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Green shoots emerging
in a barren landscape
Mark Ivory, Editor, Journal of Dementia Care

I

n this issue of JDC, we cover our usual wide range of topics,
from digital support for people with a rare dementia, cognitive
rehabilitation and social prescribing to volunteering in
hospitals and end of life care. We even talk about the rights and
wrongs of bus stops in care homes – are they merely an act of
deception or can we justify taking someone with dementia to wait
for a bus that never comes? Toby Williamson, who used to have
his doubts and led the Dementia Truth Inquiry a few years ago, tells us about his
“road to Damascus” moment.
Of course, we discuss these topics against the horrendous backdrop of
coronavirus, deaths from which were mercifully much reduced as we went to press.
The fact that well over 30,000 people have died from coronavirus in care homes is
an indication of the impact on people with dementia, who make up around 70% of
the care home population.
But the repercussions go further still, as we report in this issue. Dementia
diagnosis rates, which shot up after the 2009 National Dementia Strategy called for
“good quality early diagnosis and intervention for all,” have stalled for the first time.
Alzheimer’s Research UK is among those “extremely concerned” by a 40,000 drop
in diagnoses between February 2020 and January 2021 which the government has
pledged £17 million to try to reverse.
As Jackie Pool mentions in her article about the ground-breaking cognitive
rehabilitation programme GREAT CR, diagnosis rates are part of a bigger picture.
In a report last year Age UK found that older people were not accessing health care
for chronic or long-term health conditions for fear of the virus and taxing an
overstretched NHS, nor were they receiving the help, care and support needed to
sustain their health and wellbeing. In a family survey by a coalition of dementia
organisations, a staggering 92% said that their loved one’s dementia symptoms had
accelerated during the pandemic. Loneliness, isolation and sparse services will have
lasting impacts on physical and mental health.
However, as Jackie also suggests, opportunity often takes root in stony ground.
GREAT CR has a strong evidence base, improves everyday functioning and can be
implemented in care homes and quite likely domicilary care too. Better still, there is
a practitioner training programme run by Exeter University. In another article
Veronica Franklin Gould explains how “social prescribing” – primary care referrals
to arts and wellbeing activities – can help to combat feelings of fear and loneliness.
Note that she says social prescribing can bridge the provision gap between
symptom onset and diagnosis, a gap that can only have widened. Arts 4 Dementia
will be running a conference for those who want to find out more on 20-21 May.
These may look like green shoots in a barren landscape when there is so much
policymakers must do to make the care system fit for purpose. But such initiatives
can certainly contribute to our national recovery.
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@investorpublishing.co.uk
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NEWS

News in brief
Shortages hit palliative care
A comprehensive review of dying, death and bereavement during the
pandemic shows how shortages of PPE, essential medicines and
equipment meant that palliative care teams were unable to provide
adequate care for patients and their carers. Experts warn that the last
year has been a stress test for community-based palliative care, which
was “stretched to and beyond capacity”. A joint study by the charity Marie
Curie and three universities argues that it is essential to learn lessons from
the pandemic if palliative care is to be ready for a projected 100,000
increase in annual deaths in 20 years’ time. “Palliative and end of life care
must be an essential part of the health and social care system and not a
forgotten after-thought,” said Marie Curie chief executive Matthew Reed.
Go to www.mariecurie.org.uk for the Better End of Life Report 2021.

Survey of care home visits during pandemic
Disruption to care home visiting has been a major feature of the pandemic
and a new research project by Leeds Beckett University aims to identify and
share best practice on visits. Project leader Professor Claire Surr is seeking
residents’ relatives, care staff, managers and others to take part in the
research, which will examine barriers and facilitators to visiting during the
pandemic. Participants will be asked to complete a survey, helping
researchers to determine what would help care homes to adopt approaches
that are closest to usual practice for family and friends visiting a person with
dementia. To access the survey page, go to http://bit.ly/2OT4uvu

Care homes urge caution as lockdown eases
While the gradual easing of
lockdown restrictions has been
widely welcomed, care homes
have urged caution in case it
sparks a resurgence of
infections.
From April residents in
England have been allowed
indoor visits from two regular
visitors with whom they can
have physical contact. In
parallel, things like window
and outdoor visits are
continuing from a broader
range of people.
Alzheimer’s Society, which
has been campaigning for
family carers to be recognised
as integral to care, said it was
“essential” that visits were
seen as the default position.
“People with dementia have
been worst hit by the
pandemic and have endured
months of isolation, with

absolutely tragic impact on
both them and their families,”
said the charity’s head of
policy Gavin Terry.
But the Independent Care
Group (ICG) said that, while it
was pleased to see residents
and relatives reunited, it was
also necessary to be “cautious
and careful.”
As Office for National
Statistics figures showed
weekly care home deaths
from Covid-19 fell to 151 in
March, ICG chair Mike
Padgham said there was a
“real risk” infection rates
would rise again as more
people ventured out.
“We saw the last time
restrictions eased that care and
nursing homes suffered,” he
added. “We must be extremely
cautious to prevent that
happening again.”

Action on Rights in Scotland
As lockdown measures ease north of the border, an Action on Rights
team has been created by charity Alzheimer Scotland with funding from
the Scottish Government. It is helping to implement the government’s
Open with Care visiting guidance, providing emotional and practical
support to families and friends of care home residents. The charity said
the Action on Rights team would provide advice on visits and help
families have informed discussions with care home staff responsible for
arranging visits. “The Scottish Government have agreed that another
level of intervention is required to support families and friends who are
experiencing trauma because of the loss of meaningful contact,” said
Alzheimer Scotland chief executive Henry Simmons.

Dementia Action Week 2021
Dementia Action Week, organised by Alzheimer’s Society, runs from 17
- 23 May. The week is seen by the charity as an opportunity to urge the
government to rebuild social care and it is calling on its supporters to take
part. Posters and flyers can be ordered from www.alzheimers.org.uk

‘Worrying picture’ over DNACPRs
A “worrying picture” of poor involvement by people using services has
been found to lie behind do not resuscitate decisions during the
pandemic. This verdict from the Care Quality Commission (CQC) comes
in its final report on DNACPR decisions, which calls for a ministerial
oversight group to take responsibility for delivering improvements. In an
interim report before Christmas, the CQC found that unprecedented
pressure on care providers and rapidly changing guidance may have
led to DNACPR decisions being “incorrectly conflated” with other critical
care assessments. The CQC heard from stakeholders that blanket
decisions had been made without consulting the individuals concerned.

Dementia diagnosis rate falls
A significant fall in the dementia diagnosis rate has been flagged
up by Alzheimer’s Research UK (ARUK), which said it was
“extremely concerned”. According to figures from NHS Digital,
diagnosis rates dropped by 40,000 between February 2020 and
January 2021, from 471,252 to 429,858.
These figures represent the total number of people in England
with a coded diagnosis of dementia. While the government’s
Covid-19 mental health and wellbeing action plan promises £17
million to tackle the drop in diagnosis rates, ARUK said it was
worried that many people with suspected dementia were not
seeking medical help during the pandemic. Susan Mitchell, head
of policy, commented: “It is extremely concerning that the
dementia diagnosis rate has fallen during the past year. While we
are disappointed by the figures, we hope they will act as catalyst
for urgent change in the way we diagnose dementia.”

Online course on communication
Vamos Theatre, which works with dementia care professionals on nonverbal communication, has created an online course to help health
professionals communicate with their patients remotely. The course Communicating Through Covid Times - explores communication via
video call and phone that would previously have been done face-toface. “The course helps participants understand why today’s
communication methods add additional pressures and offers
supportive strategies to help,” said course leader Rachael Savage.
www.vamostheatre.co.uk/CTCT.
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Poetic justice: Residents and staff at care home group Nellsar have made a
moving video of a poetry reading to mark a year since the first Covid-19
lockdown. In the poem, titled Thank You, they express gratitude to all who
have made the experience easier to bear. Here is a link to “A special thank you
from Nellsar” www.nellsar.com/videos

NEWS

First Covid-19 vaccine dose provides
significant protection in care homes
Care home residents gained
substantial protection against
Covid-19 from a single dose of
either the AstraZeneca or Pfizer
vaccines, University College
London (UCL) researchers have
found. Health data from more
than 10,000 residents indicated
that a single dose had prevented
56% of infections after four
weeks and 62% of infections
after five weeks.
Finding that the two
vaccines were equally effective
in this group, whose average
age was 86, the study
indicated that even residents
who did become infected after
the vaccine were less likely to

transmit the virus to others.
“Our study suggests that both
vaccines are effective at
reducing infections in frail, older
adults,” said Dr Maddie Shrotri
from the UCL Institute of Health
Informatics. “The new evidence
is important because there is
currently limited data about
vaccine efficacy for this
vulnerable population.”
Alzheimer’s Society said the
results would enable more
meaningful visits to residents
from relatives and friends,
adding that social isolation had
resulted in “shocking levels” of
deterioration in people with
dementia.

‘Urgent need’ for dementia-friendly housing
MPs have highlighted an
“urgent need” to ensure that
housing is built in a way that
anticipates the care and
support needs of people with
dementia. An inquiry by the
All-Party Parliamentary Group
(APPG) on Housing and Care
for Older People says in a new
report that new homes should
be “dementia-ready” from the
outset and that housing should
be firmly embedded in
dementia care pathways.
Pulling together evidence,
research and analysis, the
report makes investment
recommendations to
government, offers practical
guidance to housing providers
and “dementia-proofs”
national design principles.
Many ordinary homes require
significant investment to bring
them up to date and adapt
them to support people living
with a variety of needs

including dementia, it says.
The APPG inquiry heard
evidence from 14 people,
including people with
dementia, carers’ organisations
and NHS workers. Inquiry
chair Lord Best said getting
housing right made a “huge
difference” for people living
with dementia and their carers.
“Our inquiry shows how
‘right-sizing’ or adapting the
home can avoid or postpone a
move into residential care,
saving places there for others
who really need them,” he
added. “Our recommendations
challenge politicians and
practitioners but also ourselves
to get ready for a future when,
despite increasing numbers,
everyone with dementia can
have a fulfilling life.”
Housing for people
with dementia - are we
ready? available at
www.housinglin.org.uk.
Time for action:
Cambridgeshire care group
Askham Village Community
has called for more young
people to consider a career in
social care. It chose Young
Carers Action Day to make
the appeal and highlighted
sisters Rebecca (left) and
Chloe Browning, who both
work at Askham with their
mother Mandy Ladds (centre).

News in brief
Infection control funding extended
Care home infection control funding from the government has been
extended until ther end of June with a cash boost of £341 million. The
additional emergency funding for social care is to support infection
prevention, control and rapid testing. Vic Rayner, National Care Forum
CEO, said the new money was welcome but added it was “impossible
to not note the disparity in treatment of social care and the NHS”.

Dementia risk rises after Covid-19
Dementia risk is heightened in people who have had Covid-19, particularly
those who needed intensive care, a study published in Lancet Psychiatry
suggests. Looking mainly at US health records Oxford researchers found a
link between a diagnosis of covid and a diagnosis of one of several
psychiatric and neurological conditions, including dementia, in the following
six months. “Services must be prepared to deal with a large number of
potential dementia cases,” said Alzheimer’s Research UK head of research
Dr Sara Imarisio.

New Office for Health Promotion
The government has pledged to prioritise public health by establishing a
new Office for Health Promotion (OHP) within the Department of Health
and Social Care. The OHP will take over public health promotion from
Public Health England. Alzheimer’s Research UK (ARUK) said dementia
prevention should be a priority but pointed out that the government
policy paper accompanying the OHP announcement had made no
mention of dementia. “We are concerned that this report lacks the detail
needed to effectively overcome the challenge of dementia prevention,”
said ARUK head of policy Susan Mitchell.

Social care workers on ‘poverty wages’
Labour Party deputy leader Angela Rayner called for social care workers
to earn at least £10 an hour and said that “poverty wages” were holding
back the economy. She told the Unison Women’s Conference that a pay
rise was well overdue and “the least they deserve” after the dedication
care staff had shown during the pandemic.

Top tips on visiting from My Home Life
My Home Life, which promotes quality improvement in care homes, has
posted Top Tips for supporting nominated visitors coming into see residents.
Put together by a group of Essex care home managers, the practical tips
focus on helping care teams to welcome nominated visitors so that they feel
confident and safety is assured. As for the future, they recommend building
on what has worked during the pandemic. “Keep the phone calls and Zoom
meetings going,” they advise. www.myhomelife.org.uk

Nurse recognised in awards
A South Africa-born dementia care nurse has had a dedication throughout
the pandemic recognised by the Market Third Sector Care Awards. Gladys
Nkhola, who works at the independent hospital Monet Lodge in
Manchester, was given the award for her contribution to compassion in
nursing. Monet Lodge provides residential care for people with complex
dementia and is operated by the charity Making Space. Joby Raju, clinical
lead at Monet Lodge, said: “Gladys has dedicated her life as a nurse to the
care of others. At 75, she continues to work tirelessly and
compassionately, night after night, to ensure that the patients in her care
receive the absolute best care that they deserve.”

New care recruitment campaign
The government hopes to mobilise thousands of people out of work or
on furlough into social care with a new “Care for Others, Make a
Difference” recruitment campaign. The campaign in England emphasises
short-term as well as long-term opportunities, suggesting that
“jobseekers, volunteers and people on furlough” could register their
interest in personal care, wellbeing support, collecting and delivering
supplies, or “helping out with the cooking and cleaning”.
More News in brief on p10
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JDC asks...
In its new white paper on NHS reform, the government
holds out the prospect of “innovation and integration”,
learning the lessons from the pandemic. What should
NHS reform mean for dementia care?

From left: Jo James, Susan Mitchell, Paul Edwards, Nori Graham and Jill Manthorpe

T

he government’s NHS
white paper, Integration
and Innovation, was
published in February and
appears to be quite encouraging
on the face of it. It speaks of the
importance of integrating
health with social care and local
government, and it emphasises
the need to strengthen
accountability and develop a
more user-centred model of
care.
But in spite of stating that it
remains “committed to reform”,
it does not address the
significant pressures in social
care – although the paper is
clear that it is using the learning
from the Covid-19 pandemic to
inform it. If this is the case, one
has to question why there is so
little mention of people with
dementia, who were the most
adversely affected group, had
their human rights violated as
Amnesty International said, and
were not kept safe during the
pandemic.
These issues have given rise
to reports by Amnesty
International and the Care
Quality Commission, as well as
calls for an independent inquiry
and a new ministerial oversight
body. A coalition of dementia
organisations led by
Alzheimer’s Society and
Dementia UK called in March
for “universal social care as a
legacy of Covid-19, free at point

of care, like the NHS, like
education.”
The government had an
opportunity, at a point where
the dementia community have
been bruised and battered by
their indifference and lack of
support, to offer a new way
forward which put the needs of
people with dementia and their
carers at the centre of this new
legislation. However, they have
failed, yet again, to prioritise the
needs of this group.
Jo James is lead nurse for
dementia at Imperial College
Healthcare NHS Trust.

