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We are delighted to again sponsor
the care awards for the 23rd year.

This is going to be a special evening
to recognise all the efforts,

dedication and incredible sacrifice
by the sector over the last year. It is
always a fantastic event, but I am

sure everyone is more than ready to
get together and I am looking

forward to seeing everyone already!

Richard Lunn
Director & Head of Care –

Healthcare

MAIN SPONSOR

As organisers, we will work in close collaboration with the Hilton to ensure the event takes place in the safest possible environment
and follows best practice in relation to Covid-19. Government advice is constantly evolving and we will react accordingly to deliver

an event that recognises the fantastic work of the sector in a setting where we can celebrate together safely. 

The National Care Awards will be returning as a live event on
Friday 19th November 2021 at the London Hilton Metropole

Tickets are available now!
To book yours, visit:

careinfo.org/award/national-care-awards-2021
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If you are interested in category sponsorship
for 2021, or require further information

please contact Caroline Bowern:
caroline.bowern@investorpublishing.co.uk

or 0797 4643292
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ENTRIES ARE NOW CLOSED
This year’s finalists will be announced in early September
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Dementia research has come a long way in understanding how to prevent the condition 
and slow the rate of cognitive decline. Now, says Professor Gill Livingston, it is time to 
implement what has been learned  
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Innovative dementia care technology is key to a modern care home if residents are to 
receive good care and staff are to manage under pressure.  Rishi Sodha sets out plans for 
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Much remains unclear about the future of social care now
that a government has finally had the courage to come
clean about the financial implications of sorting it out.

Governments have talked about it for well over 20 years, but
action has never followed. Now there is action. 

One day, taxes had to rise, even if the 1.25% hike to National
Insurance isn’t the tax increase many would have chosen given
the disproportionate impact on younger workers. The additional £1.8 billiion
earmarked annually for social care in England over the next three years – and the
cap of £86,000 on each person’s lifetime social care costs – will help to stabilise a
system that was lurching from crisis to crisis.

But, if social care is to be truly equitable, it is not the whole answer.
Alzheimer’s Society said the cap would need to be considerably lower than
£86,000 if it was to make a difference to more than a handful of people with
dementia.  The government says it wants to make the overall system fairer by
ensuring those who fund their own care do not pay more than state-funded
individuals, but closing the gap will itself be hugely expensive as self-funders
pay up to twice as much as their publicly funded counterparts.

According to the Institute for Fiscal Studies (IFS), the additional money
amounts to a 9% increase in local authority adult social care budgets which barely
makes up for the 7.5% cut to those budgets resulting from government austerity
measures post-2010.  Among the government’s other expectations of the new
funding are better training and support for the social care workforce and
improved services and signposting for care recipients and informal carers.  All
praiseworthy, but how much of it will be affordable?

The real elephant in the room is the sheer number of people who have been
squeezed out of local authority-funded services over the past decade or more.
Age UK estimates that 1.4 million older people are struggling without the help
they need to carry out basic activities of daily living – eating, dressing, bathing,
and so on. Attending to these basic needs while also ushering in a new era of
fairness and better rewarded and trained staff is likely to cost considerably more
than £1.8 billion, especially when you consider that there are well over 100,000
social care vacancies to be filled.

A white paper on integration of the NHS and social care is promised later this
year which will presumably give more details on how it will all work. An extra
£21.7 billion has been allocated to the NHS up to 2025 to clear the huge waiting
list resulting from the covid pandemic that showed social care’s shortcomings in
such a lurid light. If the white paper signals a relationship between the NHS and
social care in which these mistakes cannot be repeated, so much the better. But
whether it will also be fair to everyone with dementia is another matter entirely.

Action on social care –
but how fair will it be?
Mark Ivory, Editor, Journal of Dementia Care

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

@JDementiaCare

@JournalofDementiaCare
www.facebook.com/
JournalOfDementiaCare
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Diagnosis focus for World Alzheimer Month 
During World Alzheimer’s Month in September, the focus of campaigning 
will be diagnosis, against a backdrop of diagnosis rates which have gone 
into reverse in the pandemic. The highlight of the month will be World 
Alzheimer’s Day on 21 September, when Alzheimer’s Disease 
International (ADI) will launch its annual World Alzheimer’s Report which 
this year will be entitled Journey through the Diagnosis of Dementia. ADI 
said its September campaign theme would be “Know Dementia, Know 
Alzheimer’s” to raise awareness of the potential signs of dementia and 
stress the importance of timely diagnosis.  

National Day of Arts in Care Homes 
National Day of Arts in Care Homes on 24 September is a chance to 
orgnanise creative or cultural activities and events in care settings. Just 
register your event at https://artsincarehomes.org.uk and bear in mind 
that it can be any art form, music, dance, painting, poetry, craft, drama 
or everyday creativity. This annual event is backed up with lots of 
resources to help event organisers, including how-to guides, toolkits, 
tips and best practice, and is organised by NAPA with funding from the 
Baring Foundation and Rayne Foundation. 

Dementia-friendly push for cultural venues 
Cultural venues in London should be more accessible to people with 
dementia following the launch of a Dementia Friendly Venues Charter by 
the mayor Sadiq Khan in partnership with Alzheimer’s Society. Unveiled 
during Dementia Action Week in May, the charter aims to “transform” 
cultural venues through a range of dementia friendly resources such as 
sensory tours, inclusive performances, clear signage, staff training and 
“chill out” zones. Among the 40 venues which have so far pledged to sign 
are the Museum of London, Battersea Arts Centre, English National 
Ballet, Sadler’s Wells, Brixton House and the Albany. A Dementia Friendly 
Arts and Culture Network has been set up to share best practice. 

Covid-19 can accelerate Alzheimer’s 
Research presented at the Alzheimer’s Association International Conference 
in July suggests that persistent cognitive deficits can result from Covid-19 
and that Alzheimer’s disease symptoms can be accelerated. The sensation 
of “brain fog” after infection has been widely reported and in some cases it 
appears that these symptoms persist, Alzheimer’s Society said. “At this 
stage we don’t know how suffering from covid symptoms such as ‘brain 
fog’ or loss of taste or smell might play into our risk of getting dementia,” 
said head of research Dr Richard Oakley. “Research looking into the long-
term impact of coronavirus is absolutely vital, especially if there’s a potential 
association with the diseases causing dementia.” 

Air pollution and dementia risk 
Greater exposure to air pollution is associated with greater risk of dementia, 
say researchers who studied 4,166 volunteers in Seattle. They linked 
exposure to particulate matter in different city locations to dementia risk and 
1,136 volunteers went on to develop dementia. “This study adds to growing 
evidence of a relationship between air pollution and dementia risk,” said Dr 
Sara Imarisio, head of research at Alzheimer’s Research UK. “While the 
research looked at exposure to air pollution over 10 years, the volunteers had 
an average age of 75 at the start of the study, and future research should 
explore how air pollution throughout our lives may affect the risk of dementia.” 

New study on hearing impairments 
Powerful evidence that hearing impairments are a risk factor for dementia 
has come out of an Oxford University study involving 82,000 people aged 
60 or over. It looked particularly at a major component of impairment in 
which people have difficulty hearing speech in noisy environments, finding 
that those rated as having “insufficient” hearing had a 61% increased risk 
of developing dementia while those rated as having “poor” hearing had a 
91% increase. Dr Thomas Littlejohns, study author, said that, although the 
results were preliminary, they suggested “speech-in-noise hearing 
impairment could represent a promising target for dementia prevention.” 

News in brief

N E W S

Numbers of people with a 
diagnosis of dementia have 
fallen by around 10 per cent 
since the start of the pandemic 
as GPs halted referrals to 
memory clinics for 
assessment. 

Professor Alistair Burns, 
national clinical director for 
dementia, said that 475,000 
people in England were 
normally registered with their 
GP as having dementia but 
that this number had fallen as 
low as 427,000, a drop of 
almost 50,000.  

Speaking in a personal 
capacity, Burns said the effects 
were especially marked 
during the lockdowns and that 
people with dementia had 
“disproportionately lost out” 
as a result of social isolation.  

Dr Hilda Hayo, CEO of 
Dementia UK, commented: “A 
diagnosis of dementia can give 
families clarity, help them plan 
for the future, and provide 
access to support services in the 
community. With significant 
delays in this process, then 
families with dementia will be 
further left behind.” 

Analysis of NHS Digital data 
by Alzheimer’s Society found 
that dementia assessments had 
declined by between 38% and 
50% compared with the 
previous year. 

Hopes rose of an easier path 
to diagnosis as Cambridge 
University researchers said 
they had developed an AI tool 
that could diagnose dementia 
with a single brain scan. It will 
now be tested on patients.

Dementia diagnoses fall by 10%

Older people’s mental health deteriorated during the pandemic 
and got worse the longer it went on, says Age UK, adding that 
those with dementia had been “severely impacted”. 

Activities helping to maintain cognitive function such as 
socialising with friends and attending support groups had been 
unavailable and some people had struggled to understand why. 

“This has resulted in some older people experiencing much 
quicker cognitive decline than expected, with friends and family 
explaining how devastating it has been to witness their loved one’s 
deterioration,” says the report. 

Also examining the damaging effects of the pandemic on 
physical health, the report draws on polling data from nearly 1,500 
people, 40% of whom were living with a long-term condition.  

One carer told Age UK: “Her Alzheimer’s rapidly increased 
because of zero support during the first lockdown, necessitating 
moving into a care home where visits have not been allowed for 
months, resulting in further decline.” 

Commenting on the report Alzheimer’s Society said people with 
dementia must be prioritised as the country emerges from the 
pandemic.  

“We’re calling for the government to fully fund a national 
rehabilitation strategy so that people with long-term conditions are 
able to manage in the months and years ahead and have the 
support they so desperately need,” said head of public affairs and 
campaigns James White. 

Impact of Covid-19 on older people’s mental and physical health: one 
year on, available at www.ageuk.org.uk 

Pandemic has had ‘severe’ impact on 
mental health of people with dementia

Protein predictor: Scientific results published in the journal Neurology show 
how levels of Alzheimer’s trademark amyloid protein in the blood in mid-life 
can predict onset in later life. Researchers looked at 2,284 people without 
memory problems, who had an average age of 59, finding that significantly 
more of those with higher amyloid levels developed Alzheimer’s or mild 
cognitive impairment, often in their 70s. Alzheimer’s can start to develop in the 
brain up to two decades before symptoms appear and future drugs to target 
amyloid may have the best chance of being effective at these early stages. 
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Frontline social care workers underpaid 
Frontline workers in social care are underpaid by nearly £7,000 a year 
compared with their peers in other publicly funded sectors, a care 
charity has said. Community Integrated Care (CIC) commissioned 
research into the roots of what it describes as an “unprecedented 
workforce crisis” in which the social care sector is losing 34% of its 
employees every year and has 112,000 vacancies. Average pay for 
social care workers who help people live independently is just 
£17,695 a year, as against £24,602 for other publicly funded roles of 
equivalent scope, complexity and accountability, according to the 
research. CIC’s report Unfair to Care highlights mental health 
challenges, homelessness and family breakdowns as among the 
challenges faced by workers and makes a moral case for more 
investment in social care. 

Slight fall in dementia drug prescription 
After four consecutive years of increases there was a slight decrease 
in the volume of drugs prescribed for dementia in the year to March 
2021. Prescriptions for drugs used to treat dementia symptoms like 
donepezil and memantine fell from around 4.2 million items in 2019/20 
to slightly over 4 million items in 2020/21. In 2015/16 roughly 3.4 
million items were prescribed, according to figures from the NHS on 
medicines used in mental health in England. More women than men 
were given the drugs, the most popular age group was 80 to 84, and 
they were more likely to be prescribed in more deprived areas. 

Pandemic memory boxes compiled 
In a joint project mounted by NAPA, the National Care Forum and the 
Beacon Consultancy, individuals and care organisations have been 
invited to put together “Moment in Time” boxes, in which memories 
from the pandemic period are “sealed” and then opened on the same 
day in 2022. “The Moment in Time project has been inspired by the 
idea of a ‘time capsule,’” said NAPA executive director Hilary 
Woodhead. “We are inviting you to use the tools and resources 
developed for this project.” #Momentintime21 

Report shows extent of care home crisis 
Falling occupancy rates in care homes during the pandemic have put 
many providers at risk of failing, says the Commons Public Accounts 
Committee (PAC), adding that “care is not properly funded, lacks 
transparency and urgently needs reform.” In its report Adult Social Care 
Markets, the PAC says the pandemic has had a “devastating impact 
on the care sector,” with occupancy rates declining from 90% to 80%. 
It accuses the government of complacency and calls on the 
Department of Health and Social Care to come up with a plan to help 
care providers. National Care Forum CEO Vic Rayner said the 
committee had recognised the urgent need for long-term planning on 
social care funding and workforce. 

Football Association to support charity 
Alzheimer’s Society will be official charity partner of the Football 
Association over the next two seasons with the aim of increasing 
support for the charity, generating significant funds and awareness of 
dementia. Money will be raised for the Dementia Connect support line 
and clubs will be able to refer employees, players and former players 
to the charity for dedicated support. 

150m people with dementia by 2050 
A study by the University of Washington Institute of Health Metrics 
and Evaluation has estimated that the number of people worldwide 
with dementia will nearly triple to more than 152 million by 2050. It 
predicts that, while better education would be expected to reduce 
dementia prevalence, risk factors relating to heart health will have the 
opposite effect. 

News in brief

N E W S

Evidence has emerged from 
the Glasgow University FIELD 
study that professional 
footballers who have longer 
careers are more likely to 
develop neurodegenerative 
diseases. 

The new findings reinforce 
those from an earlier study by 
the same team which found 
that footballing professionals 
were three-and-a-half times 
more likely than the general 
population to receive a 
diagnosis of dementia or 
another neurodegenerative 
condition later in life.  

Footballers with the longest 
careers were at five times 

higher risk than average, 
while in those with the 
shortest careers the risk 
doubled. In goalkeepers the 
risk was similar to the general 
population, but in outfield 
players the risk was almost 
four times higher. 

Professor Willie Stewart, 
who led the study, said the 
“standout risk factor” was 
exposure to head impacts such 
as heading the ball.  

Dr Susan Kohlhaas, director 
of research at Alzheimer’s 
Research UK, welcomed the 
further guidance on heading 
being introduced to the English 
game from next season. 

7% of care workers could lose jobs  
through compulsory vaccination

Footballers with longer careers more 
prone to neurodegenerative diseases

Up to 7% of the care home 
workforce could lose their jobs 
unless they get the Covid-19 
vaccine under new legislation 
introduced by the 
government. 

Staff will be compelled to 
show their employers that 
they have been fully 
vaccinated against Covid-19 
from 11 November. With a few 
notable exceptions nobody 
will be allowed into a care 
home unless they can either 
show that they have had the 
jabs or have clinical reasons 
for not having them. 

The measure gives staff until 
September 16 to get their first 
vaccine if they are to meet the 
November deadline. But the 

government’s impact 
assessment predicts that 
40,000 out of 570,000 workers 
will refuse to have it, meaning 
that £100 million would have 
to be spent on recruiting and 
training replacement staff. 

“By their own assumption 
the government have 
determined that it is likely that 
7% of the workforce will not 
be deployable as a result of 
this policy,” said National 
Care Forum CEO Vic Rayner. 
“The sector urgently needs 
guidance and sufficient 
resources provided in a timely 
manner to prepare for the 
implementation of this 
policy.” 

See JDC Asks page 8.

Nearly 40,000 care home residents died with Covid-19 in the year 
to March, figures released by the Care Quality Commission 
(CQC) have revealed. Out of the 39,265 who died, 18,265 lost 
their lives in the first wave of the pandemic in spring 2020, while 
there was a second peak at the start of this year. 

Staff had done everything they could in “incredibly diffiult 
circumstances” to look after the people in their care, said CQC 
chief inspector for adult social care Kate Terroni.  

