “I’ve thrown myself into
a new career, a dementia career.
I’ve started something called

Brain Art, which I’m planning
to turn into greetings cards and
posters.”

Family visiting programme
for healthcare students
Student healthcare
professionals at Brighton and
Sussex Medical School are
visiting families affected by
dementia as a way of finding
out about the condition from
first-hand experience of living
with it.

Over 2,600 students have so
far taken part in the “Time for
Dementia Programme,” a
mandatory part of the
curriculum in which they visit
the families six times over a
two-year period. It builds on
students’ confidence and
communication skills, as well as
having benefits for the families
who play host. 

“We’ve got positive feedback
from many of the families,” said
Rachael Ross from Alzheimer’s
Society, which helped develop
the programme. “Some of them
have been in the programme for
four or five years because
they’ve really enjoyed it.”

Hospital Charter discussion
“When I was a nurse dementia
care in hospital was rubbish,”
said Dementia Action Alliance
(DAA) task force member
Tracey Shorthouse. “I was a
patient with young onset
dementia (YOD) myself four
years ago and various things
happened I wasn’t happy
with.”

Tracey was taking part in a
panel, members of which talked
about their involvement in
designing a new poster
summarising the main points in
DAA’s Hospital Charter. Most
panellists felt that hospital care
was improving as a result of the
charter.

“My hospital has only a tiny
dementia team, but they’ve put
the poster up everywhere,” said
George Rook, who also has
YOD. “Our hospital now has a
policy of not moving a patient
with dementia unless clinically
essential. But we have to keep
pushing and pushing because
there are still plenty of
professional carers across the
country who do not get it.”
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I know of a lady who was
reluctant to eat and would
spend all her time caring for
“her baby”. Staff decided to
put a highchair next to her at
mealtimes with a bowl of baby
food. Now, the baby sits in the
highchair, the lady offers her
food and then eats her own
meal, happy in her reality.

Person-centred care has
been defined as involving
“understanding the world
from the perspective of the
service user.” This may require
staff to enter their reality and
use environmental lies to
augment the care they deliver.
Lynne Phair is an
independent consultant nurse

Beneath my thin veneer of
confidence, I have a
number of fears for my

future life with dementia, one
of which is the kind of care I
will receive if/when I am a
resident in a care home. 

Central to this is my wish
that my person-centred care
will be based on respect and
truth, and delivered by well
trained and honest staff in
whom I can build and then
maintain confidence. 

Clearly with dementia, one’s
cognitve understanding
declines but one’s emotional
engagement does not, and I
am fearful that in my more
lucid moments the realisation
that I am being lied to would
greatly damage the trust and
faith I have in those charged
with my care.

My experience of visiting
care homes and discussing this
issue widely, including as part
of the Mental Health
Foundation’s Truth Inquiry

and at UKDC, is that where
environmental lies are
employed, they are seldom for
the benefit of those who hold
the same views as mine.

Instead they are often in
place to enable hard pressed
staff to paper over the cracks
in their care provision. No one
affected by dementia wants to
hear harsh or brutal truths, but
the truth can be
compassionately expressed. 

Staff should be trained to tell
“better truths” not to work in
an environment where care is
based in part on lies, either
spoken or environmental.
Small lies in a culture, if
accepted, soon form a slippery
slope to bigger lies.
Keith Oliver is an
Alzheimer’s Society
Ambassador and KMPT NHS
Dementia Envoy

Fifteen years ago mum
suffered a stroke and was
admitted to hospital,

developing vascular dementia
and needing to go into a care
home. Having no awareness of
dementia and with little
information, I chose a home I
thought would provide the
best care.

Now I have worked in a care
environment for three years,
reflecting back I see that
dementia was not as well
understood as it is today. In
mum’s early stages, she
constantly walked corridors
wishing to leave by fire exit
doors. No amount of
distraction would deter her
and she ended up being
exhausted and upset.

If there had been vinyl
depictions of bookcases or

other scenes overlaid on
doors, her anxiety would have
eased immensely, reducing
stress levels and positively
affecting her wellbeing. Mum
loved to visit the cinema and a
cinema room, now a part of
many care homes, would have
been something mum would
have really enjoyed and
engaged in. 

The experience of going to
watch a film gives people
pleasure and is associated
with happy memories. The
same can be said of having a
“sweet shop” or “pub” in a
care home. Although facilities
are in the home, it doesn’t
mean that they can’t provide
meaningful experiences for
residents and families.

I now see how beneficial it is
when we incorporate these
“environmental lies”. From
my own experience if it helps
to give that person peace of
mind and some semblance of
normality in their reality, then
surely this can only be a good
thing.
Catherine Naj-Dyke works in
care and was a family carer

After leaving the
“environmental lies’
debate at UKDC to go

back to my hotel, I called into a
pub. Once inside I found
myself in a Victorian-themed
establishment, with dark
panels and bookshelves with
real books. 

After an alcohol-free drink
in this pleasant atmosphere, I
drove to my hotel.  On the wall
of my racecourse-themed
accommodation, I had horses’
heads and their rear ends
hanging on the walls,

alongside other horsey
paraphernalia.  

Mindful of the debate earlier
I wondered how someone
with dementia might perceive
these two environments.  I
concluded that these settings
had both been made
interesting and stimulating by
the addition of environmental
lies.  

On further reflection, I think
that residential environments
should be primarily designed
to meet people’s needs.  But
we should be more
sophisticated in how we
use them, working with our
environments actively rather
than passively.  Indeed,
ideally, environments should
be used as therapeutic
backdrops, promoting
activities, memories and
conversations. 

A good analogy is the use of
the television, as it can either
be merely noise pollution or a
portal into a “new reality”
when used actively by an
engaged caregiver. Unadorned
care home environments are
often boring, so we need to
add things to the settings to
promote engagement.  

I believe environmental
manipulations, including false
windows, have their place if
we use them in a more
sophisticated way.  The
windows can be used to
promote discussions during
the day, while one of the
residents can take pride in her
responsibility of drawing the
curtains each evening.
Ian James is consultant
clinical psychologist at
Northumberland, Tyne and
Wear NHS Trust

From: Graham Stokes, Lynne Phair, Keith Oliver, Catherine Naj-Dyke and Ian James

06-13JDCJF20news-ukdc-asks.qxp_Layout 1  11/12/2019  15:05  Page 13



14 The Journal of Dementia Care January/February 2020  Vol 28 No 1

Many of us were shocked
last summer to see the
pages of items on

Amazon that were being
marketed as restraints for those
affected by dementia. If you
search for “dementia restraints”
on the Amazon website, many
items still come up, although
others have been taken down
following an angry protest by
campaigners including
ourselves. 

In our work at the
Association for Dementia
Studies, we have come across
some great (and sometimes not
so great) dementia care services
in various parts of the world. In
many places, notably Japan,
Australia, the USA and a
number of European countries,
physical restraint is still seen as
part of the “treatment and care
regimen”. 

In all these countries there are
codes of conduct and guidance
for how and when someone
living with dementia can be
restrained, particularly in care
homes and hospitals in our
experience. It is there as an
option and the sorts of equip-
ment shown on Amazon would
be part of the stock that care
organisations can purchase.

When professionals are
challenged about this, the
response is often one of
puzzlement about how we
manage in the UK without
using physical restraints. What
we always want to say is that
we never use physical restraints
because we would always seek
to understand care from the

viewpoint of the person living
with dementia and find the
least restrictive means of
protecting that individual’s best
interests. 

Of course, this ought to be
the case on 100% of occasions.
But we also know that in the
UK, on more occasions than we
like to admit, we still use
“chemical restraints,”
antipsychotic medication that
sedates and renders people
incapable of resisting powerful
others. It is also not uncommon
for people to be “blocked in” to
stop them getting out of their
seat or to use environmental
changes to curtail free
movement. 

Much UK research on how to
reduce the use of antipsychotic
medication would apply
equally well to the question of
how we can reduce reliance on
physical restraint. It is only
when care teams in hospitals

and care homes feel confident
and supported to deliver
person-centred care that they
can really deliver care that is
free of chemical or physical
restraint.

Is chemical restraint more
acceptable than physical
restraint? The answer is a
resounding NO! When Dawn
attended the first World Health
Organisation (WHO)
ministerial conference in 2015,
delegates were invited to have
their photos taken in a booth
with a message for tweeting on
the hashtag #GlobalDementia.
Dawn’s message was clear:
“Every person has the right to
skilled care. No-one should be
sedated or restrained because
skilled care is not available. End
Restraint Now.”

As part of its “QualityRights”
initiative, the WHO has
developed a comprehensive
package of training and
guidance consisting of modules
to raise awareness of human
rights, tackle restrictive
practices and increase the
quality of services for people
with intellectual and cognitive
disabilities (WHO 2017). 

However, sedating
medications cannot easily be
bought over the internet in the
way that these physical
restraints can be. Because
physical restraints can be
bought, there is a danger that

some people may think they are
OK to use. The fact is, in the
UK, these restraints are almost
always illegal to use. Isabelle
often gets asked about restraint
when she is teaching about the
Human Rights Act 1998 and the
Mental Capacity Act 2005
(England and Wales). This
advice is summarised below. 

Human rights legislation
Human rights legislation is
intended to govern the ways in
which the state can treat its
citizens, so it covers care
provided or sanctioned by a
public body such as the NHS.
As this implies, the legislation
reaches beyond care directly
provided by the public sector.
For example, the Care Act 2014
makes it theoretically possible
for care home residents to
enforce their rights under the
Human Rights Act if their care
is arranged by or paid in full by
the local authority. 

There remains an uncertainty
about the applicability of the
Act to self-funding residents in
private care homes, but the
Care Quality Commission
(CQC) has moved human
rights to the centre of its
regulation regime and under
safeguarding responsibilities it
is expected that local
authorities will act on behalf of
self-funded residents following
their own procedures. 

Restraint and dementia: 
guidance on rights and safeguarding

Useful resources
On the Mental Capacity Act, a

useful source of information is

the code of practice at

www.gov.uk

Dementia UK and Alzheimer’s

Society offer helpful advice to

family carers on human rights

and the issue of restraint

The Dementia Carers Count

website is a valuable resource:

www.dementiacarers.org.uk

A national helpline for anyone

concerned about abuse is

provided by the charity Action

on Elder Abuse www.elder

abuse.org.uk/helpline

Local authority safeguarding

adults teams are contactable

through the council’s main

switchboard

n Professor Dawn Brooker is

director and Dr Isabelle Latham 

is senior lecturer, both at the

Association for Dementia Studies,

University of Worcester

There was a shocked reaction when it was revealed that Amazon sells items labelled

“dementia restraints”. In the UK, physical restraints are frowned on, but Dawn Brooker

(left, below) and Isabelle Latham ask, are antipsychotic “chemical restraints” any better?
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So on this basis care
providers should be compliant
with human rights legislation
for all of their clients, as well as
the UN Convention on the
Rights of Persons with
Disabilities to which the UK is a
signatory. The combined effect
is to protect a person’s right to:
• a private and family life
• live free of inhuman and
degrading treatment
• liberty and security.

Actions, such as restraint,
carried out by (or under an
arrangement with) a public
body contravening any of these
rights would be deemed
unlawful, unless they are
specifically sanctioned by other
legislation such as the Mental
Capacity Act or Mental Health
Act 1983. A useful source of
information is the organisation
Rights Info
(https://rightsinfo.org).

Mental Capacity Act
The Mental Capacity Act
(MCA) provides a practical
framework for acting and
making decisions on behalf of
individuals who lack the
mental capacity to make a
particular decision for
themselves. It includes
guidance on how capacity
should be assessed and asserts
that this should be judged on a
decision-by-decision basis. 

Anyone working with or
caring for an adult who may
lack capacity must comply with
the Act when acting for the
person. This includes both
professional and informal
carers. The Act allows for
prosecutions for wilful neglect
or ill-treatment of a person who
lacks capacity. 

If a person lacks capacity
under the terms of the
legislation, then decisions must
be made following two
principles:
• an act done or decision made
on behalf of a person lacking
capacity must be in the
person’s best interests
• regard must be had to
whether the purpose for which
it is needed can be as
effectively achieved in a way
that is less restrictive of the
person’s rights and freedoms. 

Therefore, the MCA allows
for restraint providing: 
• the person subject to it lacks
capacity to make a particular
decision themselves 
• it is in their best interests
(weighing up emotional as
well as physical well-being
and levels of risk)
• and it is carried out in a way
that is least restrictive of the
person’s rights and freedoms. 

Under these conditions, the
majority of the items listed on
Amazon would not be likely to
be considered in a person’s best
interests as they would result in
high-level physical restriction
without consideration of other
options and would be likely to
cause distress to the individual.
They would also not be
considered the least restrictive
option since there are other
ways to prevent a person
causing harm to themselves
which are less restrictive and
can be applied for shorter
periods. 

Anyone concerned about
inappropriate restraint carried
out by a public body or care
provider (including home care)
should discuss it with the
provider directly, the CQC, or
the local authority safeguarding
adults team. If inappropriate
restraint is being used in a
person’s own home (such as by
a family carer) it should still be
highlighted as inappropriate
and advice sought from the
safeguarding team. 

Either way, inappropriate
restraint is a serious matter and
should be addressed, even if it
is simply the result of a lack of
knowledge of alternative
strategies. A safeguarding
response does not have to be
punitive; in most cases
concerning family carers it will
focus on supporting them to
apply different strategies, as
well as ensuring carers’ own
rights and wellbeing are
promoted. n
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People living with dementia from groups in the DEEP network

are using a voicemail number on their phones to record their

thoughts and experiences of living with dementia, wherever and

whenever they feel like doing so. 

Three of our Diarists have previously shared their thoughts about

Christmas – often a difficult time for those living with dementia. 

First is Agnes Houston: “How does Christmas

sound and smell to you? Is it pleasant? Is it

enjoyable? Or distressing? Well I was given an

early Christmas present from my daughter

Donna… protective ear muffs, protection from

uncomfortable loud noises and it’s been a hit. I’ve

been using it now for two days.

The noise pollution has been muffled and reduced. The traffic

noise is now bearable, the Christmas hustle and the bustle is

enjoyable again…They weren’t very expensive, my daughter

said. She wanted me to try it because she wanted me to enjoy

Christmas again.”

Next is Jules Emberton: “Wasn’t going to put a

Christmas tree up or be having any decorations.

What’s the point in all that, really? So here we are

now, Christmas tree up, and the lights are flashing

out of sequence. The baubles aren’t in the right

place – red lights, blue lights, green lights. Why

aren’t you flashing properly? You aren’t in sequence. 

So here I am, thinking, that was such an ordeal to put the tree

up. No, it needs to come down, no, I need to leave it up – oh

my goodness, what’s going on, how indecisive can one person

be? Should I put this tree in this room? Should I put the other

tree in the other room? Oh my goodness, wish I’d left it alone.”

And lastly John Bird from the Clear Voices group:

“I’m always playing catch-up, all the time thinking

“what have I just said?” and “what have I got to

say next?” I go one word at a time. And this can

often be a difficulty around Christmas time when

you get parties, and relations coming round and

talking, and I can’t keep up with the conversation at all. I just

have to sit in silence.

So Christmas can be a very difficult time for me but I always look

forward to Christmas. I like the excitement and everything else,

and I like people to come round, but sometimes they don’t

understand that’s how I have to deal with my life now, because

my brain can’t digest things all at one go.”

