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Abstract

Background: Acute hospital wards can be difficult places for many people living with
dementia. Promoting comfort and wellbeing can be challenging in this environment.
There is little evidence-based support for professionals working on acute care wards
on how to respond to distress and maximise comfort and wellbeing among patients
living with dementia.

Objectives: Our overall aim was to codesign an evidence-based easy-to-use
heuristic decision-support framework, which was acceptable and practical but
acknowledges the complex and acute nature of caring for patients with dementia in
the hospital. This paper presents the development process and resulting framework.
Methods: A codesign study was informed by data from (1) a literature review of the
care and management of people living with dementia in acute hospitals; (2) a cohort
study of comfort and discomfort in people with dementia in acute hospitals; and (3)
interviews with family carers and health care professionals. We synthesised
evidence from these data sources and presented to key stakeholders through
codesign meetings and workshops to produce our decision-support framework.
Results: The framework consists of a series of flowcharts and operates using a three-
stage process of: (1) assess comfort/discomfort; (2) consider causes of discomfort;
and (3) address patient needs to manage the discomfort.

Conclusion: Working with key stakeholders, synthesising diverse quantitative and

qualitative evidence to build a clinical framework is a feasible approach to help
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1 | INTRODUCTION

Dementia affects nearly half (42%) of acute hospital inpatients in the
United Kingdom, of these nearly half have moderate or severe levels
of cognitive and functional impairment.2? The number of people
living with dementia worldwide is expected to increase as more
people survive into old age.® Most people living with dementia have
other long-term health conditions or comorbidities, and have high
rates of health care usage including acute inpatient stays.* Acute
hospital wards can be difficult settings, particularly for those patients
living with dementia, and hospital admissions often exacerbate
symptoms and behavioural distress associated with dementia.® These
patients need higher levels of nursing care, have longer stays,
experience greater functional decline and are more at risk of delayed
discharge than the general patient population.® These experiences
affect not only patients and family carers but practitioners who need
to support patients in distress” and the wider system through
increased costs and health care use. Many concerns have been raised
regarding low levels of knowledge and skills in dementia care
amongst acute hospital staff in the United Kingdom.® Family carers
show high levels of dissatisfaction at a lack of understanding of the
needs and vulnerabilities of patients with dementia,” and inadequate
person-centred approach and a lack of compassion, particularly with
regard to personal care and communication with the patient with
dementia which is often functional and task orientated.®1°

There is a lack of evidence-based best practice principles and
guidelines in acute hospitals for dementia care, which reinforces staff
uncertainty when caring for patients with dementia.’® Guidelines on
dementia care are inconsistently developed and available in individual
hospitals, however, there is a lack of practical support for the
multidisciplinary team in caring for patients with dementia, including
assessing and addressing complex and multiple needs in a busy and
sometimes under-resourced environment. Assessments often consist
of standardised measures which help identify problems (i.e., Abbey
Pain Scale [APS]), however, do not provide advice on how to manage
identified needs. Acute hospital staff have raised particular concerns
about assessing and managing agitation and delirium in patients with
dementia who were agitated.*2
The UK Prime Minister's 2020 Dementia Challenge called for

‘every person diagnosed with dementia having meaningful care’'®

address the needs of patients living with dementia in an acute hospital setting. The
result is a framework which is now ready for evaluation and implementation.

Patient and Public Contribution: We worked closely with people living with
dementia and family carers throughout this study, including the development of the
study protocol with input on study development and design, through to inclusion in

stakeholder workshops and codesign of the decision support framework.

decision making, dementia, hospitals, patient comfort

Little research has considered how best to improve care for patients
living with dementia in acute hospitals,** but a systematic review
identified factors that may increase comfort for patients in this setting,
including minimising external environmental stressors such as over-
stimulation through noise and light and attending to internal stressors
such as pain and hunger.!! Providing an easy-to-use decision support
framework to help guide staff in delivering person-centred and holistic
care has the potential to improve hospital care and promote
nonpharmacological methods for managing distressing symptoms and
distress associated with a hospital stay. Other studies have developed
easy-to-use heuristics/rules of thumb to support professionals' care
decisions for people living with dementia.*>® Heuristics/rules of
thumb are broad principles, which prompt users to think about the
problem, solutions, and lead to action.!” They reflect the innate
thought processes of experts, making this implicit knowledge experts
have developed over many years of experience, explicit for all to know.
They are represented as schematic patterns or flowcharts which
prompt users through a series of thought processes, options, and
decisions. These have been successfully implemented in health and
social care settings including care home training programmes,'®
however these heuristics/rules of thumb have not focused on acute
care or on discomfort and distress.>>*® These previous rules of thumb
are broader and designed to be used across different settings. Rules of
thumb in dementia care have shown high acceptability among health
care professionals, and provide a structure for decision making,
reducing complexity and offering reassurance and instilling confidence
in professionals.'> However, previously developed rules of thumb lack
specific consideration in the context of busy acute medical and surgical
wards where time is limited and staff may not have any previous
knowledge of the patient.

The overall aim of our study was to codesign an evidence-based
rules of thumb decision-support framework which is easy-to-use,
acceptable, and practical, whilst acknowledging the context including
the complexity and acute nature of caring for people living with
dementia in hospital. The framework would support acute hospital
staff and family carers in identifying discomfort and distress,
maximising patient comfort (and thus wellbeing) and reducing
behaviours that challenge others or are distressing to people living
with dementia in this setting. This paper presents and discusses the
development process and the decision-support framework.
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2 | METHODS
2.1 | Design

A codesign study underpinned by O'Cathain et al.'s’® taxonomy of
approaches to intervention development, following similar studies in
dementia care.?%2! We followed the synthesis actions described by
O'Cathain et al.,*? these included: understanding the problems which
need to be addressed, assess the causes of the problems, understand
the wider context (here of the acute hospital), identify possible ways
of making changes to address the problems, and identify evidence of
effectiveness of interventions for the identified problem (here

).17 To operationalise these

comfort and discomfort in acute hospitals,
actions and inform the codesign of the framework, we used three
sources of information from earlier phases of this study—(1) a cohort
study of comfort and discomfort in people with dementia in acute
hospitals to understand the context and problems to be addressed;
(2) interviews with family carers and health care professionals to
understand in more depth the challenges and context and possible
changes; and (3) a literature review of the care and management of
people living with dementia in acute hospitals to identify evidence to
address the problems. This information was supplemented with
relevant reviews of the literature and guidance from leading
organisations. The data sources were synthesised and presented to

key stakeholders through codesign meetings and workshops.