Care homes in the north-west of England were hardest hit in 
the first wave, while the south-east had the most covid-related 
deaths in the second. One care home had 44 deaths, while 21 
others had more than 30.

Covid-19: 40,000 deaths in care homes



The government’s 
regulations on 
mandatory vaccination in 

care homes take effect from 11 
November, and the policy 
goes well beyond staff: 
anyone entering a care home 
must demonstrate that they 
have had a complete course of 
an authorised covid vaccine 
unless they are family and 
friends of residents, among 
other very limited exceptions.  

All this is extraordinary. 
Even the government’s  
SAGE advisory group only 
recommended that a 
minimum of 80% of staff and 
90% of residents be 
vaccinated. The Department 
of Health and Social Care’s 
own impact statement says 
the policy may result in the 
loss of 40,000 staff at a cost of 
£100 million.  

There is a notable silence on 
the resources and funding 
needed to operationalise the 
policy. Currently it feels 
completely unworkable; care 
homes have limited powers to 
force the vaccination of those 
beyond their immediate 
workforce and volunteers. 
While they can renegotiate 
the terms of their contracts 
with suppliers, they cannot 
force vaccination on visiting 
health professionals, whose 

presence is essential to the 
health and wellbeing of 
residents. And it is not clear 
what the regulator will 
require in terms of evidence.  

Care homes have been 
working hard to achieve the 
highest possible vaccine 
uptake in staff and the people 
we support. As I write, 77.4% 
of staff in older adult care 
homes have had both 
vaccines – in light of this, is 
the policy a good idea? 
Perhaps the reader can 
decide.  
Liz Jones is policy director at 
the National Care Forum 

 

I’m currently sitting on the 
fence, as I’m struggling to 
find a rock-solid argument 

either way. Initially, it felt 
easy to compare it to other 
walks of life.  

Most people won’t hesitate 
to get jabbed before jumping 
on a plane to an exotic 
country with yellow fever, for 
example, and these jabs can 
have just as severe adverse 
effects as the Covid-19 
vaccines. Indeed, I’ve seen 
someone go almost psychotic 
on anti-malarials they 
willingly ingested on a jolly to 
south-east Asia. So, on the one 
hand, it doesn’t seem too 
unreasonable to expect people 

to get vaccinated. 
On the other hand, though, 

people have a choice when 
they travel. Anyone worried 
about the risk of a vaccine for 
a holiday could go to Scotland 
where the midges are mostly 
harmless. The government 
plans would be taking this 
choice away from people, 
which seems at odds with the 
pro-choice approach of the 
care industry, as well as the 
government’s insistence that 
care homes should risk assess 
every other aspect of Covid-
19. 

But, while I find myself 
thinking that perhaps we 
should just individually risk 
assess anyone who chooses 
not to be vaccinated, a 
niggling question keeps 
popping into my head: do I 
really want people working in 
our care homes who are 
willing to put others at risk 
based on unlikely odds of a 
risk to themselves? Some may 
argue this question isn’t fair, 
but it might just be enough to 
make me jump off the fence 
into the compulsory camp. 
Charlie Hoare is managing 
director of the Huntington & 
Langham Estate care homes 
in Surrey 

 

My charity exists to 
champion the rights of 
older people needing 

care or in care and we have 
heard the despair, loneliness 
and grief of many residents 
caused by restricted visits. 
Even now, when so much has 
been relaxed, large numbers 
are isolated and cut off from 
those who mean most to them.  

Too many visits are still 
limited and timed, often 
without privacy plus PPE and 
masks. People are still left 
bereft in their rooms for two 
weeks after outside 
appointments. This distress 
and trauma adds to the 
confusion and desperation of 
residents with dementia, who 
often have additional 
disabilities including sight 
and hearing problems.  

The prospect of vaccination 
for residents and staff seemed 
like a miracle. Sadly, though, 
vaccine hesitancy is prevalent 
in many settings. Before 
threatening compulsion, a 
well resourced and publicised 
national campaign was 
needed with a 24-hour 
helpline to listen to questions, 
answer doubts, provide data 
and reassure those still feeling 
hesitant.  

Not everyone knows that 
there are now clear data 
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JDC asks...
Are government plans for compulsory 
vaccination of anyone working in a CQC 
registered care home in England a good idea? 

From left: Liz Jones, Charlie Hoare, Judy Downey, Keith Oliver and Suzanne Mumford
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showing that vaccination not 
only protects the pregnant 
woman, it is also very 
effective in protecting the 
unborn child. Our first duty, 
however, is to protect those 
who are often too frail and 
unable to speak up for 
themselves.  

Perhaps some care workers 
will resign, but there must be 
something attractive about 
working in an environment 
which is made as safe as 
possible for everyone at such 
a worrying time. 
Judy Downey is chair of the 
Relatives & Residents 
Association 

 

In a free democracy no one 
welcomes the idea of 
supporting compulsory 

measures which appear to 
challenge either our personal 
beliefs or behaviours. 
However, there are times I feel 
when we need to think 
outside of our own mindset 
and consider the needs of 
others before ourselves, some 
of whom will be known to us 
but often in this case not.  

Putting aside for the 
moment pressure from the 
media, I feel it important to 
consider the enormous impact 
covid has had on the care 
home sector, especially upon 
residents and staff, many of 
whom have been enormously 
affected by the pandemic. If 
all agreed willingly to be 
protected by the vaccine, then 
compulsion would be 
unnecessary. 

But leaving legitimate 
health reasons that could be a 
reason to decline the vaccine 
to one side, one person’s 
choice to decline could 
potentially not just put them 
at risk but those entrusted to 
their care - not to mention 
colleagues who trust them to 
take responsible, considerate 
action.  

It does appear that covid is 
not leaving these shores any 
time soon, and we therefore 
have as a society to support 
each other by using the means 
at our disposal to keep 
everybody, primarily the most 
vulnerable, as safe as possible. 
This will happen through 

everyone, wherever one 
works, being vaccinated. 
Keith Oliver is an 
Alzheimer’s Society 
Ambassador and member of 
the 3 Nations Dementia 
Working Group Steering 
Group. 

 

There can be no denying 
that the past 18 months 
have challenged 

everyone, particularly those of 
us supporting vulnerable, 
older people living with 
dementia in care homes. Yet 
the success of the vaccines and 
the percentage of the adult 
population “protected” far 
exceeds anything we could 
have expected in March last 
year. 

There is no question that 
vaccinations are essential in 
protecting the health and 
safety of those living and 
working in care homes. 
However, how can enforcing a 
law that requires the social 
care workforce to be 
vaccinated but not health care 
staff be “a good idea”? Surely 
this further divides and 
devalues what should be two 
tightly integrated and 
essential services.  

Why should a nurse or care 
assistant working in a care 
home lose their job for making 
an informed choice about not 
having the vaccine, although 
they would run no such risk if 
they were employed in a 
health rather than social care 
setting?  

While I and my colleagues 
are in favour of anything that 
strengthens our defences 
against the virus, and agree 
with mandating the 
vaccination in our homes, I 
have to question the logic of 
enforcing vaccination for 
social care but not health care 
staff. After all, hundreds of 
vulnerable care home 
residents are treated by the 
NHS both as inpatients and 
outpatients each month.  

Only by making the system 
fair across all health and social 
care settings will we be able to 
work effectively together.  
Suzanne Mumford is head of 
nursing, care and dementia 
services at Care UK

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 Jacqui Bingham, Stephen Tamblin, and 
Clive Rogers. 

Jacqui’s diaries are always full of practical advice:  

“I went to the Physio yesterday about my knees 
and we discussed the x-rays and then he said to 
me, ‘Have you been doing the exercises I sent 
you by email?’ I said, ‘No.’ I said, ‘I don’t 

understand it when you send it to me. I don’t – with the 
dementia, I have difficulty following instructions.’ 

‘Oh’, he said, ‘so what would help you?’ I said, ‘Somebody to 
sit in front of me and show me and go step by step with me.’ 
He said, ‘I will phone your friend and I will go through the 
exercises with her and how many times you have to do it and 
I’ll get her to do it with you. Do you think that will work?’ ‘Yes,’ 
I said, ‘thank you very much.’” 

Stephen is involved in some work with Joseph 
Rowntree Foundation looking into poverty: 

“But the whole thing with the poverty this 
morning – the JRF that’s, oh it’s awful. You know 
there’s so much of it now and poverty’s been 

brushed under the carpet, as far as I can see. That’s why I 
joined the JRF, to get it out there more, and get you know, get 
people to listen, as people aren’t listening. And you’d be 
surprised what I’ve heard. Make your toes curl...” 

Clive’s diary addresses one particularly large 
elephant in the room: 

“I’m going to bring up a thing that’s bothered me 
for – well, ever since I’ve been diagnosed... how 
people come to terms with the fact that they’ve 

got a terminal illness and their thoughts on death.  I’ll be 
honest, I am terrified of dying... As a younger bloke, you think 
yourself invincible, almost. But it’s the way I’m going to die; 
how I’m going to die, and sometimes I can get quite – quite 
upset about it... It would be nice to know if anybody’s got any 
strategies or things you can do to ease the worry and the 
stress of that.” 

 

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! 

Steve Milton, co-director, Innovations in Dementia

Dementia Diaries
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Back in November 2015, 
Bryn Seiont Newydd, 
part of the Pendine Park 

care company, opened its 
doors for the first time, a 
dementia care centre for over 
100 residents. Mario and Gill 
Kreft, who own the company, 
shared a vision that music 
would be a central feature of 
life at the care home. 

Not only would they make 
sure that a musician regularly 
came to the home, but they 
would go a step further by 
employing a resident musician 
to work in the home four days 
a week. It was an unusual step 
for homeowners to make, but 
because of Mario and Gill’s 
passion for music, they 
understood the importance of 
this medium for people living 
with dementia.  

I had completed an MA 
degree which focused on the 
relationship between music 
and dementia, and when I 
heard about the plans for this 
progressive building, I knew 
straight away that this was the 
job for me! I have worked at 
Bryn Seiont Newydd from day 
one and consider myself 
extremely lucky to be doing a 
job I love. A challenging job at 
times but at the same time 
rewarding (Davies Williams 
2021). 

Well, the pandemic came, 
and like everywhere else Bryn 
Seiont Newydd went into 
lockdown. My piano lessons 
came to an end along with the 
freelance singing I was doing 
in other homes. I was 
expecting a phone call or email 
from work saying that I 
couldn’t work for the time 
being at the home considering 
the circumstances. But it 
turned out instead that my job 
had become more important 
than ever. 

Seeing so many of my peers 
experience their work drying 
up, I was acutely aware of 
how lucky I was to continue 
working. Part of my job as 
musician in residence was to 
organise outside 
entertainment to come to Bryn 

Seiont Newydd and I had built 
up many great contacts who 
visited regularly: choirs, the 
local arts centre, a dance 
company, local primary and 
nursery schools, to name just a 
few. The home has a spacious 
music room, and we are used 
to welcoming all the choirs 
until the music room is 
bursting with music! 

I had to pull the plug on all 
this straight away. Plus, we 
could not bring the residents 
together into the music room 
as one big crowd. The care 
home had been divided into 12 
lounges with approximately 
nine residents in each lounge. 
Movement between lounges 
had to be restricted in case of a 
possible Covid-19 infection.  

 
Thinking afresh 
I had to think of an idea of   
how to deliver live music 
safely to the residents. By 
liaising with a few local 
schools, I managed to acquire 
four unused school pianos and 
placed them at strategic 

locations in the home, 
although the grand piano in 
the music room that used to 
accompany the choirs had to 
be idle for now.  

I also used my Celtic harp 
during the mini-music 
sessions. Strict rules had to be 
adhered to, so a mask, visor, 
and a bucket of anti-bacterial 
wipes became my daily tools 

as well as changing my clothes 
on arriving and leaving my 
own home. These mini-music 
sessions became an 
opportunity for me to get to 
know more of the residents 
and their taste in music and 
my aim was to make sure each 
lounge could experience some 
live music every week. 

The news frequently focused 

Singing and smiling 
through lockdown
A dementia care home in North Wales not only saw the value of 
music, it employed a musician to work in the home four days a 
week. Nia Davies Williams explains how she got the job and 
how she kept the music playing even during lockdown

n Nia Davies Williams is musician in 
residence at Bryn Seiont Newydd 
in Nοrth Wales

Singing sessions inside and out at Bryn Seiont Newydd with  
Nia Davies Williams and residents.  Outdoor photo: Mandy Jones 
Photography.
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on the frustration and anxiety 
felt by families in not being 
able to visit their loved ones for 
periods that felt cruelly long. 
They found talking over the 
phone, or even on Facetime, 
hard to do when residents were 
sometimes unable to recognise 
their voices or even their faces 
on screen.   

 
A special way  
of connecting 
Yet the ability to sing remains 
with most people with 
dementia. It was pure pleasure 
to hear tears of joy from one 
daughter as her father sang the 
popular Welsh hymn Calon 
Lân down the phone while I 
accompanied him on piano. 
Another man sang Watching 
the White Wheat to the harp’s 
accompaniment while his son 
watched and listened through 
Facetime. This was a special 
way of connecting – often the 
only way – and families found 
it invaluable. 

I got proposals from outside 
the home to participate in 
online concerts, but this kind 
of digital engagement was a 
challenge too far for our 
residents. Instead, our home 
continued to sing and smile 
throughout the pandemic and, 
as I write, it looks as if we are 
slowly coming out of this 
distressing and frustrating 
time. The staff at the home are 
like one big family and there 
have been no Covid cases 
amongst the residents, 
something I put down to a 
combination of sticking to the 
rules and a good dose of luck!  

At the time of writing, the 
families are back, but in 
special visiting pods or for a 
stroll around the gardens. But 
it is going to get better, and we 
are keeping a close eye on 
government rules as they 
evolve. In this spirit, we are 
organising our first concert out 
in the garden and looking 
forward immensely to 
welcoming all our musical 
friends back to Bryn Seiont 
Newydd. n 
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Worldwide around 50 
million people live with 
dementia, and this 

number is projected to increase 
to 152 million by 2050. 
Dementia affects individuals, 
their families, and the economy, 
with global costs estimated at 
about US$1 trillion annually.  
It is one of the biggest global 
health problems facing societies 
today.  

The last 20 years has seen 
significant advances in our 
understanding of the human 
brain and the biology of 
dementia and other 
neurodegenerative diseases. 
However, despite this progress, 
there remains a lack of societal 
understanding of dementia and 
implementation of our 
knowledge about how to treat it 
effectively.  

Acting now on dementia 
prevention, intervention, and 
care will vastly improve the 
living and dying experience for 
people with the condition - and 
their families, and thus society 
(Livingston et al 2017, 2020). 
Wellbeing should be the goal of 
dementia care, with an 
individualised approach to 
each patient diagnosed. 

Those with dementia often 
have a number of complex 
symptoms and issues, and time 
and care should be taken by 
health-care practitioners to 
ensure that interventions are 
developed on an individual 
basis. It is important to consider 
the patient in their entirety. This 
means taking into account the 
patient, their culture, 
environment and the care they 

receive from their family as well. 
There is increasing evidence 

that in the near term, at least, 
psychosocial interventions that 
are adapted to an individual 
patient’s symptoms and needs 
can help to manage 
neuropsychiatric symptoms. 
Such evidence-based 
interventions can help to 
reduce agitation and distress. 
They can also benefit society by 
being cost effective in the 
longer-term.  

Physical health is key and 
ensuring that this is maximised 
plays an important role in 
cognitive health. Those 
diagnosed with dementia tend 
to have more physical illness 
than those without dementia of 
the same age. But we know that 
it is often the case that people 
with dementia will receive less 
health care in the community – 
as well as finding it complex to 
seek help, report their 
symptoms and follow a 
treatment plan, including 
taking medication.  