The Dementia Diaries project was started by On Our Radar and

is now part of DEEP, ‘The UK Network of Dementia Voices’, with

support from Innovations in Dementia. Find out more and listen

to the Dementia Diaries at www.dementiadiaries.org, or on

Twitter @dementiatweets. For more information about DEEP,

visit www.dementiavoices.org.uk.

Finally, are you - or do you know someone who is - living with

dementia who may like to become a Diarist? We’re always

looking to recruit more people, and it’s very simple to record

your own reports. Or you may have ideas about using the

Diaries for research, media, education or other projects. If so,

do contact philly@myid.org.uk. Thank you for your support!

Philly Hare, director, Innovations in Dementia

Dementia Diaries
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Equality in society is
discussed widely in the
media, usually relating to

people who are experiencing
discrimination because of their
age, gender or race. The
Equality Act 2010 (or the
Disability Discrimination Act
1995 in Northern Ireland)
makes it illegal for people to be
treated less favourably because
of their age, disability, gender,
race, religion or belief, or
because of their sexual
orientation or transgender
status. These are referred to in
the law as “protected
characteristics”.

Under the Equality Act
public bodies and those who
provide goods or services are
required to ensure there is no
discrimination against people
with protected characteristics
such as a disability. The Act
also places a duty on service
providers and employers to
make “reasonable
adjustments” to ensure that
people with disabilities are not
disadvantaged.

For workers in residential or
hospital dementia care, the
Equality Act will be familiar as
requiring adjustments in the
workplace, for example, if a
colleague is pregnant, or if a
person’s faith requires them to
wear a particular item of
clothing. Recent media
discussions of the use of public
toilets by transgender people
will likely be more familiar to
many than any coverage of
discrimination against a
person with dementia. 

The Care Certificate, based
on an agreed set of standards
that must be covered by all
workers new to care, requires
staff to understand how to
respect people’s beliefs, culture
and values and how to
challenge discrimination; these
issues are all encompassed in a
person-centred approach to
care. It is unusual, however, to
find education and training
focusing on how the Equality
Act translates into other
aspects of care.

Many people find it hard to
think of dementia as a
disability and are
understandably reluctant to
take on another “label”.
However, the Act is clear in its
definition, stating that: 

A person has a disability if he or
she has a physical or mental
impairment that has a substantial,
long-term, adverse effect on
his/her ability to carry out normal
day-to-day activities.

These words clearly apply to
people with dementia and
their rights are underpinned
by the European Convention
on Human Rights (ECHR) and
the Human Rights Act (HRA)
1998 (Mental Health
Foundation 2015).

Guidance on equality from
the Dementia Policy Think
Tank and Innovations in
Dementia (Hare 2016)
emphasises that many people
with dementia have
experienced significant
discrimination in their day-to-
day lives, a view supported by
the Alzheimer’s Society (2015).
Discrimination against
individuals can be caused by
many things, including:

• stigma associated with the
condition 
• lack of knowledge among
professionals, staff and others
they have contact with 
• services cutting corners to
save money 
• lack of training and poor
leadership in services 
• an individual’s own lack of
ability to challenge and report
their concerns, sometimes due
to impairment, sometimes due
to low energy levels or not
knowing what to do
• paternalistic attitudes and
services also play a huge part.
As a result, people with
dementia are often rendered
passive.

Types of discrimination
Discrimination under the
Equality Act falls into four
main categories, direct or
indirect discrimination,
harassment or victimisation.

Harassment and
victimisation can manifest in
the person with dementia
being bullied because of their
disability, or experiencing care
or health workers violating
their (or someone else’s)
dignity, or creating an
intimidating, hostile,
degrading, humiliating or
offensive environment. 

Direct discrimination occurs
when a person is told they
cannot do something or be
provided with a service
“simply” because they have a
diagnosis of dementia.
Indirect discrimination is
possibly harder to identify and
occurs when an apparently
neutral policy is applied
without consideration of the
impact on individuals. In

health and care settings this
could be policies and practices
that are implemented without
considering an individual’s
rights.

It is possible in certain
circumstances to discriminate
against a person within the law.
This is referred to as “objective
justification”. Three types of
discrimination can be
objectively justified in some
circumstances: direct age
discrimination, all forms of
indirect discrimination, and
discrimination arising from
disability. However, the person
seeking to justify the
discrimination must
demonstrate that their action
was a proportionate means of
achieving a legitimate aim.
This may be because the aim of
the service or provision was
legitimate, proportionate and
necessary and was the least
discriminatory alternative.

“Positive action”, distinct
from positive discrimination,
allows a service or activity to
be selective in whom they help,
provided it is a proportionate
means of achieving the aim of
enabling or encouraging
people who suffer a disability
to overcome it, meeting
different needs of people with a
particular characteristic, or
encouraging people with a
particular characteristic to
participate in an activity where
uptake is particularly low. 

The Act also requires the
employer, or person who
provides goods and services to
make reasonable adjustments
to mitigate the impact on a
person’s disability. In care
settings this can easily be seen
for physical disability. For

Dementia is a disability and people therefore qualify for the protections given by the

Equality Act 2010. In the first of two articles on dementia care and the law, Lynne Phair

considers how the Act should be applied in care settings, and asks: is the desire for a

home from home environment discriminatory? 

How should the Equality Act
be applied in care homes?

n Lynne Phair is an independent

consultant nurse and professional

advisor for Milford Care. 
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example, ramps and wider
doors must be available for
people in a wheelchair, or
specialist eating equipment for
people with arthritis must be
provided. The requirements of
the Equality Act are reinforced
in the Health and Social Care
Act 2008 in England and Wales
(Regulated activity15(1)(C).).

Applying the Act
How does this apply in
everyday practice in care
settings? Positive practice and
good dementia care should
automatically set the standards
for equality-based practice.
Taking a rights-based approach
to risk assessment in practice
means not automatically
thinking the person cannot do
something because they have
dementia, but thinking how
can we support this person to
be as independent as possible
in this activity.

Understanding the person’s
life history and biography
enables staff to work on an
individual level and ensure a
person’s religious or cultural
needs are met. Care homes must
recognise that cultural needs are
not simply ethnicity-based, as
many local traditions are
important to residents, whether
that is the bonfire societies in
Sussex, black pudding throwing
in Ramsbottom (Greater
Manchester) or Well Dressing in
Derbyshire. 

Residents should not be
barred from participating in
such activities simply on the
grounds of their disability. A
rights-based approach will
ensure that positive
consideration is given to
participation, any obstacles
being considered by moving
backwards from this starting
point. If it is concluded that the
person cannot participate
because of several real or
practical reasons, this is not
discrimination. But preventing
someone’s participation purely
based on their diagnosis is
discrimination.

Good quality care requires
the care setting to be homely,
and there are now many
documents advising how the
design of the care home and
garden can support a person

with dementia to live well. It is
not always possible to redesign
a building, make large
structural changes or build a
garden in a situation that has
limited space; the Act does not
require this. It does, however,
require reasonable adjustments
to be made to enable a person
with disability to live as
independently as possible.

The need to ensure a
resident is not indirectly or
directly discriminated against
must always be considered
when deciding on the design
of the environment and the
policies and procedures that
are adopted by the home.
“Unconscious bias,” as the
term implies, is something that
we are unaware of and is
beyond our control. It happens
automatically and is triggered
by our brain making quick
judgments and assessments of
people and situations,
influenced by our background,
cultural environment and
personal experiences. Staff can
be influenced by others who
hold powerful views, and can
unknowingly cause indirect
discrimination against people
living with dementia in care
homes. 

Tricky issues: 
signage and clutter
One example of indirect
discrimination which may be
supported by unconscious bias
is the removal of signage.
When a person moves to a care
home they may well have
some significant problems
with orientation and the
processing of information. The
Equality Act requires the home
to make all reasonable
adjustments to support the
person to be as independent as
possible. 

To enable a person to find the

toilet, for example, best practice
guidance requires good signage
(King’s Fund 2014). Most homes
have signs on the toilet door,
but signs to assist wayfinding
from, for example, the sitting
room along a corridor to the
toilet are not so common. Over
the past few years popular
belief, the desire to move away
from the medical model of care
and some training systems have
promoted the idea that creating
a home (in a care setting)
requires the removal of signs
because they are
institutionalised.

Equally, there has been
discussion that having plenty
of things everywhere for
people to pick up and put
down gives them meaningful
occupation. In these homes,
environments with “clutter”
everywhere are seen as good
dementia care. But for someone
with dementia who has
difficulty in processing
information, such
environments can become
overcrowded, over-stimulating
and even overwhelming. The
King’s Fund’s environmental
guidance (2014) notes the need
to avoid distraction and
confusion by promoting the
importance of spaces
remaining clutter-free. 

These are examples of where
the arguments may have been
made with a level of
unconscious bias and where
the views and approaches are
simply accepted. It has become
“accepted” that wayfinding
signs are institutional, not
homely, and that, in person-
centred care people need a lot
of clutter around them.
However, if the Equality Act is
applied alongside the research
evidence, the overriding legal
duty of the home is to make
”reasonable adjustments” to

enable independence.
Individuals who, because of

their disability, are unable to
retain the information they
need to find their way around
the home are particularly
disadvantaged if there is no
signage; wayfinding signage is
the adjustment they need to
remain independent and is
therefore required by law. 

Individuals who, because of
their disability, experience
perceptual changes or
difficulty filtering, interpreting
and processing information,
are particularly disadvantaged
by environments which are full
of unfamiliar objects or stimuli
to which they cannot relate.
Creating supportive, clutter-
free, environments is a
“reasonable adjustment” which
can help them remain as
independent as possible and
are once again required by law.

Whatever innovative
practice is promoted, it is vital
that staff consider the evidence
base, the risks of unconscious
bias and the need to comply
with the law. The desire to
provide a person with a “home
from home” care setting must
be balanced with upholding
individual human rights and
must not indirectly
discriminate against the person
living with dementia simply to
meet a trend in care.

Disclaimer: This article
contains general legal
information and does not
constitute legal advice. n

In the next issue (March/April)
Lynne will discuss rights and risk
in dementia care in the context of
the law.
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Nepal. Roaring mountain
rivers, effervescent
waterfalls, rarefied air

and scenery filled with “eight-
thousanders”, the climbers’
term for mountains at least that
high in metres. From where we
stood, they were so close you
felt you could almost reach out
and touch them. 

But how did we come to be
there in the first place? In 2015,
these surroundings set the scene
for 13 sports enthusiasts to push
their boundaries. Among them
were Luc (53), Henk (62) and
Christophe (61) who had all
heard four years earlier that
they had Alzheimer’s. 

Under the supervision of a
medical team they set off on a
seven-day trekking tour in the
area of Annapurna in the
Himalayas. It was a test and
they succeeded with flying
colours. An outstanding
achievement, especially when
you know that this kind of
expedition is not for everyone,
even if you are completely
healthy. 

It was the initiative of the
Flemish Dementia Expertise
Centre and Professor Mathieu
Vandenbulcke, a geriatric
psychiatrist at the University
Hospitals in Leuven, which he
carefully proposed to a few
people who were interested.
First, he said, it would be a great
opportunity to show young
people with dementia that they
are still able to do a lot despite
their condition. And, second, to
make a statement to society that
nobody with dementia should
be discounted. Besides, a walk
like this would highlight the
importance of exercising when
it comes to dementia. 

In the initial rush of
enthusiasm, we literally aimed
high by choosing to go on a
trekking tour in Nepal, a mecca
for backpackers. Everyone was
keen on the destination, but
there were a lot of concerns
from carers. What about the
lack of medical infrastructure?

How would participants be
prepared for the tour? 

These were valid concerns
but we persevered, even giving
the project a name – “New
Energy for Young Dementia”.
We wanted to show that people
with young onset dementia and
their partners can still find
some new energy despite the
dementia, by remaining active
and doing fun things together,
for example. It would challenge
those negative attitudes that are
so common.

There was no recipe to make
sure this adventure would work
out. Looking up information on
Google for such an endeavour
was a dead end: our goals were
unique. It soon became clear
that we would make history –
nowhere in the world had this
been done before.

A plan of action
Enthusiasm and engagement
were the ingredients we needed
to get started. We made a plan
of action and determined which
criteria young people with
dementia and their partners had
to comply with. We decided that
we had to avoid major
behavioural problems and we
opted to do the walk exclusively
with people diagnosed with
Alzheimer’s. Trekkers were
recruited primarily via the
memory clinic of the University
Hospitals of Leuven.

Of course, the goal was,
above all, to nourish a craving
for adventure in participants,
partners included, and give
them an enjoyable experience.

Still, hiking in Nepal is not
the same as a 20 kilometre one-
day hike across flat land: the
unpredictable weather, the time

difference with Europe, the
different food and the altitude
all play a role. Consequently,
participants had to agree that
they would do this hike at their
own risk and all signed a
consent form. 

Given the nature of
Alzheimer’s, we couldn't wait
two years to get started with
recruitment, so the selection
took place in spring 2015 for a
trek at the end of October. Even
on this timescale, as it turned
out, the youngest one selected,
Stefan (41 years old), was no
longer in a fit state to take part
in the end due to his rapid
physical and cognitive
deterioration. This was
unfortunate and the reality of
Alzheimer’s hit the other
participants hard. 

It makes such an ambitious
endeavour particularly
precarious right up to the last
moment. That is why a good
framework, sufficient coping
mechanisms and sharing a like-
minded vision for the project are
essential for success. Once they
had gone through the necessary
physical tests, all of the
participants received a personal
training programme from the
Bakala Academy in Leuven.
Nobody was refused based on
the physical tests, but the
academy made sure everyone
was in shape and told us about
the risks of altitude sickness and
the need to drink a lot of water.
From that moment on, everyone
started to prepare themselves
meticulously for the expedition. 

Besides Professor
Vandenbulcke, a
physiotherapist from the
memory clinic and a sports
doctor specialising in the

challenges associated with
altitude sickness joined the
team. Our aim was to assemble
a group of like-minded people,
not easy when you consider
that participants didn't know
each other beforehand. We
visited each one of them
separately to find out about
their capabilities and desires as
well as their fears. Of course,
we also discussed how they
coped with Alzheimer’s.

There is only the ‘now’
Christophe and Winnie saw it
as a great opportunity to go on
a holiday together. “Actually,
there is only the ‘now’, and
that’s what we are living in,”
Winnie said. “At the moment, I
can cope with Christophe’s
condition. But I also realise, of
course, that over time, it will get
worse and that’s why I wanted
to grab this opportunity. We
had a clear objective in mind to
look forward to.” 

Christophe’s disease hits him
hard emotionally. He gets a
lump in his throat when he
talks about when he realised
that he shouldn't really drive
the car any longer. “A harsh
verdict that changed the way I
view my surroundings
drastically,” he said, wiping a
tear from his eyes. 

When we interviewed Luc,
he recalled his time in
employment. “I was an
executive board member, but
because of my Alzheimer’s I
couldn't do the complicated
tasks that were a part of the job
anymore,” he told us. “On my
48th birthday, the first signs
started to pop up: I needed to
give a presentation at work and
I completely forgot the

A Belgian initiative called the Brain Adventure Team began by

taking a group with young onset dementia on a trekking trip to the

Himalayas. Jurn Verschraegen describes the highs (and lows) of

the journey and how they prepared for it

n Jurn Verschraegen is director of

the Centre of Expertise on

Dementia in Flanders (Belgium). For

more information on the Brain

Adventure Team, go to

www.brainadventureteam.com

Pushing boundaries
in the Himalayas
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presentation. I found this really
strange, so I knew something
was wrong. Also, I forgot a
performance review with a new
colleague, which was
embarrassing, and for me that
was proof that something
wasn’t right.”

