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Fears, realities and inspirations
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Dementia is our

most-feared illness,
more than heart

disease or cancer.

David Perlmutter




’: the prevalence I‘

UK total
800,000

N. Ireland
40-64 years 65-69 years
18286 '\ 1in 1,400 1in 100
Wales
43614

80+ years
1inb




r3: an economic and policy

ilghtmare for govenments

PREVALENCE OF ALZHEIMER'S DISEASE
{(BY DECADES IN U.S.A. FROM 1300-2050)

14,000 000
Annual Costs of Dementia Care, 2010 o
12,000,000 O EEEE g
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E : : o  North America l_-'-l
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Thi raph portrays how mamny Sdmericans over the age of 65 are currently affected by
M:ﬁmnr’s, and a projection of how many mora wlll!bnmmu affected with it as time passes.
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Bar 4: an economic nightmare foﬂ\
families and single people

oot THE COST OF DEMENTIA IN THE UK

£4.5 billion
on state social care

- PRIVATELY FUNDED . CARE PROVIDED DIRECTLY D PUBLICLY FUNDED . DIAGNOSES, OTHER &
SOCIAL CARE BY FAMILIES SOCIAL CARE (NHS) HEALTHCARE COSTS

£11.6 billion

on unpaid care !

£5.8 billion \ 1=/
on individual (]

social care m

£4.3 billion

TOTAL: £26.3bn

y 18.1 billion
HOURS OF UNPAID CARE.

£11.6bn

SOURCE: ALZHEIMER'S SOCIETY
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The loss of intellect when mental
sharpness is valuec

Dependency on help, support, care where
independence is valued

Being a burden to others

The imagery of the vegetables

A loss of the very essence of the self
The legacy of the backwards in hospitals
The history of the poor house
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(D - Early diagnosis
Living well with dementia: ¢ REdUCing Stigma

A National Dementia Strategy

- Staff training
Research
 Support & services

The best
country in the
world to live
with dementia




Implementation? | LiingWel With Dementia: anational dementia

- Austerity strategy- good practice compendium
13 January 2011, Guidance, DHSC
° N H S Refo rms This good practice compendium has been brought together from across the

° SOC i a I C are C ri S i S Iregionsto support local deliveryl' ofthe nati?nal deme|ntia strategy and
improve outcomes for people with dementia and their carers.
- Postcode lottery

Challenge on dementia 2020: implementation &
plan
6 March 2016, Guidance, DHSC Efeﬁzgm]egt
Details how the Prime Minister's challenge on dementia 2020 will be met. :
i . Social Care
@ Dementia: applying All Our Health
Department 23 January 2018, Guidance, PHE
fH Ith & Evidence and guidance to help healthcare professionals maximise their
0 .ea contribution to supporting the health, wellbeing and independence of
Social Care people with dementia.

After a diaghosis of dementia: what to expect

from health and care services
17 May 2018, Guidance, DHSC

A guide to the support people should get from local services in England if
they or someone they know have been diagnosed with dementia.
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MSNAP ((@i@n PSYCH

MEMORY SERVICES NATIONAL | :
ACCREDITATION PROGRAMME ‘ .\1 ( ! “ r [ '] = ;‘ -

Memory Services National Accreditation
Programme (MSNAP)

Standards for Memory Services

Editors: Sophie Hodge, Emma Hailey, Amy Colwill, Leanne Walker,
Martin Orrell

R

Fifth Edition published March 2016
Pub. No. CCQI221
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FPOP early dementia papers:
www.bps.org.uk/fpop
free to download + Accessible version 2016

e AV Division of
The British Ya¥ Clirs hol
Psychological Society - Glrt?lljs sogy

Pramaoting excallence in peychalogy # Oldey Pengle

The British ::: %Mwl ;;f
Psychological Socicty - ay

ey o e gy
Promoting escelience in psyonclogy R

A Guide to Psychosocial Interventions in
Clinical Psychology in the Early Stages of Dementia
Early Stage Dementia Care Pathway