We also know that older 
people with dementia account 
for more admissions to hospital 
than those without. Some of the 
illnesses precipitating these 
admissions could probably 
have been managed at home, if 
the individuals concerned were 
receiving an appropriate level of 
care. This would have been less 
distressing for them, especially 
when, as is common, they find 
new environments difficult.  

Such experiences would have 
been even more common 
during the pandemic, with staff 
wearing masks and visiting 
restricted. Dementia patients 
have died disproportionately.  

People with dementia are 
particularly susceptible to 
delirium and this can 

exacerbate cognitive decline. I 
would urge health care 
professionals to consider 
dementia as a possibility in 
older people without known 
dementia who have frequent 
admissions or who develop 
delirium.  

Once admitted to hospital, 
care should include appropriate 
sensory stimulation, ensuring 
hydration levels are kept up 
with regular fluid intake and 
significant efforts to avoid 
infections. These interventions 
can help reduce the occurrence 
of delirium episodes. 

Recent research has 
supported our understanding 
of some preventable causes of 
dementia – and UCL is playing 
a key role in this.  The 
university is creating an 
exciting future for dementia 
research in the UK and globally 
by providing the next 
generation of dementia 
academics through our 
Master’s in dementia course. 
Many people then go on to do a 
PhD and we are fuelling the 
next generation of dementia 
academics. 

Now the progress in 
dementia research needs be 
matched by the implementation 
of the findings. This is the time 
for action and change.  

For more information, go to 
www.ucl.ac.uk/psychiatry. n 
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Dementia research has come a long way in understanding how to prevent 
the condition and slow the rate of cognitive decline. Now, says  
Professor Gill Livingston, it is time to implement what has been learned

Now is the time 
to take action

n Gill Livingston is professor of 
psychiatry of older people in the 
Division of Psychiatry, UCL Faculty 
of Brain Sciences.
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Before the first brick has 
been laid in the 
construction of today’s 

care homes, decisions will have 
already been made on the types 
of technology that will assist 
the provision of care and 
support to those living there. 

Due to open its doors in 
August, Priesty Fields, a 78-bed 
purpose-built nursing care 
home in Congleton, Cheshire, is 
one of many new homes across 
the UK planning to utilise 
technology to offer a safe and 
comfortable environment for 
people living with a dementia. 
Indeed, in the modern era, 
innovative technology should 
be at the forefront of their 
principles and ethos. 

About one in six people aged 
80 and over have a dementia 
diagnosis and the overall 
numbers are set to rise in the 
coming years.  A combination 
of different pressures on care 
homes will mean that many 
more frail and vulnerable 
people will have no option but 
to move into inadequate care 
facilities.  

For this reason, the 
sustainability of care homes 
ought to be considered a 
national priority, and 
technology is arguably our 
most efficient tool to ensure the 
appropriate quality of dementia 
care is delivered daily.  

Today, care providers face 
many challenges as the country 
recovers from the coronavirus 
crisis. They need to do a lot 

more than they would pre-
pandemic to deliver the same 
quality of dementia care. 
Furthermore, staff don’t have 
the luxury of extra time as 
workloads have built up 
significantly. 

These unprecedented and 
unsustainable pressures have, 
in effect, created an 
overwhelming level of stress 
for those tasked with delivering 
outstanding dementia care for 
residents. Care providers, then, 
must do all that they can to 
reduce the work burden on 
their staff without 
compromising the quality of 
dementia care delivered. 

With about 70 per cent of 
people in care homes living 
with a dementia, residential 
care settings have had to adapt, 
more so than ever before, to 
ensure they can carry out the 
proper care required for people 
with the condition. 

Staff wellness, too, should 
be a priority in social care – 
and this is where technology 
can make an instrumental 
difference. Person-centred 
technology, for instance, has 
become widely available, 
enabling staff to seamlessly 
plan, record and monitor the 
care of residents digitally in 
real time.  

 
Time-saving systems 
Mobile digital care systems 
help to reduce the time it 
would take to physically 
transcribe care notes as staff 
can record information at the 
point of care while also 
mitigating the risk of errors 
through innovative icon-
driven tools. In addition, the 
risk of losing information is 
eliminated as all data is 

recorded in one central portal 
that can be viewed at any time 
by anyone with access.  

By utilising advances in 
technology, many care 
environments have empowered 
staff to provide more 
responsive and personalised 
dementia care to improve 
residents’ quality of life. Digital 
systems specifically designed 
for the care sector are best 
suited to meet the increased 
demands of providing safe, 
comfortable environments for 
people living with any form of 
dementia, particularly in a post-
pandemic landscape.  

 
Links to families and  
the outside world 
Throughout lockdown, video 
conferencing was one of the 
only routes care home 
residents had to the outside 
world. Now commonplace in 
care homes, video calling 
facilities aren’t going 
anywhere. Obviously, video is 
no replacement for face-to-face 
visits, but it does allow 
residents to stay in touch with 
friends and family around the 
world.  
Technology such as Person 
Centred Software’s Relatives 
Gateway allows residents’ 
family members to interact 
with their loved ones in real 
time, anywhere and any time.  
Being able to stay in touch 
with loved ones during such a 

long period of isolation has 
significantly enhanced the 
mental health of residents, 
helping them stay connected 
and combatting loneliness.  

For example, if a care home 
resident with dementia suffers 
with anxiety, there are digital 
tools and cues that video 
software can provide to help 
them feel calmer and assist 
them with reminiscing about 
episodes in their lives. 

 
Joined-up care  
At Priesty Fields, we’re 
working directly with NHS 
Digital to bring GP information 
to the home by integrating our 
digital care management 
system with GP Connect Access 
Record: HTML. In doing so, our 
registered nurses will now have 
secure and direct access to 
information held by GPs, 
enabling faster and better 
medical decision-making. 
Already seeing a positive 
uptake by care homes across 
the UK, this new integration 
will benefit those providing 
and receiving care while 
ensuring a smoother journey 
between health and care 
services.  

Inter-operability, or “joined-
up care”, will also enable data 
to be electronically transferred 
to hospitals and advance care 
plans to ambulance services. 
Ultimately, care providers can 
now deliver true two-way 
inter-operability between their 
care homes and the NHS, 
increasing the quality of 
dementia care fourfold. 

Unfortunately, care providers 
who still rely on paper to 
evidence care have been hit 
particularly hard in the past 
year due to mounting time 

Innovative dementia care technology is key to a modern care home if residents are to 
receive good care and staff are to manage under pressure.  Rishi Sodha sets out plans 
for a high-tech care home in Cheshire 

Innovative technology 
can lead to better care 

n Rishi Sodha is care director at 
Priesty Fields Care Home in 
Congleton, Cheshire.  The home is 
part of Handsale, a group of eight 
care homes across England, 
Scotland and Wales. 
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pressures and stringent Covid-
19 procedures. With time 
already stacked against staff in 
paper-dependent care 
environments, they have also 
been hit by staff shortages and 
self-isolation. In these 
environments, medical notes 
and records are constantly 
changing hands and places. 
This increases the likelihood of 
documentation becoming lost, 
misplaced or unnecessarily 
duplicated.  

Such errors can vastly 
increase the time it takes to 
record the care of residents with 
dementia, which naturally 
increases the risk of severe 
consequences. There is, 
however, a way to 
simplify 
administration, free up 
time and increase 
communication 
through the 
implementation of 
innovative 
technology. The 
aforementioned digital 
care systems, for instance, 
reduce the time it would take to 
physically transcribe care notes 
so carers can better spend it 
providing direct resident care.  

Electronic Medical 
Administration Record (EMAR) 
technology is another piece of 
software that efficiently 
improves care management. It 
allows pharmacy staff to see 
changes made by GPs to a 
resident’s medication in real 
time. Via EMAR, staff can 
evidence care through a simple 
click of a button and while on 
the go, which is instantaneously 
saved into a secure online portal 
accessible to all those who have 
been granted access. At a time 
where every second is so 
valuable within social care 
settings, staff now have the 
capabilities to save time, reduce 
workloads, minimise error, and 
enhance collaboration.  

 
Fears unfounded  
Technology is often 
misperceived as too complex to 
operate and integrate into care 
homes, but it has proved to be 
the opposite. We have recently 
adopted a new technology 
called PainChek, which uses 
artificial intelligence (AI) 

technology to analyse facial 
cues and recognise signs of pain 
in those who cannot verbalise.  
It is a tried and tested method 
of better supporting staff to 
arrange for quick and effective 
pain relief for residents.   

 
Monitoring wellbeing  
There is plenty of technology 
entering the marketplace that 
can assist with monitoring the 
wellbeing of residents, and 
which should be considered 
by new or existing care 
providers. We all know that 
for many care home workers, 
the continuous monitoring of 
residents can be an extremely 

time-intensive task, 
often involving 
routine check-ins on 
residents every two 
hours throughout 
the night. In one 
typical care home of 
80 residents, the 
average number of 
check-ins per night 
was as high as 300. 

That’s on top of responding to 
urgent incidents and 
additional cleaning and 
maintenance tasks, which 
night staff are often required 
to do. 

Integrated communication 
and alert systems that utilise 
acoustic monitoring technology 
are a simple yet effective step to 
alleviating unnecessary check-
ins. In fact, following the 
implementation of acoustic 
monitoring technology in the 
care home already mentioned, 
the number of check-ins 
dropped dramatically to just 15 
a night – a 95 per cent 
reduction.  

Fewer check-ins mean less 
interruption to residents’ sleep, 
which in turn means they are 
more refreshed and less likely 
to exhibit stress and distress 
behaviour. Furthermore, better 
sleep also has a correlation 
with better appetite and a 
reduction in falls.  At Priesty 
Fields, we have implemented 
an intelligent nurse-calling 
system known as CLB 
Acoustic Monitoring. This 
learns a resident’s acoustic 
patterns and raises an alert 
when something unfamiliar is 
detected. ‰ 

Complexities and challenges of 
younger onset and rarer dementias  
n  Fiona Chaâbane is Consultant Admiral 

Nurse at University Hospital 
Southampton, specialising in young onset 
dementia and Huntington’s disease.    

The incidence of younger onset dementia 
(atypical or rare dementia in people under 
65) is estimated to be between 5% and 9% of the total number of 
people diagnosed with dementia in the UK. Inevitably, the figures 
are inexact since diagnosing dementia in a younger person can be 
a complex process with symptoms often attributed to other 
conditions in the early stages.   

Huntington’s disease, an inherited motor disorder that typically 
develops in middle age and results in physical and cognitive decline 
and dementia, is less prevalent than Alzheimer’s disease, statistically 
the most likely dementia diagnosis at any age. There are thought to 
be around 6,000 adults in the UK with Huntington’s disease but 
many thousands more who will develop the disease. The true 
number of affected people is therefore difficult to determine.   

Dementia services are largely commissioned to address the needs 
of older people, those most likely to experience dementia.  However, 
younger people can present with different symptoms that may 
require a wider range of investigations in order to reach a diagnosis. 
They may also have very different needs to consider; for example, 
they are more likely to be in employment, have caring responsibilities, 
financial commitments and family and community responsibilities.   

Although there are clear referral pathways for a dementia 
diagnosis in an older person, the pathway to diagnose someone 
younger is not always clear.  Similarly, the pathway to diagnosing 
Huntington’s disease is defined. What is unclear in both cases is 
the route to managing rarer dementias long-term.   

The younger the person at onset of symptoms, the more 
advanced these symptoms can be after a short period of time. 
The person can have reduced physical capabilities with cognitive 
and behavioural symptoms.  They can also experience low mood, 
aggression, anxiety or psychosis, which can affect the quality, 
length and location of care in both dementia and Huntington’s 
disease. Coupled with a common lack of insight into their 
changing needs, people with rare dementias can withdraw from 
services and become unreachable with no access to care. 

My role as a clinical nurse specialist in younger onset dementia 
and Huntington’s disease – and now an Admiral Nurse supported 
by Dementia UK - developed from identifying the need to improve 
the health of younger patients attending Southampton General 
Hospital’s cognitive disorders clinics and the Huntington’s disease 
clinic. Through home visiting and virtual contacts, I can offer 
patient and family-focused support in people’s own homes, 
making care holistic, timely and easily accessible.  

Managing younger onset dementia or Huntington’s disease is 
complex and challenging.  Supporting families means that they are 
less likely to be overwhelmed by the responsibilities of caring and 
the person diagnosed has help to manage symptoms and 
improve wellbeing.   

Now, newly appointed to this role of Consultant Admiral Nurse, I 
can develop and share my knowledge  with  other Admiral Nurses 
who may be helping families affected by rarer dementias.

PERSPECTIVES

By Fiona  
Chaâbane
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Over the last two years, 
our Bring Dementia Out 
programme has been 

highlighting the needs of 
LGBT+ people affected by 
dementia and helping care 
and housing providers give 
them information and 
support. The aim is to ensure 
an effective service for this 
group. 

Bring Dementia Out began 
as an innovation project, led 
by Alzheimer’s Society, and 
was first delivered in 
Manchester and Brighton in 
January and February 2019. 
The learning from this project 
was taken forward by LGBT 
Foundation, along with 
Brighton & Hove 
Switchboard, National 
Dementia Action Alliance and 
National LGB&T Partnership, 
supported by the Guinness 
Partnership. 

The additional challenges 
faced by lesbian, gay, bisexual 
and trans people living with 
dementia – and those who are 
supporting them – are varied 
and complex, as our 
programme has shown, and 
require some understanding of 
the lives and experiences of 
LGBT people. 

Due to the lack of 
monitoring of sexual 
orientation and trans status 
across the board, accurate 
figures for the numbers of 
LGBT people do not exist.  
Government estimates suggest 
that 5 – 7% of the UK 
population are LGB and a 
further 1% identify as trans 
and gender variant. Based on 
these figures, there could be 

68,000 LGBT people or more 
now living with dementia in 
the UK.  

Yet they are largely invisible 
in the services and support 
offered by dementia care 
organisations and care 
providers. Without accurate 
monitoring of sexual and 
gender identity and trans 
status, we do not know where 
additional support and 
resources are required. 
Traditionally, some 
organisations have been 
reluctant to implement 
monitoring because they may 
see it as discriminatory to ask 
about people’s status. But one 
of the key messages of Bring 
Dementia Out has been the 
need for confidence and 
inclusive language to address 
this lack of monitoring. 
 
Additional challenges  
There is a long history of 
discrimination experienced by 
many LGBT+ people of all 
generations when accessing 
mainstream services. Many 
are therefore unwilling to try, 
despite legal protection from 
discrimination under the 
Equality Act 2010, but the 
issue often arises in a 
particular way where 
dementia is concerned. 

Some LGBT people with 
dementia may not remember 
that they have legal 
protections now, which would 
not have existed in their 
earlier life. Homosexuality 
was partially decriminalised 
for gay men over the age of 21 
in 1967, with equal age of 
consent for LGB people 

coming much later in 2001. 
Aversion therapy was offered 
as a “cure” for homosexuality 
on the NHS until 1980 and, 
while it is less common now, 
we are still awaiting an 
outright ban on it from the 
government. 

“Clause 28” came into effect 
in 1988 and prohibited the 
promotion or provision of 
information about LGB people 
in the public sector. The 
legislation referred to LGBT 
relationships as “pretend 
families” and, although clause 
28 was repealed in 2003, the 
effects are still felt today. A 
resolution on trans people’s 
rights, advocating legal 
gender recognition based on 
self-determination, was 
passed by the Parliamentary 
Assembly of the Council of 
Europe just six years ago. 

Memories of earlier times 
and the hostility they then 
encountered may become 
more prominent for older 
LGBT people with dementia. 
An understanding of this 
history is vital to offering the 
support and reassurance that 
they may need. 