As it often happens for
people who develop dementia
at a young age, the doctors
thought Luc had depression.
He really loves hiking in the
mountains and cycling
together with his wife, Kato.
“I want to spend all the free
time that I now (involuntarily)
have wisely,” he said. 

Henk, from the Netherlands,
was a keen hiker: “The Four-
day Hike in Nijmegen? Piece of
cake. Hiking in Nepal: bring it
on,” he said. He was in great
physical condition thanks to his
career with the police, and his
partner Aline made clear how
determined they both were.
“Right from the start, we said to
each other straight away, no
matter how difficult it was at
the time: we can feel sorry for
ourselves, but that won’t help
us achieve anything,” she said.
“Let’s enjoy as much as we
possibly can together. That is
what we try to do. ‘Carpe
diem’. That’s our attitude
towards the trekking tour too.”

When we finally arrived in
what was a new country to us
all, with its foreign languages
and customs, everyone was
pulled out of their comfort
zone. The capital city
Kathmandu made a big
impression, but the primitive
conditions we later ran into

even more so. Nevertheless, a
bond started to form between
the couples; gradually they
started to talk about dementia,
about the intense moments,
about the shared desire to make
something out of it.

But still, there was the
uncertainty. How do you
respond when your partner
bluntly turns against you when
you offer to fill their water
bottle? How do you respond
when well-intended help is
falsely interpreted? What if they
decide they want to go back
home in the middle of the night? 

Strength in sharing
As a support team we were
impressed by the women’s
willpower and strength, their
alertness to any signs of
disorientation in their partners
and their ready response to any
feelings of anxiety. But we also
noted their admiration for what
their husbands could still do. 

During the trekking tour, the
women grew closer and shared
their experiences, unlike their
partners who somewhat
surprisingly all went their own
way. They shared the good
times of course, but also the
stress when one or another of
them asked her husband to
look for something in the
backpack and it was
misunderstood as criticism or
being patronising. 

There were other emotional
moments too. For example,
when we crossed a wobbly
suspension bridge and one of
the trekkers with dementia held
out a hand to someone else, ‰

People with young onset dementia are still capable of great things

A possible advance in
treatment – but questions 
and problems remain
n Mark Ivory is editor of the Journal of

Dementia Care. 

Some of the excitement over the

dramatic turnaround in the fortunes of “aducanumab” as a

possible treatment for Alzheimer’s disease has become more

muted in recent weeks. After announcing in March that the

drug had failed to produce statistically significant findings

during trials, US pharma company Biogen announced in

October that analysis of a larger dataset had shown that it was

in fact clinically effective with patients in the early stages of

Alzheimer’s.

But the euphoria greeting the company’s volte-face has died

down as reality has dawned. Aducanumab will have to be

licensed before it can be prescribed, which in theory could be

as soon as this year in the US and next year in Europe, but

some considerable obstacles will have to be passed before

that happens. 

It appears that cognitive decline could be reduced by as much

as 40% by the drug, which is an antibody treatment targeting

Alzheimer’s trademark amyloid build-up in the brain. However,

more evidence is needed and, as Alzheimer’s Society has said,

it is still “not possible to be sure whether people in the early

stages of Alzheimer’s disease would meaningfully benefit from

aducanumab.” Nor is it yet possible to be sure about the safety

implications of side-effects noted in a minority of subjects

during the trials.

Then there is the vexed question of how much it will cost. Last

summer the Rand Corporation think tank claimed that European

countries, including the UK, were ill-prepared for the considerable

expense to health services if a treatment or disease-modifying

therapy for dementia was discovered. At the time, during the

period between Biogen’s two announcements, Rand’s Soeren

Mattke said that health services like the NHS had been spared a

“big crisis” of affordability by the apparent demise of aducanumab. 

Now that it has sprung back to life, the cost question may have

to be answered after all. As Adrian Ivinson from the UK

Dementia Research Institute told JDC, “a cost of £100,000 a

year for a course of aducanumab wouldn’t be surprising and

that would be a very significant challenge to the NHS to afford”

(see UKDC news, p10). A major factor could be the length and

scale of the treatment, given Biogen’s finding that cognitive

benefit was demonstrated only with high doses after a period

of 78 weeks. Another could be acquiring more expensive kit,

like PET scanners, so that amyloid accumulation can be

detected accurately and speedily in thousands of people.

If aducanumab does get the go-ahead in the US during 2020, it

will stimulate more research funding for anti-amyloid treatments

and there is already talk of combination therapies which target

tau protein as well. Since there are no other treatments, drug

regulators may conclude that there is nothing to lose by granting

a licence. These would be hugely welcome developments, but

the question remains, will the new government’s plans to invest

in the NHS be equal to the task ahead? 

PERSPECTIVES

By Mark Ivory
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Ticking the dementia
awareness training box
has never been easier to

achieve. A quick search reveals
a plethora of online courses,
distance learning and short
courses offered by a multitude
of training providers. But
what do learners – and, most
importantly, those living with
dementia who are receiving
their care – gain from these? 

Some knowledge of
dementia is one gain,
hopefully, as well as an
understanding of its signs and
symptoms, but how does this
help to improve care? What
understanding does it give of
the perspective and needs of
those who live with the
condition?

People living with dementia
have become increasingly
involved in the education of
professionals, offering the
unique insight that is missing
from typical dementia training
courses. EDUCATE, which
stands for Early Dementia
Users Co-operative, Aiming To
Educate, was one of the first
groups set up specifically to
enable people with dementia
to contribute to the education
of professionals and carers. 

Now, members of
EDUCATE have been helping
to deliver courses for 10 years,
in which time they have

trained thousands of staff,
family care partners and
members of the public in the
Stockport area. Steve Clifford
is one of these members and
says: “As people with
dementia, we need people to
understand our experience
and we’re the only people who
can really do that. It’s vital that
staff are properly trained, and
that’s why we think it’s
important to get involved in
training sessions.”

Co-delivered training
In a new move, EDUCATE has
partnered up with Dementia
Trainers on dementia
awareness training with a big
difference, in that it is co-
delivered by people with
dementia. Called Learning
from Living with Dementia, it
received the accolade of “Best
Dementia Training Initiative”
at the Journal of Dementia Care’s
National Dementia Care
Awards in November.

The vast majority of
dementia training courses are
still delivered with no input
from people with dementia,
despite the efforts of
EDUCATE in the north-west,
other DEEP (Dementia
Engagement and
Empowerment Project)
groups, and the Alzheimer’s
Society Ambassadors scheme.
It is a deficit that our new
training initiative set out to
address.

"Co-production" has been
defined as a meeting of minds,
coming together to find a
shared solution. In practice, it
involves people who use
services being consulted and
included in working together

“from the start to the end of
any project that affects them”
(TLAP 2011). Who knows
what those caring for people
with dementia need to learn
better than those living with
the condition?

Our aim was to work
together with EDUCATE
members to create a dementia
awareness training day that
could not only address
national guidance (Skills for
Health/HEE/Skills for Care
2018) but could also give
particular priority to the
things people with dementia
considered to be essential
learning for health and social
care staff. The learning would
be delivered first-hand by
them, as experts by
experience, through video
footage. 

One of us (Buz Loveday) has
worked for 28 years as a
trainer in dementia care, often
showing video interviews
such as the film “Living with
Dementia” that she devised
and helped to make for the
Social Care Institute for
Excellence in 2014, with the
aim of ensuring that the voices
of people with dementia are
heard. 

However, our vision for this
course was far more
ambitious. Rather than
creating a stand-alone film, the
video clips would be
integrated into the course and
interspersed throughout so
that the whole thing would
effectively be taught by our
experts by experience.

The starting point in
bringing this vision to life was
an initial consultation with
EDUCATE members to

A new training course takes the involvement of people with

dementia in its delivery a step further. Buz Loveday and 

Mark Perry show how “co-production” lay at the heart of their

award-winning course “Learning from Living with Dementia”.

n Buz Loveday is director at

Dementia Trainers and Mark Perry

is EDUCATE facilitator and

development worker, Stockport

Dementia Care Training. For further

information about Learning from

Living with Dementia, email

buzloveday@googlemail.com or

see  https://bit.ly/2LiMfel

Learning from living
with dementia

‰ his wife was visibly moved.
She said: “This is the man I
know. But unfortunately this
help is often directed at other
people and I am often the bad
guy. I wish things could be
different.”

Equally striking were the
doubts to which social and
cultural differences could give
rise. Something as apparently
simple as looking for the toilet,
for example, can be a challenge
in Nepal where it is often merely
a hole in the ground. Or finding
your way around the trekking
hut, where everything looks the
same and there aren't any
reference points. How do you
then, as a partner or supporter,
try to silently step in while still
showing respect for everyone?

Thanks to the trekking tour,
as care professionals we got a
better idea of what dementia
does to families. We also
obtained better insight into how
people with dementia perceive
themselves and what they
would like to change in their
daily lives. It was an amazing
and energising experience for
us all in so many ways. 

We soon felt a strong desire
and responsibility to share this
experience with others affected
by brain diseases. For this
reason, we created the Brain
Adventure Team and organised
an even more demanding tour
in the Italian Alps with another
group of people with young
onset dementia, accompanied
for part of it by a TV crew. A
further expedition is planned in
2021. 

During the Nepal expedition,
Henk summed up his motives
in these words: “Sitting, fading
away behind the geraniums,
that is the last thing that I
want.” If we wanted to prove
something, it was that people
with young onset dementia are
still capable of doing great
things. Bonds for life were
formed there. 

Since then, Henk has passed
away. At his funeral, which was
organised by his fellow hikers,
the photo of the Annapurna
mountain range was projected.
They appear to have made a
real difference for him, not only
during his life, but also beyond
his death. n
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discuss the idea and hear their
thoughts about course
learning points. Then we did
the filming over four days of
extensive interviews and
discussions with 10 people
with dementia who
volunteered to contribute,
generating a wealth of
personal testimonies,
examples and demonstrations. 

When filming was complete,
the themes covered were
categorised and edited,
producing short film clips
through which all the key
learning points were delivered
directly by people living with
dementia. The edited film
clips were viewed and
approved by the EDUCATE
members.

Each common symptom of
dementia is explained in the
film clips from a first-hand
perspective, including
powerful demonstrations by
some individuals of the
difficulties that the symptoms
cause. They share their own
coping strategies and advice
about how others can best
meet their care needs through
an enabling approach; they
explain the importance of
understanding their life
histories and their strengths
and abilities, describing how
they make use of these; and
they explain their
communication needs and
how others can best help them
understand and express
themselves. 

Creating empathy 
and understanding
Importantly, the contributors
also share their feelings, both
about the emotional impact of
dementia and the distress that
can result from disrespectful
attitudes. Finally, they talk
about the things that
contribute to their well-being.

Training should not be a
passive experience: as the
Chinese proverb says, “tell me
and I’ll forget; show me and I
may remember; involve me
and I’ll understand”. It was
essential to ensure that the
powerful words of people
living with dementia were not
only heard, but were
remembered, fully understood

and acted on. 
So while the film clips are

the backbone of the training,
the day has been designed to
include various interactive
activities, interspersed
between the films, to engage
learners, prompt them to
reflect on the activity and
relate it to their own practice.
Experiential exercises
reinforce learning, raise
awareness of individual
differences and create
empathic understanding.
Focused discussions enable
learners to generate ideas
about practical strategies they
can use in their own work,
while small group planning
sessions support learners to
think about how best to put
these ideas into practice.

EDUCATE members who
had contributed to the film
reacted positively when they
saw the clips and heard about
the accompanying training
activities. “It will be an eye-
opener”, said Steve Clifford. “I
think it’s superb and will be of
great benefit”. 

John Cardwell, another
contributor, added: “The
interviews are very interesting

and clear. It shows how
different people have different
problems…it covers great
information and lots of people
should see it – not just care
staff. They can see our
struggle. I’m thrilled to bits
about being involved.” 

EDUCATE member Ann
Johnson felt that the course
would “help people to
understand dementia more
and how they can help.” She
explained: “Hearing from
people living with dementia
will help people understand
what it’s like living with it –
we are able to provide a better
explanation than one given by
a professional.”  This point
was echoed by another group
member, who commented that
the clips were “far more
powerful than a trainer
explaining things”. 

Encouraging feedback
The course was piloted in
Stockport last July, prior to
being made available
nationally through direct
training and a “train the
trainer” programme.
Evaluation feedback from this
first group of participants

affirmed that this was indeed a
very different experience to a
standard training day. Here
are comments we received
from four participants:

I have attended a lot of
dementia awareness courses over
the years. I can honestly say that
Learning from Living with
Dementia is the most engaging,
thought provoking and person-
centred course I have ever had the
pleasure of attending.

I found the training incredibly
valuable and [it] gave a real
insight into the experiences of
people with dementia. The various
activities were thought-provoking
and led to interesting discussions
between those present.

I feel that this training is ideal
as it encourages people to think
laterally, puts you in the position
of the person living with
dementia, and I believe could be a
very good tool in improving all
aspects of dementia care.

The course was very much
about looking at the person not to
the diagnosis. This gave the
course another level. It's
remarkable that such valuable
and informative training can be
delivered in just one day.

For EDUCATE members,
this course not only enables
them to continue their mission
to facilitate a better
understanding of dementia,
but it also provides a means
for them to extend their reach
beyond Stockport and ensure
that their irreplaceable
contributions are not lost.
They know that care staff and
care partners can continue to
learn from them when they are
no longer able to share their
experiences in person.
“Learning from Living with
Dementia” is their legacy. n
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Specialist dementia care in hospital has received
much political attention over the past decade,
partly because of critical reports like the

Mental Welfare Commission’s (MWC’s) Dignity
and Respect (2014).  The commission took a dim
view of many aspects of care delivered to people
who were being treated in specialist dementia
units.

Commitment 11 of the Scottish Dementia
Strategy (2013-2016) – which promised to extend
work on quality of care in hospitals – was the
direct response of the Scottish Government (2017).
Specialist dementia care is necessary when people
experience a severe response to stress and distress
which can only be cared for in a specialist hospital
environment. Our role in the Focus on Dementia
Team at Health Improvement Scotland,
commissioned by the chief nursing officer, was to
help meet the new quality commitment in these
settings. 

Focus on Dementia identified and worked with
four specialist dementia units, one of which was
Strathbeg ward at the Royal Cornhill Hospital in
Aberdeen (NHS Grampian).  Strathbeg was
chosen because it is unique in Scotland, being a 12-
bed specialist unit which treats and enables people
so that they can then be placed in mainstream care
in the community.  Its patients are all men,
predominantly over 65, who are on the highest
level 6 and 7 tiers of the Brodaty scale for
measuring stress and distress in dementia.  All had
previously been on a dementia assessment ward
where staff had been unable to care for them.

Our intentions in this context were as ambitious
as they were necessary (see chart on p23).  We set
out on an 18-month project, commencing in
summer 2016 in partnership with NHS Education
Scotland and Alzheimer Scotland among others, in
which staff, patients and family carers were to be
the stakeholder groups for redesigning the service.
The method we used was Experience-Based Co-
Design (EBCD). 