Reinhard Guss and colleaguies
Collated on behalf of the Faculty of the Psychology of Older People.
Reinhard Guss and colleagues A tnllabfrrt‘z’l{on of pooplc living utﬂh d(ﬂ;f"uia and the
Collated on behalf of the Faculty of the Psychology of Older People. Z il Worksiream Expert Reference Croup.
A collaboration of people living with dementia and the

; 2 3 i : November 2014
Dementia Workstream Expert Reference Group.
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http://www.bps.org.uk/fpop

ﬁ’actors affecting “living well"‘
IDEAL study:

main factors are psychological
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- In healthy people anxiety and depression
affect cognitive functioning:

- Executive functioning: processing speed and_
capacity, “tunnel vision”, judgement, reasoning,
attention, planning

* New learning, delayed memory
« Visual/spatial processing and perception
 Language, word finding, expression, fluency

- A compromised brain is more vulnerable, the
effects of anxiety /depression are
heightened and more disabling

- Reducing excess disability can be highl
effective in improving quality of life an
functioning.

S0 The British Division of

7. \-"f:-"' & : i _
@5’ @ Psychological Society ¥ Clinical Psychology
e f@ll Fromoting excellence in psychology P E raculty of the Psychology

of Older People
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e No new drugs in 20 years, but
development in psychosocial treatments
e Making best use of cognitive reserves
and building cognitive resilience
o Cognitive rehabilitation
o Cognitive and environmental strategies
o GREAT trial results

e Increasing emotional resilience
o Psychological therapies adapted for working
with people with dementia

) ' « s &
bl The British # A D'f"”_5|0n of

O Psychological Society AV Clinical Psychology

’;‘ =/ P E Faculty of the Psychology

Promoting excellence in psychology of Older People




Goal-oriented Cognifive Rehabilitafion in Early-Stage i i -
Alzheimer's Disease and Related Dementias: litati —
Mulfi-centre, Single-blind Randomised Confrolled Iricl i

B Cognitive
» Aim: To determine whether goal-oriented cognifive | Rehabilitation

rehabilitation is a clinically-effective and cost-effective
intervention for people with early-stage dementia and - -
thelr family carers. ! @ Te"’E@ L

» Chief Investigator: Professor Linda Clare

» Funder: UK NIHR, Health Technology Assessment
Programme

» Participants: People diagnosed with Alzheimer's disease
(AD), vascular dementia, or mixed AD and vascular
dementia (with a carer]; MMSE score of 18 or above (or HS AT
equivalent] ational Institute fo Linda Clare snd
Qe HesedrCy Robert T, Woods
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WWW.bps.org.uk

Psychological
Dimensions

of Dementia:

Putting the person at
the centre of care

The British AVA Division of
Psychological Society % VAY Clinical Psychology
PMIGE

. , Faculty of the Psycholo
Promoting excellence in psychology of I;Id::.r People Y 9y



http://www.bps.org.uk/

Cognitive disability & psychol. therapy:
jlessons from Neuropsychology, Acquired Brain
Injury and Intellectual Disability

- Therapy works!
 Reductions in distress, increase in functioning,
improvement in excess disability

- Therapy works better with experienced
therapists
 Understand nature of cognitive disabilities
« familiarity with the client group
 knowledge about the nature, specific issues
and interactions of cognitive difficulties, causes
and wider societal and relational effects

=l The British "‘. DWISIDH of
Sl Psychological Society % VAV Clinical Psychology
PMIGE

. ; Psychol
Promoting excellence in psychology L?cgllézr{);;;;e yenology




- Cognitive resilience, coping strategies
- Emotional resilience

* Resilience as Thriving

* Resilience as regulation of emotion.

« Resilience as the norm.

* Resilience as adult developmental
opportunity.

