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= Asked by the Department of
Health to develop a guidance
document that could be used
by social care and health
practitioners in different
settings

"Have identified new material
published since then looking
at risk and impact of MCA
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Qm Department
of Health

‘Nothing Ventured,
Nothing Gained":
Risk Guidance for
people with dementia
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*Both help with
empowerment or positive risk
taking

= Also help with safeguarding
and protection

= Making Safequarding
Personal ethos

2/7/2023

*Impact of COVID on risk
literacy?

=Many parallels with health
literacy

= https://www.ncbi.nlm.nih.gov
[pmc/articles/PMC7156243/

" https://lordslibrary.parliamen
t.uk/covid-19-health-literacy-
and-public-health-
information/
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e What risk factors make it more likely
a person will develop dementia?

e ‘Wandering’; getting lost; personal
safety

e Advantages and disadvantages of
early (or timely) diagnosis
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* To mental health — depression, anxiety, agitation,
distressed behaviour

= Social —isolation, loneliness, abandonment fears
= Covid — lack of contacts and touch

= Abuse and neglect — scams/theft, physical, and
others
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= Alzheimer’s Disease
International report

“Theory is that it may be
possible to help people
reduce their risks of getting
dementia

=Increased emphasis in public
health policy in these factors

2/7/2023
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MOST OFTEN
PRESENTED IN TERMS
OF ‘RISK OF’
DEVELOPING DEMENTIA

* Best summary of risk
factors Lancet
Commission on
prevention of

dementia

2/7/2023

Risk factors for dementia

The Lancet Commission presents a new life-course model showing
potentially modifiable, and non-modifiable, risk factors for dementia.

%
e ApoE g4 allele ="

Percentage reduction
in new cases of dementia
if this risk is eliminated

ITHE EANGET



https://www.thelancet.com/journals/lancet/article/PIIS0140-6736

Wellbeing is the goal of much of dementia care. People with
dementia have complex problems and symptoms in many domains.

Interventions should be individua
whole, as well as their family care
the eﬁéectlveness, at least inthe s

ised and consider the person as a
rs. Evidence is accumulating for
hort term, of psychosocial

interventions tailored to the patient's needs, to manage

neuropsychiatric symptoms. Evid
carers can reduce depressive and
be cost-effective.

ence-based interventions for
anxiety symptoms over years and

n https://www.thelancet.com/{ournals/lan

cet/article/PlISo140-6736(20

6/fulltext
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Study looking at effectiveness
of non-pharmacological
interventions to reduce
‘wandering’ (for instance
tracking devices)

= Systematic review

= Focus groups

= Combined both data sources

2/7/2023
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Balancing rights and risks: Conflicting perspectives in the
management of wandering in dementia

L. ROBINSON', D. HUTCHD ,L. COR 1, . HUGHES?,
K. BRITTAIN', & J. BOND*

Abstract
Surrent Government

s e
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n tty of “big brc .
tical tools for managing visk within deme re which allow all perspec
1agement to be negotiated.

Keywords: C. G construction, de

Introduction

Recent poli
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sion 2004,
Select Co
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" Professionals tended to focus management strategies
on the future emphasizing the physical domain of risk,
for example falling and risk of litigation

= Family carers focussed on the present and the
interpersonal domain of risk, for example loss of the

partnership role. Generally supported
devices

= People with dementia appeared most concerned with
the biographical domain of risk, for example, the loss
of independence. Mixed views on ‘tagging’

tagging’
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= Advantages and disadvantages of their research
approach?

" How do their findings fit in with your experience?
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=Sub-set of people from a

arge study of older people e e
iving alone in Northern i e et
reland

" Interviews
*Mainly qualitative

" A pre-social media/online
world
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Service users &
carers

Health care

Social care
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= Community nurses emphasised the risks of falling and
not having adequate nutrition

= Social workers spoke about issues such as dealing with
heating, managing money, wandering, and cooking.

= Care workers’ apFroach based on situated risk —a man

who went for walks outside his own home was less at risk
because he had neighbours who knew him and who
would take him home if he got lost. By contrast, when he
went into a care home he was thought to be at greater
risk if he went out walking because he was in a new
location situated near a main road.
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*Workers in a small city in
Canada

"Interviews with 15 people
who had professional
experience of supporting
someone with dementia
living alone

"4 people interviewed twice
(so 19 interviews)

*|ncluded 2 social workers

2/7/2023

Caring for older people living
alone with dement
Healthcare professionals’
experiences

Lorna de Witt

Fasuby of Nursing, Universit

Jenny Ploeg

of Nursing, Faculty ¢ 5o . McMaster Unives

did the

Keywords

community care, dementa, healthcare professional ing alone, older people
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= Participants felt constrained in what they could
do

= ‘Gentle realism’ in helping people with dementia living alone

accept help, give up driving and anticipate going into a care
home

= ‘Walking a tightrope’ because of limited resources

= Boundaries —GPs who were meant to deal with driving
cessation, families who made decisions about care homes
without consulting them

= Emotionally stressful for some

2/7/2023 Making Research Count London 18



= Advantages and disadvantages of their research
approach?

" How do their findings fit in with your experience?
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= Mainly small scale studies

= Often focus on people at early stages whereas
most people supported by social workers at the
later stages

= Differing legislative and political frameworks
" In England huge impact of MCA

2/7/2023 Making Research Count London 20



= Past wishes/behaviour

" Documentation eg LPA, Advance Decision

" Proxy appointment LPA

= Liberty Protection Safeqguards (replacing DoLS)
" Process of assessment

"= Process of record keeping & accountability
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= Supporting carers to see that behaviour is a sign of
the illness, not the person .. Reducing carers’ anxiety
and depression

* START = 8 sessions, manual-based one-to-one
programme for carers, Effective and cost-effective.
See Webster et al (203) re cultural adaptation
https://onlinelibrary.wiley.com/doi/10.1002/gps.5868
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= Shielding and isolation
" Rights to take risks
= Role of Essential Care Giver?

= More on prevention ...
= Always drug therapy promising ...
= Evidence for social interventions is good ...
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The preparation of this presentation was made
possible by a grant from the National Institute
for Health Research (NIHR) School for Social
Care Research on social care practice with
carers. The views expressed in this presentation
are those of the authors and not necessarily
those of the NIHR School for Social Care
Research or the Department of Health/NIHR
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number
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Nothing Ventured Nothing Gained:
https://www.gov.uk/government/uploads/system/uploads/attachment data/file/2159

60/dh 121493.pdf

ADI 2014 report: http://www.alz.co.uk/research/WorldAlzheimerReport2014.pdf

Robinson, L., Hutchings, D., Corner, L., Finch, T., Hughes, J., Brittain, K. and Bond, J.
(2007) 'Balancing rights and risks: Conflicting perspectives in the management of
wandering in dementia’, Health, Risk & Society, 9,4, 389-406.

Gilmour, H., Gibson, F. and Campbell, J. (2003) 'Living alone with dementia: a case
study approach to understanding risk', Dementia, 2,3, 4£03-420.

de Witt, L. and Ploeg, J. (2014) 'Caring for older people living alone with dementia:
Healthcare professionals’ experiences', Dementia (online first).
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