G

overnment proposals to
reform the NHS rightly
seek to improve
integration. However, we must
also improve outcomes for
people with dementia, with
more accurate and timely
diagnoses, reducing dementia
risk, and making sure services
are able to benefit from progress
in research.
The success of the proposed
reforms will depend on the
NHS being able to recover from
the burden of Covid-19 and
implement improvements to
address the current service
capacity and workforce
challenges. More will need to
be done for people affected by
dementia, as has been
underlined by the impact of a
pandemic that has led to 43,000
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fewer diagnoses since March
2020 compared to the previous
year and a disproportionate
number of deaths. It has
highlighted the unique
vulnerability of people with
dementia.
Now, more than ever, we can
see that the solution needs to be
a research-led approach. If
Integrated Care Systems, as
proposed in the white paper, are
going to deliver for dementia,
they will need to improve
diagnosis of dementia, enable
more people to take part in
clinical trials, and ensure the
health system can adapt to
deliver new treatments as soon
as they become available.
With changes to public health
structures, we must ensure
there is better awareness about
how people can protect their
brain health and reduce their
risk of developing dementia.
There is currently very little
detail around how health
promotion will be delivered in
the future.
Susan Mitchell is head of
policy at Alzheimer’s Research
UK

O

ver the last 20 years,
dementia care has been
subject to frequent
reforms, none of which has
made significant differences to
people with dementia and their
families. The last year has

exposed many faults in our
approach to dementia, in
shocking and heart-breaking
ways for many.
Issues such as hospital
discharges, care home visiting,
lack of diagnosis, increasing
complexity and reductions in
support services have exposed
the fragility of service provision
and a lack of understanding at a
national and local policy level.
In that context you would have
thought that any NHS reform
(or indeed social care reform)
would seek to address what
really matters.
We know that dementia falls
down the gap between health
and social care; both systems
should be working in unison to
help support a society ageing
with dementia. The reality is
fragmentation of service and
lack of clinical ownership and
accountability.
Given the problems people
with dementia and their
families face, navigating a
fractured system leads to
increasing complexity and a
lack of timely support from
diagnosis. These challenges
often continue right through the
dementia pathway to the end of
life.
The NHS reforms and the
promise of social care reforms
(whenever they may be) divides
policy when it comes to
dementia care. In fact, what we

really need is investment in
dementia care in its own right,
and a revolution in thinking
and pathway development like
that which we saw in cancer
care in the late 1990s.
Paul Edwards is director of
clinical services at Dementia
UK

T

here are two major
problems affecting the
quality of care for people
living with dementia: lack of
integration between health and
social care and a seriously
depleted, underfunded work
force. The recent white paper
tackles neither of these.
The document describes
ways in which different parts of
the NHS, local authorities, and
independent sector will be
brought together through
Integrated Care Systems (ICS).
There are, however, no
proposals to integrate NHS and
local authority social care
budgets. This means that there
will continue to be unresolved
difficulties in the care of people
who need services from both
sectors, namely everybody with
dementia.
People with dementia need
the same skill mix in the people
looking after them whether they
are in hospital, in care homes or
receiving domiciliary care at
home. There is only one radical
way to solve this problem. It is
for the NHS and local authority
to commission services together
from a single budget.
Such an arrangement would
only be possible if the
geographical areas of ICSs were
co-terminous with one or more
local authorities. It would also
allow local authority care
assistants to be redesignated as
nursing/ health care assistants.
This would immediately
improve recruitment, retention
of staff and possibilities for
training and career progression.
Though a major step forward,
pooling budgets, in itself, will
not solve the serious problem of
the underfunding of social care.
The Prime Minister says he will
come forward with a bipartisan
policy to achieve adequate
funding by the end of 2021. If he
fulfils this promise, we can look
forward to real improvements

in the quality of care for people
with dementia. If he breaks it,
there is little chance of real
change.
Dr Nori Graham is emeritus
consultant in old age
psychiatry

W

hatever the name of this
proposed legislation, it
is not the promised
reform of adult social care. At
the time of writing, we hear that
this will be forthcoming –
hopefully this year – and
readers of DC will be hugely
interested in it because it may
well have a direct impact on
dementia care. In the
meantime, the white paper’s
proposals to reorganise the
NHS are important too.
There have been several
reorganisations of the NHS over
our lifetimes. Boundaries have
changed, responsibilities have
changed, activities have
changed, and funding
arrangements turned upside
down. Under the new
proposals, the key body we will
have to get used to is our local
Integrated Care System (ICS);
these have already begun to be
set up, in some areas in rather
shadowy form.
One of their roles is to work in
partnership with other bodies
like local authorities.
Something similar exists in
learning disability services,
which have been used to
Partnership Boards for many
years and have seen these as
good ways to consult and
communicate. It would be
timely to talk to them about
how they see partnership and
what they have learned at local
level.
In my experience, these can
be powerful bodies to shape
strategies and commissioning,
but they can be talking shops or
simple rubber stamping of
actions taken. So, watching out
for ICS is the first watchword –
and making contact, looking at
their websites and talking to
key players. And if you are in an
ICS, reaching out to key
dementia care groups would be
wise and very likely enjoyable.
Jill Manthorpe is professor of
social work at King’s College
London

Dementia Diaries
People living with dementia from groups in the DEEP network
are using a voicemail service to record their thoughts and
experiences… wherever and whenever they feel like doing so.
This time, we feature three of our male Dementia Diarists, each
reflecting on an issue which is close to his heart:
First, Clive Rogers talks about the friends he’s
made from Zoom groups with other Dementia
Diarists, and with groups in the DEEP Network:
“I was in the Air Force for 26 years and we moved
around every couple or three years. So, although
you make friends, you don’t make true friendships which are
lasting… So I’ve got friends on these groups (DEEP and
Dementia Diaries) that I feel more of an affinity to than I have for
anyone in the whole time I’ve been in the Forces almost. Even
though I haven’t even actually physically met them. And I’m
really looking forward to when this Covid [ends]…that we can
meet up and we can get together as a group…”
Secondly, Keith Oliver reflects on what it’s like to
have dementia, and how insulting some
misguided comments can be:
“No two days and no two people are
identical…Because there is no one true
representation of dementia. It is a progressive condition, which
in my case is Alzheimer’s, the disease of the brain. And it can
be tempting for people in their ignorance or naivety to think,
and indeed say, “You don’t look like you have dementia”. This
is both distasteful and insulting. I wonder, would someone with
cancer face the same question? I’m sure they would not.”
And thirdly, James McKillop has some sound
advice for conference organisers who invite
people like him to give presentations:
“A lot of people diagnosed with dementia have
never spoken in public in their life, so it is difficult.
What has happened to me on a couple of occasions was even
worse. I was told what I wanted to talk about, so I did my
presentation. I can’t remember anything, so I’ve got to read it.
So I did that, and then the night before I was asked to talk
about something different. So, I did that, and then next
morning when I went there, ‘oh, can you talk about this?’
That’s happened twice…So, people should give people with
dementia who are presenting a wee bit more respect, and
understand they’re dealing with a problem. And if you’ve asked
them to do something, let it go ahead – don’t change it at the
last minute.”
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 steve@myid.org.uk. Thank you for your support!
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News in brief

NAO report: Public spending
watchdog the National Audit Office
(NAO) has criticised the government
for ineffective oversight arrangements
over social care and lacking a
clear strategy for developing
accommodation for adults with care
needs. In a report on the adult social
care market in England, the NAO
says short-term funding settlements
have hampered long-term planning,
pointing out that 57% more over-65s
will require care in 2038 compared
with
now.
While
promised
government proposals for social care
have been delayed by the pandemic,
it has committed to produce a
strategy by the end of the year.
Contact sports investigated:
Links between contact sports and
long-term brain injuries, including
those resulting in dementia, are being
examined by a new parliamentary
inquiry. MPs on the Digital, Culture,
Media and Sport Committee are
leading a “concussion in sport”
inquiry, which will consider scientific
evidence for connections between
head trauma and dementia, and how
any risks could be mitigated. “We will
look particularly at what role national
governing bodies should be taking,”
said committee chair Julian Knight.
Saint Cecilia’s launches home
care: North Yorkshire care home
provider Saint Cecilia’s is branching out
into home care as it seeks to extend its
services across the area. The
Scarborough-based company, which
has four care homes and a day care
centre, said that home care would
“complete the jigsaw” of services. “To
survive and prosper in the current
economic climate, we believe that
Saint Cecilia’s needs to be a certain
size and the addition of home care
goes towards achieving that aim,” said
managing director Mike Padgham.
SCA founder retires: Erica Lockhart,
CEO of the Surrey Care Association
(SCA), retired at the end of March after
48 years of service to the care industry,
the last 35 years of which were
dedicated to improving care services
across the county. She helped found
the SCA in 2005 as a voice for
independent providers and said she
thought it was time for someone “new
and enthusiastic” to take up the role.
“With social care in the spotlight like
never before, now is the time to take
advantage of that fact, to broaden our
horizons and help us continue to grow
and expand on the enhanced
recognition and appreciation for the
vital work we do,” Lockhart said. SCA
chair Simon Carter paid tribute to her
hard work in championing the cause
of care providers.
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Support for eating and
drinking at end of life
A new booklet tells family carers what they need to know to help a
person living with dementia who has eating and drinking difficulties
towards the end of life. Bolanda ©arrado-Martín and colleagues
say why it is needed

P

eople living with
dementia often face eating
and drinking difficulties
towards the end of life, which
may include swallowing
problems (Arcand 2015), but
family and friends report a
lack of information about end
of life in general and nutrition
and hydration in particular
(Papachristou et al 2017). We
have developed a booklet for
family carers which we believe
will fill this gap.
Anxious not to duplicate
existing resources, we began
by mapping what was already
out there through Google and
other websites suggested by
members of our patient and
public involvement group and
other experts. Through this
search we found 13 resources
focusing to some extent on
eating and drinking towards
the end of life in dementia.
These resources varied
widely in the amount of
information and detail
provided, varying from four
pages to nearly 200 pages in
length. Overall, they were
general documents not
focussing on eating and
drinking difficulties at the end
of life in dementia, not
visually attractive (containing
plenty of text or only black
and white ink), and not
designed for a lay audience. It
was often unclear whether
family carers had been
consulted while developing
these resources.

What was needed?
When we looked at the
research evidence (BarradoMart n et al 2020) we found
studies had mostly focused on
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dementia in the early stages,
24 family carers, and 20
professionals who offered
advice and help with eating
and drinking.
People living with dementia
were unaware of the potential
eating and drinking difficulties
that often appear in the later
stages of dementia, while
family carers often had not
known either and reported
having struggled for some time
with them. Supported by the
patient and public involvement
group, we embarked on a codesign process with family
carers and professionals.
professionals’ experiences of
supporting eating and drinking
in hospitals or care homes and
often discussed tube feeding.
But the views of people with
dementia at an earlier stage in
the condition had not been
explored, nor the experiences
of families of those living at
home towards the end of life.
So, our booklet was
designed to meet the need for
a resource based on the
evidence but also reflecting the
views and experiences of
people with dementia and
their carers. We interviewed
20 people living with

Developing the booklet
We recruited 18 volunteers to
help our multi-disciplinary
team develop the resource.
These included former and
current family carers, speech
and language therapists, a GP,
nurse specialists in dementia,
an occupational therapist,
ageriatrician and a geriatric
medicine registrar. Among the
nine carers included in
co-design groups, five were
white British and four were
non-white British.
We met as two mixed
groups, twice for 90 minutes,

Main areas covered in the booklet
a) Eating and drinking difficulties in dementia
b) When to flag up eating and drinking difficulties at the end of life,
including strategies and “top tips”
c) Feeding options when there are swallowing difficulties
d) Things to discuss with professionals in future appointments
e) Support for family carers
f) Further resources, including results from the mapping exercise.

and held an additional
workshop with GPs and
primary care professionals in a
GP practice. After discussions
at each meeting, the content of
the booklet was developed
and refined. Between
meetings, we talked further
with five other family carers
who were members of the
patient and public
involvement group.
Despite aiming to involve
people with dementia in the
co-design process, we found
that those we spoke to in the
early stages did not want to
know more about potential
future eating and drinking
difficulties. They would rather
focus on the present, where
most had not noticed major
difficulties, and leave these
conversations to happen later
in their dementia journey if the
need arose.
Some said that these
conversations should take
place with carers, while others
accepted that their families
would make decisions about
this matter on their behalf. For
these reasons, it did not seem
ethical to invite them to codesign sessions where
problems with eating and
drinking would be discussed.
Everyone taking part in the
co-design process was invited
to email us with further
feedback after the meetings,
enabling us to improve the
booklet still more. Finally,
we approached experts
individually to ensure the
accuracy of clinical information
and seek their endorsement.

Key topics
During this study we
identified some key topics that
would need to be covered in
the booklet (see box). We used
a mix of formats and

presentation approaches,
including diagrams, quotes
from professionals, carers and
people with dementia, top
tips, flow charts, prompts and
visual images. It aims to be
both engaging and
comprehensive with a
professional design by our
funder Marie Curie.
The booklet has been
designed as a free electronic
resource in the first instance but
can also be downloaded and
printed. Although it is
primarily intended for family
carers, we hope that
professionals supporting
people living with dementia
towards the end of life will find
it useful too.
We welcome feedback on the
booklet, which can be downloaded at: www.ucl.ac.uk/
psychiatry/nutrition !
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PERSPECTIVES
How digital care systems can
help provide better dementia care
! Jonathan Papworth is the co-founder
and director Person Centred Software,
a digital care technology company.

By Jonathan
Papworth

According to projections, the number of
people with dementia in the UK was set
to soar to more than one million this year. Alzheimer’s Society has
said that one person develops dementia every three minutes.
Due to the significant rise in cases, guidelines from the National
Institute for Health and Care Excellence say that “all health and
social care professionals must be properly equipped to support
people with dementia at every stage.” With about 70 per cent
of people in care homes living with a dementia, residential care
settings have had to adapt.
By utilising advances in agile and innovative technology, care
environments have been able to implement software that
enables staff to provide a more responsive and personalised
quality of dementia care to improve residents’ quality of life.
Digital systems have become more widely available to meet the
demands of offering safe, comfortable environments for people
with any form of dementia.
By empowering staff with information on a person’s past life story,
hobbies and fears, they have the capability to draw upon it in
crucial situations to help someone with dementia. For example, if
a care home resident with dementia suffers with anxiety, there are
digital tools that can provide information, such as that person’s
favourite poem, and can help calm them and aid reminiscence.
It is now possible for new care staff to socially interact with a
resident with dementia without first asking the individual to
volunteer information about themselves. A simple click and
scroll on a hand-held device can show staff what a dementia
resident’s regular routine is, what they like to talk about, what
makes them feel better if they are anxious or upset, what is
important to them, and so forth. Interactions naturally become
easier and more interactive for both parties and friendships are
fostered through trust.
Furthermore, by creating a holistic resident profile that gives
staff immediate insight into how best to support people with
dementia, they are also complying with the Care Quality
Commission’s Key Lines of Enquiry (KLOEs) such as: “Do staff
know and respect the people they are caring for and
supporting, including their preferences, personal histories,
backgrounds and potential?”
Having a wealth of information at your fingertips that can
improve someone’s quality of life is a remarkable thing, and not
all that long ago was unachievable. Many care providers are
digitalising their care environments because they understand
that care technology is built to help and support the caregiver
and receiver at a rate never achieved before.
As cases of dementia continue to rise, so does our
understanding and capability to cope with the growing
numbers through the utilisation of user-friendly, person-centred
technology. Profile-building software allows care staff to
glimpse the lives of the person sitting in front of them and can
tell them what they need to know to provide better care.
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n the last month of my dad’s
life I visit him in his care
home in Wiltshire. The staff
here are great and he is
enjoying himself despite the
dementia he now has causing
some mild aggression and
swearing. When I sit with him
he tells me about the chats he
has with the staff, the jokes,
the banter. That is his overriding experience of the care
he receives – the social
exchanges. On this particular
visit, however, he looks
worried.
“I appear to be in
California,” he says.
A pause. I hear the wind
outside, staff down the
corridor, a call bell ringing. I
think: Gosh, he’s really lost the
plot now! I wait and
think…connect don’t correct
(Hughes 2009). Maybe he feels
like he is in California? I
wonder why. I back away from
going too far and reinforcing
this delusion: Oh yes, so we
are, look out the window, you
can see giant redwood trees!
With an attitude of curiosity,
I explore:
“California?” asked, quietly,
gently and affirmingly…
“Yes, perhaps Mollie will
visit. Her house is near here I
think…”
He was thinking about his
sister, Mollie, who does indeed
live in California. Perhaps he
was thinking back to a time
when he had visited her and
was, in his mind, literally in
California. Perhaps he was
hoping that he would see her
again before he died. He
didn’t, but this conversation
allowed us some time to think
about her, talk about her, for
him to share memories and
stories of his beloved little
sister. I am so pleased I
responded with a one-word
interested answer and that the
starting point was that one
word that he said.