2.2 | Data sources and earlier phases of the project
2.2.1 | Cohort study

We conducted a prospective cohort study of 64 patients (aged over
65 years) living with dementia on acute hospital wards in two London
hospitals. Participants were mainly female (58%), of White ethnicity
(57%), and a large proportion in the older age category (54%, aged
75-84 vyears). We collected data on pain, delirium, comfort,
psychiatric symptoms, and the care environment using the following

validated measures:

Memorial Delirium Assessment Scale.??

Sources of Discomfort Scale.?®

Pain Assessment in Advanced Dementia (PAINAD).2*
APS.23

Symptom Management-End Of Life in Dementia.?®
Neuropsychiatric Inventory (NPI).”
Cohen-Mansfield Agitation Inventory (CMAI).28

No vk bR

This cohort study ran in parallel to the codesign and therefore we
conducted regular interim descriptive analysis to inform the codesign
of the decision support framework. From the interim analysis we
identified the main challenges, namely pain (40% at rest, 47% during
movement) disorientation (mean: 2.4 indicating moderate dis-

orientation), constipation (44%), sleepiness (57%), lack of movement

(48%), anxiety (>50%), agitation (60%) and depression (<60%) (see
Table 1). Hospital wards were at times noisy (mean: 23.78 dB/
1-48dB) and warm (mean: 24.65°C/19.2°C-38.9°C) which may
create further difficulties. Staff-reported scales found many patients
were restless, and seemed distressed as measured through several of
the scales including PAINAD, CMAI and NPI. Staff found this hard to
manage, especially if it led to violence or verbal aggression. A final
descriptive data analysis of the full data set was conducted in April
2023 to refine the framework. The final analysis will be published
separately. The results from the cohort helped us to understand the
key symptoms and challenges to be addressed in the decision support
framework and what to present to stakeholders in workshops.

2.2.2 | Interviews with family carers and health care
professionals

Finally, we conducted 12 semi-structured interviews with current
(n = 8) and former family carers (n = 4), ranging from 48 to 73 years of
age, eight females, and including a spouse (n=1), adult children
(n=9), sibling (n=1) and grandchild (n=1). Six interviews were
conducted with staff with experience of working with patients living
with dementia in acute hospitals including, four females, with an age
range 33-58 years old. Professionals were occupational therapists
(n =4), a mental health nurse (n =1) and a psychiatrist (n = 1). These
interviews helped us to identify current practice and gain an in-depth
understanding of challenges and approaches to identifying dis-
comfort and strategies used to promote comfort. Family carers were
recruited through Twitter, hospitals taking part in the cohort study,
and carer organisations. Professionals were recruited via hospitals
taking part in the cohort study, and snowballing methods. All
recruitment was supplemented with snowballing methods. Interviews
were transcribed verbatim and analysed using codebook thematic
analysis.”?

Interviews found that comfort is more than the absence of pain,
comfort is about ensuring that a person's needs are met from a

physical and a psychosocial perspective.

Could be physical, could be emotional, could be it is
more than pain, could be emotional, umm Yeah. Oh, |
see. Yes. There you go. More than pain. (Psychiatrist)

A personal approach to care is crucial to providing comfort to
people living with dementia. Importantly, family carers argued that
the person living with dementia needs to feel in control when
receiving care. Both groups of participants highlighted the need to
know patients, their backgrounds to build a strong relationship with
them and ensure needs were met.

[the care worker] had this bell and he brought a bell to
her and he said, look, you hold on hold on to this bell
while I'm changing you and everything. And if you feel
discomfort - it's best if you ring the bell. Then | know

85UB017 SUOLILLIOD A8 3(cedt [dde 8y} Aq paueA0B 88 SBd1LE VO ‘95N J0 S8INI 0} AIq1T BUIIUO AB|IM UO (SUONIPUOD-PUB-SUISIW0 A8 | 1M Ae1q 1 BU1|UO//:SANLY) SUONIPUOD PUe SWie | 841 88S * [¥20Z/70/y2] U0 AkeiqiT auluo A8|IM 's901Alss ARiqiT TON uopuo8be00 AIsPAIUN AQ Z26ET XeU/TTTT OT/I0p/L0d A8 | im Ake.q 1ul|uo//:sdny wouy pspeoiumod ‘T *¥Z02 'S292695T



13697625, 2024, 1, Downloaded from https://onlinelibrary.wiley.com/doi/10.1111/hex.13922 by University College London UCL Library Services, Wiley Online Library on [24/04/2024]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

DAVIES €T AL

WILEY

Jo auljaseq s,yuaized ayj si JeypA “Jusied

3y} 9AI95q0 NOA ainsu3 ¢Suireyaq

pue Suj3ed]UNWWOoD [enplAIpUl 83U}

S| MOy ‘A9)| SI UO[3EDIUNWIWOD—3PN|dUl

JapIsuod 03 syuiod Asy| "Sa1ISINBY By} JO
SU0I323S || 3N0YSN0JY} SMO||04 JUSWISSISSY

‘a8en3ue| Apoq pue sade4 Jnoge
3UIY} INQ UoIjesi|egdan Ajuo Jou JapIsuod
PINOYS uo1IeDIUNWWOD) "}Ie)S Y} WOy
JJOMaWel) Y} JO sJasn 0} aSessaw Jea|d
e se papiaoid g pjnoys siy] ‘saJnjusap
os|e Inq ‘spie Sulieay a|dwexa 1oy
uojedlunwwod 3oddns 03 spie osje nq
‘saden3ue| puodas Ajuo jou 3noysnolyj
JapIsuod 01 juepodwi SI UoKEIIUNWWOD)

suoljepuswIWodas usisapo)

‘SWal [YIND Pue @10INS ‘SYAW ‘IdN
‘SA0S ‘AVNIVd ‘SdV Suipnpul
—SJUdWISSasSe Sulnp Japisuod 0}
Jeym Jo seapl papiaoid Apnis 110yod ay3
Ul pasn saJnsesaw aWo02)N0/Pajeds |eJaAS

'S4V @Y} Ul PaJoliw Sem SIy} ‘Uoissaidxa
|eIdoB) SEM UOIIBAI9SO D19AS, JO 93kl
159431y ay3 yum 390e) uled syl QVNIVd
3y} uQ 'sasueyd |eanoineyaq ‘@8ensue)
Apoq ‘suoissaidxa [e1de) ‘SUOIes||edI0A
SuIpnjaul UOIIEDIUNWWIOD J0J JSPISUOD 0}
seaJe 1Y31|ySIy AVNIVd Pue Sdv Jo sainjesd

s3|eas pue ejep Hoyod

o13s1l0Y 7 9AI329dsuad |eldosoydAsd
e pue |eaisAyd e wody jJow

9Je spaau s,uostad e jey) Sunsus
1noge S| 1ojwod ‘uled Jo Iduasqe

9y} uey3} aJow S| 340Jwod puejisisapun

0} paau ay} pagys1ysly smalrlul

‘98en3ue|

3ulinsseas pue wuly asn 03 jueliodw|

'$S243SIp dJow pue jusawngie

ue 0} pea| p|nod SIy} Se ‘Way3} ym

uoseas 03} AJ} 03 10 JuswaaJse J1dy)