 
Visibility 
Anecdotal evidence from the 
Bring Dementia Out 
innovation project tells us that 
dementia care services and 
housing providers are often 
“heteronormative” in nature, 
meaning that LGBT people are 
often not represented in the 
literature or imagery used by 
these services. Consequently, 
many don’t feel they can be 
themselves when accessing 

Bringing dementia 
out into the light
Figures suggest there may be 68,000 LGBT people with dementia 
in the UK, but they remain largely invisible to care and support 
services. Claire Days and Andrew Gilliver describe how the 
Bring Dementia Out programme has helped to bring about change

 ‰ Infection control  
Looking at the pandemic and 
infection control, in particular, 
technology is being utilised as a 
means of controlling the rate of 
infection in care homes. As we 
continue to look for ways to live 
as hygienically as possible as 
we emerge from the pandemic, 
several sanitising sprays have 
been developed to harness the 
power of what is known as 
“aqueous ozone”. These 
solutions can clean everything, 
and effectively kill virus and 
bacteria particles. 

One of these solutions, 
Stabilised Aqueous Ozone 
(SAO), is made when ozone gas 
(O3) is infused in water. In this 
form, the ozone is completely 
safe for humans and is 
extremely effective in killing 
pathogens. It is produced when 
standard tap water is subjected 
to an electrical discharge.  

There is evidence to suggest 
SAO kills Covid-19 virus 
particles within just 60 seconds 
of contact and is completely 
chemical-free, meaning it 
avoids causing skin irritation to 
residents and staff, as well as 
potential accidents. Areas of a 
care home can also be treated 
using equipment such as the 
Motor Scrubber Storm - a 
portable backpack kit that 
allows care staff to spray entire 
rooms with a fine mist of SAO.  

Probiotic solutions can also 
be used with detergent and 
disinfectants to give surfaces 
active protection against viral 
contamination. In addition, 
UVC and HEPA H13 air 
treatment systems can remove 
airborne pathogens in an area 
up to 250 metres squared. This 
is especially important, given 
that the World Health 
Organisation has recognised 
Covid-19 as an airborne virus. 

Infection control funding 
from the government during 
the pandemic has enabled more 
care homes to invest in 
technology for fighting Covid 
infection. As the number of 
people with dementia 
continues to rise, so does our 
understanding and capability 
to cope with the condition 
through the utilisation of user-
friendly, person-centred 
technology. n 



services or don’t feel they are 
welcome. One of our lived 
experience advisors told us:  
 

When my partner (who was 
living with advanced dementia) 
moved into the residential care 
home, he told people we were 
cousins because he was afraid of 
the reaction to a gay couple. We’d 
been together for over 40 years and 
were civil partners by that time. 
He was afraid and paranoid that 
people would discover the truth. 

 
Making efforts to include 

LGBT literature and 
signposting in services shows 
everyone that these locations 
are LGBT-aware. To do so is 
affirmative and makes a huge 
difference to the confidence of 
LGBT people who use services. 

There are also challenges 
arising around next of kin, 
even for married same sex 
couples. Some same sex 
partners, despite being open 
about their relationship, have 
reported being referred to as a 
friend, brother or sister by 
service providers, which can 
be distressing for both parties.  

For trans people, there are 
very great concerns that they 
may not be supported to be 
themselves by services. They 
may not remember that they 
have transitioned or may be 
wrongly gendered by services, 
which is potentially extremely 
upsetting and illustrates just 
why additional support may 
be needed to help people feel 
safe. Research has shown how 
trans people were particularly 
concerned that they would be 
buried under the gender they 
were assigned at birth (Marie 
Curie, undated). 

 
Developing services 
Specific services and activities 
are still quite rare, which can 
leave people feeling isolated 
from the LGBT community. 
However, organisations such 
as Brighton & Hove 
Switchboard and Opening 
Doors London offer a Rainbow 
Memory Café service for 

LGBT+ people with dementia 
and there are such support 
networks popping up across 
the country all the time. 
Another example is Speak Out 
With Dementia, an online peer 
support group (go to 
www.dementiavoices.org.uk).   

  
One of Bring Dementia Out’s 
lived experience advisors told 
us: 

 
I used to love going to the 

LGBT events, but as my dementia 
progressed I became embarrassed 
to go because I kept forgetting 
people’s names or things they have 
told me. I would like to be more 
involved, but it is difficult to get 
the support I need to go. My 
daughter is also a lesbian, and one 
of the few LGBT people I now see 
on a regular basis. 

 
Resources and training 
The programme has seen the 
development of resources and 
training for dementia care and 
housing providers throughout 
the country. Patrick Ettenes 
(pictured above), another of our 
lived experience advisors who 
has been instrumental in 
making the programme 
possible, recently won the 
Attitude Pride Hero award for 
his work (https://attitude. 
co.uk). He comments: 

 
I am involved with the 

campaign for LGBT people living 
with dementia to try and address 
the lack of services available for 
LGBT people within services and 
housing provision. Within the last 
few years, there have been some 
good advances in this area, thanks 
to organisations like the 
Alzheimer’s Society and Guinness 
Partnership – but there is still a 
lot of work to be done.  

It’s like the light has been 
switched on, and now we need to 

find and support all LGBT people 
living with dementia to bring 
them in to the light. No LGBT 
person living with dementia 
should remain in the dark in terms 
of access to support and services. 

 
In this context, it is 

encouraging to see how our 
training is already making a 
strong impression on the 
service providers we have 
collaborated with.  They have 
fed back to us how it has given 
them pause to reflect on the 
experience of LGBT people 
and the ways in which it might 
be manifest in someone with 
dementia.  Here are three 
separate anonymised 
comments we have received: 

 
In all honesty I had never even 

considered how traumatic the 
regression side of dementia could 
be to someone who had struggled 
in their earlier life, come to terms 
with who they are, only to be 
thrown back to more scary times. 
It was useful, even though it was 
so sad. 

 
The piece that really struck me 

was the gentleman talking about a 
reminiscence activity, referring 
back to childhood memories and 
how this was so difficult for him, 
because growing up in the 1950s 
being gay was illegal. The cultural 
context is so important. 

 
Thank you for making me think 

differently and educating me. I 
believe this will be the start of 
change in regard to dementia care 
in our organisation and I want to 
continue to learn and develop a 
service that the LGBT+ 
community feel included in and 
supported. 

 
To access the resources, 

support, or more information 
please contact the Bring 
Dementia Out programme by 
email: info@lgbt.foundation. If 
you would like to know more 
about how you can support 
LGBTQ+ people affected by 
dementia, email lgbtq.dementia 
@lgbt.foundation. n 
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Reports of a new drug that 
research indicates is 
successful for treating 

dementia always attracts a lot 
of public interest. This has 
certainly been the case with the 
recent announcement from the 
United States that a drug called 
aducanumab has been 
approved for medical use by 
the Food and Drug 
Administration (FDA) to treat 
people with early stage 
Alzheimer’s disease.  

The FDA is the equivalent of 
the UK’s Medicine and 
Healthcare products 
Regulatory Authority (MHRA) 
and the European Medicines 
Agency (EMA), which decide if 
medicines work and are safe. 
Aducanumab has not yet been 
approved for use in this 
country, but the MHRA is 
considering whether to license 
it for sale here too.   

The announcement has 
generally been welcomed in the 
UK.  Alzheimer’s Society 
describes it as a “promising 
step in the quest to find 
dementia treatments” and 
Alzheimer’s Research UK 
(ARUK) talks about it in terms 
of “reason for hope”. The 
Society does point out that 
there are still grounds for 
caution because the drug has 
only been tested with people in 
the early stages of Alzheimer’s 
disease and more research may 
be required to provide 
additional evidence to show the 
benefits for this group of 
people. However, ARUK has 
written to the health secretary 
asking for the process of 
assessing the drug for approval 
in the UK to be accelerated. 

Most people would agree that 
the story of aducanumab 
sounds like good news. But 
there are justifiable grounds for 
being more sceptical or even 
concerned about it.  
Pharmaceutical companies are 
very large commercial 
enterprises – “Big Pharma” - 
and they have to invest millions 
of pounds in researching new 
drugs. Naturally, they want the 
drugs to be safe and effective for 
the benefits that they will bring, 

and it’s partly thanks to this that 
effective vaccines for Covid 
were so quickly developed. 

But they also want drugs to 
work because it enables them to 
recoup the costs of the research 
and for their future profits if a 
drug is licensed for use. And 
this is one of the concerns about 
aducanumab. Trials of the drug 
initially showed it to be 
ineffective and research into the 
drug was halted in 2019. But 
later that year the manufacturer 
Biogen said it had reanalysed 
the data from the original trials 
and subsequently found 
aducanumab to work when 
given in higher doses, though 
this only occurred in one of the 
two trials. A larger dose, of 
course, means that Biogen 
makes more money from 
selling the drug.  

One might be less sceptical if 
Biogen had announced that 
aducanumab was effective 
given in smaller doses. 
Treatment using the drug costs 
around $56,000 a year in the US 
and Biogen says it will maintain 
this price for four years.  In 
2020, a panel of independent 
experts for the FDA concluded 
that there was a lack of good 
evidence that aducanumab was 
effective, there were potential 
safety issues associated with 
the drug, and the reanalysis of 
the research data that Biogen 
carried out contained a number 
of flaws.  

A number of FDA members 
who reviewed the drug did not 
vote for its approval for use. 
When the FDA announced it 
was giving aducanumab the go-
ahead, three members resigned, 
and a senator called for the 
organisation’s director to be 
replaced. This aspect of the 
aducanumab story has not been 
so widely reported in the UK. 

 
An elusive quest 
Many people affected by 
dementia are desperate that 
effective treatments for the 
diseases that cause the 
condition are found, and this 
search is a holy grail for Big 
Pharma and their 
shareholders. But as with a 
number of other long-term 
health conditions and 
disabilities, to date, this quest 
has proved elusive. As a 
comparison, in the case of 
schizophrenia the side effects 
of some drugs have proved far 
more harmful than the 
treatment benefits they are 
supposed to bring.  

While total pessimism is 
unlikely to be a helpful 
response, the hope for a drug 
like aducanumab must be 
tempered by reality and the 
controversial history of its 
development. And even if it 
does prove effective, only a 
minority of the 900,000-plus 
people currently living with 
dementia will benefit by the 
time it is approved here. 

The aducanumab story also 
reminds us of the imbalance in 
dementia research. Despite the 
costs of developing new drugs, 
the actual process is relatively 
simple compared to doing 
research into psychosocial 
interventions for dementia 
involving psychology, social 
care, meaningful activities, end 
of life care and other 
interventions. Whether they are 
aimed at reducing symptoms, 
alleviating distress, responding 
therapeutically to behaviour 
that challenges, or improving 
quality of life and wellbeing, all 
these interventions involve 
human interactions which can 
often be harder to measure and 
research, but they are 
potentially just as important as 
research into new drugs. Yet 
most funding for investigating 
new ways of treating people 
with dementia still goes into 
drugs research.  

Furthermore, for many 
people affected by dementia, 
life can be a daily struggle to get 
the support they need from 
services which are often under-
resourced, inappropriate to 
meet their needs, not person-
centred, or simply not available. 
In 2020 Biogen reported full 
year revenues of $13.4 billion 
(£9.7 billion) with an estimated 
profit margin of nearly 30%.  

Compare that with UK 
government spending on 
dementia: around £100 million 
on research and £14.6 billion on 
health and social care. 

Rather than having 
expectations raised too high, 
perhaps what we should really 
be hoping for are more 
questions to be asked about the 
way pharmaceutical companies 
operate, and the relationship 
we want between big business 
and supporting people affected 
by dementia.n

n Toby Williamson is an 
independent health and social care 
consultant

A new drug to treat dementia, called 
aducanumab, has been licensed for use in the 
USA, but should it be approved in this country 
too? Toby Williamson warns against placing 
too much faith in “Big Pharma” and questions 
the relationship between the business world 
and dementia care

Aducanumab: 
keeping hope 

informed 
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Estimates suggest that approximately 40% of 
people with dementia live in care homes and 
that 70% of all residents have some form of 

dementia (Prince et al 2014).  It was Tom Kitwood 
who highlighted just how important person-
centred care is in this context, much of his work 
evidencing how staff interactions can either 
improve a resident’s quality of life or exacerbate 
disability (Kitwood & Brooker 2019). 

Providing person-centred care requires a 
workforce who are competent and confident to 
interact with people in a way that improves their 
quality of life. For this reason, ensuring that care 
home staff receive appropriate dementia training 
has been a global concern.   

Targets for training staff in dementia care are 
now included in national dementia plans across 
the world. In England, for example, the Prime 
Minister’s Challenge on Dementia 2020 
(Department of Health 2015) advocated that all 
people living with dementia receive high-quality 

care and emphasised the need for staff training on 
dementia. As a result, a national framework 
setting out the expectations regarding content and 
learning outcomes for training courses was 
launched in 2015.  

Yet, evidence has demonstrated that uptake and 
quality of dementia training is still low (Smith et al 
2019). When training is available it tends to target 
specific groups, for example care assistants or 
nurses (Scerri & Scerri 2019; Zimmerman 2010) 
and its impact on staff outcomes is variable (Kuske 
et al 2007). While participants’ knowledge seems to 
consistently improve (Kuske et al 2007) there is still 
no clear evidence on the impact of training on staff 
levels of competence and confidence.  

We wanted to build up the evidence base on the 
impact of training.  Dementia specialist charity 
Methodist Homes (MHA) commissioned the 
development, implementation and evaluation of a 
foundation dementia care training course for all of 
their care home staff with the broad aim of 
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Training for care home staff in dementia care is patchy and sometimes 
poor, so academic experts tried out a new one-day course.  
Ana Barbosa, Clare Mason and Lindsey Collins report on the 
results, which showed that a co-designed face-to-face course can 
significantly improve staff’s sense of confidence and competence

Improving the competence 
and confidence of care staff 
Ana Barbosa is 
assistant professor in 
dementia studies, 
Clare Mason is 
dementia care trainer 
and experts by 
experience lead, and 
Lindsey Collins is 
senior dementia care 
consultant and 
trainer, all at the 
Centre for Applied 
Dementia Studies, 
University of Bradford

Graph 1: Participants’ roles
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increasing competence and confidence in 
providing person-centred dementia care. Here, we 
report on the implementation and findings from 
the evaluation undertaken by the authors.  

 
Evaluation 
Design and setting 
This study employed a pre and post-test design. 
Measures were completed at baseline, which was 
immediately prior to commencing the training 
course, and repeated after completion of the 
training course. Both qualitative and quantitative 
data were collected.  

The training course took place in nine MHA care 
homes situated in the north of England between 
October 2018 and March 2019. The capacity for 
these homes ranged from 47 to 91 beds and most 
had both residential and dementia care units. 

 
Participants 
Participants were a convenience sample recruited 
from the nine care homes. The aim was to target a 
cross section of roles within the care team; 
participants included care assistants, domestic 
staff, housekeeping staff, activity co-ordinators, 
chaplains and managers.   

Each care home manager nominated potential 
participants, who were then invited to take part.  A 
total of 148 care home staff completed the training 
and were involved in its evaluation. The majority 
of the participants were female (n=128) and care 
assistants (n=91) (see graph 1, left).  

 
Training course 
The design of the training was informed by the 
findings from the What Works project, a large 
research project focused on factors that affect 
dementia training (Surr et al 2017). Its findings 
suggest that the most effective dementia training is 
likely to be characterised by the following:  
face to face, small group delivery using interactive 
methods, activities and discussion; focused rather 
than broad in content; tailored to the role and 
service setting of the staff attending; and 
supported by commitment from the top.  
Experts by experience (ie, people living with 
dementia), family carers and professionals were 
also consulted about the training content, activities 
and material. 

A one-day face-to-face training course was 

designed by Centre for Applied Dementia Studies 
training consultants. The aims of the training were 
to provide care staff with a foundational level of 
knowledge about dementia and person-centred 
care, and to help them feel more confident and 
competent about supporting people with 
dementia.  