Experience Based Co-Design
EBCD involves gathering experiences from patients,
staff and carers through in-depth interviews,
observations and group discussions. It is very much a
partnership approach in which the three stakeholder
groups explore findings and implement
improvement together (King’s Fund 2018).  

All four of the specialist units with which we
were engaged found that EBCD enabled them to
identify priorities for improvement in their local
context. In six stages it allows health care
professionals to gain a clear understanding of
what matters to patients, carers and staff. We will
describe these stages in turn.

Stage one
Stage one utilises a range of participatory
approaches to inform the process, including
observations of patients and health care
professionals and interviews with those
professionals as well as family carers. These were
undertaken by staff working in the unit, but also by
staff from a range of disciplines elsewhere in the
hospital with a view to greater objectivity.

We found it a challenge to involve carers as much
as we would have liked. When ward staff
approached carers, including by letter and phone, it
had little impact.  Our solution was to ask a member
of our local dementia carer network to phone carers
at home and interview them if they were agreeable.
This was more effective, given that we were able to
record and transcribe three interviews with the
consent of the carers.

We also used an opinion meter, placed outside the
ward, which asked if carers wanted to be involved
in the project.  The honest feedback was that many
did not, simply because they were satisfied their
relative was well cared for and they were enjoying
the respite.

The interviews and observations gleaned
information that we had not considered previously
and were an invaluable source of feedback.  One
example was a carer who spoke about the fragility
of trust between carer and health care professional,
describing an occasion when she had visited the
ward and asked staff what her dad had had for his
supper. She was told that he had enjoyed a curry.  

What puzzled this carer was that her father had
never liked curry.  So she quickly concluded that the
staff must be lying to her and, if they were lying to

Experience based co-design
in specialist dementia care
Specialist hospital units for dementia in Scotland have fallen foul of the Mental Welfare

Commission in the past, resulting in a major initiative to improve performance. 

Julia Wells and colleagues report on a Focus on Dementia Team project at Aberdeen’s

Royal Cornhill Hospital to achieve quality care
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her about that, they must be lying about other
aspects of his care.  However, visiting the ward on a
later occasion, she witnessed her dad thoroughly
enjoying a curry, perhaps because dementia had
altered his taste preferences.  The carer’s perspective
immediately changed, but it highlighted that trust
was fragile.

Another important finding from the carer
interviews was revealed in relation to patients
wearing clothes drawn from the ward’s own stock.
This is not our preferred practice, but it happens
occasionally if the patient has too few items of their
own clothing or if clothes are lost.  Families often
complain about clothes going missing and we had
assumed that this was an expression of their desire to
remain involved in the care of loved ones.  But it
became apparent in the interviews that carers found
it particularly distressing because seeing relatives
dressed in unfamiliar clothes felt as if the last strands
of their identity were being taken from them.  

Observing staff and interviewing them was also
illuminating because we witnessed the high levels of
stress and distress among their patients; they
reported feeling that their resilience was affected
when patients did not recover from these episodes
quickly.  Staff frequently blamed themselves, in spite
of the fact that it was impractical to think that a
quick recovery was feasible given the level of stress
and distress patients were displaying.

Staff also told us that it was challenging to be
subjected to repeated symptoms of stress and
distress, including quite significant aggression
which they understood patients had no control over.
Even so, this did impact on staff retention and
workplace attendance.

Involving patients in co-designing the service, in
line with the EBCD model, turned out to be difficult
for similar reasons.  Their dementia was so severe, it
was almost impossible to collate their views and
opinions, try as we might.

Stage two
In the second stage of EBCD, data captured from the
observations and interview questions were subject
to thematic analysis. Six main themes for service
improvement were identified. These themes were
taken to a carer event and carers were asked to
choose the three most important themes.

Stage three
Healthcare professionals went through the same
process in stage three.   They were asked to identify
the three most important themes to them for service
improvement.

Stage four
Following the two stages just for carers and for
professionals, the two groups were brought together
for stage four.  This was a joint event where staff and
carers were to be invited to prioritise three themes
from the total of six selected in stages two and three. 

Stage four was meant to be a co-production event,
but sadly no carers attended. However, carers’
association representatives did attend and we felt
that the views of individual carers had been well
documented in observations and feedback during

stages one and two. The themes for improvement
identified from this event were staff resilience, stress
and distress, and activities.

Stage five
Now we were in a position to move to stage five,
setting up a co-design working group for each of the
three themes for quality improvement.  Thanks to
the working group on staff resilience, Strathbeg is
embracing a number of approaches, including
taking advantage of support from the hospital
chaplain, who is delivering Values Based Reflective
Practice (VBRP) to ward staff.  

VBRP was developed by NHS Scotland to help
staff deliver the care they came into the service to
provide. It does this by promoting regular
interdisciplinary group reflection (NES 2018), part of
which has involved completing a questionnaire
around resilience enabling the team to address
specific concerns going forward.  

Staff are also adopting aspects of the US Institute
for Healthcare Improvement’s Joy in Work
initiative (Perlo et al 2017), which strives to create a
positive work environment. It focuses on physical
and psychological safety, meaning and purpose,
choice and autonomy, recognition and rewards,
participative management, camaraderie and
teamwork, daily improvement, wellness and
resilience. 

As a result of this work staff have established a
quiet space in the ward where they can go to relax,
think and reflect, and have put up a celebration
board there highlighting staff successes, both in and
out of work. Future steps will explore staff
education and training, and shared governance
which empowers staff as frontline leaders on the
basis that they are experts on what patients want
and need. ‰

In our second working group on stress and
distress, we drew up a process map to highlight the
“pinch points” in ward activity which might give
rise to the associated behaviour. The map revealed
that one of these points concerned efficient and
timely completion of ABC (antecedent, behaviour,
consequence) charts, which locate “triggers” for
behaviour linked to stress and distress.  The effect
of not completing ABC charts on time was to
inhibit use of the Newcastle Model, the ward’s
preferred approach to addressing unmet need
leading to this behaviour.

In consequence, we assigned responsibility to a
single member of staff to ensure that ABC charts ‰

This partnership approach

allows health care

professionals to gain a clear

understanding of what

matters to patients, carers

and staff
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‰ were completed appropriately. At the outset of
this project the compliance rate with completing
ABC charts was 8.3%; at the time of writing this
article the compliance rate is 100%%. The quality of
completion of ABC charts is now being measured
and a visual prompt for staff is being prepared.

The main aim of the third working group was
that activities for patients should be meaningful
and contribute to their wellbeing and quality of life.
Feedback from family carers during data collection
revealed that they did not feel informed about
activities on the ward and sometimes doubted
whether they took place at all, perhaps because
trust was so fragile between carers and staff.  

Staff now (with consent) take photographs of
patients enjoying activities on the ward,
displaying them on one of the ward walls where
carers can see and appreciate them. The ward also
has its own iPad, from which staff can send photos
of patients to relatives who have been on holiday.
Feedback from these initiatives has been very
positive.

An “activity board” established on the ward
provides a visual record of activities patients have
participated in. It is expected to become a valuable
aid for communication with carers.  Another idea
from the working group was improving the
environment to support activities, for example by
setting aside a quiet sensory space. But responses
to a questionnaire sent to staff and carers by the
group indicated that there was no need for staff
training on ward activities.

Measurement and sustainability
Our project set out to improve the experience of
staff, patients and carers on the ward.  To find out
whether the changes we are making are having a
positive impact and are being sustained, we are
recording and analysing a range of measurements.  

Staff experience is being measured using a variety
of long-term and short-term measures.  Detailed
staff interviews were carried out at the outset of the
project in which they were asked questions such as
how supported they felt, what difficulties they
experienced and what improvements they felt could
be made. Staff will be interviewed again to see how
their perceptions have changed.

We also wanted to know how safe staff feel on the
ward, so we conducted a survey which highlighted
handling errors more appropriately and better
performance feedback. Another survey will be
carried out towards the end of the project to gauge
any improvements. A more regular measure coming
out of the Joy in Work initiative is one in which staff
record on a board at the end of each shift if they feel
it has been a positive or negative experience. We
hope that this will show an upward trend as the
project progresses.

Evidencing improvement in the experience of
patients can be more challenging given the severity
of their dementia, but there are a number of
measures we have been using:
• recording the amount of “as required”
antipsychotic and benzodiazepine medication
patients receive on a weekly basis
• recording the number of incidents of violence and

aggression, and the number of incidents of restraint
• recording the number of one-to-one observations
required on a weekly basis.

It is hoped that as the work progresses, we will see
a decline in all of these measures.  We quickly saw a
fall in the amount of “as required” medication (from
0.9% to 0.4% per person - see chart opposite) owing
to our initiative on ABC charts, and we would like to
see this trend continue.

In terms of the experience of carers, we have
already outlined some of their concerns about trust.
We will question them at various stages of the
project to see how we are doing in relation to the
issues they have highlighted, such as better
engagement with staff and feeling that their
feedback is being heard.  

Stage six
Stage six was a celebration event where our work so
far was shared with key stakeholders in NHS
Grampian and its health and social care partnership.
At this event we considered how sustainable the
improvements are and whether our framework can
be applied in other dementia units. We are now
rolling out EBCD in a phased approach across our
specialist dementia units in Grampian. 

Conclusions
We are pleased with the outcomes of our EBCD
project, even though engaging carers proved more
challenging than expected.  We did get very
honest, anonymous feedback from them via the
opinion meter.  In its purest form, EBCD is
perhaps not transferable to the busy ward
environment in a specialist dementia care unit.  

But aspects of EBCD have been extremely useful
and staff have been empowered to adopt strategies
to help their resilience, improve carer engagement,
and strengthen work to record activities and reduce
stress and distress.  All staff have reported that the
EBCD tool revealed findings that would not have
been acquired through routine data collection.

Although time-consuming, EBCD also facilitated
the involvement of all multi-disciplinary team
members on the ward. Since staff, patients and
carers all bought into it, they all had a stake in
making the changes identified as a result of it.  In
other words, it was a bottom-up approach and we
are confident that improvements will be long-lasting
with potential to spread to specialist dementia units
elsewhere. n
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Above: Focus on Dementia worked with Strathbeg Ward to minimise stress and distress while building a more resilient team

One way of evidencing improvement for patients was a marked fall in “as required” antipsychotic and benzodiazepine medication use
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Yoga is a well-recognised ancient form of
meditation and movement. As it is often
perceived as an activity for fit and flexible

individuals aiming to achieve difficult poses, it
may seem surprising to see the practice
implemented with older people that have
dementia.  But yoga is exceptionally adaptable.

When used with older people with dementia,
yoga can be adapted for movements when seated
in a chair. This allows those who may no longer
have either good physical strength, or cognitive
ability, to fully participate so that they benefit
from the breathing, movement, and meditational
components. Yoga can complement medication,
providing opportunities for physical and mental
exercise, socialising, fun and occupation.

Here we begin to explore the accessibility and
effectiveness of “chair yoga” therapy as an
activity for a group of people with dementia
attending an NHS day hospital. We will first
discuss some of the features of chair yoga
practice, then describe the yoga programme
which was undertaken.

Chair yoga is a modified version of original
yoga techniques for sitting in a chair. The chairs
give stability for gentle physical movements,
meditation, breathing exercises and stage-by-stage
relaxation. It can be practised either individually
or as a group with the help of a teacher.

But why chair yoga?  The answer is that it can
be an accessible and meaningful activity for
promoting functioning and wellbeing. As it can be
practised and improved on over time, it can help
people feel involved in their personal care.
Evidence shows that a chair yoga programme,
particularly for older adults, can maintain and
improve physical function (Furtado 2016; Park
2012), and improvements have also been shown in
quality of life and of sleep from yoga for older
people in care homes (Hariprasad 2013). 

Studies into chair yoga specifically with an
Alzheimer’s patient group have found
improvements across physical measures
including gait and balance skills (McCaffrey
2014), as well as mental benefits and greater
wellbeing (Plahay 2016). Our aim was to build on
previous studies and deepen our understanding
of chair yoga as a tool in dementia care.

What do you need?
Chairs which are stable, cushioned and supported
with a back are ideal for this kind of yoga. Ideally,
they will have no sides and be placed to allow
space between people for moving arms outwards
and upwards. The activity should take place in an
open and safe space where efforts have been made
to limit external noise and disruptions.

The teacher may ask the class their preference on
lighting and temperature, for example turning the
main lights off if requested. If possible, a music
system should be available, partly because yoga
sequences like the “seated sun salutation” can be
enjoyed with music, but also because it can
provide an anchor or cue for memory. 
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How chair yoga therapy works
Teacher: A formal chair yoga class will involve a

qualified yoga therapist who is trained to instruct on

yoga techniques adapted for a class of seated

participants. The teacher should have experience

in tailoring classes and movements to individual

capabilities and needs.

Participants: Due to the foundation that a chair

provides, the exercises are practically available to

everyone. As all participants are encouraged to

move only to a level that feels comfortable for

them, there are few risks or restrictions.

Benefits: Although chair yoga is suited to all adults,

in some older adult groups evidence indicates that

it is particularly beneficial for those at risk of falls

(Galantino 2012), suffering from osteoarthritis (Park

2012) and with moderate to severe Alzheimer’s

disease (McCaffrey 2014). Group activities can give

a sense of community, boost morale and can

become a refreshing part of the day.

Staff: When classes take place in a care setting,

staff are encouraged to participate. They can help

people with dementia copy movements, gain

benefits in their own right, and facilitate their

learning to potentially deliver sequences in the

absence of a yoga teacher. The sense of calm and

wellbeing can last longer when staff take part.

Yoga can improve physical and mental wellbeing, but how can it be adapted

for older people with dementia? Lauren Moody, Samantha Coe and colleagues

report on their work to build on previous studies and deepen our

understanding of chair yoga as a tool in dementia care

Lauren Moody is a

Psychology with

Professional

Placement Student at

Newcastle University,

Samantha Coe is a

yoga teacher, and

Jennifer Gordon and

Louise Caisley are

registered mental

health nurses at the

Castleside Day

Hospital in

Newcastle. For more

information, email

Samantha Coe at

samanthacoe@me.com

or

l.moody@newcastle.ac

.uk

Exploring chair yoga
therapy in dementia care
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Hospital programme
In our study, group chair yoga sessions were run
once a week, each Thursday morning in the day
hospital unit for dementia care at the Campus for
Ageing and Vitality, part of Northumberland, Tyne
and Wear NHS Trust. Participants had a range of
presentations and capabilities, but their presence
on the unit indicated a current difficulty affecting
their physical, psychological or social needs. 

Over the six weeks of the programme it was
important for the teacher to be aware of
differences and changes in people’s presentations
so that she could tailor sessions to meet needs.
Co-author Samantha Coe, the teacher, is an
enthusiastic and fully qualified yoga instructor
who has a range of experience in designing classes
for people with varying needs such as in
Parkinson’s and cancer care patients. She was
employed for this programme based on her
expertise in adapting yoga for people with
physical and cognitive difficulties.

Chairs were placed in a semi-circle facing
toward the yoga teacher at the end of the room.
Samantha always began the class by greeting each
person by name to welcome the individual into
the session and recognise them as a valued
member of the group. It really engaged the class
and the teacher would continue to acknowledge
individuals directly throughout the session. 

Here is a typical session plan:  

• Centring and breathing well
Sitting well, breathing well and arriving together
in the space. Helping people to feel aware of their
body. Rubbing the hands together gives a sense of
touch, warmth and can assist right/left brain
coordination.