Simply sharing
This article is written from a
very personal perspective. It is
not a description of formal
research. I work with people
with learning disabilities using
a communication approach
known as Intensive
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Have I told you
about my blackbird?
Intensive Interaction is a communication approach attending primarily
to an individual’s social and emotional needs. Jules McKim
illustrates it from a very personal perspective by describing
conversations with Helen and Frank, his own mum and dad

Jules’ father Frank

Interaction. This approach
aims to connect with people
who have significant
communication difficulties
and attend to their social and
emotional needs by joining in
or mirroring what they are
doing or saying (Nind &
Hewett 2005).
There has been some
research and articles on the
use of Intensive Interaction
with people with dementia
(Harris & Wolverson 2014) and
it forms the basis of “adaptive
interaction” (Astell & Ellis,
2011). Imitation is part of the
essence of our human
interactions (Astell & Ellis,
2006); indeed, didn’t Oscar
Wilde say: “Imitation is the
sincerest form of flattery.” But
really, it is a sort of modified
imitation, speaking the
person’s “language” by
joining in with what they can
still do or say and taking it
from there, without
expectations or goals other
than simply sharing human
companionship.
Several of the people on my
caseload, in addition to a
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learning disability, have
developed dementia and
moved into nursing homes.
Staff and carers have found the
approach really useful in
maintaining social interactions,
not just for the person referred,
but for others in the home. It is
this social – or “phatic” –
communication that seems so
important for people’s
emotional wellbeing (Hewett
et al 2019). I too have found it
invaluable in maintaining
connections with both my
parents right until the end.

Rehearsed and
practised stories
“Have I told you about my
blackbird?” My mum Helen
asks me this question every
time I visit her. How to
respond to this!? She too has
some mild dementia, or
“memory problems” as she
prefers to call it. Inside I may
well be experiencing turmoil
or a sort of “oh gosh not
again” kind of feeling. Part of
me wants to run from the
room screaming “shut up
about the stupid blackbird!!
Yes, you’ve told me – you’ve
told me a hundred times or
more!”
But she is my mum, she has
dementia, she wants to engage
with me and this a rehearsed
and practised story of some
interest – to her and me (more
interesting the first time to be
completely honest!). Every
morning at the same time a
blackbird comes and taps on
her glass front door. She can
tell it is the same blackbird and
it arrives at pretty much
exactly the same time.
After some months, when

she was weeding her front
garden, she turned and
realised that the blackbird
must be seeing its reflection in
the glass and was tapping at a
mirror image of itself. This
fascinated and tickled my
mum. So now I may answer
with:
“No, tell me?” or
“Blackbird, what about a
blackbird?” or perhaps with a
bit more honesty:
“Yes, I remember something
about that. Please tell me
again.”
And then, of most
importance, really, genuinely
leaning into her story with
interest, both verbal and nonverbal, smiling, nodding,
holding eye-contact, clarifying
details. Another repeated story
today: her tale of being
bombed in the war. This is
more detailed, emotionally
complex and long-standing of
course. What I find fascinating
about this story is that there
are occasional new details that
come out when she re-tells it.
She has said to me recently
that her old memories are
stronger and more vivid than
they used to be: “It’s almost
like I’m there again!”

Moments of deep
connection
A few months before the
pandemic, when we lived
those pre-pandemic times,
unaware of what was coming,
unaware of the depth of
connections we had and
! Jules McKim is Intensive
Interaction specialist care
coordinator at Oxford Health NHS
Foundation Trust.

enjoyed, I was over at my
mum’s on one of my regular
weekly visits. We enjoyed a
meal together, Helen not
eating much. Her appetite got
less and less, but she always
kept her hunger for puddings!
We had a typical rather
stilted conversation, going
over some of the same topics,
with pauses from Helen and
filling in the missing words
from me. One of the beauties
of repetition is that this
strategy of filling in the gaps
was so much easier – I knew
the script! I often felt that these
conversations made us both
painfully aware of our
different communication
competencies.
We moved to the comfy
chairs for pudding. Helen’s
favourite were the little pots
from Waitrose – cappuccino
mousse or lemon mousse as
we had this evening. After a
few mouthfuls, she licked her
lips and vocalised –
“mmmmm.” I copied, more or
less exactly the same
“mmmmm.” She laughed and
said “mmmmm” again, I
copied but extended and
added in an upward tone at
the end like a question:
“mmmmmmmmm?”
She laughed out loud, looked
up at me, we made eye-contact,
her eyes were sparkling. At
that moment, we were equal,
our communication skills,
meaning and enjoyment were
back on the same page, there
was no requirement to
remember words or names of
people or places. It was the last
moment of deep connection we
had. This is communication! It
wasn’t sharing news or facts
and figures or even wants or
needs. It was that sharing of
enjoyment, that sharing of
sharing itself and the wonder
and craziness of human social
communication. It was
profound and banal all at the
same time. Oh, for more
puddings with my mum!
Weeks later, covid struck,
Helen went into a care home,
communication became even
more problematic, but
moments of connection,
although brief, were still
possible.

Helen 4 above and (right) in
moments of connection with
her son Jules

There are two Helens now.
This is a little problematic as
they can’t be in the same place
at the same time. With her eyes
shut, my Helen goes inward,
becomes the other Helen, her
inner Helen, and drifts away
into memories and dreams. At
times she has been in London,
being seen by the very best
doctors who were “appalled
by how unwell she had been”;
at other times she has been in
Pembrokeshire enjoying
respite and recovery by the
sea. When she’s away she can’t
come back and refuses all
attempts by us and the carers
to care for the Helen we can
see and hear.

Watery depths of
consciousness
Talking with her now is like
fishing. I throw a fly on to the
surface and aim to tempt her
up from the depths. I riffle the
surface of her watery
consciousness with carefully
crafted questions, non-verbal
exhalations and affirmations
and words repeated from her
monologue. The line attaching
my fishing rod to the fly is
light in weight and nature.
Pull too tight and it will snap;
be too insistent and she’ll
swim down and again it will
snap. I don’t want to trick her
and pull her out gasping into
the light and dry and
unbreathable air; instead, I
need to swim with her a little,
draw the line in, bind us
together with connection and
empathy and memories, touch
and laughter and surface
together.
She slowly opens her eyes,

takes in her room. There seem
to be at least three stages to her
rising up and becoming aware
of her surroundings. She is
amazed each time – “I’m here!
How odd! I haven’t been here
in ages!” Up from the depths,
gasping a little, and by degrees
she comes back into her here
and now body, sitting up
straight, remembering her
aches and pains, the need to
use the loo, feelings of hunger.

Communication through
the barriers
We’re talking round corners,
through screens, through
masks, wearing invisible
smiles, dazzled by reflected
light off windows and our
inability to understand
FaceTime, taking up the worst
positions for effective
communication. I’m standing
in the flowerbed, leaning
through her window, hanging
over her right shoulder,
sliding the mask down at
times, stretching out and
holding her hand with an
awkward grip, using touch
but worried at the same time
about that touch. Damn
coronavirus!
I talk with the outer Helen.
It feels like I am a storehouse
for her memories and
experiences, providing
missing names, words and
experiences, supporting her
with a metaphorical jigsaw
puzzle, offering just the right
piece at just the right time,
piecing her disintegrating self
back together.
“It’s lovely when you’re
here!” she says.
“Even when I’m not here,
I’m still with you” I say – both
Vol 29 No 3

to reassure, and also as it’s
true, especially during her
current state of fluid
awareness, presence and
reality. If she is in
Pembrokeshire with this
doctor, why should I not also
be there with her?
We listen together to the
sounds of the hot water
system… “Listen!” she says,
“Swish! It sounds like the
sea!”, waves rushing up and
down a pebbly beach,
inhalations and exhalations,
rising and falling, coming and
going. We’re sat on Renny Slip
Beach in Pembrokeshire
watching the waves slide
through the kelp, parting and
combing it like mermaid’s hair.
When I was a kid, we used to
spend all day as a family on
this beach, sunbathing,
swimming, Helen singing
Amazing Grace to the seals.
That feels like a lifetime ago.
Now, I repeat “Swish” back to
her, we squeeze each other’s
hands back and forth, tactile
turn-taking that says it all,
with not a word exchanged. !
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T

elling the truth to a person
with dementia is fraught
with challenges when they
are experiencing a reality or
have a belief which does not
accord with the factual
situation that they are in. These
challenges range from personal
morals through to professional
standards of practice and they
can arise on a daily basis in
dementia care.
Discussed at length in
training events, conferences,
articles and reports, this matter
was also central to the
Dementia Truth Inquiry I set up
when I worked at the Mental
Health Foundation (Kirtley &
Williamson 2016, KartalovaO’Doherty 2014). But I have
come to see that, in one respect
at least, the issue is more
complicated than I thought it
was then.
I wanted the inquiry partly
because I had read a newspaper
report about a survey of how
often health care professionals
didn’t tell the truth to people
with dementia. An example
was given in the report of
walking a resident with
dementia from a care home to a
bus stop because the resident
was insistent on wanting to “go
home”, when in fact the only
home they had was the care
home.
Though an act of deceit
because the intention was
probably not actually to get on
the bus, to my mind the intent
was positive because it was
done to reassure and distract
the resident, alleviate their
distress, and provide some
exercise. It could also be argued
that it was done in the person’s
best interests, rather than
adding to their distress by
constantly denying their
(factually) false belief that that
they could “go home”.
As some readers may know,
bus stops became a staple
element of my presentations
about the Dementia Truth
Inquiry, partly because they are
a much used tool in dementia
care. I found pictures on the
internet of bus stops in care
home gardens and even inside
! Toby Williamson is an
independent consultant
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Bus stops in care
homes: all aboard?
Fake bus stops in care homes may be reassuring to some
residents but are they ethical? Toby Williamson used to be a
critic, but explains why he had a change of heart.

It didn’t really
matter that the
bus was never
going to come. It
was just a nice
place to go, meet
others and watch
the world go by
care homes, complete with sign
and seats. I know two care
homes where I’ve seen bus
stops like this.
Although I could see that
taking someone to a real bus
stop has some merits as a
strategy of care where
necessary, I felt that a bus stop
inside a care home, or its
garden, was more likely to
cause confusion and had little
potential for alleviating
distress.

Revising my view
Then I had a “Paul on the road
to Damascus” moment while
facilitating a workshop for
Dementia UK with a group of
Admiral Nurses. It radically
changed my view. One of the
Admiral Nurses described a
care home which had a bus
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stop in the corridor in such a
way that I had to revisit my
thinking on the subject.
She told how she had
overheard a conversation
involving a group of residents
in which someone said
something like: “Let’s go to the
bus stop for a sit down and a
chat”. It occurred to me that the
bus stop wasn’t about buses or
going somewhere, but that it
was really a place (or a
metaphor) where people
connected socially.
Reflecting on it, I thought
that for many people who may
have lived in the same place for
a long time and caught a bus
regularly from the same stop
(and maybe at the same time
each day), the bus stop itself
was a destination where you
met people you knew, chatted,
and perhaps caught up on local
news while waiting for the bus
to come.
If the bus stop was thought of
as a social destination, it struck
me that it didn’t really matter
that, in the care home case, the
bus was never going to come.
It was just a nice place to go,
meet others and watch the
world go by. If their social
purpose in the outside world
was just as important to people
as actually catching the bus,
perhaps some professional and
ethical concerns about care
home bus stops could be laid to
rest.
Of course, if not properly
thought through, bus stops can
be over-used, cause confusion,
and seen as a “fix” or
distraction for any resident
who seems distressed, a bit like
taking everyone to a fake pub,
or giving everyone dolls. Any
intervention like this needs to

be person-centred, as a way of
helping with social
connections, positive
interactions and
communication, based on
knowing the individual and
what works for them.
So, going to the care home
bus stop might work as a
response when a resident says,
“I want to go home”, though I
still think taking them to a real
bus stop if there is one nearby is
preferable.
But I now see how it can be
much more than pretending to
catch the bus. Bus stops can be
places where people are
transported socially, wherever
they may be, even if they aren’t
going anywhere. !
Acknowledgment
I don’t recall the name of the
Admiral Nurse who caused
my “revelation” but the
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2019, so if you read this and
remember, thank you!
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Social prescribing: a vital
means of access to the arts
Social prescribing can help to combat feelings of fear and loneliness in the often prolonged
periods leading to a diagnosis of dementia. Veronica Franklin Gould discusses arts
prescribing and how it can best be timed to nurture patients’ resilience in the community.

A

ccording to the Universal
Declaration of Human
Rights, everyone has the
right freely to participate in the
cultural life of the community,
enjoy the arts and share in the
benefits. Yet for the many
people awaiting a memory
assessment and possibly a
dementia diagnosis, the right
to arts participation has been
hard to access – until now.
Arts 4 Dementia has held
cross-sector meetings in every
NHS region across the UK to
explore and explain patients’
diagnostic experience and
how arts prescriptions can be
offered in the future. Bringing
together academics and health
professionals – including GPs,
old age psychiatrists and
social prescribers – we
discussed the many advances
now under way.

Opening the door to
support through the arts
“Social prescribing” provides
a mechanism by which
patients in primary care can be
referred to arts activities.
Every GP now has access to
link workers – also known as
social prescribers, community
connectors and social or care
navigators – who can open the
door to support at the onset of
symptoms.
By enabling patients to
choose arts or wellbeing
activity to preserve their brain
health, social prescribing
empowers them to transform
the diagnostic experience, to
override fear and trauma and
! Veronica Franklin Gould is
director of the social prescribing
(arts & wellbeing) for the dementias
programme at Arts 4 Dementia.
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to enable both them and their
companions or carers to stay
connected as valued members
of the community.
Successive lockdowns have
shown how enjoying the arts
sociably, even on Zoom,
provides a lifeline out of
isolation, to learn a new skill,
to create, and to challenge
ourselves. A review of the
evidence base by University
College London (Fancourt et al
2020) demonstrated the value
of the arts for wellbeing,
highlighting how dance and
drama improved cognitive
function.
In particular, this review

purpose. If a diagnosis is given
and individuals are working
towards a creative outcome,
sharing interests in company
with others on Zoom or faceto-face, cultural support in the
community can continue in
spite of dementia.