Topics covered included: person-centred 
dementia care and its importance; what dementia 
is and how it impacts upon individuals; 
differences between dementia, depression and 
delirium; the social and emotional needs of people 
with dementia and how to support these; positive 
and effective communication strategies when 
working with people with dementia and how to 
apply these in practice; and the impact of the 
physical environment on the individual. The 
training encompassed a variety of learning 
approaches, including case studies, group 
activities, individual activities, quizzes and 
scenarios. 

 

Measurements 
Two validated measures were used to assess sense 
of competence and confidence in dementia care: 

 
• The Sense of Competence in Dementia Care Staff 
(SCIDS) (Schepers et al 2012) – a four-point Likert 
scale of 17 items. Scores range from “not at all” (1) 
to “very much” (4) and higher scores represent a 
higher sense of competence.  
 
• The Confidence in Dementia Scale (CODE) 
(Elvish et al 2014) – a nine-item self-report 
questionnaire scored on a five-point Likert scale 
ranging from “not confident” (1) to “very  ‰ 

Points for practice 
• a one-day face-to-face training course for 
care home staff significantly improved  
confidence and competence in dementia care 
• training was delivered to small groups using 
interactive methods, activities and discussion 
• experts by experience, family carers and 
professionals were consulted on training  
content, activities and material 
• hearing the voice of people with dementia is 
an underlying principle of person-centred care.
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Care home staff exchange views during training



‰confident” (5). Higher scores represent a higher 
level of confidence in working with people with 
dementia. 

 
Scores from the SCIDS and CODE were 

compared across baseline and post-training using 
standard statistical tests. At the end of the training, 
participants were also asked to complete a 
feedback form with open questions regarding their 
opinion about the training. Responses were 
analysed by categorising comments into themes. 
 

Results 
Competence and confidence 
While the baseline values were high, a significant 
improvement between baseline and post-training 
was reported for staff sense of competence and 
confidence (table 1, right).  

All items in both scales significantly improved 
after training (graphs 2 and 3). The largest 
differences between baseline and post-training 
were observed for: “understand the way a person 
with dementia interacts with the people and 
things around them” (SCIDS, item 2), “offer 
stimulation to a person with dementia in my daily 
work” (SCIDS, item 15) and “I feel able to 
understand the needs of a person when they can 
communicate well verbally” (CODE, item 2).  

A moderate, positive statistical correlation 
between confidence and competence was found, 
meaning that as the value of one variable goes up, 
the value of the other also tends to do so.  

Qualitative data 
The anonymous free-text comments in the 
feedback forms fell into three main categories: 
opinion about the training, key lessons learned, 
and impact on practice. Training was considered 
informative, enjoyable, and relevant to 
participants’ work.  Staff who took part valued the 
learning activities throughout the course and 
mentioned how relevant the facilitator’s skills 
were to its success. 

 
Comments included:  
 
The training was delivered well and easy to 

understand. Good scenarios used. The trainer got 
everyone in the group involved. I enjoyed the whole 
course.  

The fact that training sessions included a wide 
range of different staff was also considered a 
highlight of the course: 

 
Allowed everyone to know a bit more about dementia.   
 
In terms of key lessons learned, participants felt 

that the course had enhanced their understanding 
of dementia and of the person’s experience. In 
particular, the training allowed participants to 
become more aware of the importance that factors 
such as the history, health, and personality may 
have for the individuals’ wellbeing:  

 
How important it is to get to know the person with 
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Graph 2: SCIDS – item 
scores 
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dementia. Find out their history, what they like and do 
not like, to be able to meet their needs. 

 
Some participants mentioned being more aware 

of the significance of person-centred care and of 
their own communication in fostering this 
approach:  

 
I learned that person-centred care is not a task. It is 

an attitude; it’s an approach to people.  
 
Several participants reported feeling more 

confident in working with people with dementia, 
which further supports the results obtained in the 
questionnaires. 

A number of participants had reflected on ways 
to provide more sensitive and thoughtful care, 
indicating an impact on practice. They recognised 
that it was beneficial to invest time in getting to 
know residents, and commented that they would 
be more willing to engage with people with 
dementia and use a calmer approach:  

 
I will try to put myself in their shoes, be more aware 

and observant and have a good approach. 
 

Implications for practice 
These results suggest that a co-designed, one-day 
face-to-face training course can significantly 
improve confidence and competence in dementia 
care. Our data further reinforce the value of 
providing all care home staff with dementia 
training and furnishes further evidence of the 
effectiveness of these courses on staff outcomes.   

Both recent research and people affected by 
dementia gave us the insights we needed to set up 

the course.  People with dementia and their carers 
provided unique and valuable experiential 
knowledge about living with the condition and 
offered different perspectives on the topic. 
Individuals’ involvement enabled them to have 
their voices heard and contribute to the 
development of relevant and meaningful training 
content and material.  

Hearing the voice of people with dementia is an 
underlying principle of person-centred care. 
Where once it had to be argued whether the views 
of people with dementia had legitimacy, the 
practice of involving them in activities related to 
their experience is both encouraged (Gove et al 
2018) and can have immensely beneficial 
consequences as our research has shown. 

 
Future plans 
A relatively large sample of care home staff - and 
different groups of staff - took part in our study.  In 
future, we will aim to make comparisons between 
the different groups, which we did not do this 
time.  Although our findings were positive and 
encouraging, it should not be expected that a one-
day training course on its own will lead to long-
term changes. 

Other conditions will also have to be met, such 
as organisational change and leadership support. 
In future training courses we will collect follow-up 
data in order to understand changes over time and 
identify facilitators and barriers to change.  

Finally, we will examine whether the training 
has an impact on people living with dementia and 
investigate the relationship between staff levels of 
confidence and competence to care, on the one 
hand, and residents’ experience on the other.n

‰national benchmark 
standards. BMC Health 
Service Research 19(1) 
711. 
Surr CA, Gates C, Irving D, 
Oyebode J et al (2017) 
Effective Dementia 
Education and Training for 
the Health and Social Care 
Workforce: A Systematic 
Review of the Literature. 
Educational Research 
Review 87(5) 966-1002.  
Zimmerman S, Mitchell 
CM, Reed D, Preisser JS et 
al (2010) Outcomes of a 
dementia care training 
program for staff in nursing 
homes and residential 
care/assisted living 
settings. Alzheimer's Care 
Today 11(2) 83-99.  

 

Graph 3: CODE – item 
scores 

Mean  
  Scale  Baseline Post-training 
  Competence SCIDS (total)   3.06 3.57  
  Confidence CODE (total)   3.42 4.26  

Table 1: Competence and confidence 
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It is an established principle that people with 
dementia should have good palliative care, but 
there remains a failure to identify dementia as a 

terminal illness. Consequently, people have limited 
access to the specialist palliative care that they need. 

Evidence shows that people are referred to 
specialist palliative care infrequently and later in 
the illness trajectory than people with other life-
limiting illnesses (Allsop et al 2018). Despite 
experiencing a similar symptom burden to 
patients with cancer (McCarthy et al 1997), people 
with dementia are less likely to receive adequate 
symptom control and more likely to receive a poor 
quality of end-of-life care (Hughes et al 2007).  

Dementia care pathways are complex and ill-
defined, with families and caregivers finding it 
hard to access services (Sampson et al 2017). People 
with dementia have repeated A&E attendances and 
more unplanned and potentially avoidable 
hospital admissions towards the end of life.   

We wanted to explore how specialist palliative 
care could help optimise symptom control and 
better support people at the end of life.  Our study 
aimed to understand the experience of people 
with dementia in the last 12 months of life and the 
potential role of specialist palliative care. 

 
Study design 
Participants 
We sampled people who had died in the previous 
3-6 months, where dementia was the primary 

cause or contributed significantly to their death. 
People were identified by elderly care teams in two 
NHS acute trusts and matched against the hospice 
database. The nominated family carer/next of kin 
was contacted by letter, asking if they wanted to 
participate. If they did not respond no further 
contact was made and written consent was 
obtained from those who did wish to take part. 

 
Mixed method design  
Demographic data, clinical and healthcare 
information were collected and the Functional 
Assessment Staging Scale (FAST– see table 1 
below) was used to estimate physical and 
cognitive ability at key points during the last 12 
months of life (Sclan & Reisberg 1992). 

Narrative interviews with bereaved 
family/carers explored the witnessed experience 
of people with dementia in the last year of life. 
Interviews were tape-recorded and transcribed 
verbatim. The holistic-content approach was used to 
analyse the narrative interviews (Lieblich et al 1998). 

Individual illness trajectories were built from 
each data source and superimposed on to a graph. 
This chronologically mapped events over the last 
12 months of life: referral to different services, 
triggers for change in care setting or hospital 
admissions, acute events, symptoms or behaviour.  

For referrals to specialist palliative care, the 
source, timing, trigger and role of the service were 
reviewed. Emerging themes, patterns, 
commonalities and exceptions were explored.  In 
terms of user participation, a steering group, 
including a bereaved carer who had cared for her 
husband with dementia, oversaw the study design. 

 
Results 
We approached 34 carers of people, 15 of whom 
consented to interviews.  They were all relatives: 
daughters (6), sons (3), wives (3), husbands (2) and 
one sister. Ten of the people with dementia were 
female and five were male, and their mean age at 
death was 86.5 years (range 65-96). While the 
sample was small, it gives some valuable insights. 

Two trajectories emerged typifying the 
experience of the last 12 months of life for people 
with dementia and their carers (see figures, right).  
First, there were repeated acute deteriorations 
requiring health care interventions (figure 1) and, 
second, a continued slow cognitive and physical 
deterioration (figure 2). 

In spite of this, there appeared to be little ‰ 

Specialist palliative care 
for people with dementia
Palliative care towards the end of life is still all too rare for people dying with dementia 
despite the presence of clear triggers for action. Jennifer Todd and colleagues discuss 
the findings of their study 
Dr Jennifer Todd is 
medical director at 
Princess Alice 
Hospice, Esher, 
Surrey, Elizabeth 
Reed is research lead 
at Princess Alice 
Hospice, Louise Hogh 
is consultant in 
elderly care at 
Kingston Hospital 
NHS Trust, and 
Professor Craig 
Gannon is medical 
director emeritus at 
Princess Alice 
Hospice  

Table 1: FAST scale



Vol 29 No 5   September/October 2021   The Journal of Dementia Care   23



24   The Journal of Dementia Care   September/October 2021  Vol 29 No 5

‰ recognition that the people concerned were  
approaching the end of life.   

As the last 12 months began, cognitive 
impairment had been present for 1 - 21 years (mean 
5.4 years) and dementia had been diagnosed for 1 - 
8 years (mean 4.2 years).  With one  exception, there 
had been a gradual onset and slow progression of 
cognitive impairment, characterised as “prolonged 
dwindling” (Murray et al 2005). 

Initial FAST scores ranged from mild to severe 
dementia (2-7b). The majority had moderate 
dementia, two were completely immobile, six had 
reduced mobility and seven were independently 
mobile. Among the issues noted were walking with 
purpose, night-time waking, agitation, low mood, 
irritability and individuals’ awareness of their 
cognitive decline.  Multi-morbidity was common 
and associated with increased service use. FAST 
scores indicated advanced and progressing disease 
at six months (range 6a-7c) and at 11 months (7a-7f).  

While little was said about pain or other 
physical symptoms in clinical records, families did 
find supporting nutrition and hydration 
increasingly difficult.  As one relative put it:  

The last year I would say mainly, it was biscuits and 
cheese. I used to take him grapes, or he'd have banana, 
he'd eat porridge, cereal, but that’s when he lost weight 
(ιnterviewee 3: wife).  

Dehydration, constipation and aspiration 
pneumonia were documented reasons for A&E 
attendance. Communication with individuals was 
challenging, as was their ability to report their feelngs 
and physical symptoms.  The father of interviewee 8 
constantly held his side, but it was only after a 
hospital admission months later that he was 
diagnosed with advanced lung cancer, and it became 
apparent that he had suffered significant pain from it: 

We thought that it [the pain] was to do with dementia 
as he kept holding his side.  

 
 Families and carers said navigating health and 

care services to get help was no easy task.  They 
described their struggle to get their relatives home 
once they had crossed the hospital threshold, one 
daughter talking of a “revolving door”: 

 
Every time we were going in there thinking, if we can 

get out fast enough, we can avoid getting to the next stage. 
She didn’t feel secure and calm. ...A&E is not a secure, 
calm place… we were stuck in this terrible loop, and I had 
to be very insistent and co-ordinate all the people to get her 
out of there (interviewee 12: daughter). 

 
Along with a diminishing ability to 

communicate came agitation and sometimes 
aggression.  Many families had been responding to 
stress and distress behaviours for years. Night-
time purposeful walking was common at home 
and in care homes, and it was particularly 
exhausting for family members. 

 
He would just get up and wee all over the place… at 

least five times in the night. He did get very angry 
sometimes… I suppose I've had very little sleep for a 
long, long time. I mean, it started three years ago 
(interviewee 14: wife). 

       
Significant distress followed any acute event or 

change in care setting, as was evident in both 
clinical records and interviews. Carers described 
in detail the challenges of supporting their relative 
with dementia in an acute care setting. 

At the beginning of the year, place of care was 
home (8), care home (5) or assisted living (2). Of 
those living at home, two lived alone. Care home 
staff and families were the main source of care at 
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this time. Acknowledging they could no longer 
cope, often after years of caring, was a sad time for 
some relatives. 

Eleven required a change to their usual place of 
care during the last 12 months and moved into a 
care home, while four remained at home. Place of 
death was hospital (6), care home (5), hospice (2) 
and home (2). Seven died in their usual place of care. 

 
End of life 
Events and crises were more common in the last 12 
months, with reducing mobility, increasing falls, 
and reducing nutritional and fluid intake. Only 
two of the 15 people with dementia had completed 
an advance care plan (ACP), although all had “Do 
Not Attempt CPR” orders within the last days or 
weeks before death. There was limited and very 
late recognition that they were entering the final 
days or hours of life: 

 
One day the doctor came, they were always very nice, 

and said I’m doctor so and so and I’ve come to take some 
blood... it seems rotten that, doesn’t it, that invasion, when 
somebody is so near to the end (interviewee 14: wife). 

 
Overall, however, interviewees were positive 

about the care their relative received in hospital 
and care homes, although some voiced concerns 
about coordination of care and communication.  

 
Palliative care 
Twelve of the 15 were referred to specialist 
palliative care.  But the median time between 
referral and death was only 10 days (ranging from 

2 - 120 days and nine were referred less than eight 
days before death. Main reasons for referral were 
support for carers, and support and education for 
hospital or care home staff (on the use of syringe 
drivers, symptom control, and end of life care) 
(table 2, left).  

Both people with dementia who died in their 
own homes were known to the specialist team, but 
only three of the six who died in hospital were 
referred to the hospital specialist palliative care 
team. Despite final admissions lasting 12, 18 and 
33 days respectively, these three referrals were 
made late, only two, five and seven days before 
death. Two died in the hospice after short stays of 
two and three days respectively. 

 
Multi-professional team 
People with dementia required care across diverse 
settings, making coordination of care a challenge, 
and only two carers received consistent formal 
support. Multi-professional working appeared 
fragmented; carers describing limited 
communication or coordination of care between 
different health and social care providers, and the 
challenges of navigating these themselves. 
Medical support was predominantly reactive, 
responding to acute events or crises.   

 
You've no idea, I don’t know what I'm looking for in 

a care home, and that’s the problem. But of course, that’s 
all off your own bat. You've got to work that out 
yourself (Interviewee 5: son). 

 
Carers felt a real sense of responsibility for care 

and decision-making, adding to their burden. 
 

Discussion 
Our study found that support for people with 
dementia and their families towards the end of life 
was lacking. Clear triggers for generic and 
specialist palliative care input were present, but 
often not recognised by health care professionals, 
which resulted in reactive care and lack of 
attention to physical symptoms.  