104 BljuUaWap Ypm Suial] uosiad ayy

3se Ajlenuijuod 03 jou juepiodwll sem
} ‘SSaJ}SIp siwiulw 03 pajlodal siaied)

‘lenpiaiput

3y} JO 2Jed U139y} 3pINS 03 UoljewIoul

SIY1 9sn 01 pue saduaJajald Jiayl
pue wayj} pueisiapun 0} spusiy pue
Allwey J19y3 woJy jualjed sy noge
uopjewJojul yonw se 3uil3a3 pasiApe
ASU] 19w 9I9M SPI3U JIay] 24nsud
0} Saljlwey J19Y} pue spunousdeq
J19Y3 ‘sjuaijed J1syl mouy 0} pasu

ay3 paiysiysiy Appusnbauy siaquisw jels
*1933113 9|qelijuspl Aj@lelpsawwi ue o0}
9suodsal 30241p e Sem IO SsaJIsIp Sy
Buisned 3ulyjawos spJemoy 3ulinysas
Jo 3unujod g p|NOM SSa43SIp

33 JO uOolleISAJluBW AU ‘SAWIDWOS
*]J0JWOISIP JO $32UN0S
1noge suoljsanb pajuiod se 03
3ulA1} pue uojewdoyul [euo3did 3uisn
‘umop SuIMmo|s pasiApe pue sjuaiied
J19y3 03 Supjjey uaym a8en3ue| a|dwis
pasn Jje1s 'saunjsad pue InoiAeyaq
‘uolssaidxa |eldey) se Uons 1oJwod
/HoJwodsIp Jo sudis [egiaAuou
uo Juel|a4 249M JJels pue x3|dwod
U940 S| UOIILDIUNWWOD) "BlIUSWSP
yum sjuaijed ul JoJwod 3ulnsus

ul |eJIA 99 0] }[9) SEM UOIIBIIUNWWOD)

ejep MalAIRU|

g 42482 Ajjwey ayy osje nq

3|qissod a1aym eipuswap ypm uosiad ayy

Suipnpaul ‘[e}IA S| 94D BIJUSWSP PaJIUDD
-uosJad ypm Sujusije ‘uoiedIUNWWOd Jes|d

‘[ENPIAIpUL 84} JO Spasu
a3 01 3uipdepe ‘UoIIEIUNWIWOD SAIIIDYD
2JNSUd 0] SUOP 3¢ p|Noys SulyAIaAs
pue ‘[e3IA S| UoEdIUNWWOD :,(8TOT)
SJ2JED JI13Y) pue elpuawap Yim Sulal
9|doad .oy Juoddns pue juswadeuew
‘Quawissasse :elpuawaq [£69ON] aulleping
(3DIN) @2u3)|92X3 4B pUue yieaH
Joj 83nj3su| |euoneN pue ;.(S00Z) PV
Aldede) |ejusjy wody 9oueping Suimol|o4
og'ez (S)UONISAND Supjse ueyy Jayjes
‘ABM |BUOIJBSIDAUOD € Ul uosiad By} yum
91ea1uNnwwod 03 A1l “Ajwied pue Ajes|d
3unesiunwwod (s35uajuss s|dwis ‘JIoys
:Buipnppul erpuawiap Ypm 3ulAl] uostad e
U}M uoliediunwwod uo sdiy doj papiaoud
9ABY 92U3||92X7] J0J dINISuU| aled
|e1D0g pue A3s120S SJawisyz|y Suipnppul
wop3uly| pajiun ay3 Ul SUOIIeSIUESIO [eJDADS
1 UOIEDIUNWIWOD
pue ‘Adediys ‘9ousladwod ‘93pajmou
JJe1s 9A0Idwl SUOIIUSAIDIUL DD Pasnd0y
-uolpuny pasjuad-Ajiwe) pue ‘aled
paJjuad-uosiad ‘ased aAIsusyaidwod
-lepowiynw ‘Adessyy a1snw
palyiuap! sjeydsoy ul euaWap yum
9|doad Joj JuswaSeuew pue aJed sAosdw]
0] SUOIJUSAIRIUI JO M3IASI DI1BWR]ISAS UINQ

$924N0S3a.

uoeIIUNWWoD

[EUORIPPE PUE BOUBPIAS | MBIASI JBWISAS I1{]00} uoIsI3Q

"JuSWO[SASP J13SIIN3Y WIOJUl 0} SDUSPIAS JO Xljew Alewwns T 319V L

4 of 16



13697625, 2024, 1, Downloaded from https://onlinelibrary.wiley.com/doi/10.1111/hex.13922 by University College London UCL Library Services, Wiley Online Library on [24/04/2024]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

50f 16

WILEY

(ssnunuo))

‘POWOD[OM SEM pue A sem audiSAY
|eJo pue swajqoud [ejusp SunysiysiH

‘ujed asned

Aew jey} suoipuod 3ulAlspun

JSY10 2Je 243y} JI yse ‘Ajiwe) 03 e}

—julod ssao0ud e 3q ued Siy| 910U dpIs

e uey} Jayjed ssa20.4d ay3 Jo Jed ‘|esjuad
9q p|Noys 91ed0Ape J0 Ajlwe) yum 3upjeads

‘quinyj Jo sajnJ ayj o} sajou
3uippe Aq siy3 yym poddns pjnod siaJed
Ajlwey senoijed uj aaed uipiroad
950y} 404 Sulules| Joddns |[Im siyg
*9]qejojwod 3uljeay pue Addey ale Asyj
uaym 3ujuaddey sI Jeym Ispisuod os|e
1nq ‘9|geliojwod jou aJe 3|doad usym
suaddey jeym Ajuo jou JapIsuod pjnoys
Yiomawel) ey parysi|ysiy siapjoyaxers
‘(¢dnaxew
Jeam Asyjl op ‘Ajiep aAeys Aayj op
“3°1) 31| 400] Ajjewsou Asyj op 1eym Jo
‘)sejyealq Joj aAey Asyl op Jeym apnjoul
Aew sIy| "way} JoJ [ew.Oou JO SuiINOJ
J19Y3 SI JeyM Inoge Wyl wouy ules| pue
|[ENPIAIPUI Sy} INOQE SI0W puejsiapun
0} Ajiwey ayy 03 yje] Juaned ayy

