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Coronavirus
Isolate your household
Stay at home

Respondingto COVID-19in
the Liverpool City Region

COVID-19 and Social Care: The Impact of the
Pandemic on People with Dementia and Carers

Dr Clarissa Giebel

Care home practices, mental

health and staff support
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Reduced social care service utilisation in ok i e
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Policy Briefing 2(04) November 2021
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INIERDEM TASKFORCE

Survey and consensus meetings
49 academics, people with dementia, carers

10 country-survey (Belgium, Denmark, Germany, Greece, Ireland, Italy,
Poland, Malta, Netherlands, UK)

5-country consensus meetings (Germany, Ireland, ltaly, Poland, UK)
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DEMENTIA

Dementia is an umbrella term that describes a collection of symptoms

that are caused by disorders affecting the brain. It is not one specific disease.
Dementia affects thinking, behaviour and the ability to perform every day tasks,
and brain function is affected enough to interfere with the person’s normal social or working life.

Alzheimer’s

Disease
Alzheimer’s disease
is the most common
type of dementia
accounting for
approximately
40-70 % of all
dementias.

Kate Swaffer © 2016

Vascular

Dementias
Vascular dementia
is the second most
common type of
dementia, accounting
for approximately
15-25% of all
dementias.

The most common type of dementia is Alzheimer’s disease.

Lewy Body

Dementia
Lewy Body dementia
accounts for
approximately 2-20%
of all dementias.

Fronto Temporal

Dementias
Fronto Temporal
Dementia accounts
for approximately
2-4% of all dementia.

Other
Dementias

Include dementia
associated with
Parkinson's disease,
Huntington's disease,
head trauma, human
immunodeficiency
virus (HIV), alcohol
related dementia,
Crutzfeldt-Jakob
Disease, corticobasal
degeneration

and progressive
supranuclear palsy.
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Databases: 8

SYSTEMATIC REVIEW

J

INIERDEM




4,314 titles
and abstracts
screened

v
v
v
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Any dementia — 9 studies

North America — 10 studies

Netherlands — 5 FTID — 3

UK -1 Alzheimer’s — 1

Germany — 1 FTD & Alzheimer’s focus - 1
Slovenia — 1 Lewy Body -3

Spain — 1 YOD - 3

Sweden - 1
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*  Ethnicity (i.e. Lin et al., 2021)

* Increased age — misdiagnosis
(2 US studies)

*  Worse cognitive status
*  Multimorbidity, incl. depression

and mood disorders (i.e. Besser et
al., 2020)
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* Focus on FTD = increased age,
having a spousal carer, rural
residence, presence of specific

symptoms linked to correct DIFFICU I.TI ES RELATED TO
diagnosis within 1 year THE DIAGNOSTIC PROCESS

* Barker et al. (2023): 50%
received incorrect first diagnosis

* Receiving a diagnosis of LBD
significantly delayed compared to

other dementias (Surendranathan et al.,
2020)
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ECONOMIC
- CONSEQUENCES
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* 2 US studies

* Substantial cost implications
(incl. extra inpatient days,
outpatient visits, home
health care, etc)

* Misdiagnosis via Medicare
claims



EXPERIENCES OF .
OBTAINING A Young onset dementia
DEMENTIA DIAGNOSIS . 45% misdiagnosis and

inadequate help and

misattribution of symptoms Van
Viiet et al. (2011)

* Poor HC communication and
lack of knowledge in
recognising YOD symptoms

Novek et al. (2021), Hoppe et al. (2019),
Van Vliet et al. (2011)

* Limitations of diagnostic tests

E—
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Lack of focus on individual
subtypes

More cross-country evidence

STILL A LOT OF escec
UNKNOWNS...

Greater focus on YOD

Economic impacts under-
investigated
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So what can we do?
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Co-producing a board game to learn and engage about
dementia inequalities: First impacts on knowledge in the
general population

Clarissa Giebel PhD, Senior Research Fellow'? | Kerry Hanna PhD, Lecturer®
Hilary Tetlow Public Advisor®® | Mark Gabbay MD, Professor’? |
Jacqui Cannon CEO, Public Advisor®®

*Department of Primary Care and Mental
Health, University of Liver ol, UK Abstract

Background: R and accessing care after a diagnosis of dementia, both for the
person and their carer, are fraught with inequalities. The aim of this public engag
activity was to co-produce a board game about dementia ineq to facilitate learning,
e and educate about different barriers, and facilitators, to di is and care and to
ame's impact on dementia knowledge with the general public.

Methods: Two virtual and two face-to-face workshops with peaple with dementig

Significant improvements in
knowledge in 312 students

International adaptations so
far in Ireland, Germany,
Portugal
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