Link workers – time
to talk about well-being
To relieve time pressure on
GPs who have just 10 minutes
per patient, the NHS Long
Term Plan announced the
introduction of link workers
with special time for patients
to discuss non-medical needs
and what matters most to

The focus is on brain health rather
than dementia. The activity should
address the person’s interests,
strengths, and what they’d like to
try... If a companion is involved too,
they can practise between sessions
highlighted the earlier stages
of cognitive impairment: in
mild cognitive impairment,
creative activities can improve
general cognitive function and
memory, while in mild to
moderate dementia, music
enhances episodic memory,
attention, executive function
and general cognition.
In the run-up to a dementia
diagnosis, when tests can
make people feel anxious
about their “failing” brain,
joining a weekly arts or
wellbeing group for brain
health can restore a sense of
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them in life with a view to
enhancing their wellbeing.
There are now more than 1,500
link workers based in
surgeries or hosted by
voluntary sector or other
agencies. They work with
patients to develop plans
tailored to their strengths and
interests, such as the arts, and
to connect or even accompany
them to local groups and
support services.
GPs or their practice staff
can access them either directly
through the surgery, or by
direct email to agency-based

link workers who respond
within days and may allot a
specialist worker particularly
suited to the patient. They
provide support either for six
months or a year or for as long
as is needed.
If there are no local activities
of interest to the patient, they
may work with a community
builder or developer towards
a new intervention and may
also liaise with the clinical
commissioning group
dementia lead for financial
support. Where there are arts
activities of interest, the
individual or their family can
self-refer to the provider, or
the link worker can do so.

Bridging the gap in
an anxious time
In this way GPs who have
access to link workers can
bridge the provision gap for
patients in the often anxious
and confusing period between
the onset of symptoms and a
diagnosis of mild cognitive
impairment or a dementia,
which can happen months or
even years later.
Social prescribing can be
offered at any stage during the
patient journey from first
presentation at the surgery
with symptoms through to an
appointment at the memory
assessment service and
diagnosis. But its natural place
in the diagnostic pathway is
when the GP refers the patient
for memory assessment.
Waiting times between
referral and first appointment
can be months and, since
Covid-19 has prevented
diagnosis in a single day, the
wait is likely to be still more
prolonged. To preserve

worry and the “speaker view”
facility emphasises the person,
whether leader or participant,
and encourages interaction.
But to address challenges,
arts teams may be willing and
able to guide participants in
setting up the technological
arrangements. Public libraries
can lend iPads and provide
technical support, while (for
example) the splendid
Northern Ireland charity
Deeds (Dementia Engaged
and Empowered in Derry &
Strabane) has provided all its
members with tablet devices.

Training and partnership

Viewing the Science Museum Wellcome Medicine Galleries was part of Arts –ementia’s pre-pandemic
workshop programme. Yhoto credit: Jennie Hills Science Museum Group.

resilience both at home and in
the community, it is advisable
to get arts prescriptions under
way at memory assessment
referral, otherwise during the
assessment itself, mindful that
each later stage means
worsening private strain at
home.

Activities that re-energise
and inspire
Arts and wellbeing
prescriptions should be for
activities that re-energise and
inspire people to take up
activities for brain health
rather than those branded for
dementia. Whatever the art
form, course leaders should be
trained in mild cognitive

Social prescribing resources
Arts 4 Dementia
https://arts4dementia.org.uk
Culture Health and Wellbeing
Alliance www.culturehealth
andwellbeing.org.uk
National Academy for Social
Prescribing https://social
prescribingacademy.org.uk
Social Prescribing Network
www.socialprescribing
network.com

impairment and early-stage
dementia awareness.
Monthly events can be a
treat, but weekly programmes
are best for keeping the brain
active; if both the individual
and their companion are
involved, they can practise
between sessions. Prescribed
by the GP as social, not
medical treatment for their
patient, the activity should
address their interests,
strengths and what they’d like
to try from the range of local
creative and wellbeing options.
In my experience, both
having helped set up arts for
early stage dementia and now
singing and dancing to
preserve my brain as a
septuagenarian, arts for older
people or to address a special
need tend to be more
imaginative and compelling
than those which are
mainstream.
Dance and physical exercise
for older people, men’s sheds
groups, poetry and drama,
museum talks and visual arts
courses are effective at the
onset of symptoms. Evening
singing suits those with
potential younger onset.
Weekly art, music and dance
activities for older people are
also available through south

Asian, African-Caribbean,
Sikh, Muslim, Christian,
Jewish and various black
elders’ groups.

Where to look for arts
opportunities
Arts 4 Dementia provides a
UK social prescriber directory
of arts opportunities for brain
health and dementia in the
community. The directory
signposts programmes by
postcode, art form, brain
health or dementia, day of the
week, date, remote access and
face to face.
Other resources (see box) are
the regional leads of the Culture
Health and Wellbeing Alliance,
the National Academy for
Social Prescribing’s Thriving
Communities Network, Social
Prescribing Network learning
co-ordinators, and local
councils can also signpost arts
prescriptions.
Arts and wellbeing
programmes have learned
from the experience of Covid19 and in future there are
likely to be more “blended”
programmes taking advantage
of technology alongside face to
face activities. Zoom presents
challenges but it also has
engaging benefits: people can
access activities free of travel
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Arts for Dementia provides
interactive Zoom training for
arts group leaders, arts and
medical students and link
workers, to explain the
challenges people face when
symptoms of mild cognitive
impairment or early stage
dementia arise, as well as the
significance of the existing
skills of people with these
symptoms and how best to
access these.
Cross-sector partnerships
are the key to sustainable arts
prescribing for brain health,
both to raise awareness and to
fund local provision. Local
councils have traditionally
supported arts for health
programmes, but the Thriving
Communities initiative now
encourages collaboration with
the NHS. This partnership
funding may go to local arts
organisations specifically for
social prescription referrals
and may also be the trigger for
addiitonal funding from NHS
Charities Together.
For more information on
social prescribing and the arts,
Arts 4 Dementia is running a
conference on 20-21 May:
“Arts for Brain Health: Social
Prescribing as Peri-Diagnostic
Practice for Dementia”. We
will also be publishing a
report on the same topic. !
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A new picture bookexplores
the landscape of dementia
Positive examples of how to live well with dementia can be hard to find, but John Killick
and Claire Craig have found a creative solution in the form of a picture book which they
believe will counter the negative images

B

oth of us have long
memories of living
through times when
dementia has consistently had
a bad press. We still regularly
see descriptions of it as “a
disease”, claims by
organisations about their
attempts to “fight it” and to
fund and find “a cure”, and
references by carers to
dementia as “terrible”,
“horrible”, “the most feared
illness” and “destructive of
identity”. The results of all this
negative publicity are that
anyone newly diagnosed is
likely to feel they have been
given a death sentence.
Instead, we firmly believe
that dementia is “a condition”
with multiple causes, that the
social and psychological
aspects are just as significant as
the medical, and that the
balance constantly needs to be
redressed. We take every
opportunity to present positive
examples of how it is possible
to live well with dementia.

Presenting the positive
The idea of a special booklet as
a contribution to this process
came out of a conversation
between one of us – John
Killick – and Sally Graley, a
dementia officer from Kirklees
in West Yorkshire, who has
since been involved with the
project throughout. Sally came
up with the title of the booklet
too: Discovering Dementia.
John took the plan to the
other co-author of this article,
! John Killick is a writer and poet,
and Dr Claire Craig is professor of
design and creative practice in
health, Lab 4 Living, Sheffield
Hallam University
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Claire Craig. The timing was
perfect. Claire had just secured
research funding exploring the
role of design and the arts in
challenging dominant medical
discourses around ageing. Her
enthusiasm and the funding
turned a concept into a reality.
First of all, we drafted the
outline: consisting of a series
of double page spreads, each
asking and answering a series
of questions which the
illustrations would reflect.
Claire found a young London
artist, Sophie Standing, whose
previous work seemed to
reflect the approach, and she
produced a first draft. It was
then decided to pull away the
scaffolding and let the pictures
tell a less dogmatic story. Now
the titles for each pair of pages
are suggestions only, and the
quotations from people with
dementia at the bottom of the
second pages are similarly
complementary.
The metaphor of a journey
through dementia is a cliché
but Sophie has developed it in
a number of ways, only
actually portraying it at the
beginning and end of the
book. The graphics are the key
element of Discovering
Dementia; they are not
photographs but imaginative
recreations of an idea.

Possibilities explored
There are no facts involved,
rather, possibilities explored
which the viewer is free to
interpret in their own way. We
would like to suggest that one
approach could be for
discussion of each illustration
with another person or in a
group. In this way the book
can be best seen as a work of
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art, open to interpretation and
judgement.
There is another aspect of
the graphics to which we wish
to draw attention, and that is
the colour schemes. The artist
has deliberately designed the
left-hand pages to reflect
darker moods than those of
the right so there are a series of
progressions towards the
positive. The reader may well
absorb this message
unconsciously.
The front cover of the book
(below) shows two individuals

who are met within its pages
and the image of a boat by
which the landscape is to be
explored. And one of the
double page spreads, to take
an example from within the
book (pictured, top right)
reflects the kind of emotions
someone with the condition is
likely to experience.

Growth and wholeness
This particular spread has the
title “Selfhood” at the top of
the left-hand page, while the
picture under it is in purple

Ieft: Two double page spreads
from Discovering Dementia:
‘Selfhood’ and ‘Dnterests’.
Artist: Sophie Standing

focus is to collect more
thoughts and responses to the
work.
To date, we have sent copies
of Discovering Dementia to over
100 people including people
with dementia, family
members, clinicians, artists,
designers and academics.
Individuals have commented
that they have seen nothing
like this before, suggesting
that it is like something more
akin to visual poetry. One
occupational therapist
described it as:
A beautiful thing to be giving
to people at a point of their lives
where everything is upside down.
At diagnosis they are given all
these facts. To have this as part of
their package would bring some
comfort to people.

and black suggesting gloom
and presents the figure of a
person who is in pieces. The
suggestion is that awareness of
the self has been disrupted.
On the right-hand page the
picture, which is in brown and
yellow suggesting a lightening
of the burden, the individual
stands tall, with a human-size
plant complete with buds and
blossoms growing up through
the body. This hopefully
carries the message of growth
and wholeness.

The quotation at the bottom
of the page comes from the
Australian Christine Bryden
and reads, “the unique essence
of me is at my core, and this is
what will remain with me to
the end. I will be perhaps even
more truly íme’ than I have
ever been”. The picture of
perceived partial
disintegration is mirrored on
other pages, such as those
depicting “Confusion” and
“Language”, and that of
foliage occurs on the “Help”,

“Relationship” and “Interests”
(pictured above) pages as well
as on both the front and the
back covers.

Helpful feedback
People living with dementia
gave feedback to early double
page spreads as they emerged
and offered really helpful
insights in relation to how
they saw the pictures, shaping
some of the detail such as the
size of the font. Now that the
booklet is finished our next
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A volunteer co-ordinator
from a care home said the
book felt “like silk”, imbuing a
“sense of peacefulness and
calm” which was, above all,
“thought-provoking and
wonderfully positive.”
The arts play an important
role in how dementia is
portrayed and understood.
Certain media representations
serve to reinforce negative
stereotypes which can
undermine selfhood. Our
hope is that this book will
challenge existing genres of
publication, providing an
alternative picture of hope and
potential
Our intention is to make
Discovering Dementia available
throughout Britain in doctors’
surgeries and hospitals. We
want this to be free of charge
and to this end we are actively
seeking a sponsor.
To find out more please
contact Claire Craig:
c.craig@shu.ac.uk !
Discovering Dementia is
published by Sheffield Hallam
University and was launched on
17 February 2021.
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Friendly Faces: volunteer
companions in hospital
Volunteers can provide companionship and mental stimulation for people with dementia
in hospital, but how effective are they? Menaka Jayasekera and colleagues describe
their evaluation of the “Friendly Faces” project in Bath to cast light on the benefits that
volunteers can bring.
Menaka Jayasekera is a
research registrar, Old
Age Psychiatry,
Severn Deanery,
Bristol; Aurelija
Burbaite is a research
assistant psychologist,
RICE – The Research
Institute for the Care of
Older People, Bath;
Chris Dyer is a
consultant geriatrician
and associate medical
director – GP Liaison,
Royal United
Hospitals Bath NHS
Foundation Trust;
Marianne Roots is a
research nurse, RICE;
and Julian C Hughes
was formerly RICE
professor of old age
psychiatry, University
of Bristol, and
honorary consultant,
Royal United
Hospitals Bath NHS
Foundation Trust.
Julian is currently
honorary professor,
University of Bristol,
and visiting professor,
Newcastle University.

I

n the report Who Cares Wins (Royal College of
Psychiatrists 2005), it was estimated that in a
typical general hospital, patients with dementia
occupy more than one fifth of the beds. Yet it is
recognised that hospitals are particularly
challenging environments for people who live
with a diagnosis of dementia; and they have
worse outcomes in terms of length of stay,
mortality and institutionalisation (Department
of Health 2009).
In the spring of 2017, the Royal United Hospitals
in Bath (RUH) worked in partnership with the
Alzheimer’s Society to launch the “Volunteer
Dementia (Friendly Faces) Programme”. This was
one of the first projects of its kind to focus on
volunteers providing companionship and mental
stimulation to people with dementia in an acute
hospital setting.
Charitable donations funded a full-time
volunteer coordinator who was responsible for
recruiting, training and supervising volunteers,
supported by a multidisciplinary steering group.
Equipment including interactive electronic tablets,
games, puzzles and jigsaws was also purchased.
Volunteers would talk to patients one-to-one or
organise small group activities, such as singing,
arts and crafts, or poetry recitals. RICE – The
Research Institute for the Care of Older People,
carried out, on behalf of the RUH, research to
evaluate the project independently.

in length of stay and the need for antipsychotic
medication in older patients on an acute medical
ward (Gorski et al 2017).

Project evaluation
We evaluated the Friendly Faces project using a
mixed methods approach. We wished to pick up
the reflections of all concerned by encompassing
the views of patients, carers, ward staff and the
volunteers. Owing to the participation of patients
in our evaluation, we applied for NHS Research
Ethics approval, which was granted before the
evaluation started.
Here are the methods we used:
• Alzheimer’s Society and the hospital dementia
co-ordinators – who advise and liaise with wards
and other services – provided basic data about the
number of volunteers in the scheme, and how
many patients interacted with them and what they
did together.
• Patients, carers, staff and volunteers, were
approached for one-to-one interviews.
Conversations were guided by a standardised
survey. The interviews explored perceptions of the
potential and actual effects of the volunteer
scheme. All interviews were audio recorded and
transcribed verbatim.

Benefits of volunteers

• Volunteers and ward staff took part in focus
groups to allow a broader exploration of the project.

Volunteers already play an important role in the
NHS. In acute trusts in England, there are about
78,000 volunteers who provide approximately 13
million hours of care per week (Galea et al 2013).
Trained volunteers are increasingly being encouraged
in hospitals as valuable support to patients and staff.
Dewing and Dijk (2016) suggest that:

• We used Dementia Care Mapping (DCM) (Surr
et al 2018), to provide structured formal
observations of individual patients before, during
and after the intervention by the volunteer. The
aim was to capture the quality of the care
environment as a whole.