‘quiny} JO sajNJ ay3 ojul pajesodiodul
uled Jo siojedipul Jo sajdwexa

apinodd yayduled ‘SdV ‘AVNIVd Jo sway
‘leydsoy
ul Aejs ayj Jo awos 3ses| je Joj ujed
ul ulaq pajodal %E/ punoy ainseaw
dT03INS 3YL 3|ed3s AVNIVd @43 uo
JuswaAowW Sulnp %/ pue 3sal je ujed
Suizedipul %0 YHM ‘MO| paJods Sa|eds
uled ssoude sjualjed 3sow pue LoJwodsIp

'SijlyIEe pue sipliyaeoalso

Sulpnjoul sasned Japisuod

0} paau Inq ‘yods sAem|e 03 Asea

9q j0u Aew uied pajy3iysiy siaied
"3SNED UOWWOD € Ing ua}303404
uaypo si uied [eyusap moy Sejy

pIp J9ASMOY S|euOISSaJ0.d "asned Ajuo
9y3 10U S| 11 9SNE UoWWOd e s| uled

JO 9SNED UOWWIOD 3SOW 3Y} JOU SeM Uled  YSnoyjje ssaJjs 0} Uy aiam sjuedidiled

‘Addey Jeadde pue ajiws pjnom
‘saunjes) |e1oe) paxejal aAey pjnom
sjuanjed a|qeliojwo)) -a8en8ue| Apoq
J19Y3 SuIAI9SqOo YSnouyy 9|qeojwod

sem jualjed e Ji |93 p|nod sjuedidijed

‘UMEBIPYIM

pue |nyies} aiow 3ulwod3q

10 SISY10 Spiemo} uoissald3e
|ea1sAyd Ajjenjoe sawiawos

‘BulA1d ‘Bunnoys, sjuanjed 3uipnjoul
‘INOIABYSQ SUl[9SEq WO} UOIRIASD
e 0} anp sjualjed ul JoJwodsIp

Ayuapi o3 a|qe Bulaq pariodal yers

‘(uswindop Bw SI Siy],

“3'9) |e}IA SI sedualaa.d pue s3saisjul
sjuaped e Suimou ‘uieSe pue
|nydjay aq 03 1|94 a49M (Speyd Dgy se
4ons) unolAeyaq Jo suisnjed SuiMalAal
pue yoaads ajdwis Suisn ‘juaied

33 0] 9dueINSSeal |equaA aplaosd

03 juepodwi sem 3| ‘way3 3uissaippe
pue 110JwodsIp Jo asned |eljuslod
y2es y3nouyy Supjdsyd ‘J04wodsip
JO sasned ulpn|axa Ajjedipoyiaw
pasiApe Jjejs ‘pasusiiadxs

JUBWISSISSE

104 seate A9y 8ul1sa83ns—(passaidap
3ul199) %09 19A0 pue ‘uoljelide

Jo spoLad pey 9%(09) SSa.ISIp [euojow
pue {Buided Jo Suuispuem pajiodal %81
‘BUpIY %9T) InoiAeyaq ‘(Uoijusiie Joy
s1senbal pajeadal %9g ‘14e1s Je pasind
J0 3JoMs Sjualjed %TE) uolIedIUNWWOD
ssoJoe uspJing woldwAs ysiy pue spasu

Juaned
B U] JJ0JWODSIP JO S924N0S AJl3uapl

sem Jnolineyaq 3uidus|jeyd Usypn

‘a8en3ue|

Apoq ‘suoissaudxa |e1dey ‘si jeyl—

quiny} Jo a|nJ uted sy} ojul pajesodiodul
SJOM SJUSWSIS YHIM SdV pue QVNIVd
Suipnpur , sjuswssasse uled joddns

0] S24NSesw pue s|o0} JO AJaLIeA e ale
aI3Y | . "98euew 0} JNJIYYIp pue uowuwiod
AJDA 3q ued | J9ASMOY ‘BlIUBWSP

y3m ajdoad ul pa3da3ap Japun USHO SI Uled uled—sasned

UM >j|e3 NOA aunsu3j ;wayj o) |ewsou JoWwun JO AJaLIeA e pajesjsuowap sisAjeuy 03 padinbaus aq 03 39 sem yoeoudde

$924n0S3
[EUOI}IPPE PUE DUSPIAS . MBIAS D1FRWSISAS

uoidas
141003 UoIsIaQ

suolepUaWIWO03. USISapo) S9Jeds pue ejep 310yod) e1ep MalAIaU|

(penupuod) T 374dVL

DAVIES €T AL



13697625, 2024, 1, Downloaded from https://onlinelibrary.wiley.com/doi/10.1111/hex.13922 by University College London UCL Library Services, Wiley Online Library on [24/04/2024]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

3
-
g
M 8unysi| ‘punos ‘aanjessadwal ‘st jeyy J9ASMOY ‘gp 8/°ET JO uesw e yum JUSWUOJIAUS |ejidsoy ay3 Jo
a —paJapisuod/papnjaul ag pinoys Apnis papJ0o3aJ Sem punos (D6'8E-D02 6T) 2injeu ayl 01 anp ssaJppe 03 s|geun ul uonipuod sjualjed ay3 Jo aulPeq
J4OY0D 3Y3 WO.U) S2UNSESW |BJUSWUOIIAUT S9DUBISUI DWOS Ul SIN|BA SWSIIXD /34 INg JO [NJpuUIW 3Je JJels jey) S3|00[3N0 Auuns ue pue dun3iuiny Jeljiwey
‘ainjeu 0} 9sod 3q sojeJjsuowap adues syj JSASMoYy eale ue s| siy] “3uisnjuod pue Asnq QY31 ssapn|pul SIY} ‘sia4ed Ajlwey J1sy)
03 JO IN0 23S ued Asyj Mopuim e Suiney 200D VSN 34} Aq papusuiwiodal 90 Ued JUDWUOIIAUD 3y} pue SSaJisIp pue ejuswap yim ajdoad Aq jueioduwl
sapn|aul siy} pue ‘quepiodwi Si 21| SWOH, SB ‘D,G9' 17 Sem aunjesadwa) 98eI9Ay  9sned Aew sjuaiied JsylQ “Jeljiwejun PaJapISuU0d S| ssauljdWoH ‘sjuaied Jayjo
‘eale paq J19y] asiudodal 03 s|ge oq ‘weay} Yyoueasal uayo ate pue Ajpwoy, Ajjensn wouy uondnusip Sulsiwiuiw ul Juepodui
sjenpiAlpul djay im sSuiBuojaq [euossad Sy} WoJJ $310daJ [BUOIIBAISSCO pue dJ3W jou aJe Asyj ‘opew aue suonydepe aJe seaJe pue adeds 3ainb oy Aylunjioddo
3uisn -onsUNay ay3 ul pajysiysiy Pa1313492 Ajsnpul ue—.1031Uo|A SulINSea|n| y3noyjje ‘pue swoy jou si piem op SUOIIDEISUI [E1D0S 10} Ajluniioddo pue
9 p|NOYSs pue uol1eIusIosIp sasned siyl JUSWUOIIAUT [euolIDUNIIIINIA € |endsoy y ‘equswiap yum uosiad e Jo Ajajes Jo ade|d e ajgeus 03 jueniodwi S| 3|
pue ‘spiem |e1idsoy punoJe paAoW U310 3uisn s|aAs| 1y3i| pue aunjesadwsal ‘asiou 140JW0d 3Y3 3123)4€ Ued JUSWUOIIAUS ‘BlUSWSP YUM Ssjusiied o) sAndnisIp pue JuswiuoliAug
aJe 9|doad ey} paside SISp|oYNelS |[BISAQ  PUB (PaJIPISUOD SI9M HN-SSTL WIO0) Swa) 3y} Moy passnasip sjuedidijied  pnoj O130eyd 3¢ UBD SJUSWUOIIAUS [e}dsoH —sasne)