The British AVA Division of
Psychological Society %’ VAV Clinical Psychology
POIGE

Faculty of the Psychology

Promoting excellence in psychology of Older People
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me mina's resistence to daiiiage o the

prain

Brain reserve - the hardware
« Size matters
« Number of connections
* A threshold model

- Cognitive reserve - the software
« Education & Occupation
 Lifestyle

- Global reserve - an interaction

Sl The British AVA Division of
7aall Psychological Society % VAY Clinical Psychology
PMGE

. . Faculty of the Psycholo
Promoting excellence in psychology of Sldzr People Y 9y
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prain
The mind’'s resilience evaluated behaviourally,

neuropathological damage histologically, blood-based
markers and imaging

The difficulty of g % §
assumed cut-off Lcé ;\\ \\§

= > | '\\ S Fungtlonal
points/thresholds Z NN impaiment
The concept of on
“functional
impairment” Patient 1 Patient 2

The British AVA Division of

Psychological Society % VAY Clinical Psychology
PMIGE

. . Faculty of the Psycholo
Promoting excellence in psychology of CL:Idzr People Y 9y



Love, laughter
and adventure
after a diagnosis

of dementia

Division of
, Clinical Psychology
The Dementia Engagement Faculty of the Psychology

and Empowerment Project of Older People

The British
Psychological Society

Promoting excellence in psychology




Example: Dementia Diaries
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Jementia Diaries
dementiadiariesposts
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AVA Division of WA e el
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ABOUT THS PROJECT MEET THE DIARISTS ASKUS A QUESTION LATEST DIARY ENTRIES KEY THEMES

PASNE | DEMENTIA

> but ground 8 = k

us the ‘real and 0 L59 1 Y | . X OUR MEDIA

experiences of people wt A AND ADVOCACY
WORK

ement in res 5 Ty E Our work in the media

orge, one of our Diarists, put it D E M E N _]_
“It's life from OUR point of view!" ¢

- [EE |

Lj RIES o e, un VskingAnimpact  “lwas

2ppointed that the Minister
didn't tum up to Dementia Congress"

DC"N_'A[—.I\ ASTERIA-

DIARIES

©

ihLiked v X\ Following v = A Share

9, Dementia Diaries O N O U R
Aa‘—»f_f‘ Published by Rachel Hare (2] Just n( R A DA R

THOUGHTS ON DEATH (1): Tommy's 'g

unity

friends know a

What do our Diarists think about death D E M E N T I Aweople Lo

Tommy reflects on what a good death

9 people follow

with compassion, being kept comfortat Q ' AR{J E S
symptoms, and being somewhere | know witn People wno'are close ‘About

to me.... | believe that end of life care should include support for
family members. I'd also like to think that if | preferred to remain
living at home, that | may be able to visit a hospice d... See more

é £

VOLUNTEER

v

Dementia
Diaries

(® Typically replies w
Send message

http://www.demen
[ Community

Suggest Edits

Pages liked by this Pag

° Independer


https://www.google.com/imgres?imgurl=https://pbs.twimg.com/profile_images/914865887848620032/Ep0mbJES_400x400.jpg&imgrefurl=https://twitter.com/dementiatweets&docid=v1Z1m8emN_k7kM&tbnid=rJijNDbafVpFLM:&vet=10ahUKEwiGrP7Via_dAhWrKsAKHbFNA-QQMwg9KAEwAQ..i&w=400&h=400&bih=603&biw=1280&q=dementiadiaries&ved=0ahUKEwiGrP7Via_dAhWrKsAKHbFNA-QQMwg9KAEwAQ&iact=mrc&uact=8
https://www.google.com/imgres?imgurl=https://pbs.twimg.com/profile_images/914865887848620032/Ep0mbJES_400x400.jpg&imgrefurl=https://twitter.com/dementiatweets&docid=v1Z1m8emN_k7kM&tbnid=rJijNDbafVpFLM:&vet=10ahUKEwiGrP7Via_dAhWrKsAKHbFNA-QQMwg9KAEwAQ..i&w=400&h=400&bih=603&biw=1280&q=dementiadiaries&ved=0ahUKEwiGrP7Via_dAhWrKsAKHbFNA-QQMwg9KAEwAQ&iact=mrc&uact=8