It is probably unreasonable to expect a volunteer role
to be a solution to the complex needs of people with
dementia when in hospital. However, considering the
evidence that hospital staff feel they do not have enough
time to meet such complex needs, a reduction (or
perceived reduction) in workload burden for ward staff
might lead to an enhanced focus on person-centred care.
Studies have also shown volunteers provide
other benefits such as contributing to a reduction
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• We also spent time on the older adult wards
informally observing patients, staff, visitors and
the general ward environment.

Findings
By the end of 2018 (i.e. just over a year and a half
into the project) there were 59 volunteers
supporting patients with dementia in the project.
They had provided 2008 volunteer contact hours.
Forty-one people took part in the survey, which

' '

' '

'

included patients, family carers and staff. All of
the patients (n=20) agreed that the scheme was
good and disagreed that volunteers were
annoying. They felt the project was beneficial, the
volunteers were doing a good job, were
enthusiastic and took an interest in them.
The vast majority (80-90%) of patients said they
would recommend the scheme, felt respected by
the volunteers, felt that the volunteers had made
their stay better and lifted their spirits. Otherwise,
the hospital could be “a very scary and sad place”,
as one said. But only 50% agreed or strongly
agreed that volunteers allowed them to pick the
activities they did together, while 45% were
unsure about this.
A survey of staff (n=17) was also positive, with
100% agreement that the volunteers were respectful
towards the patients, and 94% agreement that the
scheme was a good one. In 70% of cases, staff
agreed or strongly agreed that patients had a better
stay in hospital if they had seen a volunteer and
82% indicated they would recommend to a patient
that they should see a volunteer.
Staff agreed during interviews that the volunteers
gave patients a sense of purpose and relieved
pressure on staff. However, 6% of staff suggested
that the volunteers made the patient upset, while
35% of staff couldn’t decide about this.
Occasionally, volunteers felt unwelcome or
unsupported by staff, and that staff did not
understand the purpose of the volunteers and
questioned their training. However, this has to be
set against staff also saying that the volunteers
were “always professional and friendly” and that
they provided “a vital service to support patients
who may be lonely, bored, restless”.
Only four family carers were able to respond to
the survey. All were complimentary, but one was
unsure as to whether their relative’s stay had been
improved by the volunteer.

'

'

'

' '

Dementia Care Mapping
A total of 15 hours and 20 minutes of DCM was
undertaken on four patients. DCM uses ME
(mood/ engagement) values to assess how an
interaction impacts on the individual. For example
ME -1 = negative/withdrawn, whereas +5 =
happy/deeply absorbed. Figure 1 (above)
provides a typical example of our results using
DCM; and table 1 (below) sets out the behavioural
categories used in connection with Patient A as
shown in figure 1.
From figure 1 it can be seen that Patient A had
been experiencing varying degrees of contentment
watching TV before the volunteer arrived. Initially,
the volunteer used an electronic tablet to aid
conversation and reminiscence. They found
pictures that related to the patient’s previous
occupation.
The patient moved into a state of very high
positive mood and engagement (ME +5). Almost
immediately after the volunteer left, the !

Figure 1: DCM results
for Patient A

Table 1: DCM behavioural codes for figure 1
Codes

Behaviours

A

Interacting with others

B

Passive engagement (watching)

C

Disengaged, withdrawn

D

Unattended distress

F

Eating and drinking

G

Participating in game

N

Sleeping or dozing

T

Direct sensual engagement

V

Vocational: work or work-like activities
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!patient’s state of wellbeing dropped back to a
neutral state, before being picked up by the
presence of family. When the family departed, the
patient remained in a neutral state, sometimes
dozing and only really waking to eat.
This example can be used to suggest that the
volunteer acted as surrogate family, providing the
sort of stimulation that is otherwise missing in a
hospital environment.

Focus groups and interviews
Eleven people took part in focus groups. The
qualitative data were analysed and the following
themes emerged: positivity, holism, relationships
and volunteerism.
Positivity
When asked what was the best thing about the
project, a patient replied:
Somebody’s taking an interest. Simple as that.
The value of the project was also acknowledged
by family carers. One wrote in response to the
survey:
Put a smile on our elderly family member in hospital.
The volunteers brightened the ward and distracted the
patients during their stay and left her [family member]
content.
The support was also regarded positively by the
staff:
I feel that the volunteers are a great asset to the
hospital. The patients really like to see new faces and
enjoy the interaction. We do not have a day room in
[Name of the ward] so the patients go “stir crazy”. So
having volunteers for them to interact with is godsend.
A great idea and very much appreciated.
Overall, therefore, it is difficult to escape the
conclusion that the Friendly Faces project has had
positive effects for patients, their relatives and for
staff.
Holism
The notion of holism suggests a biopsychosocial
and spiritual approach to wellbeing as opposed to
a narrower biomedical one. The Friendly Faces
project was established to allow such a view to be
realised on the wards and the data show that in
this regard the project has been successful. One
member of staff made the point succinctly:
… and it’s the time they get to be social and engage and
do something that isn’t just medical.
As one of us (MR) noted:
Volunteers saw the person beyond their diagnosis,
they picked up on subtle actions such as the tapping of
feet in response to music and supported patients to
interact, no matter how limited this might be.
(Roots 2019).
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Areas for reflection
There were a few areas where there was room
for improvement or where some reflection on
practice might be necessary:
• Patients were not always convinced that they
were able to choose the activities they wished to
pursue. How activities are chosen for patients
should be considered to allow a greater sense of
ownership. This will require reflection on shared
decision-making.
• The issue of volunteers occasionally getting in
the way of staff performing their tasks needs to
be considered. This seemed mostly to refer to
group activities such as singing.
• Communication between staff and volunteers
needs to be pondered, partly to allow greater
collaboration and preparation, eg, so that in
anticipation of groups, patients who wish to
participate might be moved to an appropriate
venue (eg, a day room). Volunteers also pick up
information on patients which should be fed
back to staff appropriately.
• Ongoing support (including emotional support)
and training will continue to be important.
• The difficulty of engaging family carers in the
research was noteworthy. Indeed, this has been
found in other studies and suggests that family
carers, however willing, are too burdened by their
tasks and responsibilities while the person they
care for is in hospital, so it is difficult for them to
find the time and energy to take part in research.
A patient was able to reflect on how the music
helped:
It’s something different and uplifting; brightens up
the sort of plain routine, I think.
Relationships
Relationships are of course incredibly important to
all of us, but become of heightened importance
when we are unwell. One patient put it
straightforwardly: I like company.
The nature of relationships is key to the success
of the Friendly Faces project. Relationships were
important between the volunteers and the
patients, but also between the volunteers and the
staff. A staff member wrote:
Volunteers are a good part of the team. Reassuring
and are company for patients especially if they have no
family. They have the time to sit and talk without extra
pressures.
Volunteerism
There was much discussion of the volunteer role:
the motivation behind volunteering, the anxieties
it can provoke, the need for support and the
satisfaction it can bring. Volunteers can approach
their work, naturally enough, with a degree of

anxiety. But at least in those who persist, as shown
by this example, trepidation seems to give way to
a sense that the work is satisfying:
It really surprised me, I was dreading it at first, I was
like I’m really not like going onto wards and talking to,
I guess, ill people - I was really nervous about it. But
it’s really nice actually, it’s been quite a – it sounds
cheesy to say – but a rewarding thing to do.

Conclusion
The evidence from this evaluation suggests that
the project has been successful. It has provided a
unique and holistic supportive approach for
patients and it relieves pressure on staff. It should
be noted that the RUH also supports the charity
“Art at the Heart”, which is a high quality
programme of arts within the NHS trust that aims
to benefit everyone connected with the hospital
(Brown 2020).
Art at the Heart includes visual arts, music and
literature through exhibitions, performances and
readings, along with participatory workshops for
both patients and staff. Volunteers often worked
closely with artists and musicians, which helped
steer them towards even more creative contributions.
The volunteer project undoubtedly benefited
from the activities of Art at the Heart, in the same
way that it also benefited from the involvement of
the hospital library team. So it may well be that
many of the benefits of the volunteer project reflect

Inevitably, the project was put on hold
while the Covid-19 pandemic was at its
worst, but the intention is to bring
volunteers back into the hospital slowly as
the outlook improves, with social distancing
and the wearing of face masks maintained
the broader supportive activities for people living
with dementia in the hospital.
A more general reflection has been forced upon
us by the Covid-19 pandemic. Inevitably, the
Friendly Faces project was put on hold while the
pandemic was at it worst, but the intention has
been to bring volunteers back into the hospital
slowly as the outlook improves, with social
distancing and the wearing of face masks
maintained.
This would suggest the need for further research
to study whether or not the benefits of the
volunteer project persist under the new
circumstances. There is no reason to believe,
intuitively, that the need for companionship for
people living with dementia will have decreased;
indeed, it may well have increased. "

! practice development
tool in dementia care
services: a systematic
review. Clinical
Interventions in Ageing 13
165-177.
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GREAT CR – a potential new
service in dementia care
A personalised cognitive rehabilitation approach for
people with dementia has had promising results in helping
them to regain and maintain everyday skills. Jackie Pool
and Aleksandra Kudlicka assessed the feasibility of
extending the GREAT CR programme to care homes

D

uring lockdown, skills and abilities
among people with dementia
declined more rapidly than they
had previously. This was observed by
the people themselves, by family carers
and by care staff, and was a finding that
emerged strongly in interviews carried
out by researchers working on the IDEAL
Covid-19 Initiative at the University of
Exeter.
Fewer opportunities to communicate,
engage in cognitively challenging
activities, and maintain physical fitness
created a strong sense that skills had
been lost and a fear that these skills
would never be regained as restrictions
were lifted. Consequently, there have
been calls for support to redress the
decline in skills.
Personalised rehabilitation or
reablement programmes such as GREAT
Cognitive Rehabilitation (GREAT CR)
offer a means of supporting people with
dementia in regaining and maintaining
everyday skills. Here, we will first
consider the impact of Covid-19 on older
people, including those living with
dementia, and the services designed to
support them.
Second, we will introduce the concept
of rehabilitation and the GREAT CR
programme. We present an example of
the way in which a social care provider
has incorporated this personalised
rehabilitation approach for people with
dementia, providing a unique
opportunity to evaluate its benefits in a
care home setting for the first time.

Impact of Covid-19
Older adults are vulnerable at the onset
of natural disasters and crisis, and this
has been especially true during the
pandemic (Esposito 2020).
The double hit of dementia and Covid19 has raised great concerns for people
living with the condition.
Age UK (2020) has examined how, in
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addition to the loss of life, human rights
issues have arisen during this pandemic,
including:
• Older people not accessing help, care
and support needed to sustain their
health and wellbeing with specific
challenges relating to residential settings,
living alone, and receiving care at home
• Access to the help, care and support
that many older people need to sustain
their health and wellbeing with specific
challenges faced by older people in
residential settings, those who live alone
and older people who receive care at
home.
Care Act “easements” under the
Coronavirus Act 2020 temporarily
enabled local authorities to stop or
reduce the support someone received.
Some local authorities acted on those
powers. Many of those who rely on care
and assistance at home and in the
community to cover daily tasks may
have been left unattended.
In its report Age UK emphasised that
lockdown affected access to the help, care
and support that many older people need
to sustain their health and wellbeing. In
some instances, informal carers had been
left to carry a greater burden of care with
reduced access to health care professionals
and other services or forms of support.
In response, health care providers
explored ways to continue delivering
services remotely, while social care
providers also had to innovate. For
example, they developed skills and
practice in keeping residents, service
users and staff safe, while continuing to
provide close, intimate care and support.
These developments have given social
care providers the opportunity to
expand into services that possibly
would have been provided previously
by their health care colleagues. One
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Jackie Pool (left above) is dementia care
champion with QCS Quality
Compliance Systems and Aleksandra
Kudlicka is programme manager,
REACH, University of Exeter
example is the introduction of a
personalised rehabilitation approach
such as GREAT CR.

What is GREAT CR?
Cognitive rehabilitation (CR) is an
emerging service that has been
recognised in the National Institute for
Health and Care Excellence guidelines
for interventions to promote cognition,
independence and wellbeing (NICE
2018). As the number of people affected
by dementia is on the rise and there are
limited pharmacological options for
managing dementia symptoms,
improving the experience of living with
dementia through such psychosocial
interventions becomes increasingly
important.
GREAT CR is an evidence-based
programme of cognitive rehabilitation
developed in the UK and evaluated in
rigorous research. It is particularly well
placed to address the needs of people
living with mild and moderate dementia
and their family supporters, as it offers a
range of tools to tackle the complexity of
the condition.
It utilises powerful approaches of
problem-solving and goal setting
combined with evidence-based
rehabilitative techniques for managing
cognitive impairments. It also
incorporates strategies to address
emotional and motivational aspects of
dementia that may affect a person’s
wellbeing. GREAT CR is provided on an
individual basis, usually in people’s
homes, making it directly applicable to
everyday life.

Therapy goals are agreed in a
collaborative process between the
therapist, the person with dementia and
family members, so it is genuinely
person-centred and flexible. Cognitive
rehabilitation does not claim to address
the underlying cause and effects of the
cognitive impairment, but instead
focuses on a person’s functional ability
and enjoyment of life (Kudlicka & Clare
2019).
In this context, the term “GREAT” is an
acronym for Goal-oriented Rehabilitation
in Early Alzheimer’s that was first used
in the initial trial. Evidence for the
effectiveness of cognitive rehabilitation
in mild and moderate dementia, mostly
Alzheimer’s disease, is gradually
accumulating with a number of
randomised controlled trials
demonstrating that people in this group
can significantly improve their
functioning in targeted areas.
For example, the GREAT trial with 475
people with mild to moderate
Alzheimer’s, vascular, and mixed
dementia, completed in 2017,
demonstrated that cognitive
rehabilitation improves everyday
functioning in relation to individual
therapy goals. As such, it may help
prevent crises in earlier stages of
dementia, reduce admissions to hospital,
delay the move into a care home and,
enable those residents in care homes to
live well for longer.
Up to now, GREAT CR has usually
been delivered face-to-face in the
person’s home setting. However, in the
context of Covid-19, it has been
important to consider other options such
as remote delivery, given that CR is an
inherently flexible and adaptable
approach. Although we do not yet have
research evidence for the effectiveness of
remote delivery, it certainly seems
possible to make the necessary
adaptations.
Remote delivery might be most
suitable for those who already have some
experience of using a computer or
smartphone, or where a care partner can
get involved to support the person under
the guidance of a remote practitioner.
Given that GREAT CR is a personalised
intervention, remote provision is simply
another factor to consider when
developing an individual therapy plan.

CR as a care service
Current work focuses on enabling health
and social care providers to start offering
this type of treatment to people with
dementia and their families. For
example, in 2017, an implementation
study was funded by Alzheimer’s

This approach is suited
to reablement of the
kind delivered in
hospital or community
health services, face to
face or adapted to social
distancing. Remote
therapy sessions can be
given by telephone or
videoconferencing
Society, under which GREAT CR has
been trialled mainly within health care.
But not all health care services are able to
offer this approach and not all people
with dementia are in a position to benefit
from it.
On the other hand, care home and
domiciliary care providers are in a
unique position to be able to offer new
services that would have otherwise been
offered by rehabilitation and reablement
teams in hospitals, community health
care and local authorities.
As part of the GREAT into Practice
project, care home operator Sunrise
Senior Living UK implemented GREAT
CR in a care home environment for the
first time. The project ran for 12 months
from August 2018. Here we describe the
implementation and reflect on lessons
learned.