's1911e|N 24eD AN pue DN SI SIyL
‘s3uiy-0T :Buipnpul Juaijed sy} mouy| 0}
3u11393 pue aJed paJsjuad-uostad sjowoud
0] padojaAsp uaaq aAey saydeoidde snoLep

oc [ENdSOY

ul erjuswap yum ajdoad Japjo 3uowe
uowwod aJe Ayjede pue uoissaidap
‘ABIXUY 1 "G00T 1V Aldede) [ejuain ayy
Jad se pawnsse aq jou pjnoys Ajdeded
3upjew uols|Pap Jo Xde|  ‘pash a3en3due|
3upapIsuod ‘syualied pue Jjejs usamiaq
juepiodwl aJe suofjdoesaiu| . 'sisoudelp

'SJUSWINJ0P W SI sIy], 40 SSUIY3-OT,

33 Se yaNns $324n0sau 3ulIsIXa asn

03 pasu 3y pajysIysiy siapjoyxers
—Aay sem jualjed ay3 Jnoge Suimou

‘saujze3ew pue syooq 3uipnpul

—spJem |ejidsoy uo 9|qejleAe sem jeym
3ulapISU0D JuelIodwWl SI9M SPIaU [B120S

"passalppe pue pa1ysiysly

3¢ 01 papaau siy1—saAldadsiad Jaied

pue jusied wouy yjoq—sjeydsoy ui

pauaysiay Suiaqg se passnasip sem AjaIxuy ‘a103NS “Jeay pue BIJUSWSP € JO ainjesy e pue Ajdeded
‘3ulag||am |euoijowd pue {VIND ‘IdN wouy sway pajesodiodul ‘uolyesisniy IsnSsip ‘Juawisselsequid 3upjoe| uosiad sy se paraidisquisiw
JO 24njeay 2102 B J9M SUOIIORIDIUI 9 "Ajjuanbaly paiindd0 pue (%E9) ‘198ue ‘Ajaixue Buipnpul U240 SI SIY] ‘POO4 pue suoljedIpawl
119} SEM }1—UOI[3D3S UOIIEIIUNWWIOD uoissaidap pue (%£G) A1dIXue {%09) ssaJ)sip 03 Sulpes| suoowa ‘948D 03 ddUE)SISaU SuIpn|oUl—SpIem Suraqam
JO SUOISSNSIP Y3 WOU) UO SUIMO|[04 uolje}iSe aJom SwojdwAS UoWWOd JSoW aYy | JO Yjpealq apIM e passnasIp siated) |e3idsoy uo paquIsSap U9aq SeY SJUEISISaY  [BUOIIOWI—SIsSNeD)
'$192|N/$310S 24nssaid JO uouaraid—
Suinow Jo apis aAI}ISOd JapISUOd ainsus
0] P93U 10JWOISIP 3SNEd YdIyM spasu
|ea1sAyd 3ulspisuod 03 uolyippe uj ‘das)s ‘plod 1o
pajdnusip yum djay pue padij awodaq j0y 00} Suljeay ‘das)s Jood ‘seale ae_og SPIEM
SEe |[9M Se 3SI|eId0S 0} Way} MOje pue aJnssaud ‘3sa1y3/498uny Suipnjoul |eydsoy a3nde 03 pajjiwpe ejuawWap
> juaied ayj Joj poo3 aq ||Im SIY3 ‘puno.e ‘pajedodiodul a1am SQOS pue spaau |edisAyd Jayjo ssedwodud osfe yum o|doad Jsp|o ul sa3ud|jeyd uowwod
A Suinow sjuaged Yy3Im pausaduod 0oy A103INS wouy swdy| (%) uoirediysuod ued Inqg ujed ueaw ued 1I0JWOoISIP ||e 24e AJIpIgJow}|NW pue ‘suoi3dajul 3oeJy
1 9( 10U p|NOYS }Je3S PIBAA “JUBWISSISSE pue (%/G) ssauidas|s Sulaq uowwod MOY paqLIdsap os|e Aay] ‘jow AJeuun ‘s192|n/sa10s ainssald ‘salyndiIp
— yum djay ||Im Siy3 3n0ge SAOW pue puels 1S0W YHIM SJOS dY3 UO 1I0Jw0odSIp aJe spaau s,uosiad e jeyy Sunsus Supjuup pue 3uie3 . 'sjuaijed sajqeus spaau
W 03 9|ge Asy} aie—juepiodwli sI AJI|IJO|A  JO 9SNED ulew ay} SEM JI0JWOoDSIp |edIsAyd S| 1JOJWOd MOy paquasap sjueddipued 3 se juepodu st Ajljiqow juaiied Suipioddng |ea1sAyd—sasned
suoljepuswiwiodas ugisapo) s9]eds pue ejep 110Yyo) e)ep MalAIaU| $924n0sal uo123s
[BUOIHIPPE PUE 3DUSPIAD , - MIIADI JljeWIdIsAS 1Dj|00} uoIsIdaqg

(penupuod) T 374dVL

6 of 16



13697625, 2024, 1, Downloaded from https://onlinelibrary.wiley.com/doi/10.1111/hex.13922 by University College London UCL Library Services, Wiley Online Library on [24/04/2024]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

