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Dementia Action Alliance

Dementia-Friendly Hospital Charter

Introduction

In October 2012 the Dementia Action Alliance launched the Right Care: a call to action to create
dementia-friendly hospitals. All acute trusts in England were asked to make a public commitment to
becoming dementia-friendly. 164 acute and non-acute trusts made that commitment with 88
submitting Action Plans and joining the Dementia Action Alliance (DAA).

Evidence in care plans of pain assessment tools for people with advanced dementia
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Or an
injustice ?

PAIN IN PEOPLE WITH DEMENTIA:

A SILENT TRAGEDY
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A real life story

Ann Reid’s mother - Peggy Belcher
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Themed inspection of
dementia care as people
moved between care homes
and hospital; inspected 129
care homes and 20 acute
hospitals

People’s experiences of dementia care as

they move between care homes and hospitals

‘Hospitals may need to focus
more on the whole person
when making assessments,
rather than just physical
needs, whereas care homes
may need to focus on making
better use of existing
guidance to support their

delivery of care’ p. 7
OCTOBER 2014
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Challenges people with

dementia face
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1. Internal effects of the dementia

Dementia process itself not
thought to be painful

Impaired language, speech
output, thinking, and
reasoning

More prone to other painful
conditions
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https://www.youtube.com/watch?v=-6FkR-9jhQO0
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2. External effects of the dementia:
person is labelled and ignorable

‘blood curdling cries’

‘women confined to bed and
chair following a stroke 7 years
previously — staff found her to

be noisy’
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Screaming, shrieking and muttering; the noise-
makers amongst dementia patients
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‘One person’s daily summary
recorded episodes of
agitation and shouting out,
but there did not appear to be
any consideration that this
may have been related to
pain’ (2014, p.20)

pple’s experiences of dementia care as

y move between care homes and hospits

OCTOBER 20
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Contents lists available at SciVerse ScienceDirect

Ageing Research Reviews

El1.SEVIER journal homepage: www.elsevier.com/locate/arr

Review

Interventions targeting pain or behaviour in dementia: A systematic
review

Marjoleine J.C. Pieper®P, Annelore H. van Dalen-Kok¢, Anneke L. Francke 4,
Jenny T. van der Steen?, Erik J.A. Scherder®, Bettina S. Husebe!, Wilco P. Achterberg? <+

A EMGOr Institute for Health and Care Research, van der Boechorsistraat 7, 1081 BT Amsterdam, The Netherlands

b Department of General Practice & Elderly Care Medicine, VU University Medical Center Amsterdam, van der Boecharststroat 7, 1081 BT Amsterdam, The
Netherlands

 Department of Public Health and Primary Care, Letden University Medical Center, Post zone VO-P, PO Box 9600, 2300 RC Leiden, The Netherlands

i jetherlamds mstitute for Health Services Research (NIVEL ), PO Box 1568, 3500 BN Urecht, The Wetherlonds

= Department of Clinlcal Neuropsychology, VU University Amsterdam, van der Boechorsistraat 1, 1081 BT Amsterdam, The Netherlands

¥ pepartment of Public Health and Frimary Health Care, University of Bergen, Bergen, Norway

Pain and agitation and depression are linked
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3. Sub-optimal services

« Diagnosis of dementia not recorded on
admission to hospital

« Lack of training, confidence, compassion

» Not routinely assessing for pain or trialling
analgesic regimes
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4. NO One tOOl iS ‘beSt, (Lichtner, et al 2014)

e Pain assessment checklists for seniors

« Pain assessment in the Elderly

« Pain assessment in Advanced Cognitive
Impairment (PAINAD)

« Abbey pain assessment scale

e Checklist of Nonverbal Pain indicators

 Algoplus: acute pain assessment tool....

Lichtner et al 2014 Pain assessment for people with dementia: A systematic review of systematic reviews of pain
assessment tools BMC Geriatrics
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Validation of a new tool

Table 1
ALGOPLUS™: acute pain-behavior scale for older persons with inability to commu-
nicate verbally.