Case example
There are 25 Sunrise Senior Living UK
communities across England and Wales,
with around 2400 residents. Every
Sunrise community features a
“Reminiscence Neighbourhood”, a
specialised care setting that is devoted
entirely to people living with dementia
or other forms of memory loss.
Reminiscence Neighbourhoods
are designed to provide comfort, security
and life enrichment in an engaging and
enabling environment characterised by
cutting-edge design and resources
intended to minimise the impact of the
symptoms of dementia. In addition, an
“Enriched Memory Care” model offers
evidence-based approaches to
therapeutic care, such as the NICErecommended cognitive stimulation
therapy (CST) for people with moderate
levels of dementia (Spector et al 2003) and

Namaste Care for people with advanced
dementia (Jacobson-Wright et al 2019)
So, the introduction of GREAT CR as a
service to those residents with early to
moderate levels of dementia fitted well
with this therapeutic model of care. Four
Sunrise homes participated in the study,
overseen by Jackie Pool (co-author), an
occupational therapist specialising in
dementia. As well as the research
measures in the study protocol, the
Sunrise team used the Pool Activity
Level (PAL) Instrument (Pool 2012) to
monitor the impact of GREAT CR on the
individual’s cognition and function, and
an adapted Bradford Dementia
Wellbeing Profile (Bradford Dementia
Group 2008) to help understand the
impact on quality of life.
While the protocol for delivering
GREAT CR in community settings
recommends one one-hour session per
week for 6-8 weeks, Sunrise practitioners
gave two one-hour sessions a week for
up to 10 weeks. This was an ambitious
experiment to see what could be
achieved with a more intensive and
prolonged programme.

Outcomes
Seventeen staff from the four
participating homes completed training
in the delivery of GREAT CR, some of
whom attended for awareness and the
ability to support their colleagues. Eleven
of those trained delivered CR sessions to
a total of 30 residents and feedback from
these staff was highly positive.
Statements about the training included,
“It was very informative and a real eye
opener,” and “Let the change begin.
Thank you.”
Feedback from residents with
dementia and their care partners was
equally positive with 16 of the 25 who
responded to a satisfaction survey stating
that they found the GREAT CR sessions
very useful and the other nine stating
they found the sessions rather useful. It
was seen to be particularly useful for
learning or re-learning skills and
strategies. Reasons cited included:
Provided an opportunity to learn or
improve knowledge and abilities
Increased the opportunity to engage in
hobbies and interests
Allowed an opportunity to increase levels
of confidence
The main outcome measure used by
the University of Exeter research team
was the Bangor Goal Setting Interview
(Clare et al 2019), which includes a !
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N (%)
Engaging in activities and personal projects

8 (26.7)

Using appliances, devices and the internet

7 (23.3)

Knowing what is happening

1 (3.3)

Retaining or keeping track of information and events

2 (6.7)

Locating belongings

3 (10.0)

Recognising, identifying, and naming

5 (16.7)

Caring for self

1 (3.3)

Keeping in contact and staying engaged with family and friends

1 (3.3)

Managing emotions

2 (6.7)

Table 1. Classification of goals using GREAT trial categories (n=30)

!10-point Likert-style scale to record the
level of attainment in relation to
individual goals, with higher values
indicating better performance.
Following the programme residents,
care partners and their CR practitioners
all reported a significant improvement,
with an average increase of 4.6, 3.5 and
4.7 points respectively. Of the 30
residents who participated, only one
individual did not make any
improvement towards their chosen goal.
Six individuals attained 50% of their
goal; eight attained 75% and 15 attained
100% of their goal.
A wide range of personal goals were
identified, with the top ones focusing on
engagement in activities and personal
projects and in using appliances, devices
and the internet (see table 1 above).
Administration of the PAL Instrument
at baseline and at the end of the
programme revealed improvements that
were also evident in residents’ functional
ability around the care home (figure 1,
right). Likewise, the Bradford Wellbeing
Profile illustrated improvements in
mood, reflected in an increase in positive
behaviours extending beyond the actual
goals set by the resident (figure 2).

Equally, GREAT CR fits well with home
care services that aim to go beyond short
periods of personal care by providing
therapy to address needs so as to sustain
the ability and the resilience of people
with dementia and their care partners
Finally, this approach is well suited to
reablement of the kind delivered in
hospital and community health services,
either face to face or adapted to social
distancing requirements. Remote
therapy sessions can be given by
telephone or videoconferencing.

Conclusion
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This case example demonstrates the
feasibility of offering GREAT CR to
individuals as part of a care home service,
either to permanent residents or to
temporary residents who may use the
service as a means of avoiding hospital
admission or during a period of respite
care. Indeed, this therapeutic approach
would elevate respite care above the
usual passive provision of a break for the
care partner. It could open the way to
partnership working between care homes
and hospital or primary care services.
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Practitioner training
The University of Exeter’s GREAT CR
team offers training via distance learning
for practitioners wanting to gain skills in
implementing the approach. The course
is delivered in remote sessions with
shared presentations and guided
discussion with a member of the REACH
GREAT CR team. And there is a chance
to have individual mentoring to support
the application of the learning in practice.
Both health care and social care
practitioners can take the course. For
more information, visit the University
of Exeter website: www.exeter.ac.uk/
great "
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Figure 1: PAL Cognitive Levels of CRT
Participants
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Figure 2: Resident Wellbeing Levels

•Improved •Maintained •Reduced
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Better Living with Rare
Dementia: digital support
Given that people with rare forms of dementia are widely dispersed, digital interventions
as a means of providing them with support could be a way forward. In the fourth article of
our rare dementia series, Joshua Stott and Aida Suarez-Gonzalez report on their
digital support platform Better Living with Rare Dementia

C

aring for someone with a rare
dementia can be particularly
challenging. Among the factors
contributing to this challenge can be
relatively late diagnosis, an unusual
symptom profile (Nicolaou et al 2010,
Uflacker et al 2016) and the fact that many
forms of rare dementia occur in younger
people, which can have implications for
employment, financial stability and
childcare responsibilities (Allen et al 2009,
Svanberg et al 2011, Van Vliet et al 2010).
Since people with a rare dementia are
spread very widely and local expertise
may be lacking, specifically tailored digital

provision could be particularly helpful for
this group. But to our knowledge no such
provision is available, so our aim is to fill
the gap through a project which we will
describe here.
Our plan is to build a digital support
platform for carers of people living with
three different relatively rare dementias:
posterior cortical atrophy (PCA), primary
progressive aphasia (PPA), and
behavioural variant frontotemporal
dementia (bvFTD). As overarching
frameworks we used the Medical Research
Council framework for the development
of complex interventions (O’Cathain et al
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2019) and a study relating to the
development of a digital cognitive
behavioural intervention for carers of
people with dementia (Blak et al 2011).
We will illustrate the key considerations
by outlining the first two phases in
developing this digital platform: a) the
information and data gathering and b) the
co-production phase. We will then briefly
elucidate how we plan to bring this
together for the creation of a digital
product.

Phase 1: Data-gathering
Phase one consisted of a data-gathering
exercise, which was an iterative process of
refinement and deepening understanding
from different sources (see figure 1 below).
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Figure 1: Phase one of intervention development

Academic literature
We used Google Scholar and PubMed to
search for existing reviews and articles on
digital interventions for dementia
caregivers. Although we found recent
literature reviews and meta-analyses
relating to online support for dementia
caregivers in general (eg, Christie et al
2018, Hopwood et al 2018), we found very
few articles related to rare dementia online
support. Consequently, we decided to take
the findings on general online support into
a wider discussion on whether any of
them could be applied in a rare dementia
context.
Key findings on general online support
for dementia caregivers pointed to the
importance of the following areas: !
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!• blended human and online rather than
a purely online approach to promote
intervention efficacy and adherence
• initial identification of outcomes most
likely to be impacted (e.g depression,
anxiety, knowledge, social isolation)
• identification of key barriers to accessing
technological interventions, such as
unsuitability of content, complexity of
accessing it, worries about using
technology or about data security, and the
time commitment
• few, if any, digitial support interventions
have been implemented for dementia
caregivers, so implementation should be
considered at the outset of any new project
• identification of NICE-recommended
components for caregiver interventions in
dementia (eg, psychoeducation,
responding to behaviour that challenges).
In drawing up our digital plans, we also
took account of the Web Content
Accessibility Guidelines and
corresponding guidelines from AbilityNet.
Academic experts
We consulted with academic experts who
had developed online tools for people
with dementia and their caregivers, such
as mediated communication training for
people with PPA (Rogalski et al 2016), an
online tool for carers of people with young
onset dementia (Metcalfe et al 2019), and a
CBT tool for dementia carers (Blak et al
2011).
These consultations confirmed our
earlier findings and also emphasised
simplicity of content, careful presentation,
and consideration of whether
interventions could have harmful as well
as beneficial effects.
Clinical practice
We learnt from clinical practice in two
ways, the first being to discuss
interventions with colleagues working in
Rare Dementia Support, a national charity.
This emphasised the need to think about
commonalities as well as differences in the
caregiver experience across diagnostic
groupings, and to be led by the problems
carers themselves say they face and to find
solutions that we know from the literature
work.
These discussions inspired a modular
approach to our digital intervention, in
which modules would be based on the
problems that carers report and some
modules would be shared across
diagnostic groups while others would be
specific to particular diagnoses.
We also learned from clinical practice in
mental health. We broadened our enquiry
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Consideration

Sources

The need to have a human/online blended Reinforced by all sources
tool
Identification of key outcomes

Academic literature initially (built upon in
other conversations)

Identification of key barriers and facilitators to Academic literature initially (built upon in
access
other conversations)
Critical import of implementation being Academic literature, academic experts and
considered from the beginning
clinical practice
Use of a modular approach with some Academic experts refined and expanded by
modules shared and others specific to experts by experience
diagnostic category
Taking a user-led approach in identifying key Academic experts refined and expanded by
problems and basing modules around those experts by experience
rather than being led by theory in the first
instance.
Need to balance simplicity of presentation All sources
with enough depth of content
Importance of thinking about accessibility Academic experts/Experts by experience
and different accessibility needs for different
groups
Need to think about potential harms of Academic experts
interventions as well as benefits
Table 1: Key considerations arising from phase 1

to widely used mental health digital
support tools (eg, www.silvercloud.com)
in order find out about facilitators and
barriers to implementing them. We
interviewed clinicians who use these
interventions in NHS psychological
therapy services, which re-emphasised
many of the earlier findings such as the
need for a human component alongside
the digital, and particularly the
importance of accountability and risk
management procedures.
Experts by experience
Phase two of our project allows for
extensive work with people with lived
experience, but our initial discussions in
phase one helped us to identify key
modules for the tool as well as outcomes
that should be measured. These were
elaborated in phase two.
Phase one outcomes
Key considerations arising from phase one
are summarised in table 1 above. Based on
these a draft programme was drawn up
for the co-production phase.

Phase 2: Co-production
Public and patient involvement (PPI)
benefits research by increasing its
relevance, facilitating implementation and
improving the cost-benefit of its delivery
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(Staley 2019). For the development of this
intervention, we followed a collaborative
approach of this kind during the coproduction phase.
First, we ensured that people with
dementia and their care partners
remained involved in the decisionmaking process from conception to
delivery. And we followed the Guidance
for Reporting Involvement of Patients and
the Public (GRIPP), to plan, document
and report our PPI practice (Staniszewska
et al 2017).
Recruitment
To assist us in the process of developing
the digital support platform we recruited
a group of 16 people with lived
experience in our three dementia
subtypes, PCA, PPA and bvFTD,
including both care partners and people
with the conditions. We also recruited
health professionals in these areas.
Contact was made through the service
Rare Dementia Support (RDS) and the
Canadian partners of the Rare Dementia
Impact study (Brotherhood et al 2019). We
distributed flyers with information about
our study among RDS members and
arranged email contact and video call
meetings with those who expressed
interest. All this was done remotely owing
to the pandemic.

Problem to solve
Lack of understanding of
the disease and its
symptoms

Theme of the module
Information about the
disease with a particular
focus on non-memory
symptoms

Not knowing how to provide Training on how to provide
appropriate support
positive support

What experts by
experience said
“We want something
positive and helpful”
“The tool also needs to
provide supporters’
guidance on how to help
others (relatives, friends) to
engage with the person with
PPA”
“We as care partners should
count with resources and
skills”
“I want to be included in
things. Not excluded just
because I cannot speak”

Not knowing where to get
help

Information about services
and resources

“RDS was helpful and local
support groups”
“Power of Attorney is
important – He also received
an OT assessment and
appointment with RNIB”
“Social services websites
are useful”

Fear, grief, anxiety and
Adjust to life with the
negative psychological state condition and development
of habits for good mental
health

“Whatever my mood is, it
has a significant impact on
him”

Perception of loneliness

“I enjoy my PCA local
support group. It's relaxed
because everybody is in the
same position”

Join support groups and
subtype-specific
communities

“It is important to have hope
that something can be done
to make life better”

“I attended a gathering with
people who did not have
PPA, and I felt it was not for
me”
Table 2: Outcomes of interactive sessions

Method of participation
We ran one-to-one interactive sessions by
video conference and also phone, usually
with the care partner and the person living
with dementia but in some cases only with
the care partner. All had to be able to use
technology, but all participants engaged
satisfactorily with the video call service
chosen for the meeting. We had as many of
these remote meetings as were needed.
Development of materials
Mock designs of our digital intervention
manuals were shared with participants in
advance of the video conference, along
with instructions and a shortlist of
questions for discussion during the
meeting. Materials were designed on

standard easy-to-read principles, while
notes of the meeting were taken and
distributed to participants afterwards in
the same format.
Two Canadian PPA support group
facilitators took part in the revision and
development of the materials, bringing
their wisdom and years of experience to
the table. Among many rich contributions,
they advised “avoiding toxic positivity”,
and stressed the role of interactive
activities and detailed education about the
disease, giving space for context and
understanding how these dementias are
different from Alzheimer’s disease.
Intervention components
We agreed on the number of intervention

modules, length and content, and the
order in which they would be
administered. It was jointly decided that
the information would be presented in
various modalities: videos, vignettes,
written material in printable format, visual
images and real stories of people with
dementia narrated in the first person (see
table 2, left).

Phase 3: Creating platform
Our first task in phase three was to find a
developer for the digital platform and
discuss costs and requirements. For
example, should it contain video clips with
tips to manage dementia symptoms,
printable material for people to download,
and a simple design to favour
accessibility?
The platform - which we have named
Better Living with Rare Dementia - is still
in development, but we expect that it will
look like a simpler version of the online
learning service FutureLearn. Participants
will be able to log in using a standard
procedure based on username and
password entry. Once logged in users will
land on a home page and be invited to
play an introductory overview of the
programme.
Then, the first of five topic-specific
modules of learning will start. Users can
stop and restart the sessions as they please
and make progress at whatever pace
works best for them. All progress will be
saved after each session. Once one module
is completed, participants will be
encouraged to move to the next until all of
them are completed.