7 of 16

WILEY

g 28D [eUSPISDY 3 SBWOH BuISINN 404 3[edS SulUS3IS JUBWIUOIIAUT d3Nadelay ] ‘HN-SSIL ‘¢,[edS HOJWO0ds|J JO $32N0S ‘SAOS ‘o BRUaWRJ Ul 347 4O PU3
-juswageue|y woldwAs ‘GTOINS *,,2IB3S BIRUBWSQ PIdUBAPY Ul JUBWSSASSY Uled ‘AVNIVd *, 2 1euuonsand AJojuaau| dlgelydAsdoinaN ‘|dN !, Uoleulluexy 93e1s [e3uaAl IUIA ‘ISININ ‘,,2]8dS JUBWSSaSSY
wnuIRQ [BHOWSIN ‘SYQAIN ‘g-AI03USAU] UOHENSY PISYSUBIA USUOD ‘IVIND ‘g, POYISIN JUSWSSISSY UOISNJUOD) JaHG ‘INVI] {c,2[dS Uled A3y ‘SdV :,,Wnulad 104 3531 [edlu]d pidey ‘1vi ‘suopeiralqqy

Juanjed
3y} Y}IM 33ed1UNWWoD pue Ajiwes
03 yeads 03 JaquiawaJ 03 Juepiodw|
'sygey Suidas|s [ensn J1ay} oq Aew
9S3Y3 JO ‘S|ENPIAIPUI SWOS 10} |ewlou
9q Aew 3uiinoys ajdwexa J0j—auljaseq
S,|eNpIAIpU] Ue J3pISU0d 03 juepiodw] sem 3|
LVY ‘ASWIN
‘INVDY ‘SYAIN 19pIsuod—pajdadsns
S| WNIBP 4 POPA3U S| JUSWISSISSE [BWIOS Y

o, BIX0dAY pue ‘uled ‘uopedisuod

JO JuswaSeuew pue UOI}IdUI Papnjoul
9ABY SUOIIIPPY "ddue)sisse Suipaay pue
‘uonadas piny ‘uoneidepe 3uliesy pue
UOISIA ‘uonjesljiqow AjJea ‘quawadueyua
dasjs ‘saniAilde d1nadessyy ‘uoleuslio
‘s)SIA Ajlep sapnjoul swweiSold ayy

9y IWHOINId
Suipnppui—padojansp uaaq ‘(uorpejuaLIoSIp S1eJapow Suiedlpul g ‘WNLII[BP 92UspIduUl SUIDNPaJ Ul SAID3YD
pey yoiym sa2unosad Sulisixs 03 yul| :UB3W) UOI1BIUSIIOSIP pue (32ueqnisip Sl swweu3o.d 341 49p(3 |eudsoH
0} paau ay3 pajysiysiy siapjoyaels ajesapow-pjiw Suijedipul ' 3y "uoljuaAIaluUl JuUsUOdwodNW
‘paJapisuod Apood Jo pajdajSau :ueaw) aduequnjsip ayem-das|s papnjoul 'S9SNED JO JUSWSSISSE Ul JaPISUOD 0} paJo|ie} B puswiwodal JDIN dYL wnuixp
U340 SI }I SB M3IADJ Y3 JO SMIIAIDIUI Ul 1oyod ay3 ul pay3iysiy sadusjieyd 3ulylawos 3ulaq puoAaq sSmalAIuL MNIIHL pasnjuod Supeadde si juaijed e ji

dn awod jou pey sy} Suisudins Jou sem 3| ‘pajelodiodul 319M SYQIN WOJS SWY| Ul PasSNISIp Ajjedl0ads 10U sem winuiieg  ‘WNLIBP 103084 XS 3s98U043S Y3 S| epuawaQg wnuieg—Ssasned

'$94N]E3) 9l SWOY Ou 0} 3|
UM ‘Sjulel)sal Jo asn jusanbauy sem aiay )
4 31| 331U JoJ XN| G pue ‘9Jed
8uisinu |esauas8 1oy xn| QOE YIM Xn| 00T
1e papuswwodal s| Suiysi| [esauasd
J9ASMOH “XN| £°8TT 01 #7'0- Wwou) pasues
J9ASMOY XN| /£ /'8 padesane [9A9] Suiysi
ey AP 0€
P992X3 JOU P|NOYS 3SI0U PUSWWOIA
OHM 343 9]Iym ‘gp 81, 01 T Wwou} pasuel

1 JUBWIUOIIAUD
9yl Aq pasned 1ed ul aq Aew [ejidsoy

ejep MalAIaju| $924n0sal uoidas

suojjepuswiwodal usisapo)d S9|eds pue ejep 10yod
[BUOI}IPPE PUE SJUSPIAS , | M3IARI J1FeWRISAS 14|00} uoIsIdaQ

(penupuod) T 374dVL

DAVIES €T AL



8 of 16
9% | WiLEY

DAVIES €T AL

to stop or | need to finish or whatever. So, | thought
that was a really good move. That she felt that she had
some control over what was being done to her. (Family
carer M5)

So | think for me it would be, you know, understanding
the patient. So for example, if somebody is very
confused and unable to express their needs, | might
want to get to know this patient a bit more, which can
involve, you know, involving family members, getting
collateral information and trying to understand back-
ground information, life history and so gathering
information from other people who have previously
known the patient to understand what's actually,

happening or his likes or dislikes. (Mental health nurse)

Psychological distress was a common challenge that participants
discussed manifesting as restlessness, agitation and becoming

withdrawn:

we don't want her to go to the hospital because she
doesn't And handle that well, at all. And | found it
quite distressing as well because she would be lying in
bed, upset, talking to herself, agitated, her hands ...
and she was going through a stage when she would
smack her head because ... she couldn't think. (Family

carer E3)

Communication was described as complex and a key challenge
staff faced, they described how they relied on nonverbal signs of
discomfort/comfort such as facial expression, behaviour and

gestures.

I mean, | actually think it's easier than you think with
this patient group. You are using a lot of, what | would
call, intuitive care. You're trying to predict to begin
with. You're looking at those kind of non-verbal signs
you know? Agitation, pacing, fiddling. Things like that
and also you can see in facial expression, gesture.