Clinical records and interviews clearly 
demonstrated the distress of acute events 
experienced by people with dementia and their 
family caregivers. Frailty, recurrent infections, and 
falls were common, resulting in unplanned and 
potentially avoidable hospital attendances that 
caused significant distress for both people with 
dementia and their relatives.  

Hospital admissions for infection, dehydration 
and constipation could potentially have been 
managed in the usual place of care. Though ‰ 

Clear triggers for generic and specialist palliative care input 
were present, but often not recognised by health care 
professionals, which resulted in reactive care and lack of 
attention to physical symptoms maintained
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Acute events and crises 
 

Out of the 15 people in our sample, 14 had to 
go to A&E at least once in their last 12 months 
(range 1-6 times). Reasons were: 

 
• falls (13 cases);  
• fractured femur (6) (5 died in hospital in  
   14 - 32 days) 
• fractured humerus (1) 
• infection (10) 
• dehydration and constipation (3) 
• pain (2) 
 
Nineteen of the overall 28 A&E attendances 
resulted in hospital admission (9 had 1 
admission, 5 had 2 admissions).  



26   The Journal of Dementia Care  September/October 2021  Vol 29 No 5

‰ hospital was unavoidable following fractures, 
falls prevention for people with dementia needs 
more attention. Assigning key health professionals 
to older people at risk reduces the frequency of  
end-of-life A&E attendances by improving care 
coordination (Bone et al 2019). 

While the near absence of advance care plans 
compounded the risk of hospital admission, 
completing one is a tough proposition for someone 
with a dementia diagnosis. It requires mental 
capacity, which is why early conversations are 
preferable, before the ability to consider the future 
is compromised. Support and education for people 
with dementia, families and care home staff to 
facilitate timely and sensitive conversations about 
an advance plan could help prevent avoidable 
hospital attendance.  

Failing to recognise pain and other symptoms, 
and focusing instead on the associated 
behavioural problems, can deny people 
appropriate treatments. Training for health care 
staff in pain and symptom management, including 
the use of dementia-specific assessment tools, may 
address the gap in education and improve the 
quality and experience of care (Moore et al 2017). 

Despite the aspiration of palliative care for all, 
specialist services still predominantly provide for 
people with cancer and struggle to provide 
equitable services according to need rather than 
diagnosis.  The majority of people in this study 
were referred to specialist palliative care late in 
their illness trajectory, limiting the efficacy of 
interventions, which is consistent with the 
findings of larger studies (Bennett et al 2016).  

There is no standardised trigger for referral to 
specialist services in the UK. While the FAST scale 
stage 7c is widely used in USA to prompt such 
referrals, it seems to be an unreliable predictor of the 
last six months of life, with possibly more reliable 
prognostic variables relating to physical decline and 
reduced nutritional intake (Brown et al 2012). 

Pragmatic solutions using different models to 
combine specialist services with dementia care 

have been identified.  For example, partnerships 
between Admiral Nursing and palliative care, 
sharing knowledge and expertise, and embracing 
dementia as a life-limiting illness (Harrison 
Dening et al 2017).  

 
Conclusion 
This study had 3 key findings (see box above): 

Health and social care support for people with 
dementia and their carers should be more 
proactive and co-ordinated, preparing for and 
avoiding crises wherever possible, and more 
responsive when crises do occur.  Such a policy 
would recognise the complex holistic needs in 
people with dementia at the end of life.  

An effective approach would also consider 
advance care planning early in the course of 
dementia in order to focus on the wishes of the 
individual concerned.  In addition, specialist 
palliative care has a significant role in training and 
supporting health and social care professionals to 
provide a holistic and compassionate patient and 
carer-centred approach to end-of-life care.   

Hospices should work more collaboratively and 
creatively with local services to develop skills and 
shared models of care that are responsive to the 
needs of people with dementia and their carers.  
The result would be to narrow the gap between 
level of need and services available. n

Key findings  
• dementia is often said to follow a flat, low tra-
jectory as it progresses, but this underesti-
mates the impact of acute events  
• physical symptoms experienced by people 
with dementia were under-addressed  
• suitable triggers to prompt consideration of 
referral to specialist palliative care were missed

Hawker Publications offers a wide range of dementia  
care-related books, including a bestselling series of  

cognitive stimulation therapy (CST) titles: 

NEW EDITION OF MAKING A DIFFERENCE 1 OUT NOW 

NEW DIGITAL EDITIONS OF THE 

MAKING A DIFFERENCE SERIES 

Visit www.hawkerpublications.co.uk 
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People living with dementia may
have difficulty with memory and
communication, yet reminiscence

relies precisely on those two factors.
My question is: how can we square this
circle?

Ten years ago, I joined a small-scale
reminiscence project. We were a group of
enthusiastic but inexperienced people
whose shared and largely unspoken
objectives were to encourage lively and
fun sessions for some people living with
dementia in our local care homes.

We used to meet every few months for
support and to discuss topics that had
been well received by the people we
worked with. We were so intent on the
challenge posed by which activities to
offer that we largely failed to consider
how sessions were presented or reflect on
any benefits for the people themselves.
Indeed, the training we received focused
mainly on the types of activities we
might use.

These days, support for practitioners
delivering reminiscence sessions is
becoming far easier to access.  Research
on the subject has developed and analysis
of the potential benefits of reminiscence is
taking place as researchers delve into the
variety of activities included under this
umbrella term. Helpful language and
communication strategies are being
studied.

Even so, we as reminiscence workers
continue to focus much of our attention
on the practical aspects of what we share
with people with dementia. We believe
that memory is awakened by sensory
experiences, touching, tasting, smelling
and sound and the joy of music. This is
fundamental to the “what” aspect of
reminiscence. It is the concrete part of
what we bring to each group and at least
part of the reason why we might take a
bucket of seashells and gritty sand to our
seaside topic or a leaky hot water bottle
to aid recall of the cold, dark days of
winter.

But we need to shift our focus from the
“what” to the “how”.  We should move
the agenda on so that the process of
reminiscence and the ways we seek to
overcome the major difficulties faced by
people with dementia take a much
higher priority in our discourse.
Resources to support the “what shall we
do” of reminiscence abound but the
“how to do it” is not so easily accessible
and becomes much more a question of
personal intuition. I am suggesting that
perhaps we might review this strategy
and begin to pay more attention to how
we present topics.

Communication is key
Effective communication should be at the
very heart of reminiscence. The subtle
aspects of communication which are so
heavily embedded in our individuality
but are so hard for each of us to
appreciate, seem to me to be the core of
the “how” part of reminiscence. Only
skilful communication will enable people

with dementia to truly participate in our
sessions in a respectful and equal
partnership.

We must recognise potential
communicative limitations that are part
of dementia, including, word-finding
difficulties, disrupted communication
leading to a mismatch in meaning
between speaker and listener plus the
confusions that can be inconsistent and
may vary from day to day. We are
required to collaboratively negotiate
communication strategies in order to
begin to overcome these difficulties.  

Professor Alison Wray (2020)
encourages us to think of dementia as a
communication difficulty.
Communication is a collaborative
process, negotiated between speaker and
listener, to secure and develop shared
meaning. Mercer (2003) recognises the
powerful integration of language and
cognition which is required to share
meaning in communication.
Communication can become disjointed
or confused and meaning may struggle
to cross boundaries so that it may be
frustratingly difficult to share meaning in
reminiscence sessions.

A model for reflection
How should we think about this vital
interaction between language and
cognition?  The matrix (see diagram
overleaf) is an attempt to provide a
model for reflection on the
communicative interaction of language
and that aspect of cognition which we
recognise as memory. This model is
solely concerned with features of
language and memory and as such it
must be viewed as artificially simple.!

Memory and language skills are often compromised in people with
dementia, yet reminiscence sessions rely on both. Carol Thorne considers
the challenges of sharing meaning in reminiscence work and how to
overcome them

The challenge of sharing
meaning in reminiscence

Carol Thorne is retired but for more
than 20 years her research interests have
concerned language and interaction
analysis within specific contexts

Key points

• Reminiscence relies on language
and memory, but these can be
compromised by dementia

• More attention should be paid to
“how to do” reminiscence as 
opposed to “what shall we do?”

• Skilful communication is the heart of
the matter, recognising the potential
for a “mismatch in meaning” between
speaker and listener

• Modelling the interaction of language
and memory can help our thinking
about communication and how shared
meaning in reminiscence sessions can
best be achieved.
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! Interactions are also subject to the
influences of emotional and social
contexts, which I make no attempt to
integrate into this model but are equally
important.

From person to person, over time and
in differing contexts our communicative
competences fluctuate. It would,
therefore, never be appropriate to equate
a particular quadrant of this matrix with
a static set of communication skills which
either frustrate or facilitate reminiscence.
This matrix is intended as a guide to one
way of thinking about communication
and how we may either support or
challenge our potential aim for shared
meaning.

Quadrants B and C are perhaps easiest
to unpick as they demonstrate the
extremes of communicative
competences.  Quadrant B can be viewed
as a zone where language skills and
memory are soundly established. Here
shared meaning is relatively easy to
achieve between individuals or groups.
Abstract concepts can be explored
through discussion that bounces
backwards and forwards aided by
questions and explanations, for example
a delightful exploration of the changing
roles of women in society between a lady
with early-stage dementia and her carer.

Quadrant C, in contrast, is the zone
where both language and memory
require profound and sensitive support.
Here shared meaning can be much more
difficult to achieve. However, supported
by immediate experiences, sounds,
tastes, smells or concrete objects, it is
possible to enable people with dementia
to experience personal recollections.
Often there is no need for language as
objects or experiences speak for
themselves. For example, the dawning
appreciation of a dancehall tune which
illuminates someone’s face as they
appear to recall teenage years.

Quadrants A and D are more
challenging to interpret. Indeed,
language and memory are so tightly
entwined that on occasions it is
impossible to be sure where major
difficulties lie. Consider the confusions
that frequently arise in naming family
relationships. The utterance “mother is
waiting for me” may be a memory lapse
in which the actual person “mother” is
confused with the person who is waiting,
“daughter”. Equally it could be a word-
finding difficulty where a word denoting
another female family member is
substituted for “daughter”. Quadrants A
and D do, however, provide
opportunities for us to reassess how we
are supporting the process of
communication.

Quadrant D is the zone where
language skills are relatively high but
memory is greatly impaired. For
example, Marjorie, carefully examining a
pinecone, says, “this is so beautiful,
where did you get it?” She does not recall
finding the cone in the garden a few
moments before, but she confidently
expresses her reaction to the pinecone.
Her language skills remain more robust
than her memory.

Questions are not always helpful
We once took sports equipment, including
a leather football, into a care home where
Charlie was immediately able to recount
details of a professional footballer who
came from the same small town where he
was brought up. We were told about trips
to away matches, details of scores and so
on, a really colourful description of a
special time in this man’s life.

When I interrupted to ask where this
happened, he was at a loss. Further
discussion was destroyed as the
disheartened man softly recited his stock
phrase, “I don’t know, I can’t remember”.
Wray’s work suggests that questions are
not always helpful when talking to
people with dementia and yet, for those
of us presenting reminiscence activities,
questions can be an almost automatic
response as we strive to gain insights into
other people’s worlds.

It might be salutary to consider the
purpose of quizzes for people with
significant cognitive recall difficulties. I
remember a quiz that was held at a
Christmas party; it was enjoyed by carers
and relatives but hardly any of the
people living with dementia
participated. One lady told me, “I don’t
know any of this stuff”.

Quadrant A is the zone where
language impairment appears greater
than cognitive impairment. People may

have disrupted vocabulary but retain
some grammatical and pragmatic
features. 

Patience pays dividends
Vera’s tale springs to mind. She was
sitting outside our reminiscence group as
we played with marbles and the string of
cats’ cradles, while also talking about
children building dens in “wild” places.

Suddenly our eavesdropper joined in.
She was unable to tell us explicitly about
playing with her brother in the vicarage
garden. The words escaped her, she
confused nouns and called her brother a
man, but it was absolutely clear from her
limited vocabulary that she wanted to
communicate the joy of being under a big
tree with her brother. With long pauses it
took some time for her to relive her tale
and for us to share in her meaning, but
our attention and encouragement paid
dividends.

Wray’s notion of formulaic utterances
that are repeated, but carry minimal
meaning – for example, “that’s nice”, “I
don’t know.”  “I’m nearly 100 you
know” – are the indicators that the
people we are sharing reminiscence
sessions with may have a veneer of
language competence but could really
struggle to share meaning. In this context
there may well be a mismatch between
the speaker’s and listeners’ access to
meaning, but short and simple utterances
with extended pauses and delays may
help to resolve the problem.

Activities to suit all participants
Within any reminiscence session we
draw on features from most of these
quadrants and need to provide activities
which can be developed to suit all
participants. My favourites among these
activities include passing an object,
perhaps a rolling pin or sponge,
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concealed in a soft bag around the group.
With support most participants are able
to hold and feel the weight and texture of
the object. Some people will comment on
these features, “it’s heavy,” while others
may be encouraged to talk about their
experiences of baking or the Sunday car
wash routine.

Home made board games can also be
adapted to the needs of all members of a
group. A small selection of objects
associated with a particular topic, the
seaside, sport, food, cleaning and so on,
can be picked up and handled by
members of the group. Gradually the
objects are named. To turn this activity
into a game, images of the objects
suggested by members of the group are
drawn on postcards and secured to the
table with blue tac.

Then a counter, perhaps a small
wooden block, is moved from one
postcard to the next. At each stop a
recollection is shared, initially by the
reminiscence worker, but gradually the
other members of the group begin to
make contributions. Tales of wasps in the
windfall apples, the journey home on
market day with heavy bags, favourite
recipes, helping in the garden or the
agony of eating greens as a child.  As
each card is discussed it can be turned
over so that the visual impact is slowly
reduced.

The key to effective reminiscence 
To stand back from myself and adjust
both language and communication is
something that I certainly find difficult
and fail at over and over again. However,
I would suggest that this may be the key
to effective reminiscence experiences for
people with dementia. Considering
language and communication in the light
of enabling shared meaning should be a
focus in our roles as both speaker and
listener.

In this respect I have found Wray’s
work especially helpful. Her focus on the
normal frustrations and inadequacies
that we may feel as we attempt to ascribe
meaning to all the utterances of our
partners who are living with dementia is
balanced by sensitive reflection on those
aspects of communication which can
help us in this process. The joy of
reminiscence is revealed as we reflect on
interactions in our attempts to meet
perceived needs."

References
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Namaste care
on an inpatient
assessment ward
Namaste Care reflects a patient-centred philosophy that
has begun to prove its worth on hospital wards for people
with advanced dementia. Julie Young found that it helped
to reduce distress and agitation, reassured families, and
strengthened bonds between staff and patients

As a concept “Namaste” means to
“honour the spirit within” and it
has been adopted into clinical work

with the Namaste Care Programme
(Simard 2013). This is a structured
programme that incorporates
compassionate nursing care and
individualised activities for people with
advanced dementia in a group setting. 

The aim is to meet their needs for
comfort and pleasure through sensory
stimulation, especially touch.  While it
was originally developed for care home
settings, it has been adapted to people’s
own homes and to hospices, and it has
been trialled successfully in acute
hospitals on a one-to-one basis (Kendall
2019).  

Namaste reflects the philosophy of
good person-centred dementia care
considering the needs of the individual,
their likes and dislikes, and personalises
the care to their needs (NICE 2018,
Kitwood 1997).  We decided to trial the
Namaste Care Programme on Woodhorn
ward, an inpatient dementia care service
at St George’s Park hospital in
Northumberland.

Our intention was to reduce patient

distress and agitation on this inpatient
organic assessment ward, which is a 10-
bedded assessment unit for older people
with dementia.  We saw it as
underpinning the philosophy of the
Newcastle model currently used for
assessment on the ward (James 2007). 