• Warming up ankles, feet and toes 
Grounding into the feet, movements like circling,
pointing and flexing the ankles. Gently increasing
the flow of the circulation while easing joints,
helping to maintain flexibility and balance. 

• Tapping the body
Lightly tapping with fingertips parts of the body
that are easy to reach, e.g. head and face, arms,
torso and legs.  

• Spine warm-up
Lengthening the spine, creating space, helping
people to feel more confident as they sit more
confidently. Sequences adapted for chair-based
yoga such as a seated “cat cow” movement, which
lengthens, extends, strengthens and flexes the
spine.

• Spine twists 
Warming up the neck first and then lengthening
and gently twisting the spine, tuning in to
experience what feels good. 

• Waking up the legs
A guided visualisation where students move their
feet as if walking and then running while seated.

Imagining the feel of the wind on their skin.
Visualisations often included multi-sensory
stimulation in which imagined smells were
introduced, such as of the forest or the grass after rain.   

• Yoga for face and jaw
We carry a lot of tension in our facial muscles.
There are many fun sequences that can ease out the
jaw, get the eyes moving and focusing on different
distances, engaging a group in laughter too. 

• Lion breath 
A cleansing breathing practice done on the exhale
which frees tension in the jaw.  You breathe out
and stick out your tongue and look up and make
lion claws. Everyone in this group enjoyed it, but
as with all of the yoga sequences the therapist
makes an ongoing judgement and adapts it
accordingly. 

• Sun salute 
This is very gentle version of a sequence that
opens and frees the shoulders and eases the spine.
In our group people learned with individual
variations such as hands on hips rather than in the
air for the less mobile.  Then we did the sequence
to different types of music linking to the season.

• Tarzan breathing
A vibrating out-breath which includes tapping
and stimulating the voice and the diaphragm.  It is
soothing at the same time. 

• Rectangular breathing 
A calming breathing practice which can be good
for anxiety. It involves finding a rectangle to look
at in the room. The breath has four parts: in-breath,
a pause and an out-breath and a pause. You follow
your eyes slowly around the periphery of the
rectangle to slow the breath down a little and put
the pauses back in. 

• Waterfall relaxation
Settles and grounds the body, guiding people to
relax different parts of the body in turn before
taking them on a “journey”, in this case to view a
waterfall in their mind’s eye. Spaces between the
therapist’s words increase and people are allowed
to fully relax, often easier to do having completed
the rest of the class. ‰

A yoga session for

people living with

Parkinson's disease. 

The same techniques

are used when working

with people with

dementia 
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‰ Each class was approximately one hour long
and timed to end at lunchtime, a significant part of
the day at the unit.  The fact that classes kept to a
similar structure and used cues like meals to bring
them to a close may have helped participants
recognise them from week to week. 

Session aims
Lesson plans were based on the aims of learning to
breathe well to help participants cope with anxiety;
strengthen and move the body; and develop
techniques to relax and let go of any tension. As the
therapist described it, it was about “bringing
individuals back to their own sense of calm”. 

The focus was to use yoga functionally to ease
the body, which meant in practice that there were
energising parts of the session as well as more
relaxing, mindful parts.  The therapist stayed
attuned to the energy of the individuals in the
room and adapted as the session progressed.
Although she started with a lesson plan, she
would often adapt the structure in response to
participants and their ongoing feedback.

Another aim of yoga is to “connect” the mind
and body. One participant would initially
apologise to the therapist for not being able to
complete movements because of a long-standing
back injury.  By the end of the sessions, he did not
seem frustrated or feel a need to apologise; perhaps
the awareness of his physical limitations showed a
successful utilisation of the mind-body connection. 

Participants were not obliged to join any session
or complete it once started. It was important that
there were several staff present to assist those who
wished to leave, so as not to disturb the running of
the session.

Observation methods
Although the chair yoga classes were
implemented as a wellbeing activity, the
opportunity to collect observations and feedback
was valuable. Rather than using standardised
measures of physical function or wellbeing, this
small research project aimed to look “behind the
scenes”, in essence to capture how fundamental
features of yoga were adapted for a group of older
adults with dementia and to document
participants’ experiences.

Four bespoke outcome measures were created,
based on key features that the researchers thought
ought to be captured. These were engagement,
enjoyment, contentment and relaxation, and the
scores for each measure were on a scale of -5 to 5.
For example, on “engagement,” a score of -5
would indicate highly withdrawn and 5 highly
engaged.

Score sheets gave examples of behaviours
meriting higher or lower scores, assisting the
allocation of points on each measure. Care staff
did the scoring by making observations during
sessions and later forming a discussion group to
reach a consensus score on each outcome.
Comments could be made after each numbered
outcome, which was valuable as a source of
qualitative data and insight. 

Staff enjoyment was also measured using the 18-

item Physical Activity Enjoyment Scale
(Kendzierski & DeCarlo 1991) shortened to seven
items. Points ranged from -3 to +3, where a score
of +3 on fun would indicate that “it was a lot of
fun” and -3 would indicate that “it was no fun at
all”. Staff wrote down any comments to provide
further data on their experiences.

Results 
Attendance numbers ranged from eight to 11 for
service users and four to eight for staff or other
attendees. Over the six weeks the highest average
score on participant outcome measures was for
engagement, which came in at 2.89 on the -5 to +5
scale. All averages were positive.

The highest average scoring item on the staff
Physical Activity Enjoyment Scale was
“refreshing”, which was 1.95 on the -3 to +3 scale,
followed by “pleasant” at 1.92. In all ratings from
staff collectively there were only four negative
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Average outcome measures for the service user
(-5 to +5)
Measure Average score
Engagement 2.89
Enjoyment 2.31
Contentment 2.14
Relaxation 2.53

Average outcome measures for staff (-3 to +3)
Measure Average score
Fun 1.86
Pleasant 1.92
Invigorating 1.49
Gratifying 1.59
Exhilarating 1.32
Stimulating 1.57
Refreshing 1.95
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scores out of 259 scores reported, which highlights
that in general they enjoyed this activity and
found it to be a positive experience (see box below
left).

A “wordle” was created with the six most
common words that occurred in the analysis of
participants’ qualitative data. “Smiling”, “relaxed”
and “engaged” were frequent and all were
positive. “‘Tried” was common which seemed to
indicate that participants had been willing to give
it a go. “Throughout” suggests people tended to
be able to sustain outcome levels for the duration
of sessions.

Participants’ comments 
Comments made by participants show how chair
yoga was received.  One said, “That was great, so
much better than sitting in my bungalow on my
own,” while another reported, “I feel very relaxed
now, almost ready to sleep”.  Some were keen to
know if and how they could practise more yoga in
their own time: “If I want to do this at home and I
can’t do all the movements, is it good to just do the
breathing?” one person asked, whereas another
asked, “After what you have shown us today are
we able to go away and do those ourselves or does
it have to be exactly the same?”

The therapist would explain that techniques and
movements could be adapted and used freely, as
long as it felt good.  When asked what their
favourite part of the session was one individual
highlighted the “running in the forest” feet
movement and visualisation as it made her want
to move. Another said they enjoyed the “sound of
silence” and the stillness following the relaxation
part of the session. 

Care staff at the unit also commented.  One said,
“The facial expression exercises were funny, seeing
everyone pulling a silly face and then smiling or
laughing after really did help stimulate face
muscles”. Another remarked that “I feel ready for
the rest of the day now,” adding that the “teacher
had great connection with the patients”.

Discussion
Analysing the qualitative data, it is clear that
differences in individuals’ experiences occurred
from week to week. For example, on one occasion
a participant was “engaged for much of the
session… Responded to tutor encouragement and
to visual tutor demonstration to encourage
participation.” Whereas the same individual on a
different day was seen to have “struggled, became
tired and lost concentration”.  

As the structure of sessions was kept fairly
consistent, it is likely that differences were due to
individual differences on certain days rather than
session content. Participants may have been more
responsive in one session compared to another
because of medication or sleep levels. 

Changes in mood could also affect energy and
engagement, along with environmental factors such
as disruptions from people arriving or leaving and
noises from outside. Temperature and lighting of
the room could also have had an effect.  

Taking all of these variations into account it is

important to acknowledge that no session is ever
perfect. Staff felt that lesson plans should be
flexible to respond to the fluctuating and variable
nature of people’s needs.

Some caution is necessary in drawing
conclusions as the group size was small and
participants varied week to week. Nevertheless
the findings do cast some light on chair yoga in
practice and attest to its benefits when added to
previous studies (Plahay 2016; McCaffrey 2014).

The aim of the yoga teacher was to provide the
most beneficial, positive and effective session in
the time allowed. Overall effects suggest classes
were a positive experience for those involved and
encouragement from the therapist and any staff
present helped people to engage in the activity
over the course of the programme. 

Finally, the yoga teacher commented that she
was pleased to find she was able to “hold the
space” for the class more than she had thought
might be possible for a group living with
dementia.  As a therapist she could sense people
relaxing in stages and settling into the process.
Care staff reflected that sessions strengthened the
bond between themselves and patients, allowing
them to work collaboratively and share in a
meaningful experience.

Conclusions
The programme reported here ran for just six
weeks; however, from its success it is hoped that it
can continue in the longer term. Several
participants asked how they could practise
between classes, so staff who believed in the
project arranged for themselves and colleagues to
receive training directly from the yoga teacher. 

The training was a chance to develop skills in
teaching yoga techniques during shorter group or
one-to-one sessions. It is hoped that among the
benefits may be stronger relationships between
staff and patients through working together.

This small study gives an insight into how chair
yoga therapy could be implemented as a dementia
care intervention designed to enhance wellbeing.
The outcomes show how the activity can be a
meaningful and positive experience for people
whose needs are sufficient to require a day
hospital placement. n
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Left: Samantha Coe

demonstrates a yoga

pose. Above: a focus of

the session is to use

yoga functionally to

ease the body
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A socially interactive
model of care in hospital

It is well established that patients in
hospital can experience a significant
degree of social isolation, which can

lead to feelings of alienation and distress
(Attree 2001). Anyone familiar with the
routines and rhythms of hospital care
will recognise this, but for most patients
leaving hospital and resuming normal
life will counteract this experience. For
the person living with dementia,
however, the consequences of being in
what has been described as “an
impersonal or institutional environment”
can have a long-term negative impact
(NICE 2018, Holwerda et al 2014). 

The experience of John Gerrard
demonstrates the human cost of such
isolation. Nicci Gerrard, John’s daughter,
explained that staff were “unable to keep
him connected to the world” during his
five-week hospital admission and this
resulted in severe deterioration from
which he never recovered (Age UK 2015).
It was this experience that led her to found
“John’s Campaign,” which argues that
families should be allowed to spend more
time with dementia patients in hospital.

A longitudinal study by Fratiglioni et al
(2000) found that individuals who lived
alone or had no perceived meaningful
social contact were at significant risk of
cognitive decline. Conversely, an
extensive network of meaningful social
contacts seemed to protect against the
development and progression of
dementia symptoms.

In the Dementia Action Alliance’s
(DAA) Dementia Friendly Hospital
Charter, we advocate creating an
environment which promotes activity
and social interaction in hospitals. But, in
spite of all that is happening, we still find
it a challenge to move towards a truly
socially interactive model of care in acute
hospitals, particularly in wards that do
not specialise in older people’s care
(NICE 2018). 

Much of the activity in hospitals is
heavily regulated and staff are required to
follow strict protocols, which sometimes
become so much of a focus that simple
human interaction can get lost along the

way.  Given the pressures of a busy shift, it
is hard to get staff to prioritise social
interaction with patients or other means of
making them feel less isolated. Yet a
randomised controlled trial by Mohler et al
(2018) found that not only did
“behavioural and psychological symptoms
of dementia” improve following
socialisation, it also reduced staff burnout.
So is it not in everyone’s interests to
encourage meaningful social interactions?  

What can help?
In their review of social interventions,
Gardiner et al concluded: “The majority
of interventions reported some success in
reducing social isolation and loneliness,
but there was significant heterogeneity
between interventions. Common features
of successful interventions include
adaptability, community participation
and activities involving productive
engagement” (2018). These findings
suggest that various approaches can be
effective.

Some NHS trusts are investing in staff
who can deliver group activity for
inpatients, while others are using
volunteers or linking with external
organisations. Kingston Hospitals NHS
Trust, for example, runs a successful
memory café with social care providers
Home Instead. At Imperial College
Healthcare NHS Trust, we have
partnered with local schools to provide
an intergenerational programme of
group activity. 

One of the problems with groups in the
inpatient setting is that the person may
not be well enough to participate or may
need to attend various medical
investigations. This can lead to
loneliness, isolation and subsequent
cognitive decline during their admission
(Holwerda et al 2014). The challenge for
staff working with inpatients is to grasp
any opportunity to create meaningful
social interaction for patients every day.  

Quick fixes
The first step is to understand what is
important to the person (Strout &

Howard 2015). NICE (2018) suggests that
knowing something of a person’s life
history, including social needs and
culture, is an essential part of dementia
care. Completing a “this is me” or “what
matters to me” profile is recommended
in the Hospital Charter and can be a very
quick and effective way to better
understand the person in front of you. 

NHS England (2018) also advocates
meaningful social activity, which may be
anything from a simple sensory
interaction such as holding a person’s
hand to attending a musical tea party.
Tea parties might take place in a day
room or around a table in the ward itself;
even just two people sharing a cantilever
table can be beneficial. 

When Alzheimer’s Society (2017)
completed a study asking people with
dementia what was important to them,
one explained that she and her husband
made “a lot of friends through a dinner
club”. The report goes on to explain how
the power of social eating enhanced
quality of life for many of those
responding and that is certainly our
experience too, given that our regular tea
parties have successfully provided a
range of flexible social activities in this
way. 

Other meaningful social activities
include watching a sporting event, film
evenings and listening to music.  Strout
and Howard (2015) reiterate that staff
must continue to be person-centred and
choose activities that are appropriate and
at the right level for the person, but this is
not something that hospital staff can
always do alone and what happens when
the person leaves the hospital? NHS
England (2018) strongly recommends

Many people with dementia spend their time in hospital with little or no social interaction.

Jo James and Nicole Bevan explain the importance of a socially interactive model of

care, as part of our series on dementia care in hospitals

Jo James is consultant nurse at Imperial

College Healthcare NHS Trust and chair

of the Dementia Action Alliance

Dementia Friendly Hospitals Taskforce.

Nicole Bevan is dementia specialist

occupational therapist at Imperial

College Healthcare NHS Trust 
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hospital staff work with the voluntary
sector as a way to support socialisation
throughout a person’s lifespan. 

Working in partnership 
Opportunities for social engagement in
the acute setting can be greatly increased
if NHS trusts open their doors to external
organisations, particularly in the
voluntary sector, which offers a
potentially cost-neutral solution if a
mutually beneficial relationship can be
developed. 

Currently, for instance, there is a real
appetite in arts organisations for
providing support to people living with
dementia. David Cutler, director of the
Baring Foundation, has highlighted this
fact: “Creativity is a fundamental human
right whoever you are and whatever
diagnosis you have. But this does not
blind us to the increasing body of
evidence of the positive health effects of
the arts when it comes to dementia”
(Cutler 2018). 

At the same time, we have seen a
growing number of higher education
institutions and charities reaching out to
the NHS. Just as the NHS has learned
skills from industry, such as the
collaboration between Great Ormond
Street Hospital and Ferrari’s Formula 1
racing team to improve patient handoffs,
we can gain an enormous amount
through nurturing partnerships with
organisations not traditionally associated
with the delivery of care. 