(Occupational therapist 1)

Staff often talked about mitigating the lack of communication
abilities of patients, through talking to their families to help them
problem solve challenges and understand how the patients were
feeling or what they were experiencing. The below extract highlights
how staff were often faced with behaviours that challenge, including

aggression:

we tried a lot of things but he was quite physically
aggressive to staff and it was quite unpredictable. He
was extremely nonverbal. He couldn't understand. He
had expressive and receptive kind of language

difficulties, so everything had to be anticipated for

him and it was speaking to his wife. And | mean we
went down the traditional route of kind of looking at
antipsychotic medications and depressants, so it was
quite medication heavy because the risks were high.
But he had no cartilage in his left knee and so he'd
meant to have a knee operation. But then his
dementia progressed too quickly to for him to kind
of tolerate the surgery. So, and that was something
when we looked at his pain relief. It was. he wasn't
taking any, and he, according to his wife, he'd always
had a really high pain threshold, so he wouldn't be able
to necessarily indicate when he was in pain. (Occupa-
tional therapist 2)

Staff and families provided an overview of common causes of
discomfort including constipation, pain, psychological symptoms such
as depression or hallucinations, pressure ulcers, poor sleep, feeling
too hot or cold, feeling bored, problems communicating needs and
difficulties with the environment. Dental pain was a particular

concern because diagnosing and treating it is difficult.

A hospital ward is likely to be much busier. And there's
going to be more noise. There's going to be more
observations being taken up. There's going to poten-
tially be people that are very, very unwell, and so
there's going to be kind of other people that are quite
distressed. (Occupation therapist 2)

| mean, one of the things which in my past experience
has been a big uh, thing to be very mindful of with pain
is toothache. You know people with dementia trying
to do dental hygiene- it's really hard and actually
things like that are very difficult to spot. And actually
we know what it's like with toothache- so painful. And
actually, when you can't communicate that ... So again,
| think it's really being mindful of doing almost like that
unmet needs kind of checklist in your head. (Occupa-

tion therapist 1)

Staff felt their understanding of discomfort was learned through
experience although it could be innate or intuitive for some,
highlighting the potential for a ‘rule of thumb' for those less

experienced in working with patients living with dementia.

2.2.3 | Systematic review

Through a systematic review we aimed to identify and assess the
effectiveness of interventions designed to improve the care and
management of patients living with dementia in acute hospitals,'* We
found evidence that multisensory behaviour therapy reduces what
are sometimes termed behavioural and psychological symptoms of
dementia, multidisciplinary programmes reduce postoperative
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complications®? and that robot-assisted therapy,>® music therapy,>*

55,56 and

multimodal-comprehensive care, person-centred care
family-centred function-focused care interventions®” improved
patient outcomes, staff knowledge, competence, efficacy and
communication. However, there was only low to very low-quality
evidence thus limiting the ability to make clinical recommendations.'*
Hence, novel approaches such as the use rules-of-thumb might help

guide care and decision making.”

2.24 | Synthesis of evidence

The qualitative interviews and cohort study enabled us to explore in
more depth the problems facing people living with dementia in acute
hospitals. We considered the design of the intervention guided by
some of the design actions identified by O'Cathain et al.}? to inform
our stakeholder workshops. This included possible ways of making
changes to address the problems, considering the real world delivery
of any intervention we developed, beginning to design and create our
intervention through generating ideas about solutions, and the
components and features of our decision support framework.*’

To operationalise these actions, drawn from O'Cathain et al.,*’
we extracted key ideas, themes and concepts from different data
sources using a matrix approach following other similar studies?®>®
(see Table 1). This helped map data across the different sources and
identify the main topics to focus upon in the decision support
framework. Using this information, we adapted our published rules of
thumb for acute hospitals to maximise comfort for people with
dementia.?>® We produced prototypes using different designs to lay
out key information to understand what design worked best. A
summary of the synthesised information and prototypes was then
presented to stakeholders in workshops and individual meetings (see

Table 1 for detailed synthesis and matrix).

2.3 | Stakeholder workshops and meetings
2.3.1 | Aims of the workshops

We aimed to refine and codesign a pragmatic and feasible decision
support framework for hospital professionals, working with individual
patients living with dementia to promote comfort.

2.3.2 | Stakeholders and lay members

The wider study advisory group consisted of six current and former
family carers of people living with dementia comprising one
stakeholder workshop. A group of four experts in social care,
dementia, older adults, psychiatry and general practice made up the
second workshop. A third group consisted of 10 geriatricians and an
older adults' nursing team. A fourth group consisted of a frailty team
(nurse and occupational therapist), and two older adult nurses. Finally,

we conducted two additional workshops with people living with
dementia and family carers. Key professional stakeholders including
health care assistants, occupational therapists, general nurses, mental
health nurses and doctors of varying levels of experience and
specialities were recruited for individual professional stakeholder
meetings. In total 42 stakeholders took part in codesign, this included

six people living with dementia, 18 professionals, and 18 family carers.

24 | Data collection

We conducted six codesign group sessions, and a series of individual
sessions (2020-2023). Stakeholders also provided written feedback
via email, reflecting our flexible approach to maximise participation in
this process.””

We used a modified nominal group process®® in the form of
structured meetings aimed at problem solving to initiate the codesign
process. Generally, workshops began with a welcome and introduc-
tion along with an overview of the project and aims of the workshop/
meeting. Following this, findings from synthesised data discussed
above were presented to participants using PowerPoint, and
stakeholders were encouraged to provide their reflections and
impressions on the data, including what they felt were the priorities
we should focus upon. We presented stakeholders with a prototype
decision support framework. Each section of the decision support
framework was presented separately with questions used to facilitate
feedback and discussion about each section of the decision support
framework. We took detailed notes to highlight the points made and
flag these for enaction or change in the decision support framework.
Following each workshop/meeting, the prototypes were refined
before the next workshop or meeting with further stakeholders.
Finally, in the later workshops we discussed implementation and the

use of the framework in practice.

3 | RESULTS

3.1 | Format and flow of the decision support
framework

The decision support framework operates using a three-stage process
of: (1) assessment of comfort/discomfort; (2) consider causes of
discomfort; and (3) address needs of the individual to manage the
discomfort (see Figure 1). It is available as a printed booklet or online flip
book presented in the form of a series of flowcharts that can be used by
staff easily on busy wards. Through these three stages the decision-
support framework provides a funnel structure and approach.

The codesign groups with professionals highlighted the impor-
tance of communication not only in the sense of possible second
languages, but also communication difficulties when hearing aids or
dentures were misplaced or nonfunctioning. At the very start of the
framework, providing an overarching message, staff are encouraged

to consider the communication needs of the person living with
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Stage 1: Assessment of comfort/discomfort

Speak to farmity How are they How are they How are they
~ - EE - ER - E

l

Stage 2: Consider the causes of discomfort

Ermctional wellbeing

|

— Stage 3: Address needs of individual to manage the discomfort

FIGURE 1 Overview of decision support framework stages.

dementia before exploring if they may be exhibiting signs of
discomfort (see Figure 2). This aligns with guidance from the Mental
Capacity Act (2005) and the National Institute for Health and Care
Excellence Dementia guidance.>**2 Family carers stressed the need
to integrate communicating with patients with communications with
families and carers to establish the patient's usual baseline. Nurses
highlighted the need to understand the person's usual routine (e.g.,

their usual appearance or foods eaten at breakfast).