Core elements 
Kendall (2019) sums up the core
principles of Namaste Care as follows:

• a person-centred approach
• explaining the approach to the family
engaging their support
• completing life story 
• addressing issues around comfort and
pain management
• creating calm, peaceful environment
• use of a spritz or an aroma diffuser to
scent the room  
• music playing which is meaningful to
the person
• use of loving touch
• celebrating the seasons bringing
outdoors inside
• reminiscence activities
• offering drinks and snacks
• encouraging the person's range of
movement
• having fun
• feedback to the family and their
involvement in sessions. 

As originally conceived, the Namaste
Care Programme is delivered in a group
setting seven days a week for two hours!

Julie Young is advanced nurse
practitioner (inpatient lead) at
Northumberland County Behavioural
Support Service
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! in the morning and two hours in the
afternoon (Simard 2013).  In our case we
felt it appropriate to trial the Namaste
approach on a more individual basis due
to the very different needs and abilities of
the patients, particularly those with less
advanced dementia.

In summary, we wanted to improve
and promote wellbeing and to evaluate
Namaste as an intervention to de-escalate
people’s distress and potentially
behaviours that challenge. It was to be
offered to people both in the earlier and
later stages of dementia, and a statement
on the aims of the intervention was
developed by the ward team (see box
below).  

Introduction on ward
Training 
Four staff attended a course at St
Christopher's hospice (London) to be
able to implement the Namaste approach
on the ward. They also liaised locally
with St Cuthbert’s Hospice which has an
established team offering the approach.

Environment
Consideration was given to the
environment in which the intervention
would be carried out. A room was
identified that could be used for Namaste
Care and was made a comforting and
pleasant space to be in. Sensory lights
(these were also portable so could be
taken to the person if needed) were
installed and it was decorated with
calming posters and portable screens.  

Personalised music could be played in
the room and we put in a couple of
armchairs, a footstool and a rocking
chair. Patients were encouraged to go out
into the garden.

Each patient had an individualised
Namaste bag created for them containing
hand creams, scents (such as perfume or
after shave), a comb or brush, fleece
blanket, sensory profile, CDs of music
they might like, preferred snacks and
drinks, towel and flannel and any
specific reminiscence items such as
poetry and photographs. This meant it
could be taken to the person if it was not
thought beneficial for them to come to
the Namaste room.  

Safe practice
The person with dementia was involved,
if possible, in information gathering to
develop a sensory profile. But if the
person was unable to communicate the
necessary information and was assessed
as lacking capacity specific to the
decision of accepting Namaste Care, their
family or carers would be approached.  

If the person did not want to

participate this would be acknowledged,
as would any increase in distress from
the intervention. The sensory profile
considered a person’s preferences for
music, food, drinks, scents, colour and
therapeutic touch. 

Discussions were held with medical
staff on the ward about any possible risks
for interventions such as hand massages
(eg, considering any skin conditions, and
potential breathing difficulties that could
be triggered by room scents).
Aromatherapy oils were not used because
of the risk of contra-indications, but hand
creams were employed as were neutral
oils such as grape oil or a baby oil.

During the Covid-19 pandemic, fresh
challenges were presented by the need
for risk management, but appropriate
PPE was worn, and Namaste Care
evolved to be a key feature in the

palliative approach to supporting
patients who got Covid.  

Some Namaste sessions were planned
at times when it was known that the
person needed more support and other
times the sessions were more
opportunistic and responsive to a need or
a situation. It formed part of the care plan
as an intervention when there were signs
of escalating distress.

Namaste Care: Our aims  

To meet the person’s need for: 
• respect and dignity
• comfort
• enjoyment and pleasure
• company 
• feeling safe
• families to have meaningful visits 

From mental health perspective:
• improve mood through engagement
• enable assessment of mental health
through developing a therapeutic
relationship 
• de-escalate potential anxieties and
aggression

For staff:
• chance to improve communication
skills and sensory approach 
• programme to help with advanced
dementia and palliative care.

Hand massage is part of the Namaste Care programme

Appropriate PPE was
worn, and Namaste
Care evolved to be a
key feature in the
palliative approach to
supporting patients
who got Covid
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Intervention evaluation 
Sessions were documented in patients’
notes, and intervention preferences were
also noted, to help to ascertain which
were most effective in improving a
particular patient’s wellbeing. These
helped support care plan evaluations.  

Anecdotal reports showed that patient
wellbeing had improved. Recording in
the patient’s notes also showed the
positive effect of walks and exploring the
garden. Dementia Care Mapping (DCM)
was also carried out (Brooker 2004) and
the scores showed a boost to wellbeing. 

From the evaluation of this trial, the
following benefits were identified:

• provides positive time for carers to
spend with the person with dementia 
• when given prior to mealtimes,
patients ate better, their diet improved,
and they gained weight
• patient mood was lifted as they would
actively seek the Namaste lead out to
have their hand massage even though
they had previously been very
withdrawn
• meets sensory and emotional needs,
via a needs-led care plan
• improves quality of life wellbeing as
illustrated by DCM
• families have purposeful and
structured visits 
• gives structure and purpose to “empty
time” (ie, time when no personal care
tasks are undertaken).
• allows further assessment of mood
through one-to-one sessions
•during Covid, the Namaste approach
has been used at end of life, providing
meaningful touch and support
• more job satisfaction for staff
delivering this care. 

Challenges 
In addition to benefits, several challenges
were noted in implementing Namaste
Care interventions:

• consistency of implementation
• training of staff who are happy to carry
out Namaste interventions
• educating families to use Namaste
• training staff at a care home to which a
patient may be discharged to implement
it as part of a care plan.

Summary
Person-centred interventions using a
Namaste approach have helped patients
on Woodhorn ward to reduce their
distress and agitation. It has offered staff
a sense of achievement and strengthened
their connection with the person with
dementia. During the pandemic it has
fitted alongside palliative nursing care

and reassured families who could not
visit due to restrictions but were aware
that Namaste was being given. 

We hope to embed this approach
further. A mission statement will be
developed and a flyer to provide more
information to patients and their
families. We are also excited at taking the
approach further using Teddy, our
assisted animal therapy dog. 

A more robust evaluation process is
needed which would include DCM as a
measure of wellbeing but would also
review behaviours and medication
regimens. If Namaste de-escalated
distressed behaviours without the need
for medication, that would be another
significant benefit. "
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Namaste on the ward: examples
Planned sessions
• Michael would have a Namaste session prior to meals to reduce his anxiety, helping
him to eat when he was more anxious. Otherwise, he would be unable to eat
• Joan would have her hair brushed in bed through the day when she was trying to
rest, as this would reduce agitation arising from her need to find her mother.
Opportunistic session
• When Ian packed his bags to leave, he would have an intervention which involved
spending time in a quiet lounge in the evening with staff or walking around a quiet area
of the ward, going through some locked doors into a safe environment. Staff would
walk alongside him with music that he liked to engage and distract him.  The rhythms
helped him to relax and there were fewer aggressive incidents.

Frank: a Namaste case study
Frank is a 74-year-old man with Alzheimer-type dementia. He experiences distressing
hallucinations, has impaired sight and can misinterpret people approaching him, in that
he feels threatened and becomes aggressive.  
He is fully mobile and will walk about the ward, but he will also spend periods of time
on the floor sitting cross-legged, which is something he would also do at home. His
misperception of staff who are trying to assist him can lead to poor diet and fluid
intake, as well as aggression, especially when staff try to give him personal care

Interventions
The therapist considered the key aspects of the Namaste approach. She knew Frank’s
life story and had an understanding of his personality. She knew how to communicate
and connect with him, approaching him from the left side as he has limited vision on
his right side, and speaking softly as he cannot tolerate loud noise.

Environment
In a calm environment she would mirror his position so that, when he was sitting on the
floor, she would sit with him. Frank preferred classical music and she would hold his
hand swaying to the music. She would massage his hand, using neutral hand cream
as he had previously pulled away when scented cream was used.
He would begin to relax and hum to the music and smile. While the therapist kept this
connection, another member of staff would provide a favourite drink and food for
Frank, which the therapist was able to offer and which he enjoyed.  The intervention
lasted for half an hour. 

Outcome
Frank’s needs to feel safe and valued were met (Kitwood 1997); he was calm, enjoyed
company, and improved his diet and fluid intake. We have since found that, in personal
care, he enjoys moisturiser cream being massaged on his face and this is incorporated
into his personal care routine.
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Young-onset dementia
treatment preferences
Persons living with young-onset
dementia experience emotional
distress as they cope with an
unexpected progressive illness
during an active life stage
(typically 45-64 years). Despite
this, psychosocial resources are
limited and lack the specificity to
meet the unique needs of both
partners.  To gain an in-depth
understanding, these researchers
conducted semi-structured
dyadic interviews with persons
with young-onset dementia and
their partners.  They identified
12 themes across four domains
(1) perceptions of available and
lacking resources (2) preferences
for program content (3)
preferences for program format
and (4) barriers and facilitators
to participation. Couples
indicated that there is a lack of
specific and family-orientated
resources, which can create more
stress and relationship strain.
Couples endorsed support for a
virtual, dyadic intervention
delivered shortly after diagnosis
focused on providing tools to
cope with difficult emotions and
symptom progression, and to
enhance communication and
meaningful daily living. They
also identified potential barriers
to program participation and
offered suggestions to promote
engagement.
Grunberg VA, Bannon SM, Reichman
M et al. Psychosocial treatment
preferences of persons living with
young-onset dementia and their
partners.  Dementia. Published June
21 2021. https://doi.org/10.1177/
14713012211027007

Motivational health coaching
for caregivers
Caring for a family member with
dementia can negatively impact
on a person’s mental health and
developing effective strategies
can be difficult. This study
sought to evaluate the impact of
an intervention comprising
telephone calls using a health
coaching approach with
motivational interviewing. This
was delivered over six weeks to
a group of caregivers for people
with dementia with 53 in the
intervention group and 53 in a
control group.  Variables
measured were: self-efficacy of
caring, depression, perceived

stress, frequency of problematic
behaviours and dysfunctional
thoughts.  Assessments were
baseline, post-intervention and
three months post-intervention.
Significant improvements in the
intervention group were found
between baseline and post-
intervention assessments with
improvements in self-efficacy,
decreased stress and decreased
dysfunctional thoughts. The
authors conclude that the mental
health of caregivers for people
with dementia improved after
the interventions and these
improvements were maintained
over time.
Sarabia-Cobo C, Perez V, de Lorena P
et al. Effectiveness of a telephone
intervention based on motivational
health coaching for improving the
mental health of caregivers of people
with dementia: a randomised
controlled trial.  International Journal of
Older People Nursing. Published
August 1 2021.
https://doi.org/10.1111 /opn.12398.
Open access.

Enhancing autonomy in care
facilities
This study explored how
residential care facility (RCF)
staff can enhance autonomy and
improve informal care by
looking at the influence of
interactions (contact and
approachability between
residents, staff members and
informal caregivers) and the
physical environment including
the use of technologies. Methods
included document analyses,
semi-structured interviews with
staff and relatives and
observations of residents across
two RCFs. The study found that
the behaviour, attitudes and
interactions of staff members
with residents and informal
caregivers appeared to
contribute to the autonomy of
people with dementia and

enhance informal care provision.
The physical environment and
the use of technologies were less
relevant to enhancing autonomy
and informal care provision,
although they can support staff
members providing person-
centred care in daily practice.
The findings provide insight for
other RCFs on how successfully
to enhance autonomy for
residents and how to implement
person-centred care.
Boumans J, van Boekel LC, Verbiest
MEA et al. Exploring how residential
care facilities can enhance the
autonomy of people with dementia
and improve informal care.  Dementia.
Published July 2 2021.
https://doi.org/10.1177
/14713012211030501

Frontotemporal dementia
(FTD) carer support needs
FTD is one of the most common
types of dementia in persons
younger than 65 years of age.
Diagnosis is often delayed due
to slow, gradual decline and
misinterpretation of ‘non-
typical’ symptoms. Informal
carers of people with FTD
experience high levels of overall
burden. This systematic review
aimed to describe the subjective
experience of being an informal
carer of a person with FTD to
identify the specific needs,
coping strategies and helpful
support resources for this carer
population. Systematic review of
studies identified six themes (1)
‘challenging road to and receipt
of diagnosis’ (2) ‘relationship
change and loss’ (3) ‘challenging
experiences in caring’ (4)

‘positive experiences and
resilience’ (5) ‘coping’ (6)
‘support needs. Findings
highlight an increased need for
carers of people with FTD to
receive support during the pre-
diagnostic stage, including
support to manage symptoms.
The authors conclude that there
is a lack of knowledge on the
unique needs of carers for
people with FTD and highlight
the importance of public
awareness campaigns and
healthcare professional
education.
Tookey SA, Greaves CV, Rohrer JD,
Stott J. Specific support needs and
experiences of carers of people with
frontotemporal dementia: A
systematic review. Dementia.
Published June 11 2021.
https://doi.org/10.1177/1471301221
1022982

Experiences of cognitive
assessment
In primary care a cognitive
assessment is offered to persons
with suspected dementia with
referral to a specialist clinic if
required. This process, with the
likelihood of receiving a
dementia diagnosis, is
surrounded by uncertainty with
long waiting times. Although
neuro-psychological symptoms
(NPS) are common among
persons with cognitive
impairment, these are not
routinely addressed during a
cognitive assessment. This
research conducted interviews
with 18 participants who had
completed a cognitive
assessment and the
Neuropsychiatric Inventory
[NPI] was incorporated into the
questions. Experiences of the
assessment process ranged from
‘feeling valued’ to ‘feeling
abandoned in the absence of
follow-up support’. A diagnosis
of mild cognitive impairment
was experienced as abstract and
devoid of follow-up support. 
A lack of preparedness for the
assessment existed among
participants and some
experienced the process as
‘standardised’. One half of
participants self-reported the
presence of one to four NPS,
with irritability and depression
being most common.  The
authors highlight a need for a
more inclusive and meaningful

The research papers summarised here are selected for their
relevance and importance to dementia care practice by the
section editors, Hazel Heath and Sue Benson. We welcome
suggestions of papers to be included. If you would like to
contribute a summary or a short comment on an important
research paper recently published, drawing practitioners’
attention to new evidence and key points that should inform
practice, please contact sue.benson@investorpublishing.co.uk.

Research summaries

Covid-19 updates
For updates on completed
and ongoing studies related
to the current pandemic,
subscribe to the LTC Covid
website https://ltccovid.org 



Vol 29  No 5  September/October 2021   The Journal of Dementia Care 33

person-centred assessment
process, including the NPI, with
pre-assessment counselling and
follow-up support.
Tyrrell M, Hedman R, Fossum B et al.
Feeling valued versus abandoned:
Voices of persons who have
completed a cognitive assessment.
International Journal of Older People
Nursing. Published: July 7 2021.
https://doi.org/10. 1111/opn.12403.
Open access.