An example of this is Imperial’s
partnership with the Royal Central
School of Speech and Drama, in London,
which is in its third year and has

included collaborative projects, student
placements, and training for students on
living with dementia and for NHS staff
on communication and engagement
skills. The students (all of whom are
studying applied theatre) gain invaluable
experience working in an acute hospital,
while patients gain company and the
opportunity to rediscover their own
creativity as well. 

The programmes have supported
patients with dementia in a variety of
acute settings, including medicine for the
elderly, trauma and orthopaedics, stroke,
and our high dependency renal dialysis
unit.  Staff generally appreciate the
change in atmosphere and the chance to
join in with activities which have ranged
from storytelling and animation to
writing and filming a crime drama.

Conclusion
Person-centred care is a central tenet of
good dementia care and is recommended
both by the Hospitals Charter and NICE
(2018). While everyone says that they
follow Kitwood and Bredin’s (1992)
model of affirming personhood through
good interpersonal care, we know that
organisations like hospitals with a
strongly medical model of care struggle
to reconcile the pressures of delivery
with the social and emotional needs of
patients. 

We need a paradigm shift in acute care
in which it is understood that everyone’s
social and emotional needs matter,
however unwell they are. As Fazio et al
(2018) say: “Every experience and
interaction can be seen as an opportunity
for engagement. Engagement should be

meaningful to, and purposeful for, the
individual living with dementia. It
should support interests and preferences,
allow for choice and success.” 

Changing the way we support social
interaction in hospitals does not require
large grants or special funding; it
requires a willingness to challenge the
status quo and to be creative in grasping
opportunity when it presents itself. We
have encountered unexpected talent,
kindness and enthusiasm in our
community and it has changed the fabric
of our service, as well as given our
patients the chance to forge real
friendships with new people.

For the DAA Dementia Friendly
Hospitals Charter, go to
www.dementiaaction.org.uk. n
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The effect of music on
wellbeing – case studies
Can personalised music lessen the sense of isolation sometimes felt in care homes and

improve wellbeing? Jill Conroy and Sue Faulkner decided to find out

You’re never alone when you have
music. It is a great comforter and
companion, or, as the poet Robert

Browning put it, “who hears music feels
his solitude peopled at once”. We
decided to test these claims at Fremantle
Trust, a medium sized care provider in
Buckinghamshire, Bedfordshire and
north London.

In particular, we wanted to look more
closely at the value of music for people
living with dementia in our care homes
and find out if personalised music from
an individual’s playlist could reduce
feelings of isolation and improve
wellbeing

Research tells us about the value and
impact of music therapy for people
living with dementia (Sherratt et al 2004).
It can help with problems of isolation,
depression, anxiety (Ueda et al 2013) and
agitation, as well as lifting mood,
alertness and engagement (McDermott
et al 2012).  It was recommended as a
psychosocial intervention in the
National Dementia Strategy
(Department of Health 2009).

Music therapy is of course an
established psychological clinical
intervention, delivered by registered
music therapists, and is frequently a
feature of one-to-one activity in care
homes.  Alongside this professional
intervention, we wanted to offer a more
informal option in which music would
be made available to residents at the
touch of a button.  

To this end we collaborated with
Unforgettable (now part of Live Better
with Dementia), a company allied to the
non-profit organisation Music &
Memory which donates iPods to people
living in care homes. Unforgettable
offered us the use of three radio and
music playing devices for our study,
from which music could be downloaded
on to a USB flash drive and the radio
tuned to DAB or FM and pre-set to five
stations.

These radio and music players are
designed with coloured buttons, which
can be easily used or hidden according
to individual requirements. If a person

can use the device independently, it is
simple for them to trigger their playlist
or chosen radio station. If not, a member
of staff can identify the person’s playlist
choice easily. 

Our study
In January 2019 we conducted a small-
scale study of the impact of personalised
music on our residents.  We involved
three care homes and nine people living
with dementia over a period of two
weeks. Care staff and activity organisers
selected times of day (and night) to play
music or a radio station with the
resident. 

Observations on residents’ behaviour
and demeanour were made prior to
music being played and the Bradford
Well-being Profile (2008) was completed
as a record of positive and negative
behavioural indicators.  This sequence
was repeated after music had been
played, while at the same time noting
any anecdotal comments and other
relevant observations. In total there were
52 observations over the two-week
period. 

The prompts for playing music were
varied: personal care interventions;
when residents appeared to be without
any meaningful activity; when they were
experiencing agitation; when they were
making vocal noise but not engaging in
verbal communication; when they were
getting ready for rest or sleep; and when
they were restless and walking in the
day or night.

Although the size of our sample did
not yield conclusive results, we do think
there were clear positive indications
which merit further investigation.

Choice of music
Each person’s playlist was compiled on
the basis of their own recommendations
where possible.  Some songs had
sentimental memories with huge
personal resonance, especially a record
that a couple had acknowledged as
“their song”. Others evoked an era or
special, seasonal event such as a holiday
– “I do like to be beside the seaside” - or

a wedding – “I’m getting married in the
morning”. We also took songs and tracks
from collections of CDs residents already
owned and adopted suggestions given
by family and friends, which had been
noted in a resident’s personal profile. 

Where residents had no obvious
preferences for an artist, tune or genre,
care staff used the activity organiser’s
tablet to search on apps such as Spotify
for what would have been popular in the
person’s late adolescence and early
adulthood.  As is well documented, this
is a time from which autobiographical
memories are disproportionately
recalled, a phenomenon known as the
“reminiscence bump” (Krumhansi &
Zupnick 2013).

In this way, staff could quickly locate
and try out music that might have
meaning for residents, the intention in
all cases being to offer a person-centred
musical selection responding to each
resident’s preferences and reinforcing
the focus on the individual. If there were
no cues as to what a person preferred,
then the choice of music or a radio
station was “trial and error”. 

Staff had to be flexible in what to offer
and observe the response a person gave.
When music was found to have a
positive response, it was downloaded on
to a USB stick to create a personalised
playlist. Subsequent music was added to
give a comprehensive but individualised
choice of music to play.   To show how

Jill Conroy (above right) is practice

development lead (dementia) and Sue

Faulkner is community and lifestyle

manager, both at Fremantle Trust care

homes
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this project worked and the effect on
residents, we have taken two illustrative
case studies from the larger group
(names have been changed).  

Case study: Helen
Helen was 70 years old and had
Alzheimer’s disease, arthritis, and
blurred vision as a result of a head
injury.  She was unable to settle in her
first care home and her personal care
was compromised by the fact that she
refused assistance. By the time relatives
decided to try a Fremantle Trust home –
Lewin House - her appearance was
unkempt and her hair unwashed. 

Helen walked all the time, grazing on
food as she did so, and her diet consisted
mainly of finger foods which had to be
regularly replenished as she lost weight
with the continuous exercise.  Her day
was very long; she barely rested and
appeared exhausted.

We had a personal profile of her which
captured information such as that she
had a background in classical music,
having worked as a secretary in a music
centre. There was a collection of CDs in
her room from which care staff could
identify an appropriate music genre and
specific composers and works. 

At first, Helen continued to decline
help with personal care. Different
techniques and strategies were
employed and staff took time to be with
her, walk with her and try to help her
feel safe and secure with them.  They
played a compilation of the classical
music Helen had in her room. Initially,
when the music was played in Helen’s
living area, it seemed to have little effect.
Case notes recorded that she “listened to
music for 20 minutes but walked out of
her bedroom” and that she “would not
stop in her room to listen to music”.

Staff persisted with the offer of
classical music and gradually change
was apparent.  Case notes now read:
“22.00hrs - Helen was being changed out
of dirty clothes. She sat up quietly in
bed, was calm and talkative. At
midnight, when agitated, the same
music was played, Helen was calm and
quiet.” 

It was the same the following day:
“Appeared to be enjoying the music so
was calm” when helped with personal
care. Then a significant change was
introduced when one member of staff
took the device into the bathroom. Case
note entries read: “Helen had personal
care, dressings changed, was enjoying
music sitting in the bathroom, listening”
and “Helen was calmer and co-operated
with personal care.”

Over time, the more favourable pieces

were uploaded on to a USB flash drive as
a personal playlist and played via the
Unforgettable device. Next, an easy chair
was moved into the bathroom. Helen
began to actively seek to stay in the
bathroom after personal care, wrapped
in a dressing gown and listening to
classical music. Anecdotal reports from
staff were that she had “completely,
100%” changed, was more relaxed,
accepting of help with personal care and
better able to sit for longer periods and
eat while sitting down, affording her
more chance to eat well.  

A senior member of the care staff team
and dementia champion at Lewin
House, Janet Hawkins, reported that the
changes in Helen were
“transformational”. Personal care had
always been a very difficult and
distressing time for her, but when her
favourite music was played in the
bathroom she began to accept personal
care and appeared to enjoy it.
Eventually, personal care sessions were
prolonged so that Helen could sit with a
dressing gown on, listening to the music. 

Helen’s wellbeing score, as measured
on the Bradford Well-being Profile,
ranged from 4 before music to 15 after
music had been played.

Case study: Anna
Anna was 86 years old and was in the
middle stage of dementia. Activities
organiser Michelle Dean from Lent Rise
House care home, who conducted this
part of the study, wrote: “Anna’s
mobility is limited and she needs to use a
wheelchair. Anna recognises people and
has developed a strong attraction to
male colleagues. Anna is often confused
as to her location and prefers to stay in
one place. Anna tends to shout out to
gain attention. However, she does like
talking although the content can be
confusing and incoherent at times.” 

Initially, music choices were a bit hit
and miss. The iconography in her room –
a cross on her bedroom table and images
of the Virgin Mary on the wall suggested
religious music may be preferred. When
Anna heard “All Things Bright and
Beautiful”, she smiled. As more hymns
were played her mood brightened and
she cooperated with personal care.
Hymns and gospel music were uploaded
on to a USB to create Anna’s personal
playlist. 

Although recorded music worked very
well, the radio was for some reason
rejected. When sitting in the lounge,
Anna asked what the device was and,
when told it was a radio, she said “No I
don’t want it”.  Later, in her bedroom
where she was having a lie-in, the radio

was turned on, but she rejected it again.
So the music was changed to hymns
which had been placed on the USB flash
drive

Some popular songs from Anna’s
younger days were also downloaded,
again on a trial and error basis. On one
occasion the USB was triggered and on
came a Frank Sinatra track. Anna’s mood
lightened noticeably – she became
talkative, repeating some of the lyrics,
and anticipated what words came next.
She named various music artists and
became more animated and happy, while
residents generally became more alert
and either sang, tapped their feet to the
rhythm or talked to other residents.

A few days later, the USB music was
played while Anna was dozing on her
bed. At the Frank Sinatra track, she
began to move her head to the beat and
sang a couple of verses.  Later in the day,
when eating lunch, Anna enquired what
the “box” was, referring to the radio and
music player. 

The activity organiser recorded: “I
began to play classical music (Strauss
waltz) from the USB and this initiated
pleasant conversation. Anna became
noticeably more talkative, told me I was
doing well. Anna’s mood lifted and
conversations with care staff who were
told to bu**er off not long before the
session were greeted and complimented. 

“All staff present noticed the change in
her mood and how friendly and chatty
she had become. Each time when one of

Implications for practice 
• Find the appropriate music –

remember the “reminiscence bump”

• Involve family and friends so they can

help and inform you about musical

preferences

• Get a device with radio stations on

which you can also store music 

• Share the best method to trigger

music for a resident – staff need to

know to offer it when they are in contact

with the person 

• Locate a space to hear music well 

• Locate a space to share music with

others

• Offer music day or night

• Coordinate with care tasks such as

personal care 

• Keep going if at first music is rejected,

but be careful not to cause distress

• If you have no device or radio, just

sing!
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the songs were played that Anna liked,
her mood changed instantly, she became
calm and enjoyed chatting and laughing.”       

Anna’s wellbeing score ranged from 2
before music to 14 after music was
played.

General impact
Michelle Dean, as activities organiser,
was impressed by how residents with
dementia in general responded to the
music we had introduced on the devices.
She noted how residents in the early to
mid-stage of dementia seemed to benefit
almost straight away and displayed
some memory of songs and verses.

It is worth quoting her comments at
more length: “Conversations would be
made and the residents’ mood would
change, become happier and more
sociable. The later the stage of dementia,
the longer it took before greater
noticeable changes occurred. If personal
care was introduced, and they became
agitated, they would become calm and
settled a lot quicker after personal care
had finished if the music was playing. A
personal playlist had the best results.

“On one occasion, the playlist was
played in the lounge with other residents
and carers in the same location. Well – it
was amazing! From a quiet lounge with
people dozing, Frank Sinatra started
singing and all the residents started
tapping their feet, shrugging their
shoulders, singing or listening.

“Some of them even started a
conversation with each other about the
songs. It was a lovely social event as well
as an observation for the study. Amazing
as they all have different levels of
dementia. One lady, who usually paces,
stopped pacing, became calm, aware and
spoke.”

Findings
Qualitative statements from the care
homes were invariably positive. Staff
were surprised by what they were
witnessing, many of them certainly
feeling that personalised music had had
a positive impact on each resident’s
mood and level of interaction with
others. Residents responded with an
alertness and recognition not usually
visible when they heard a random piece
of music played by chance in their
hearing.

This study gained momentum because
such positive results were seen. And
since the end of the study, music has
become a sustainable part of residents’
daily lives as families and staff have seen
the benefits for themselves and have
gone on to create ways to make music
happen. 

Personalised music reduced agitation
and improved mood, a phenomenon
particularly noticeable at times when
personal care was given. Not only was
this a positive outcome for those
residents but also for staff, whose stress
levels dropped. Residents became less
withdrawn and isolated, sharing music,
songs and memories spontaneously. 

Music also acted as a catalyst for
making contact with others and a trigger
for communication that was otherwise
missing. One lady who never spoke used
language coherently after hearing her
music. 

None of the people living with
dementia in this study were able to
initiate music by themselves, so it
required either staff or visitors to play it.
Some people were happy to listen on
headphones, although others were not,
but in all cases personal playlists could
be captured and played not just on the

devices donated by Unforgettable, but
also on other devices, allowing a degree
of flexibility and choice.  The radio
function on the donated devices was
often used successfully, especially
because it could be pre-programmed
with chosen stations.  

Conclusion 
In the majority of cases we observed
positive mood changes as a result of the
music.  But this approach requires
flexibility and analytical judgement on
the part of staff.  Staff should be sensitive
to when the music is rejected, so that it
does not impact negatively on the
person. 

When compiled in a person-centred
way, music can be a source of comfort
and calm.  It can counter distressing
events, alleviate anxiety, and increase
sociability.  Our study indicated just how
a personal playlist, by responding
intelligently to individual preferences,
had the potential to call up memories
and make a real difference to quality of
life. n

Acknowledgements
With grateful thanks to the people who
live and work at Fremantle Trust’s Lent
Rise House, Lewin House and
Meadowside care homes. The
inspiration for our study was the award-
winning film “Alive Inside”, in which
people with impairments are
“reawakened” by their personal
playlists. Music & Memory, which was
behind the film and is allied with
Unforgettable, publishes Finding the
Right Music, a free e-book guide for
radio and music playing devices at
https://musicandmemory.org.uk 

References

Bradford Dementia Group (2008) Bradford

Well-being Profile. University of Bradford. 