Score each grouped item yes/no for presence or absence YESNO

1 - Facial expressions: frowning grimacing wincing, clendched ] ]
teeth, unexpressive

2 — Look: inattentive, blank stare, distant or imploring, teary-eyed, ] ]
closed eyes

3 - Complaints: “ow-ouch”, “that hurts”, groaning, screaming ] ]

4 - Body position: Withdrawn, guarded, refuses to move, frozen ] ]
posture

5 — Atypical behaviors: agitation, ageressivity, grabbing onto ] ]
something or someone

Total YES ] 5

Rat, et al (2011) Validation of an acute pain-behavior scale for older persons with inability to communicate verbally:
Algoplus. European Journal of Pain, 15
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Other research on
managing acute pain in
people with dementia
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International Emergency Nursing 24 (2016) 54-60

Contents lists available at ScienceDirect

International Emergency Nursing

journal homepage: www.elsevier.com/locate/aaen

Assessment and management of acute pain in the older person with
cognitive impairment: A qualitative study

Margaret Fry PhD, NP (Director Research, Practice Development) *>*,
Lynn Chenoweth PhD (Professor of Aged, Extended Care Nursing) "¢,
Glenn Arendts MBBS (Associate Professor) ¢

* Northern Sydney Local Health District, St Leonards, Sydney, NSW, Australia

® Faculty of Health, University of Technology Sydney, NSW, Australia

¢ Centre for Healthy Brain Ageing, University of New South Wales, NSW, Australia
d School of Primary, Aboriginal and Rural Health Care, University of Western Australia, WA, Australia
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ORIGINAL ARTICLE

Effects of Alzheimer Disease on the Facial Expression of Pain

Paul A. Beach, PhD*{ Jonathan T. Huck, BS,+ Melodie M. Miranda, MD, ]
Kevin T. Foley, MD§ and Andrea C. Bozoki, MD7|

Beach, et al, 2016
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Who do you think would
be best at spotting pain?

Professionals?

(e.g. Hospital nurses)

Non-professionals?

(e.g. administrators, porters)
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Pain Medicine 2013; *: """
Wiley Parodicals, Inc.

Decoding Pain from the Facial Display of
Patients with Dementia: A Comparison of
Professional and Nonprofessional Observers

Stefan Lautenbacher, PhD, competence in inferring pain in others by reading
Beate G. Niewelt, MPsy, and Miriam Kunz, PhD their facial display. Therefore, additional training

seems needed to reliably prevent that pain goes
Physiological Psychology, Otto-Friedrich University unnoticed in patients with dementia.

Bamberg, Bamberg, German
g g y Key Words. Pain; Dementia; Decoding; Facial

Reprint requests to: Stefan Lautenbacher, PhD, Expressions; Observer
Physiological Psychology, University of Bamberg,

Markuspl. 3, 96045 Bamberg, Germany.

Tel: +49-051-8631851; Fax: +49-951-B631976;

E-mail: stefan.lautenbacher@uni-bamberg.de.
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Efficacy of treating pain to reduce behavioural
disturbances in residents of nursing homes with
dementia: cluster randomised clinical trial

Bettina S Husebo postdoctoral fellow’, Clive Ballard professor®, Reidun Sandvik regisfered nurse’,
Odd Bjarte Nilsen statistician®, Dag Aarsland professor®

'Department of Public Health and Primary Health Care, University of Bergen, 5020 Bergen, Norway; “Wolfson Centre for Age-Related Diseases,
Wolfson Wing and Hodgkin Building, Guy's Campus, Kings College, London SE1 1UL, UK; *Departrment of Psychiatry, Stavanger University Hospital,

4011 Stavanger, Norway; “Karolinska Institute, Department of Neurobiology, Care Sciences and Society, Karolinska Institute-Alzheimer Disease
Research Center, Novum, Stockholm, Stavanger University Hospital, Departimeant of Psychiatry, Stavanger, Morway, and University of Oslo, Oslo,

Moneay

Regular paracetamol reduces agitation



Summary

* We have considered the challenges facing
people with dementia

 Clinicians and researchers and are clearly
working hard to develop standardised pain
assessment tools

« Hopefully this talk has alighted in you a
renewed commitment to ensuring acute
pain and distress in people with dementia
is properly recognised, managed, and
alleviated.
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Thanks for listening !

Any questions or
UU
comments? 0