Conclusion
Better Living with Rare Dementia aims to
become a digital intervention designed
and co-produced to improve access to
good quality support for care partners of
people living with these conditions. The
tool will be trialled as part of the Rare
Dementia Impact project, and it is our
ambition that it will eventually be
translated into many languages and rolled
out worldwide. "
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The role of doulas
in dementia care
End of life doulas work with people who have had a terminal
diagnosis, including those with dementia in their final months.
Aly Dickinson and three end of life doulas talk about the role and
present a selection of dementia-related case studies

W

e are known as “doulas” and our
role is to support people who have
received a terminal diagnosis or are
at the end of life. Over the past few years,
as overall numbers of people with
dementia have risen, we have seen a steady
increase in referrals from this group.
Doulas are the “bookends” of life.
There are birth doulas for the beginning
of life and end of life doulas for the final
stages. The end of life doula movement
began in the UK about 10 years ago and
not only do we support the individual
themselves but also those important to
them - partners, families and friends.
There are about 200 of us now and more
coming through training all the time. So, we
are a growing community of practice. Trainee
doulas take 18 months to two years to obtain
the required diploma in person-centred
approaches to death and dying, a certified
training programme run by Living Well
Dying Well.
Doulas are mentored so – as their
national body End of Life Doula UK – we
ensure that they are competent, confident
and supervised to support an individual
and the people close to them. Support is
usually provided in people’s own homes,
although we can also be found in hospitals,
hospices and care homes. We are not
medical practitioners but compassionate
companions accompanying the person in
the “third act” of their lives.
What is important in the work we do is
that we do not define the person as their
condition but see instead the whole person
who wants to live their life in a way they
choose in an atmosphere of loving support,
kindness, respect and dignity for all
concerned. We are often involved in
conversations about how, where and with
whom an individual wants to die,
conversations that should start early so that,
regardless of mental capacity later down
the line, their wishes have been explored,
discussed and made as explicit as possible.
Here, three end of life doulas describe
their role and their experiences – before
Covid-19 and we hope when it has been
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Aly Dickinson is secretary of End of Life
Doula UK; Jane O’Riordan, Hazel
Ratcliffe and Helen Ferguson are
practising end of life doulas. More
information at: https://eol-doula.uk/
overcome – assisting people with dementia
to have the kind of ending they wanted. In
fictional stories, endings matter, and this is
no less true of our life stories. For us, two
quotes from Atul Gawande’s marvellous
book on endings - Being Mortal (2014) stand out:
You may not control life’s circumstances but
getting to be the author of your life means
getting to control what you do with them.
Our ultimate goal, after all, is not a good
death but a good life to the very end.
The three anonymised stories we tell
here are designed to raise awareness of
what an end of life doula can do and to
encourage all concerned to ensure that
people with dementia get the same
quality of support and assistance in their
last days, wherever they may be living.

Martin
Martin had fluctuating mental capacity,
but he was yet to receive a dementia
diagnosis. His daughter Jackie wanted to
have a conversation with him about how
she could best support him to live life in
a way that would bring joy and
contentment. He realised that sometimes
he could not remember things or find his
words.
They agreed that it may be helpful to
have this conversation with a doula
present to help guide them through.
Over the course of several conversations
lasting for half an hour, normally in the
mornings, taking place over a week they
were able to map out with Martin what
he wanted and didn’t want.
He was clear that he did not want to die
in a care home. He talked about how his
brother’s death had deeply affected him

L to R above: Aly Dickinson, Jane O’Riordan, Hazel Ratcliffe, Helen Ferguson

and knew from that experience that this
wasn’t what he wanted for himself. He was
also aware that he needed to sort out his
affairs through a lasting power of attorney
(LPA), both for property and financial
affairs and health and welfare, and that he
wanted Jackie to be his attorney.
Martin said he was a humanist and did
not want a religious funeral and that he
would like to be buried in a wicker
coffin. We were able to write all this
down for him in a plan and to make the
arrangements for his LPA to be done
while he still had capacity.
Over a period of six months his health
and mental capacity deteriorated. With his
daughter we were able to organise a care
package so he could be at home with a
doula filling in the gaps (mainly night sits)
when 24/7 care became necessary.
Martin died at home in his own bed.
His funeral took place in accordance with
his wishes.

Helen
Helen lived in a flat on her own in a small
village with two daughters both within
travelling distance but with busy jobs. She
had been a nurse and an evacuee during
the war, whereas her husband had been a
fireman. He had died two years previously
and Helen missed him dreadfully.
Her daughters were able to visit
regularly but sometimes could not be
available at short notice. They were
worried that sometimes their mother was
lonely and had unfulfilled cravings for
certain types of food such as chicken
korma and choc ices, and she would go
out walking in search of such delights.
A doula, Dan, lived close by. It was
agreed that he would be available to drop
in and see Helen each day to spend half
an hour or more to talk and reminisce.
The stories were often repeated about
being evacuated and nursing experiences,
but she was a great raconteur and by
simple and gentle questions Dan could
get her to talk about different aspects of
what had happened to her.
He would also check the fridge and
freezer to make sure there were supplies of
curry and choc ices as well as preparing
healthy options a few days of the week so
they could lunch together. Helen did

continue to enjoy walking but never
went very far and most people in the
village knew her.
She had a wrist bracelet with a
telephone number so if people did not
know her there were contact details. Dan
would be contacted and could quickly be
on hand to escort Helen home if she
seemed lost or confused.
As Helen’s cognition deteriorated and
she became frailer, her family decided that
she should be in a care home. She was
angry and dismayed about this and
continued to be so until she died three
months later. Both her family and Dan
would visit regularly and during these
times Helen was less agitated and cross.
In the last days of her life the family
with Dan providing respite were able to
sit with Helen around-the-clock to bring
calm and peace to her last days, alongside
support from the care home. They were
able to do this by soothing talk, touch and
playing her favourite songs.

Lesley
Lesley was a 91-year-old woman who
had been living with dementia for five
years. Two weeks before Christmas she
went into hospital and was diagnosed
with last stage, incurable cancer. On
Christmas Eve Lesley’s son (John) made
contact with End of Life Doula UK
saying his mother was desperate to be
home for Christmas with Ian, her
husband of 70 years.
The difficulty was that the hospital had
said she could not be discharged without
adequate care in place and that this could
not be arranged by the NHS until the
new year. So, End of Life Doula UK
arranged for two Doulas to be available
over the Christmas period who provided
physical and emotional support for
Lesley, Ian and John.
Lesley had the traditional Christmas
lunch, albeit in bed with John and Ian
sitting close by, and they did singalongs to
carols and Frank Sinatra. On the days
afterwards Lesley seemed very tired,
sleeping most of the time and wanting
very little to eat and drink, although she
did wake several times in the middle of
the night and early morning.
It was sometimes hard to work out

what Lesley wanted: on one occasion it
was realised by trial and error that she
wanted cheese and onion crisps and a sip
of Baileys even though it was 2am. On
another occasion the doulas came to
understood that Lesley was trying to
communicate with her mother and
putting a photograph of her mother close
to her face seemed to bring her immense
relief and reassurance.
Lesley continued this way for a few
weeks and after the holidays support was
available from the hospice at home service
and Marie Curie. Together with the
doulas, 24/7 support was provided. Both
John and Ian had said that they wanted to
be with Lesley as she took her last breath.
The doula recognised in the early
evening on a day in January that death
was approaching and was able to arrange
the room so that John and Ian could sit
either side of Lesley to soothe and
comfort her with words of love and to
say their goodbyes.
The doula stepped back for these last
hours for the family to be together. When
Lesley died John asked the doula to wash
and dress his mother and requested that
they sit together quietly for a while.

Future role of doulas
As numbers of people with dementia
increase, we expect to be acting as
companions for them more often. Our
training is constantly evolving and these
developments are strongly influencing the
content of the Living Well Dying Well
training programme.
But, as we respond to our changing
society, our ethos remains the same. It is
reflected in these words from the hospice
movement founder Dame Cecily Saunders:
You matter because you are you, and you
matter to the end of your life. We will do all we
can, not only to help you die peacefully, but
also to live until you die. The way we die lives
on in the memories of those who survive.
We form deep relationships to do all we
can to understand the life lived and the
thread throughout a doula’s work is clear,
open communication with everyone
involved. We are lucky as we are
alongside people on a one-to- one basis,
which means we can work in an entirely
person-centred way without the demands
that are often placed on families and
professional caregivers.
If, when life ends, we can grasp what is
important to that person in bringing them
peace, dignity and contentment, we have
fulfilled our mission. "
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Mealtime good practice
This systematic review aimed to
identify good practice in
mealtime care for people with
dementia living in care homes,
by focusing on carer-resident
interactions at mealtimes.
Robust systematic review
methods were followed, and the
synthesis identified four
categories of carer-resident
interaction important to
mealtime care: Social
connection, Tailored care,
Empowering the resident, and
Responding to food refusal.
Each of the categories has
echoes in related literature, and
provides promising directions
for future research, the authors
say, as new interventions are
developed to improve mealtime
care for this population.
Faraday J, Abley C, Beyer F et al
(2021) How do we provide good
mealtime care for people with
dementia living in care homes? A
systematic review of carer–resident
interactions. Dementia. Research
Article. First published April 7 2021
https://doi.org/10.1177/147130122
11002041

Links through virtual quizzes
Virtual quizzes involving
several care homes are feasible
and might reduce loneliness
and social isolation, this study
found. Simple low-cost video
technology allowed residents in
different care homes to enjoy
taking part in virtual quizzes.
Staff support was needed but
researchers found the sessions
were feasible and low-cost. This
is the first study to trial
connecting care homes virtually
via quiz sessions. Interviews
revealed that residents felt more
connected with each other, and
with other care homes. They
re-gained a sense of self and
purpose and felt less lonely.
Care home staff were eager to
continue with the sessions, but
they outlined barriers such as
lack of staff support or time.
Unlike previous research into
virtual socialising, this study
included residents with
dementia. It found that they
benefited and remembered
faces and conversations.
Loneliness and isolation in care
home residents are longstanding issues which are likely
to have intensified during the
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COVID-19 lockdowns. Virtual
interventions are particularly
relevant during lockdown but
also valuable for care homes in
other times, the researchers say.

Zamir S, Hennessy C, Taylor A, Jones
R (2020) Intergroup ‘Skype’ Quiz
Sessions in Care Homes to Reduce
Loneliness and Social Isolation in
Older People. Geriatrics 2020, 5(4) 90.
NIHR Evidence, 2 March 2021. doi:
10.3310/alert_45159

Twitter and identity
In this study, interviews were
conducted with 11 younger
people with dementia and
analysed thematically.
Participants used Twitter to
counter a loss of identity
through community
membership and by regaining a
sense of purpose. They sought
to redefine dementia identities
by challenging stigma and
campaigning for social change.
The character limit of tweets
facilitated narrative through
which participants preserved
their identities. These findings
suggest that Twitter could be an
important source of postdiagnostic support for people
with young-onset dementia.
However, there are risks as
Twitter was sometimes a hostile
environment for individuals
who did not present in a
‘typical’ manner, or faced
technical difficulties because of
their symptoms. Platform
developers could work with
people with dementia to make
Twitter more accessible for this
group, the authors suggest.

Talbot CV, O’Dwyer ST, Clare L,
Heaton J (2021) The use of Twitter by
people with young-onset dementia: A
qualitative analysis of narratives and
identity formation in the age of social
media. Dementia. Research Article.
First Published 25 Mar 2021.
https://doi.org/10.1177/147130122
11002410
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Support for men
Despite increasing numbers of
men living in isolation with
dementia in the community,
uptake of supportive
interventions remains low. This
study aimed to explore the
impact of the Sporting Memories
intervention on men living with
dementia. It found that the
groups provided an
environment for men with
dementia to explore, reflect upon
and reinforce their masculine
identities through the subject of
sport. Physical activities further
facilitated this embodied
demonstration for some,
although this was not a feature
of all sessions. Facilitators and
volunteers require support and
training to ensure this benefit is
maintained, the authors say.

Sass C, Surr C, Lozano-Sufrategui L
(2021) Expressions of masculine
identity through sports-based
reminiscence: An ethnographic study
with community-dwelling men with
dementia. Dementia. Research Article.
First Published 17 Feb 2021. https://
doi.org/10.1177/1471301220987386

Arts intervention
This study aimed to determine
the feasibility and acceptability
of a multi-modal performing
arts intervention (MPAI) for
caregivers of people with mild
to moderately severe dementia,
and to examine how MPAI
might change caregiver burden,
caregiver resiliency, and
perceived quality of life (QoL)
for care recipients. The authors
conclude that MPAI could
reduce caregiver burden and
Covid-19 updates
For updates on completed
and ongoing studies related
to the current pandemic,
subscribe to the LTC Covid
website https://ltccovid.org

increase resilience for informal
caregivers of a person with
dementia. Effects drop off
quickly at the end of the
programme, indicating the need
for ongoing interventions that
provide social support, a respite
from the pressures of care
recipients’ dependency, and the
relief that caregivers experience
when they perceive benefits to
their care recipient’s well-being.
McManus K, Tao H, Jennelle PJ et al
(2021) The effect of a performing arts
intervention on caregivers of people
with mild to moderately severe
dementia. Aging & Mental Health.
Published online March 26 2021.
https://doi.org/10.1080/13607863.2
021.1891200

Music-making
This initiative aimed to provide
opportunities to participate in
music-making, to increase social
interaction and ultimately
well-being in a community
environment. Ten music-making
sessions were scheduled for
community-dwelling people
living with dementia and care
partners, once a month between
September 2019 and March
2020. Three sessions did not take
place due to Covid-19. Eighteen
participants consented to take
part including seven people
living with dementia, five care
partners and six former care
partners. The findings show that
the music-making café
benefitted the self-reported
well-being of participants in
three ways: a sense of
camaraderie that enabled the
facilitation of connections with
others; creating opportunities to
‘level the playing field’ by
always assuming a person's
strengths and abilities; group
participation in music-making
meets a need for meaningful
musical experiences. The
authors conclude that
participating in music-making is
a powerful medium to promote
well-being for communitydwelling people living with
dementia and care partners.
Smith SK, Innes A, Bushell S (2021)
Music‐making in the community with
people living with dementia and
care‐partners – ‘I'm leaving feeling on
top of the world’. Health & Social Care
in the Community. Open Access. First
published: April 6 2021.
https://doi.org/10.1111/hsc.13378

Consistency of evaluation
Increasingly, art and design
projects are used in dementia
care settings to support the
well-being of people living with
dementia. However, the way
well-being is defined and
evaluated varies significantly in
reporting. The aim of this study
was to understand whether
there is any consistency in how
well-being and related
terminology are understood,
the methodologies used, how
projects are evaluated, the
assessment tools used, and
what outcomes and
implications are discussed.
Results showed well-being and
related terminology are used to
reference the social, physical,
states of mind and feelings, and
in opposition to identified
deficits. There was no consistent
approach to how arts
engagement for well-being in
the dementia care space is
carried out and evaluated.
However, this study suggests
that this is not necessarily
problematic, providing the use
of terminology and approaches,
and means of evaluation are
consistent and retain integrity
within the design of individual
projects. It suggests that welldesigned projects provide
frameworks that are able to take
into account the many variables
in relation to art and creativity
and dementia care, and can
offer transferability.