Department of Health (2009) Living Well with

Dementia: A National Dementia Strategy.

London: DH.

Krumhansi CL, Zupnick JA (2013). Cascading

Reminiscence Bumps in Popular Music.

Journal of Psychological Science 24(10) 2057-

2068.

McDermott O, Crellin N, Ridder HM, Orrell M

(2012) Music therapy in dementia: a narrative

synthesis systematic review. International

Journal of Geriatric Psychiatry 28(8) 781-794.

Sherratt K, Thornton A, Hatton C (2004) Music

Interventions for people with dementia: A

review of the literature. Aging and Mental

Health 8(1) 3-12. 

Ueda T, Suzukamo Y, Sato M, Izumi S (2013)

Effects of music therapy on behavioural and

psychological symptoms of dementia. A

systematic review and meta-analysis. Ageing

Research Reviews 12(2) 628-641.

The Unforgettable

music player and

radio is designed

with coloured

buttons, which

can be easily used

or hidden

according to

individual

requirements

30-34JDCJF20jamesconroy.qxp_Layout 1  11/12/2019  15:12  Page 34



Vol 28  No 1    January/February  2020    The Journal of Dementia Care   35

Training in primary care
The primary care workforce
needs appropriate education to
ensure they have the right
knowledge, skills and attitudes
to meet dementia care needs.
An in-depth case study was
undertaken in one primary care
organisation to explore the
impact of a person-centred
dementia educational
programme, and to identify
barriers and facilitators to
implementation. Initially, staff
learners struggled to
incorporate the ‘whole-person’
approach to dementia care but
gained knowledge and
confidence through self-
directed learning. Participants
identified improvements in
communication and
prescribing practices, despite
difficulties implementing
changes during busy periods.
Resultant impact for service
users included more timely
routine appointments, and
positive satisfaction ratings
from patients and families.
Sass C, Burnley N et al (2019)

Factors associated with successful

dementia education for practitioners

in primary care: an in-depth case

study. BMC Medical Education 19,

393.  Published online Oct 28 as

doi:10.1186/s12909-019-1833-2

(Open access) 

Stress and distress at home 
This systematic review
evaluated the effectiveness of
non-pharmacological
interventions for behavioural
and psychological symptoms
among community-dwelling
people living with dementia.
Evidence from 48 randomised
controlled trials indicate that
family carer training and
educational programmes can
improve outcomes. Nurses and
occupational therapists appear
to help people with dementia
with “behavioural and
psychological symptoms”, but
the authors argue that
professional comparisons are
lacking and there is no shared
language or understanding
amongst professionals, or
between professionals and
family carers. The authors state
that it is also important to
consider family carer readiness
to use non-pharmacological
strategies. 

Trivedi DP, Braun A et al (2019)

Managing behavioural and

psychological symptoms in

community dwelling older people

with dementia: 1. A systematic

review of the effectiveness of

interventions. Dementia 18 (7–8):

2925–2949. Published online 20

March 2018 as doi 10.1177/147130

1218762851 (Open access). 

Arts in care homes
This qualitative study relates to
the resilience of people living
with dementia in care homes.
Visual arts enrichment activities
were examined to see how they
might provide opportunities for
resilience. Participants were 48
people with dementia aged
between 70 and 99 years old
living in four care homes in
North East England and 37
staff/carers/family members.
The study found that visual arts
enrichment activities supported
the resilience of those with
dementia through creative

expression, increased
communication, improved 
self-esteem, and influenced
relationships with carers and
family members. It is
concluded that even those with
advanced dementia are capable
of demonstrating resilience
which can be supported by, and
explored through, visual arts
enrichment activities.
Newman A, Goulding A et al (2019)

The role of the visual arts in the

resilience of people living with

dementia in care homes. Ageing and

Society 39 (11): 2465-2482.

Published online 27 June 2018 as

doi 10.1017/S0144686X18000594

(Open access). 

Family perspectives on
palliative care
This paper reports qualitative
research on perspectives of
family carers on optimal
palliative care in advanced
dementia. The views of family
caregivers resonate with those

of health care professionals
(reported in a previous paper).
Their overlapping anxieties
related to business-driven care
homes, uncertainty of families
when making end of life (EOL)
decisions and the importance of
symptom management.
Contexts specific to family
carers were ad hoc information
about services, dementia
progression and access to
funding. Not all family carers
identified dementia as terminal,
but many recognised the
importance of continuity of care
and knowing the wishes of the
person with dementia. Better
understanding of the effects of
dementia at the advanced
stages would improve
confidence in EOL care and
reduce uncertainty in decision
making for family carers and
health care professionals.

Kupeli N, Sampson EL et al (2019)

Context, mechanisms and outcomes

in end-of-life care for people with

advanced dementia: family carers

perspective. BMC Palliative Care

18(87). Published online 24 Oct as

doi 10.1186/s12904-019-0467-9

(Open access). 

Security technologies in
long term care
Many long-term care homes
have special care units for
people living with middle- to
late-stage dementia.  These care
units often use innovative
security technologies that
monitor and curtail movement
beyond unit exit doors. This
qualitative research investigates
the social impact of these
security technologies. Using
securitisation theory, the paper
argues that dementia has been
redefined from a health issue to
a security issue. The
construction of dementia as a
security issue is considered in
terms of vulnerability, risk,
security threat and security
challenge with respect to
people living with dementia.
The paper also investigates
how securitisation influences
the ethics of dementia care.
Graham M (2019) The securitisation

of dementia: socialities of

securitisation on secure dementia

care units. Ageing and Society 1-17.

Published online 26 Sept as doi

10.1017/S0144686X19001247

(First view).

The research papers summarised here are selected for their

relevance and importance to dementia care practice by the

section editors (Theresa Ellmers and Sue Benson). We welcome

suggestions of papers to be included. If you would like to

contribute a summary or a short comment on an important

research paper recently published, drawing practitioners’

attention to new evidence and key points that should inform

practice, please contact theresa@hawkerpublications.com. 

Research summaries

Evidence for practice/Research news
This section aims to keep readers up to date with research in

dementia care and the current best evidence to support

practice. We aim to provide a channel of two-way

communication between researchers and practitioners, so that

research findings influence practice and practitioners’

concerns are fed into the research agenda. 

We welcome contributions such as:
• Information on recently-completed studies that are available

to readers

• Notice of the publication (recent or imminent) of peer reviewed

research papers with practical relevance to dementia

• Requests or offers for sharing research information and

experience in particular fields of interest.

• Short comment on important research papers recently

published, drawing practitioners’ attention to new evidence

and key points that should inform practice.

Please contact theresa.ellmers@investorpublishing.co.uk
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Acute hospital settings
The aim of this German study
was to compare the quality of
care for patients with dementia
within a specialised dementia
care ward as opposed to regular
care in acute hospitals. The
intervention group was a
hospital that implemented a
special care ward for internal
medicine focusing on patients
with dementia. The control
group was from a hospital with
a regular care ward for internal
medicine which had no special
dementia care. 526 participants
with dementia were included in
the study across the two
hospitals.  Results found that
quality of life differed
significantly between the
control and intervention group.
The authors argue that health
policies should consider the
benefits of specific dementia
care wards and develop
incentives for hospitals to
improve the quality of life and
quality of care for these patients.
Lüdecke D, Poppele G et al (2019)

Quality of life of patients with

dementia in acute hospitals in

Germany: a non-randomised, case–

control study comparing a regular

ward with a special care ward with

dementia care concept. BMJ Open

9(9): e030743. Published online 6

Sept as doi 10.1136/bmjopen-2019-

030743 (Open access). 

Coping strategies for living
with dementia
This systematic review aimed to
interpret and synthesise
knowledge regarding people
with dementia’s experience of
coping with their challenges. 74
papers were included in the
final analysis, encompassing
interviews with 955 people
living with dementia. Findings
revealed that ‘humour’ and
‘practical and emotional
support’ were two main
resources of coping. Four
overall strategies were
identified in which people with
dementia coped with the
challenges they experienced: (1)
keeping going and holding on
to life as usual; (2) adapting and
adjusting to the demands from
the situation; (3) accepting the
situation; and (4) avoiding the
situation. The paper concludes
that findings indicate that
people with dementia cope in

different ways and using
several parallel strategies.
Bjørkløf GH, Helvik A et al (2019)

Balancing the struggle to live with

dementia: a systematic meta-

synthesis of coping. BMC Geriatrics

199(295).  Published online 30 Oct as

doi 10.1186/s12877-019-1306-9

(Open access).

Technology assisted
support for informal carers
The Supporting Family
Caregivers with Technology for
Dementia Home Care
(FamTechCare) randomised
controlled trial evaluated the
effects of a telehealth
intervention on carer outcomes.
The intervention provided
tailored dementia-care
strategies to 42 family carers
based on video recordings
submitted by them of
challenging care situations they
had experienced. An expert
team reviewed the videos and
provided individualised
interventions for the
experimental group. In a control
group, 41 caregivers received
feedback via the telephone
based on their retrospective
recall of events.  FamTechCare
caregivers had greater
reductions in depression and
gains in competence after three
months, compared to the
control group and it is argued
this demonstrates benefits of
linking families to dementia
care experts using video-
recording technology, including
carers living in rural or remote
locations. 
Williams KN, Perkhounkova Y et al

(2019) Supporting family caregivers

with technology for dementia home

care: A randomized controlled trial.

Innovation in Aging 3(3) igz037.

Published online 16 Oct as doi

10.1093/geroni/igz037 (Open

access). 

Also published: E-learning for
informal carers  
This literature review explored
e-learning as an informal
support for carers of people
with dementia and considered
its benefits and limitations to
providing relevant care for
people with dementia and
maintaining quality of life for
carers.  Findings showed that
e-learning programs helped
carers feel more confident about
dementia care, reduced their

perceived stress and enhanced
their feelings of empathy and
understanding. The authors
also found that implementation
requires training of carers in the
use of this technology. 
Klimova B, Valis M et al (2019) E-

learning as valuable caregivers’

support for people with dementia – A

systematic review. BMC Health

Services Research 19 (781).

Published online 1 Nov as doi

10.1186/s12913-019-4641-9 (Open

access).

End of life planning tool
This study created, refined, and
validated a dementia-focused
end of life (EOL) planning
instrument for use by healthy
adults, those with early-stage
dementia, family carers, and
clinicians, to document EOL
care preferences and values
within the current or future
context of cognitive impairment.
A mixed-method design with
four phases guided the
development and refinement of
the tool. The authors argue that
the LEAD Guide (Life-Planning
in Early Alzheimer’s and
Dementia) has the potential to
facilitate discussion and
documentation of EOL values
and care preferences prior to
loss of decisional capacity, and
has utility for healthy adults,
patients with dementia, families,
providers, and researchers.
Dassel K, Utz R et al (2019)

Development of a dementia-focused

end-of-life planning tool: the LEAD

Guide (Life-Planning in Early

Alzheimer’s and Dementia).

Innovation in Aging 3 (3): gz024.

Published online 2 Aug as doi

10.1093/geroni/igz024. 

Implementing Namaste
The overall aim of this study is
to establish the feasibility of
conducting a randomised
controlled trial of Namaste Care
in a nursing care home context.
It is a phased project involving
exploring how the Namaste
Care intervention achieves
particular outcomes and in
which circumstances;
developing an evidence-based
Namaste Care intervention
description and training
package; and a randomised
controlled trial with embedded
process and economic
evaluations. This paper reports

on the phase two work as an
exemplar of a method of
developing and refining an
intervention that has some
existing presence in practice. A
four-stage process is described,
and the authors explain that it
has utility for other researchers
for adaptation or
implementation where there is a
need for an existing practice or
intervention to be described,
developed or refined. 
Walshe C, Kinley J et al (2019) A four-

stage process for intervention

description and guide development

of a practice-based intervention:

refining the Namaste Care

intervention implementation

specification for people with

advanced dementia prior to a

feasibility cluster randomised trial.

BMC Geriatrics 19 (275). Published

21 Oct as doi 10.1186/s12877-019-

1275-z (Open access).

Transitions between care
settings
Transitions between care
settings near the end-of-life for
people with dementia can be
distressing, lead to physical and
cognitive deterioration, and
may be avoidable. This
retrospective study using
electronic records investigated
determinants of end-of-life
hospital transitions, and
association with healthcare use,
among people with dementia.
Key findings indicate that end-
of-life transitions among
patients with dementia are
frequent, occurring in one in six
people before death. Early and
late transition are associated
with distinct socio-
demographic and clinical
characteristics, and living in a
care home is associated with
fewer late and early transitions.
In contrast to late transitions,
early transitions are associated
with higher healthcare use and
characteristics that are
predictable, indicating the
potential for prevention in these
circumstances. 
Leniz J, Higginson IJ et al (2019)

Understanding which people with

dementia are at risk of inappropriate

care and avoidable transitions to

hospital near the end-of-life: a

retrospective cohort study. Age and

Ageing 48 (5): 672-679. Published

online 28 May as doi 10.1093/

ageing/afz052 (Open access).
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Making tough decisions about end-of-life care in dementia

Anne Kenny, Johns Hopkins University Press, ISBN 9781421426679, £15

Dementia is a life-limiting
illness, but it is very difficult to
know how long someone with
dementia will live for.
Identifying when a person
with dementia is reaching the
end of their life is not always
easy for professionals or
family carers. In her book,
Kenny argues that there are
tough decisions to be made as
someone nears the end of their
life with dementia. 

These decisions may include
whether a person should be
resuscitated if they have a
heart attack, what treatments
they would or would not
prefer, where they wish to die
and whether any religious
practices are to be observed at
death. If the person with
dementia had previously
discussed their future wishes

and preferences (advance care
planning), decision-making
may be easier for family carers. 

Kenny presents her book in
sections that deal with the
various aspects of end-of-life
care for families affected by
advanced dementia. She speaks
with knowledge, authority and
first-hand experience as she is
both a palliative care physician
in the USA and was also carer
of her mother who died from
dementia. She describes how
she and others (in the form of
case studies) navigated the
difficult journey of late-stage
dementia with sensitivity,
compassion, and common
sense. 

Drawing on anonymised
stories of families that Kenny
has clinically worked with she
presents common issues,

concerns, and situations that
occur in late-stage dementia.
Each section discusses
important issues such as the
shifting goals of care; making
decisions and preparing for
death; the symptom burden
that may be expected, and
how a carer can look after their
own needs. At the end of
sections are summary bullet
points, action planning and
suggested further reading and
resources.

However, this text is for an
American audience and
readership. Much of the legal
and medical information is not
easily transferred to the UK
health and social care systems
and legal and financial
frameworks. There are also
some omissions that in the UK
we are becoming much more

familiar with, such as when a
person also has another life-
limiting illness and how this
affects decision-making and
goals of care.

Surprisingly, Kenny makes
no mention of Namaste Care
which not only originates
from America but offers
family carers simple and
practical ways to connect with
the person with advanced
dementia at the end-of-life. 
Karen Harrison Dening, head of
research and evaluation,
Dementia UK

Talking Sense: Living with sensory changes in dementia

Agnes Houston with Julie Christie, HammondCare

The new book Talking Sense is
a welcome addition to the
growing range of resources
developed by people who
have the lived experience of
dementia. It is the culmination
(at least so far!) of 10 years or
more of hard work by Agnes
Houston, and a testament to
her determination to bring her
lived experience of the sensory
challenges of dementia into
the public realm, and in
particular to the attention of
families, academics and
practitioners alike. 