Dementia &
Sensory Challenges
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N — ) Dementia can be more than memory
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“Suffering from
dementia... thisis a term
we really do not like. We
are living with it and
getting on with it with
laughter and love and that §
makes a difference. We
are being heard and our
opinions valued. “

Inspired by and created with the
words of people with dementia

Dementia Alliance International Helga'
Rohra Agnes Houston Chris Roberts

Welcome to the
24" Alzheimer
Europg Conference

w22 y.’__ S ln’.(\‘.{-l\‘-
I ¢
B

The British
Psychological Society

Promoting excellence in psychology

The Dementia Engo
and Empowermen



The British
Psychological Society
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Example: DEEP
Dementia Engagement and

Empowerment Project AVA. Division of
VAV Clinical Psychology

Faculty of the Psychology
. of Older People
dee The Dementia Engagement Innovations
and Empowerment Project . .
in Dementia

i bl g ey deer
e s f Doy 2

Dementia words matter:
Guidelines on language about
¢  dementia

| lnvolvm9 Peonk

with ¢ across researa, A
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Key messages
- This guidan 'lojumal'ts rganisations and
communications departments.

. e to talk about dementia influes
peopl mthd met are viewed and also how the: yfeel bqt
themselves.

= People with dementia prefer words and descriptions that a
accurate, balanced and respectful.

-——————-—_.——_—

P(jm Hon Sy e e S § «omf

?’G/ Dementia is discussed more regularly now in the media - both on talevision
and in newspapers and magazines. The language we use to talk about
dementia influences how people with dementia are viewed and also how they
feel about themselves. People with dementia prefer words and descriptions.
that are accurate, balanced and respectful.

o o

These recommendations are written by 20 people with dementia who came
together for a day in Liverpool to discuss the words that are used about

hopgs dm h r dement
! A&\ iy
The UK Mtk Innowations N° MPM ovenes (o o @ %’ !//
@ inDementia M S/bp /b ))“ h'Ml Q ol Sha‘hgw 0 Mb w 0 mﬂd \
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Keith Oliver

AWorld of Work
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AVA Division of
VAV Clinical Psychology

The Dementia Engagenzen’r Faculty of the Psychology
and Empowerment Project of Older People

The British
Psychological Society

Promoting excellence in psychology




3 Nations
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Enris Roberts & Jayne GoodricK
Panorama documentary . Care partner
European Dementia C P

Working Group * Lamper Va“, .
Twitter, Facebook, A

The British

Psychological Society The Dementia Engagement
and Empowerment Project

Promoting excellence in psychology




[S— —

- N PR
A good quality o e IS possibiée
l— : —A = e A = -—\_.-\ - —~ = = = = ~ ‘,.\ — O ~
K:._T_C_ wil i — w880 E N ‘W \l\_,—':/\_ltl_ =
J‘ - -
SHESITICIILIC

& 8 The British
Psychological Society

Promoting excellence in psychology

Early diagnosis
Retaining control

1 AVA Division of
Sup_port for adjustment QuY Ciriea Pevcholony
Active and engaged sty of e oo

Disability rights, human rights
“dementia friendly” city, church,
business, society
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Reinhard Guss, Consultant Clinical Psychologist
reinhard.guss@nhs.net

AVA Division of
Sussex Partngrshi

VAV Clinical Psychology
Faculty of the Psychology

of Older People
Young Dementia
Network

Dementia
deep DAA Action Alliance
The British

The Dementia Engagement

and Empowerment Project
Psychological Society

Promoting excellence in psychology
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