Effects of dance on cognitive
function
This Canada-based systematic
review and meta-analysis
explored the effects of dance
across seven cognitive domains:
global cognitive function,
executive function, learning and
memory, complex attention,
language, social cognition and
perceptual-motor function. The
review concluded that dance
probably improves global
cognitive function but probably
has no effect on executive
function (assessed as cognitive
flexibility).  Findings on the
effects of dance on other aspects
of functioning were mixed. The
authors conclude that dance is a
promising therapeutic
intervention for older adults
looking to improve their
cognitive health. They commend
a core outcome set specifically
for cognition and dance. Further
research is needed to determine
the optimal dose and whether
dance results in greater cognitive
benefits than other types of
physical activity and exercise.
Hewston P, Kennedy CC, Borhan S et
al. Effect of dance on cognitive
function in older adults: a systematic
review and meta analysis.  Age and
Ageing. 2021. 50(4) 1084-1092.
https://doi.org/10.1093/ageing/afaa2
70. Open access

Dementia with Lewy Bodies
psychosocial intervention
Dementia with Lewy Bodies
(DLB) is a complex dementia
which affects multiple body
systems and can pose substantial
demands on family care
partners. This study used a
group-based intervention
attended by people with DLB
and a family care partner for up
to four successive weeks in a
Memory Assessment Centre in
the Northeast of England.  The
13 core intervention topics
covered the predominant

cognitive, behavioural and
physical changes associated with
DLB, including sleep
disturbances, visual
hallucinations and changes in
thinking and memory.
Following the intervention, care
partners reported that they felt
more in control and able to cope
in 3-13 of the areas with 73%
feeling this way in eight or more
areas.  Three themes were
identified from post-intervention
interviews: (1) ‘people like us’
(solidarity with others in a
similar position, peer experience
and the opportunity to compare
coping strategies) (2) ‘outcomes
from being a group member’
(feeling more informed, more
confident to cope and finding
new coping strategies) and (3)
‘intervention design’ (resources
were well received, particularly
a handbook, gratitude diaries
and introduction to
mindfulness).  The study
concluded that a DLB-specific
group intervention is acceptable
to people with DLB and family
care partners. Participation may
enhance understanding of this
condition and reduce social
isolation. It may improve care
partners’ coping capability
particularly if targeted towards
those with low prior
understanding of DLB and more
stress. Means of evaluating
outcomes for people with DLB

need further development.
Killen A, Flynn D, O’Brien N, Taylor J-P.
The feasibility and acceptability of a
psychosocial intervention to support
people with dementia with Lewy
bodies and family care partners.
Dementia. Published June 25 2021.
https://doi.org/10.1177/1471301221
1028501

Montessori-Based
Programming (MBP)
MPB in dementia care refers to a
growing body of research and
practice that has developed
Montessori methods to facilitate
self-paced learning,
independence and engagement
for people living with dementia.
This study investigated the use
of MBP in the United Kingdom.
Using in-depth semi-structured
interviews with key
stakeholders with experience of
MBP, it developed a framework
describing knowledge and
understanding of MBP in the
UK, implementation
considerations, challenges and
barriers, evidence of outcomes
and research gaps to guide
researchers and practitioners.
Implementation considerations
included using a whole-home
approach and changing the
culture of care through
management support. Barriers
to implementation included
conservative attitudes to care,
perceived lack of time and
resources, health and safety

issues, and issues of
sustainability. The authors
conclude that initial evidence
suggests that MBP can produce
positive outcomes and manage
negative outcomes for people
with dementia, but there remain
gaps in knowledge and research
regarding a uniform
understanding of MBP, its
processes, attributable outcomes,
economic value, training and
development. 
Raghuraman S, Tischler V. ‘The
Jigsaw Culture of Care’: A qualitative
analysis of Montessori-Based
programming for dementia care in the
United Kingdom. Dementia. Published
May 23 2021.
https://doi.org/10.1177/1471301221
1020143. Open access.

End of life care
Focus groups and semi-
structured interviews with
residential or care managers in
Australia identified six themes
(1) ‘laying the ground work to
establish what families
understand about dementia’ (2)
‘playing the peacemaker in the
face of unrealistic family
demands and expectations’ (3)
‘chipping away at denial and
cultivating a path towards
acceptance of death’ (4)
‘recruiting general practitioners
as allies’ (5) ‘supporting and
strengthening the front line’ and
(5) ‘dedication to optimal care is
relentless but rewarding’.  The
managers described provision of
end of life dementia care as a
rewarding but sometimes
fraught experience requiring
persistent personalisation of care
and communication to enable
family acceptance of the
resident’s terminal condition.
The findings suggest that
continuous front line aged care
staff skill development, iterative
family discussions and
partnership building between
care staff and general
practitioners are all required to
promote optimal end of life
dementia care in residential care
settings.
Borbasi JAL, Tong A, Ritchie A et al.
“A good death but there was all this
tension around”: perspectives of
residential managers on the
experience of delivering end of life care
for people living with dementia. BMC
Geriatrics. 2021. 21:306.
https://doi.org/10.1186/s12877-021-
02241-7. Open access.

Evidence for practice/Research news
This section aims to keep readers up to date with research in
dementia care and the current best evidence to support
practice. We aim to provide a channel of two-way
communication between researchers and practitioners, so that
research findings  influence practice and practitioners’
concerns are fed into the research agenda. 

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

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

research papers with practical relevance to dementia
• Requests or offers for sharing research information and

experience in particular fields of interest.
• Short comment on important research papers recently

published, drawing practitioners’ attention to new evidence
and key points that should inform practice.

Please contact sue.benson@investorpublishing.co.uk
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Resources  
Dementia Carers Count, the 
national dementia charity for 
family carers, has partnered with 
the Joy Club, which is offering 
retired or semi-retired carers free 
premium membership as part of 
the deal. The Joy Club is an 
online activity club that provides 
inspiration for a happy 
retirement. Members can find 
out about trying something new, 
meet like-minded people and 
discover new interests, as well 
as take advantage of special 
offers and discounts. Family 
carers who are interested should 
email marketing@ 
dementiacarers.org.uk  
https://dementiacarers.org.uk  
 
National Day of Arts in Care 
Homes takes place on 24 
September and creative ideas 
outfit Medley has produced a 
set of activity ideas for residents 
on the day. There will be two 
arts and crafts ideas to try, 
complete with images and 
instructions, along with some 
suggestions for well known 
songs or music and ways to 
connect with nature, all inspired 
by NAPA’s “Year of Moving and 
Grooving” theme for 2021. The 
ideas, which are free of charge, 
will be sent out by email on 22 
September. Just email 
medleymusicartnature@outlook

.com. https://medley.live/ 
creative-ideas  
 
Painchek is an electronic 
observational tool for the 
assessment of pain in 
individuals who are unable to 
verbalise their pain, such as 
those living with moderate to 
severe dementia. It comprises 
42 items, can be installed on a 
smartphone and online training 
is available. A new study by 
Babicova and colleagues 
sought to further validate the 
tool with people living with 
dementia in a UK care home.  
In 302 paired assessments 
using PainChek and the Abbey 
Pain Scale (APS), the tool was 
found to be a valid and reliable 
instrument to assess the 
presence and severity of pain in 
people with moderate-to-
severe dementia. 
BMC Geriatrics (2021) vol 21 
page 337.  
 
Chartered psychologist Dr 
Kellyn Lee has developed what 
she describes as a new 
approach to dementia care for 
people living in care homes. 
Called Material Citizenship 
the approach puts choice and 
control for residents centre 
stage by focusing on access to 
and use of everyday functional 
objects. The training course for 

care home staff highlights the 
importance of these objects to 
individual identity. Lee has 
created two short videos - one 
for staff and one for families - 
explaining her approach. 
www.youtube.com (search 
“Material Citizenship for 
Dementia Care”) 
 
Department for Health and 
Social Care resources to 
support care home visiting 
during Covid-19 are available 
on the Skills for Care website, 
including a Q&A, a letter from 
the care minister, a template 
letter for care home managers 
to give to visitors, and a face 
covering poster.  
www.skillsforcare.org.uk  
 
Air quality compliance 
specialists Euro Environmental 
have found that Genano air 
purification units significantly 
contribute to good levels of 
indoor air quality, the UK 
distributor has said. Euro 
Environmental director Chris 
Senior said Genano devices 
were “among the best” in air 
purification technology. The UK 
supplier of the units is KSG 
Health. www.ksghealth.com  
 
National charity Carers UK has 
teamed up with not-for-profit 
campaign Smart Energy to 

provide information to unpaid 
family carers on how they can 
upgrade to smart meters as 
an easier way to manage 
energy bills. Carers UK says 
that smart meters for gas and 
electricity are designed to help 
consumers take control and 
manage energy use at home. 
Madeleine Starr said the 
technology would make 
managing bills “less stressful” 
for hard-pressed carers. 
www.carersuk.org  
 
Quality Compliance Systems 
and care home group 
Cinnamon Care Collection have 
teamed up to produce a Food 
Safety Manual for care home 
caterers. The creators say that 
the partnership aimed at a 
practical, user-friendly toolkit for 
catering staff offering easy-to-
use compliance tools to record, 
log and evidence industry 
guidance and best practice on 
food safety and hygiene. They 
added that the manual meets 
Food Standards Agency 
regulations and Care Quality 
Commission requirements. “We 
look forward to making the 
toolkit universally available so 
that every care provider in the 
UK can benefit from it,” said 
QCS customer and policy lead 
Leah Cooke. 
www.qcs.co.uk  

Alex Winstanley’s book My 
Grandma has Dementia aims to 
demystify dementia for 
children. It tells the story from 
the point of view of a child 
whose grandma has been 
diagnosed with dementia and 
follows through from the initial 
signs that something is wrong 
to her ultimate admission into 
a care home. The illustrations 
from Adam Walker-Parker 
provide a colourful 
accompaniment to the story.  

The book is aimed at 
children from 4 to 11 years old 
and would be easily accessible 
for even the youngest children. 
It explains the degenerative 
nature of the disease clearly 
and acknowledges the fact that 

the individual may not 
understand who people are or 
recognise their loved ones but 
also gives children easy ways 
that they can help an adult 
with dementia.  

Winstanley deals with 
Grandma’s admission to a care 
home in a straightforward and 
matter of fact way, explaining 
that it is the best place to keep 
her safe. The illustrations help 
to demystify care homes and 
help to reassure children that 
they are often the best place 
for their loved ones.  

A diagnosis of dementia can 
be a scary time for everyone 
involved but can be 
particularly unnerving for 
children who will be unused 

to seeing an adult who they 
loved changing and not being 
able to do the things they used 
to. This book is an excellent 
resource to demystify 
dementia for children. It is 
honest with the information 
and explains that dementia 
doesn’t go away but that the 
person whom they know and 
love is still in there. Reading 
the book with children will 
allow them a safe space to ask 
questions and spark a 
conversation about the illness, 
including what might happen 
and how they can help. 

My Grandma has Dementia 
would be an excellent resource 
for primary schools and 
libraries. It would particularly 

help children who know 
someone who has received a 
diagnosis of dementia but 
would also be useful for other 
children to raise their 
awareness of the disease. The 
simplicity of the prose and the 
vibrancy of the illustrations 
will help them understand 
dementia in an accessible way.  
Catherine Mulvany, Deputy 
Head, John Perryn Primary 
School, Ealing, London.   

n My Grandma has Dementia 

Alex Winstanley, self-published, ISBN 9798582240631, £7.99
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Events

 
 
n 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  

n 30 September 
Spotlight on sundowning 

Short online session focusing on 
early evening agitation or 
“sundowning”, run by Carers Trust 
Heart of England. 
https://dementiacarers.org.uk  

n 28 October 
Spotlight on the uses and ben-
efits of music 
Short online session on the role of 
music in supporting people with 
dementia, run by Carers Trust 
Heart of England. 
https://dementiacarers.org.uk  

n 2 November 
Together 4 Dementia 2021  
Online 
Theme is “Dementia: A Global 
Challenge” and Professor Clive 

Ballard and De Hogeweyk co-
creator EloyVan Hal are among 
the speakers. www.alzheimers-
brace.org 

n 24-26 November 
National Children and Adult 
Services Conference 
Online conference for social care 
and public health managers and 
professionals in statutory, private 
and voluntary services. 
https://ncasc.info  

n 29 November-1 December 
31st Alzheimer Europe  
Conference 
Now online the conference will 
see international contributors 
share their research, projects and 

experiences. www.alzheimer-
europe.org  

n 22-23 April 2022 
International Conference on 
Alzheimer’s Disease,  
Diagnosis and Treatment 
London conference bringing 
together researchers and 
practitioners to discuss recent 
innovations, trends and concerns. 
https://waset.org  

n 8-10 June 2022 
35th Global Conference of ADI 
Theme of this London conference 
will be “New Horizons in 
dementia: Building on hope,” 
looking at progress on the global 
action plan. www.alzint.org 

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.

Blogs I’m watching  
by Mark Ivory 
 
“I’m flying”, says Wendy Mitchell, and she really 
is, as we can see in a video of her paraglide high 
above the Lake District. A day later she tells us 
about her journey there, the place she calls 
“paradise” near Keswick. “I know I’m lucky, 
fortunate enough to go to paradise every 
month,” she writes, and as she describes the 
train journey through idyllic countryside it is easy 
to believe that this is her destination. Given 
Wendy’s active life, it is much harder to credit the 
headline of her 31 July blog that “7 years ago 
today, my life changed.” That was when she was 
diagnosed with dementia, a “bummer” of a 
diagnosis as she puts it, but one that she has 
somehow never allowed to pull her down. After 
giving a long list of highlights from those years – 
meeting a Hollywood star, doing a parachute 
jump for charity, receiving two honorary 
doctorates, and becoming an author, to name a 
few - she reflects on how good can come out of 
bad. “Moral of the tale – never give up on 
yourself, no matter what people say to you.... 
Believe in yourself and you can do anything you 
want.” 
https://whichmeamitoday.wordpress. 
com/blog/  

Laura Sweet writes on the Alzheimer’s 
Research UK blog with a recommendation to 
splash out on a cinema ticket for The Father, the 
new film starring Anthony Hopkins and Olivia 
Colman. The film tries to show dementia from 
the “inside”, as experienced by the eponymous 
father (also called “Anthony”) played by 
Hopkins. “It felt a little confusing to the viewer, 
what is real, who is his daughter, how much 
time has passed; so, imagine how confusing it 

must be to be inside the head of someone with 
dementia,” says Laura, whose own father has 
dementia and who sees many parallels 
between her own experience and that of 
Anthony’s daughter as played by Colman. “Like 
our father, Anthony doesn’t realise he has 
dementia, and wonders why he has a carer, 
clearly thinking he is far more capable than he 
is... We hope that this film can help our friends 
and family relate to what our father and our 
family are going through and how tough and 
upsetting it really can be.” 
www.alzheimersresearchuk.org/blog  

Campaigner Pippa Kelly reflects on what has 
changed in dementia care over the past 10 
years and welcomes the fact that films, plays 
and TV shows with dementia plotlines are a firm 
feature of our cultural life in a way that just 
wasn’t the case before. “This is the soft power 
of culture at work,” she writes, “not only raising 
awareness but educating people and busting 
some of the myths that linger around this 
misunderstood and feared condition.” During 
Dementia Action Week in May it was reported 
that for the first time a person with dementia 
had given live evidence to the parliamentary 
committee on health and social care - “a red 
letter indeed,” Pippa says. Among them was 
John O’Doherty, who has vascular dementia, 
and who told the committee about his 
experience of the condition, while carer 
Jonathan Freeman talked about the deficiencies 
of social care. Nothing much has changed in 
social care since she began campaigning a 
decade ago, Pippa concludes, and that “is a 
scandal”. Then she adds: “But some things 
have changed in the past decade, not least 
those with dementia being asked to give live 
evidence to a parliamentary committee.” 
https://pippakelly.co.uk

Health and social care staff are 
often working in stressful 
circumstances, so a new 
smartphone app from Focus 
Games is designed to help. The 
Working Stress app provides 
support to manage work-
related stress by offering 
information about stress, grief 
and burnout, and their 
psychological and physical 
impact, and presenting 
evidence-based coping 
strategies. It contains three 
short modules taking 
approximately 15 minutes to 
complete: understanding stress 
and burnout; managing stress 
and burnout; and dealing with 
patients’ death. The app is free 
at Apple Store and Google Play. 
www.workingstress.co.uk  
 
Updated guidance for health 
and social care providers on 
meeting the duty of candour has 
been published by the Care 
Quality Commission (CQC). The 
update explains in more detail 
what is defined as a notifiable 
safety incident under the duty 
and gives examples. The duty of 
candour under regulation 20 
was introduced in 2014 after 
concerns about lack of 
transparency were raised during 
the investigations into Mid 
Staffordshire NHS Foundation 
Trust. “The duty of candour is a 
crucial part of a positive, open 
and safe culture,” said CQC 
chief inspector of hospitals Ted 
Baker. www.cqc.org.uk  
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