Kenning G, Visser M (2021)
Evaluating quality of life and wellbeing at the intersection of dementia
care and creative engagement.
Dementia. Research Article. First
Published March 27 2021.
https://doi.org/10.1177/147130122
1997309

Cultural competency
Although dementia risk factors
are elevated in lesbian, gay,
bisexual, and transgender
(LGBT) older adults and are
perpetuated by a lack of cultural
competency, no known studies
have quantified LGBT cultural
competency among dementia
care providers. In this study,
dementia care providers
reported very high affirming
attitudes but there were
significant, yet modifiable, gaps
in knowledge and competency.
Better education, including

more LGBT patient exposure, is
necessary to improve the care
being provided, the authors say.
Nowaskie DZ, Sewell DD (2021)
Assessing the LGBT cultural
competency of dementia care
providers. Alzheimer's & Dementia:
Translational Research & Clinical
Interventions. Vol 7, Issue 1 e12137
Research Article. Open Access.
First published: February 14 2021
https://doi.org/10.1002/trc2.12137

Palliative care outcomes
This study aimed to determine
whether implementation of
hospital-based specialist
palliative care was associated
with differences in treatment
intensity outcomes for
hospitalised patients with
dementia. It found that
implementating this palliative
care was associated with an
increase in discharge to hospice
following acute hospitalisation
in patients with dementia.

Lackraj D, Kavalieratos D, Murali KP et
al (2021) Implementation of Specialist
Palliative Care and Outcomes for
Hospitalized Patients with Dementia.
Journal of the American Geriatrics
Society Clinical Investigation. First
published: February 01 2021.
https://doi.org/10.1111/jgs.17032

Perspectives on the future
This study aimed to explore the
perspectives of people with
dementia on being cared for by
others, on the future and on the
end of life, and to evaluate the

capability and willingness of
participants to have these
conversations. Five overarching
themes were derived from the
interviews: (a) My life still has
value and meaning, (b) I am my
own unique individual, (c) I
place my trust in other people,
(d) The future worries me, and
(e) I accept and embrace what
life brings.
Participants' thoughts about the
future and the end of life
involved feelings of ambiguity
and anxiety, but also of
contentment and resignation.
This study demonstrates
capability and willingness of
people with dementia to discuss
the future and end-of-life topics,
the authors say.
Bolt SR, van der Steen JT, Khemah
C et al The perspectives of people
with dementia on their future, end of
life and on being cared for by
others: A qualitative study. Journal
of Clinical Nursing. Open Access.
First published: January 12 2021
https://doi.org/10.1111/jocn.15644

Model for crisis teams
Teams working in the
community to manage crisis in
dementia currently exist, but
with widely varying models of
practice, it is difficult to
determine the effectiveness of
such teams. This study aims to
develop a “best practice model”
for dementia services managing
crisis, as well as a set of

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.
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• Short comment on important research papers recently
published, drawing practitioners’ attention to new evidence
and key points that should inform practice.
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resources to help teams
implement this model to
measure and improve practice
delivery. These will be the best
practice tool and toolkit to be
utilized by teams to improve the
effectiveness of crisis teams
working with older people with
dementia and their caregivers.
This paper describes the
protocol for a prospective study
using qualitative methods to
establish an understanding of
the current practice to develop a
“best practice model.”
AQUEDUCT ( CI Martin Orrell) Stanyon M, Streater A, ColestonShields D, Yates J, Challis D, Dening
T, Hoe J, Lloyd -Evans B, Mitchell S,
Moniz-Cook E, Poland F, Prothero
D, Orrell M (2021) Protocol for the
development of an evidence-based
‘Best Practice Model’ for Teams
Managing Crisis in Dementia. JMIR
Research Protocols, 10(1):e14781
https://doi.org/10.2196/14781
open access

Hearing impairment
A large proportion of older
adults assessed for cognitive
impairment likely have hearing
loss, potentially affecting
accuracy of cognitive
performance estimations. This
study aimed to develop a
hearing-impaired version of the
Addenbrooke's Cognitive
Examination-III (HI-ACE-III)
and to assess whether the
HI-ACE-III can accurately
distinguish people with mild
cognitive impairment (MCI)
and dementia from cognitively
intact controls. It concluded
that the HI-ACE-III showed
good reliability, validity and
screening utility for MCI and
dementia in older adults in a
hearing-impairment context.
The adapted HI-ACE-III may
offer accurate and reliable
indication of cognitive
performance, supporting
timely diagnosis and research
examining links between
hearing loss and cognitive
decline, the authors say.
North C, Heatley MH,
Utoomprurkporn N et al (2021)
Adaption and preliminary validation
of the Addenbrooke's Cognitive
Examination‐III as a screening test
for mild cognitive impairment and
dementia in hearing‐impaired
individuals. European Journal of
Neurology. First published: January
23 2021. https://doi.org/10.
1111/ene.14753
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BOOKS & RESOURCES
! Here and Now
Santa Montefiore, Simon & Schuster, ISBN 9781471169694, £8.99
I am often asked to review
books, films and scripts where
there is a focus on dementia
and dementia care. Sometimes
such requests come as a writer
or filmmaker is planning to
undertake their work, whereas
on other occasions they may
come after the work has been
produced.
Here and Now was one of the
latter. This type of review can
present me with the personal
challenge of what to say if,
after all their work, I find their
representation of dementia is
inaccurate. However, I am
both pleased and relieved to
say that the review of Here and
Now did not present me with
such a challenge.
The story starts by
introducing us to Marigold

who, in her early sixties,
realises that her memory is not
what it should be and that her
brain and thinking are “foggy”
at times. We see her trying to
adapt to her forgetfulness by
developing the coping
strategies of making notes and
reminders that we see in many
people in the early stages of
dementia.
Importantly, though,
Montefiore helps us to see
through the eyes of a person
with dementia. This is no
mean feat when this requires
both sensitivity and credibility
should her reader have
dementia or be affected by
dementia in another. As the
narrative unfolds, we get to
know Marigold and the
people close to her - family,

friends and colleagues.
Montefiore slowly builds
the picture for us in
developing the characters of
Marigold’s husband, her two
daughters and her mother. We
experience the unrelenting
decline of her dementia, but
this is softly woven with love
stories and in strong,
supportive relationships
within her local community.
In the field of dementia care
we operate by the mantra
“when you have met one
person with dementia, you
have met one person with
dementia.” This supports the
notion that we are all unique
individuals, so that
uniqueness will also be
evident in our experience of
dementia. The events that

Resources

and residents and relatives’
organisations, the resources
include a visiting charter setting
out shared rights and
responsiblities, a visiting pledge
containing key commitments
“that all parties can sign up to,”
and practical information and
advice to support the charter and
pledge. Go to NCF’s Care
Home Visiting in a Covid-19
World webpage for the
resources and more information.
www.nationalcareforum.org.uk

early and mid-stage dementia,
and involves creating a “unique,
high quality” hardback book that
can be enjoyed with family and
friends. Each bespoke book is
curated by one of a team of
health care professionals, the
makers say, who combine formal
life story work with CST in a
series of Zoom sessions,
providing the narrative content
for the book. Teacup was
inspired by the life of Barbara
Sturgess, who had dementia and
was the grandmother of two of
the business’s co-founders and
an occupational therapy client of
the third. www.teacup
dementiatherapy.com

Age Cymru has launched a
national guide to help families
deal with the transition of a
relative from home to a care
home. Making Relationships
Count advises family carers to
communicate with the care
home as much as possible so
that homes better understand
their new residents, what matters
to them most, and what they like
and dislike. The guide also
recommends personalising a
relative’s new living space with
objects that they cherish - books,
photos and pictures - and
encourages families to get
involved in care plans. .
www.agecymru.org.uk

Expectations have been set for
what local authorities and health
and social care organisations can
do to support family carers. A
new Supporting Adult Carers
quality standard (QS200) from
the National Institute for Health
and Care Excellence (NICE)
spells out the need for
practitioners to identify people
who are unpaid carers and direct
them to advice and support, and
to ensure that they are
recognised as partners in the
care of the person they are
supporting.
www.nice.org.uk

This year has been designated
the year of moving and grooving
by NAPA (National Activity
Providers Association) as part of
a campaign to support the care
sector to prioritise physical
activity among residents. With
that in mind, NAPA has created a
Moving and Grooving resource
to encourage things like dancing,
walking, seated physical
activities, ball activities and much
more. There are lots of practical
tips and ideas and it includes
information on person-centred
strategies, weighing up any risks
and recording physical activity.

A free Dementia Dictionary
website has been launched with
a view to helping families “learn
the language of dementia” and
reconnect with relatives whose
communication may be
impaired. It is the brainchild of
Glenn Knight, who has also
founded a Global Dementia Tour
linked to a network of “dementia
interpreters”. Knight said that
building a network of specialist
interpreters, to “translate
behaviours, actions, noises and
situations into an accessible
everyday language for families,”
had been a long-held ambition.
Majesticare care homes are
among users of the Dementia
Dictionary.
www.dementiadictionary.com
The National Care Forum (NCF),
which represents not-for-profit
care homes, has published
Partners in Care: Resources
to Support Meaningful Visits.
The document says that the
resources are designed to
provide practical support to care
homes and their relatives and
loved ones to adopt the “default
position that care homes are
open for visiting.” Based on a
collaboration with care providers

A new tool from Denmark - called
inmu - is an interactive “sound
pillow” which plays music. Inside
the pillow is AI technology which
reacts to touch and movement,
producing gentle tones and
pleasant vibrations for a relaxing
and soothing effect. Designed for
the support of people with
dementia at home or in care
homes, inmu also promotes
perception, communication and
movement skills, according to the
manufacturer inmu touch. It has
invited anyone with an interest to
test the two models inmuRELAX and inmuDANCE.
https://inmutouch.com
The Teacup LifeStory Book
service supports people with
memory problems, including
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unfold in Here and Now tell us
of one person’s experience of
dementia and how her family
and friends unite to support
her.
Dr Karen Harrison Dening,
head of research &
publications, Dementia UK

RESOURCES & EVENTS
Each activity is also given an
abilities coding.
https://napa-activities.co.uk
Alzheimer’s Disease International
(ADI) has brought together
Covid-19 resources from
Alzheimer’s associations around
the world on a single wepage.
The Advice and Support
during Covid-19 webpage lists
a wealth of resources including
ADI’s own report and those from
the World Health Organisation,
the UN and Dementia Alliance
International, among many
others. It also links to papers in
the Lancet, such as “Dementia
care during Covid-19” of which
ADI CEO Paola Barbarino was
co-author.
www.alzint.org
Two e-books illuminating links
between deafness and dementia
can be found at Dementia
Support UK, a service from
HammondCare. Deafness and
Dementia: Interpreting
changes in behaviour is a
resource for care staff
supporting a deaf person with
dementia. It introduces the
subject and offers
communication tips with
suggested approaches in
response to behaviours. The
second e-book, which has the
same title, is aimed at family
carers and is designed to help
them understand and identify
changes in behaviours.
https://dementiasupportuk.org

Blogs I’m watching
by Mark Ivory
Gail was diagnosed with young onset
Alzheimer’s disease in February 2019 and writes
a blog about her life and experiences called Too
Young for Dementia? She compiles a diary of
“enchanted walks and high tides” and you only
have to look at the beautiful photos of the natural
world posted on the blog to see why. Judging by
the blog content, Gail lives near a nature reserve
on the Wyre estuary in Lancashire and alongside
the seascapes, the reed bunting collecting seed
from a pathway, and the nesting great crested
grebes, there is her story of life with dementia.
“My walk through the woods this morning was
just so magical, lots of robins all sing their little
hearts out, just so calming,” Gail writes. “Tufty
the squirrel came to join me further into the
woods. We all 3 stopped and watched one
another… oh so still. Well, we were until Toby
spotted Tufty! With a yank on the lead, Toby
nearly pulled me with him! Mud splattering
everywhere as my four-legged friend was doing
wheelspins in the mud to try and catch Tufty.
Nice one Toby! We were clean apart from paws
and wellington boots… Not now!”
https://dementiaalzheimers.home.blog
A different take on the experience of young
onset Alzheimer’s comes from a woman who
describes herself as a first generation
American, a baby boomer born in New York
City. Her blog is titled Suddenly Mad. It is an
arresting title, as is the headline on her March
18 blogpost - The Broken Beast Dirge - which
stands in stark contrast to the joyful, sunny
drawing she has made of her new grandson
Ian inserted at the top. “I am a broken,
sputtering machine, still trying to work,” she
begins. “A dirge is a slow mournful piece of
music. Imagine the sound of a solo bagpipe

playing a hauntingly beautiful tune for the fallen
hero or heroine.” She has a Zoom chat once a
week with Helen, a bio-engineering student at
Columbia University, who participates in a
programme called Conversations with Rachel.
“We talk about art since I was an art teacher
and art historian.” So, art has been part of her
life for a long time, yet (she says) the drawing
of grandson Ian sat unfinished on her table for
months. “It is my first and only drawing in
2021. I can still write. I can still draw and yet I
haven’t. So here I am. Like a news reporter
from the frontier of this land of forgetting.”
https://suddenlymad.com
Then there is George Rook, who always has a
“different take” on the experience of young
onset dementia. The post I’m reading is titled
ZoomZoomZoom, which is a little clue to one of
his themes. “I am going to celebrate the
wonderful friends I have made since being
diagnosed,” he announces, before going on to
talk about their weekly Zoom meetings - “chats,
jokes, catch-ups, sad moments.” And it seems
that Covid-19 hasn’t impeded the hectic pace
of life because they’ve been doing serious
work, he says, on research and ethics,
dementia pioneer projects, dementia diaries
and creative crafts. “Above all this, though, we
have grown wonderful friendships,” he adds.
“We look forward to the sessions that mark our
weeks. And God we have fun. Stupidities (and
crudités) that might never happen face to face
in a busy day.” George says that when first
diagnosed he had no idea that such a
community was possible, one that was “going
to disrupt the established rules and
behaviours.” But why? “Because no one in the
establishment knew…. Because they did things
how they did them. And after diagnosis there
was really no hope. They gave each of us a
riskerectomy and told us to prepare for death.”
https://georgerook51.wordpress.com

Events
Many conferences have been
postponed due to coronavirus
and new dates have yet to be
announced. Here is the latest
information as we went to press,
including rescheduled events.
! 20 May
Dementia Hero Awards
Ceremony organised by
Alzheimer’s Society to honour the
work of carers, researchers and
campaigners during the
pandemic, www.alzheimers.org.uk
! 18-19 June
The Alzheimer’s Show
To be held in London.
https://alzheimersshow.co.uk

! 21-22 June
International Conference on
Dementia
Conference in Singapore
exploring advances in dementia
research. www.meetingsint.com/
conferences/dementia
! 8-9 July
Dementias 2021
Wide-ranging conference due to
take place at the Cavendish
Conference Centre in London,
including a look at the impact of
Covid-19 on dementia practice.
www.dementiasconference.com
! 26-30 July
Alzheimer’s Association
International Conference
Leading scientists, researchers
and clinicians meet in Amsterdam

to discuss findings relating to
prevention, treatment and
diagnosis. www.alz.org
! 20-21 August
Alzheimer’s Disease, Dementia
and Ageing
Looking at science and clinical
practice, this Amsterdam
conference includes a track on
dementia nursing. https://dementia
conference.euroscicon.com
! 6-8 September
Alzheimer’s Disease and
Dementia
London conference on advances
and breakthroughs in Alzheimer’s
and dementia research. https://
frontiersmeetings.com/conference
s/dementia/scientific-program

! 15-16 September
Dementia, Care & Nursing
Home Expo
Conference and exhibition in
Birmingham. Tickets free at
www.carehomeexpo.co.uk/index.
asp.
! 28 September
Dementia 2020:
The Final Review
London conference looking at
changes in dementia care under
the NHS five year forward view and
associated strategies.
https://2020.alzheimers2020.co.uk
! 29 November-1 December
31st Alzheimer Europe
Conference
Scheduled for Bucharest.
www.alzheimer-europe.org
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