In my view, the book fills an
important gap – and not
before time. Its careful
distinction between the
potential effects on each of our
senses of ageing, of dementia,
and of the two combined, is
extremely helpful. It also
explains the possible root
causes of much “distressed
behaviour” (I won’t call it
“challenging”) and offers a
number of practical
suggestions as to how this can
be reduced. If its messages are
fully taken on board, this book

could potentially reduce poor
care and design and improve
quality of life.

The structure of the book -
looking at each separate sense
in turn - works well. Points are
all grounded in evidence and
well-referenced, but this does
not detract from the
accessibility of the content. I
like the use of many quotes to
bring in the lived experience
and to ground the theory in
the real world. 

There are attractive and
simple illustrations, each
having a clear purpose, for
example to show the impact of
a specific design on the sense.
The only very minor criticism
I have is that, while the main
text font is very accessible, the
fonts used for some of the tips
and quotes boxes are less so.
In fact, too many different
fonts have been used
throughout. 

Finally, I would like to
reflect on the book as an
excellent example of true 
co-production. A person who
has been living with dementia
for many years has brought
her lived experience and her
ideas into a partnership with
academics – who for their part
are able to draw on research
evidence and pull the material
together into a well-written
output. This has to be the way
forward in linking research
with the real world – and
making it more accessible for
all of us. 
Philly Hare, director, Innovations
in Dementia

Resources
An online library of smartphone

apps is part of a dementia care

technology initiative by Northern

Ireland’s Health and Social Care

Board (HSCB). The

apps4dementia online library

gives information about “trusted”

apps across a range of topics like

active minds, carer support,

staying calm and sleeping well,

and medication reminders, and

top-rated apps are listed with

ratings provided for each. People

with dementia, carers and health

professionals were consulted, the

HSCB says, and gave feedback

on design and content. Lisa

Simmons, who works for an app

evaluator called Orcha which

helped develop the service, said:

“This new resource will allow

users to find high quality, trusted

apps to empower them to self-

manage their condition, or assist

carers and family members help

keep their loved ones

independent and improve their

quality of life.” https://apps4

dementia.orcha.co.uk. 

Professor Mary Marshall has

written a new e-book entitled

Talking Murals. The free 

e-book, subtitled “the use of

murals in places where people

with dementia live,” covers the
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Blogs I’m watching 
by Mark Ivory
Sue Hinds takes time out to reflect on her

busy life as a speech and language therapist

in a blog post for Dementia Carers Count,

the charity dedicated to supporting family

carers. What is clear is that speech and

language therapy for Sue is not so much a

job as a vocation, something that

blossomed from a childhood growing up on

a farm and an all-important work experience

placement at the first “Headway House,”

where an inspirational character called

Roger Fitzsimmons was the speech and

language therapist. “They provided a day

centre to assist in long-term rehabilitation,

respite care and hospital liaison for people

with brain injuries,” Sue writes. “I was quickly

convinced this was exactly what I wanted to

do. I was totally inspired by his work.” Why

the step from brain injuries to dementia? Sue

says those early experiences gave her a

passion for understanding the workings of

the brain and the way these play out in

communication, partly because

communication sometimes gets forgotten

even though people’s relationships with

family and friends depend on it. “It can be

easy for us to just focus on what someone

needs, what they want, whether they had

enough to eat, whether they are warm

enough, whether the carers came in,

whether they are poorly etc. These things

are very important, but so is communication

for ‘fun’s sake’, and I would like us to focus

on sustaining these relationships as well as

‘getting jobs done.’” But you can’t help

feeling that’s the whole point for Sue – it’s

more than just another job.

https://dementiacarers.org.uk/news 

Equally enthusiastic is another allied health

professional, a physiotherapy student

named Calum Lawson who’s on a

placement with Alzheimer Scotland.

Physiotherapists are perhaps less

commonly seen in dementia care than

speech and language therapists, but Calum

clearly sees it as his mission to explain his

presence. In a post for the “Let’s Talk About

Dementia” blog, he says he’s mainly

involved in one of the charity’s day care and

community services, which include

therapeutic interventions like gardening

clubs, Zumba classes and brain gyms.

“Activity levels are high due to the activities

on offer,” he says, “but an exciting

opportunity is presented for me as I am the

first person with a physiotherapist

background who has been involved in this

service.” So, four weeks into his eight-week

placement, what’s the verdict? “Being on

placement in Alzheimer Scotland has

already taught me there is so much potential

with how we can work with people with

dementia as physiotherapists. Physical and

social activities can still play an integral role

in improving and maintaining a high quality

of life and a physiotherapist can help

introduce or adapt safe and meaningful

practice.” If Calum has his way, we’ll be

seeing more physios in dementia care: “I will

also make it my aim to spread the word

about what a physiotherapist CAN do for

people living with dementia,” he promises.

https : / / le tsta lkaboutdement ia .

wordpress.com 

Indefatigable blogger Beth Britton tells us

that she now has more than 200 blogs on

her D4Dementia site, some of them now

seven years old, so she has decided that

it’s time to revisit old topics. One of her

themes has been the nine years that her

dad spent in care homes after his dementia

diagnosis. Recently she spoke at the

National Care Forum Managers

Conference in a talk entitled “Being a

Change Maker for Family Carers,” where

she rehearsed the lessons that could be

learned from her dad’s experiences.

Lesson one is that a choice of care options

is important, lesson two is that care staff

should understand and empathise with

family carers, and lesson four is to

recognise family carers’ needs. But it was

lesson three that grabbed my attention, the

thorny issue of building trust. “The problem

with trust in social care is it’s very fragile,”

Beth says ominously. “Over the years,

we’d trusted owners who promised to

invest, but none really did what they

promised. The last owner destroyed all

trust by investing in the environment rather

than people.” It is the perennial temptation

to spend money on appearances which

may impress visitors and inspectors but

don’t necessarily do much for the people

who live and work there. As Beth puts it, “a

hotel environment is just window-dressing

if the care and support just isn’t there.”

https://d4dementia.blogspot.com

topic of interior wall decoration in

care homes and cautions against

overlooking the potential impact

of murals on people with

dementia, who may find them

confusing. Published by the

HammondCare Dementia Centre

in Australia, it is a guide to the

ethical and practical use of

murals in care homes. “A mural

should not be purchased without

careful consideration of the pros

and cons,” says Professor

Marshall in the book. 

www.dementiacentre.com/

resources. 

VisitScotland and VisitEngland

have joined forces to launch a

practical guide for businesses

called Dementia-friendly

tourism in partnership with

Alzheimer’s Society. The guide

offers top tips to tourist hotspots

on making themselves more

dementia-friendly by raising

employee awareness and

understanding of how physical

environments and facilities in

hotels and other businesses can

be made more accessible.

Setting out the benefits to be

gained from catering for this

market, the guide shows tourism

businesses that the necessary

changes are often simple and

inexpensive. 

www.visitbritain.org. 

Groceries giant Unilever has

allowed its advertising archive,

including many iconic brands, to

be reproduced on a smartphone

app owned by National

Museums Liverpool. Called My

House of Memories the app

includes visual and audio

prompts encouraging people

with dementia to engage in

conversation about famous old

adverts and packaging for

Domestos (“Big Bad Dom”),

Persil (“Wash Whiter”) and Jif

(“the simplest way to squeeze a

lemon”), among others. Unilever

head of archives Claire Tunstall

said that “many of our brands

have played a memorable role in

family life for generations and

continue to do so every day.”

www.houseofmemories.co.uk. 

A novel transportation project has

resorted to crowdfunding as it

attempts to tackle social isolation,

physical fitness and high pollution

levels all at once. The Ride Side

by Side project, being pioneered

in west London, aims to enable

older or less mobile people to

make short trips to

appointments, shops and local

amenities on a “side by side”

cycle. The project is raising

money for three of the cycles and

a rider for each, trips on which will

be booked over the phone by the

older person who will cycle

alongside the rider. According to

Ride Side by Side, the project will

bring health benefits to the

people least likely to get exercise.

www.ridesidebyside.org. 

Sheffield’s Remember When

Café has scooped a top local

award for its special welcome to

people with dementia. The café,

awarded first prize for Age

Friendly Sheffield Business, was

described by the organisers as “a

lovely place that caters well for

everyone but is especially

welcoming to older people and

people with dementia”. Members

of the public were asked to

nominate businesses for the

award. ”  www.facebook.com/

Rememberwhensheffield. 

Ladder to the Moon has

launched a Rapid Creative

Improvement Programme,

which the consultancy and
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Events

training provider bills as an

intensive creativity and innovation

programme to achieve change in

care services. Under the

programme, which involves five

days working with the staff team,

Ladder to the Moon consultants

aim to complete an audit of the

current situation, deliver rapid

achievement of a service priority,

embed characteristics typical of

Care Quality Commission (CQC)

“good” and “outstanding” ratings,

and provide recommendations to

sustain change. The programme 

has been piloted with

Greensleeves Care.

www.laddertothemoon.co.uk. 

A new care and business

consultancy, which says it will

assist care homes in achieving

CQC “outstanding” ratings, has

been launched. Chrysalis

Innovations, based in the south-

west of England but covering the

whole country, offers to support

care services and businesses to

“develop a transformational

culture.” It has been started by

business consultant Paul

Courtney, who says that the

“Chrysalis” programme he

produced four years ago, has

already helped four nursing

homes achieve top ratings.

www.chrysalisinnovations.net. 

Canford Healthcare has been

trying out a colour-coded

utensil range from catering

supplier Caterplus. The utensil

range includes several different

sizes of spoodle – a cross

between a spoon and ladle – as

well as ladles, scoops and tongs.

Each serves out a precise

amount of a particular food and is

designed to ensure residents

benefit from consistent and

nutritionally balanced portion

control. The utensils were

introduced to Canford’s

Mayflower care home in

Gravesend during Malnutrition

Awareness Week. 

www.caterplus.co.uk 

Care software provider Log my

Care has created a Care Plans

and Assessments tool to help

with drawing up and managing

people’s care plans. According to

the company, the new tool allows

care managers to create

individual care plans in line with

CQC requirements, information

flowing smoothly from pre-

assessment stage to care

planning stage while the tool also

prompts assessment and

identification of risks associated

with specific activities of daily

living. It avoids what Log My Care

claims is a common problem,

namely having to enter the same

basic information repeatedly in

various places. Potential buyers

are invited to take part in a one-

month free trial of the tool.

www.logmycare.co.uk/care-

plans. 

Elder care expert Deborah Stone,

who runs the website

www.maturethinking.co.uk, has

written a book titled The

Essential Family Guide to

Caring for Older People. The

book is intended to provide

families with information and

advice to make informed choices

about care provision for their

relatives. It covers the funding of

care, health issues affecting older

people, coping with a caring role,

and juggling family, work and

caring responsibilities while

looking after oneself as a carer. 

www.maturethinking.co.uk. 

New signs have been co-

produced by people living with

dementia as part of the Any

Disability campaign, which

aims to improve toilet accessibility

for people who have either a

physical disability or a “hidden

disability” like dementia. Signage

for toilets, exits, lifts and waiting

areas has been produced by the

campaign, premised on the

notion that such signs often

contain confusing symbols or

information. There are 15 new

signs, all aiming to make it easier

for people with dementia to find

their way through public spaces.

Campaigners hope that the signs

will be rolled out nationally and

raise public awareness of non-

visible conditions. 

https://blog.studiolr.com. 

Author Jane Hardy claims to have

discovered how it is possible to

slow down the progress of

dementia and even set it into

reverse, in a new book about

caring for her mother, Pink

Slippers: Mum, Dementia and

Me – A Story of Hope. In the

book Hardy tells the story of how

her mother went from sad and

angry to visiting friends, being

mobile and enjoying life again.

Even her memory improved, says

the author.  

https://shop.alzheimers.org.uk. 

A common issue for people with

dementia is when to stop driving

and Admiral Nurse Joanne

Freeman has some thoughtful

advice to offer. In her blog on the

Dementia UK website Freeman,

who works on the Admiral Nurse

Dementia Helpline, writes in her

Driving with Dementia blog

about legal requirements and

possible outcomes when driving

becomes problematic for the

person. She also responds to

questions commonly raised on

the helpline, such as “my father

needs to stop driving and is not

safe – what can we do?”

www.dementiauk.org/driving-

with-dementia. 

Stirling University’s Dementia

Services Development Centre

(DSDC) has produced a

Products for Dementia guide,

which gathers together some of

the dementia care-related

products accredited by the

DSDC’s Product Accreditation

service since it was launched in

2017. Products are accredited on

the basis of evidence-based

design principles having been

approved by a multidisciplinary

team of nurses, designers,

architects and researchers.

Among the products included in

the guide are flooring, taps and

showers, clocks and mobility

aids.

www.dementia.stir.ac.uk. 

n 16 January

Prevention and public health in

England

London conference tying in with

the government’s recent green

paper on prevention in the 2020s.

Information at www.

westminsterforumprojects.co.uk. 

n 6 February

The future for NICE in health

and social care

Morning policy conference in

London to be addressed by NICE

deputy chief executive Professor

Gillian Leng. Details at www.

westminsterforumprojects.co.uk. 

n 10 March

Reducing health inequalities in

England

Conference in London to share

learning on health equity and

closing the life expectancy gap

between richest and poorest.

More details at www.

westminsterforumprojects.co.uk. 

n 17-18 March

Research Conference 2020

Alzheimer’s Research UK

conference on the latest findings

in dementia research at the

International Convention Centre

Wales in Newport

Information at www.

alzheimersresearchuk.org. 

n 19-21 March 

ADI International Conference

Taking place in Singapore, the

Alzheimer’s Disease International

event will be titled Hope in the Age

of Dementia: New Science, New

Knowledge, New Solutions. Go to

www.adi2020.org. 

n 18-19 May

Alzheimer’s Society Annual

Conference

Call for abstracts now open

covering brain health, dementia

pathway, dementia friendly society

and technology. More at

www.alzheimers.org.uk. 

n 5-6 June

The Alzheimer’s Show

Held at London’s Olympia the

conference and exhibition

provides information and

resources while showcasing

products and services. Details at

www.alzheimersshow.co.uk. 

n 15-16 June 

2nd International Summit on

Aging and Gerontology

Conference on social aspects and

implications of ageing, taking

place in London. Details at

www.agingcongress.com. 

SAVE  THE  DATE: 29th April 2020 

Journal of Dementia Care conference in Birmingham: 

Arts & Diversity in Dementia Care 
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HEALTHINVESTOR PUBLISHER ACQUIRES CARING TIMES AND JOURNAL OF DEMENTIA CARE

Investor Publishing’s range of health titles now reaches c.100,000 readers* 

with an expanding readership in Asia Pacifi c. With a readership comprising 

investors, advisors, operators and solution suppliers, Investor Publishing 

can connect you to the decision makers shaping health, dementia and 

social care. To advertise please call +44(0)20 7104 2000 or 

email sales@investorpublishing.co.uk

The acquisition of Caring Times and the Journal of Dementia Care creates a 

media organisation responsible for more than 50 annual events delivering 

thought leadership and networking opportunities across the UK, Asia, 

Middle East and the US. To fi nd out more please call +44(0)20 7104 2000
or email events@investorpublishing.co.uk

*based on 2017 annual survey and distribution analysis
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