1. Go with the flow—Rather than trying to over control a situation,
take a more flexible and relaxed approach for example, adapt to
how the person is responding or not to you, giving them more time.

2. Be ‘forgiving'—Don't take the actions of the person with dementia
personally, see the person rather than the underlying disease that
drives the distress and sometimes challenging behaviour. This may
be a response to the environment of the illness rather than you as

a member of staff.

3.2 | Stage 1: Assessment of comfort/discomfort

The decision support framework prompts staff to speak to the
patient's family or advocate, before considering possible causes of
discomfort, to understand what is important to the patient. The Stage
1 flowchart (see Figure 3) encourages the user to assess discomfort
by considering the patient's behaviour, communication and emotional
state. These considerations are then distilled into a dichotomy that
either classifies the patient as probably currently comfortable or in
need of further help.

3.3 | Stage 2: Consider the causes of discomfort
and Stage 3: Address the need of the individual to
manage the discomfort

Following assessment, the decision support framework guides the
user to consider possible causes of discomfort, using the six
categories which were identified as the main areas of discomfort
and comfort: physical needs, emotional wellbeing, delirium, pain,
communication and the environment. We provide some over-
arching prompts initially (see Figure 4) and direct the user to
specific additional pages that address these categories in further
detail (see Figure 5; for an example of an additional page with
further details).

From the systematic review, interviews, and the codesign
process, we identified several ways to address sources of
discomfort and these are provided as prompts for staff to consider.
Importantly, professionals were keen to point out that not all of
these may be able to be addressed. For example, the environment
often cannot be changed, so it is important for the user to consider
‘what can | do?’. As shown in Figure 4 with our codesign groups,
we focussed on what could realistically be done, with prompts to
consider temperature, sound, lighting and neighbours. Each
category page then provides further details on how to recognise
and ameliorate these specific categories of discomfort—through
pharmacological or nonpharmacological interventions, escalation
to specialists within the hospital, addressing social, occupational
and nutritional needs, and so on (see Figures 5 and 6). Each
individual category page also encourages the reassessment of

patients using the initial discomfort flowchart.

85UB017 SUOLILLIOD A8 3(cedt [dde 8y} Aq paueA0B 88 SBd1LE VO ‘95N J0 S8INI 0} AIq1T BUIIUO AB|IM UO (SUONIPUOD-PUB-SUISIW0 A8 | 1M Ae1q 1 BU1|UO//:SANLY) SUONIPUOD PUe SWie | 841 88S * [¥20Z/70/y2] U0 AkeiqiT auluo A8|IM 's901Alss ARiqiT TON uopuo8be00 AIsPAIUN AQ Z26ET XeU/TTTT OT/I0p/L0d A8 | im Ake.q 1ul|uo//:sdny wouy pspeoiumod ‘T *¥Z02 'S292695T



DAVIES €T AL

Wl LEY 11 of 16
L. N ]
Communication

Throughout assessment and treatment. remember the importance of clear communication and understanding, in
particular consider;

= yihat ls the patlent's first « Have they understead you? - Talk to the patient and gst » Giva short, clear
language? » Do they have their glasses fo knorw them explanations
- Does tne patient speak or hearing aids if needed? + Lot thern know what you + Give plenty of time for
English? « Remember not everyone are doing as you provide comprehenslon
- Have they reverted back 1o can talk: care « Aveld Insistence
another [anguags? + Chack body languags - Talk to the family + Respond fo feslings,
+ Facial expressions «What do they like? nat werds
< ¥WWhat do they not like? « Geo vith the flow
«What is normal for them? + Be forgiving

» Don't reason « Don't argue + Don™t confront « Don't point out forgetting « Don™ question recent memory + Don't take it personally

FIGURE 2 Consider communication.

Stage 1: Assessment of comfort/discomfort

Speak to family How are they How are they How are they
or advocate communicating? behaving? feeling?

Consider verbal
communication:
« Are they screaming or

« Ask the family what helps
makes them comfortable?

* Do they seem different around

family? shouting?
* How do family interact with » Are they making strange
them? noises?

« Are they swearing or cursing?

Consider non-verbal

communication:

* What are their facial
expressions?

* What is their body language
like?

* Do they pull away from you?
* Are they restless?

* Do they appear depressed?
+ Do they appear anxious?

« Are they walking up and * Do they appear frustrated?
down? + Are they crying?

« Are they trying to leave or get « Are they irritable?
somewhere?

+ Are they violent towards
themselves or others?

Having considered these four areas, do you think the patient is comfortable and content?

No, something is wrong — Yes, they appear fine —
consider the causes on the next page continue as normal, but reassess regularly

FIGURE 3 Stage 1: Assessment of comfort/discomfort.

3.4 | Implementation

There was a strong feeling that the guides should not just be for
professionals but also for people living with dementia and families
too. People living with dementia felt they should be included in
decision making, and this toolkit could be used in conversations
between patients and professionals. Professionals felt there was a
need to not have this material on the patient's electronic record
where it may be hard to find and hence use, but instead printed off
and placed at the end of the bed or bay. There was a strong sense the

rules of thumb needed to be visible to be used. Providing hard copies
could then allow for families to view them when visiting and given
the opportunity to add to them with personal details and information
to help professionals when assessing comfort/discomfort or provid-
ing care. It was agreed that the rules of thumb break down
complexity well, but are still fairly lengthy and so not everyone will
use them. However, Figure 4 was a good example of an overview
which struck a balance of enough but not too much detail, and could
be used as posters on wards or at nursing stations to nudge and
prompt staff to consider comfort and discomfort.
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Stage 2: Consider the causes of discomfort

Consider these various factors which could contribute to discomfort. Turn to the relevant page for more detail about

assessing and addressing/treating these factors.

Pain
(See page f and 7)

Physical needs

(50 page )
+ Arthritis * Mahility
« Undertying pain = Skin condtticn
* Skin integrity » Underlying conditions
« Eating and drinking

Environment Delirium
(See poage 10) (See page 11)

Emotional wellbeing

{8ee page 9)

+ Anxiaty

+ Seclal needs
+ Awareness

+ Dapression

Remember to consider
communication throughout

(See page 2}
= Ternperature - Behaviour
- Sound = Slesp
+ Lighting « Qrientation
= Nelghbours = Clanty of thought

FIGURE 4 Stage 2: Overview of considerations.

The environment (Stages 2 & 3)

Assess the environment

Ask yourself are they distracted by anything in particular (i.e. an object). Consider:

+ Is it hot or cold on the ward?

«Is it loud on the ward?

+ Does the patient feel hot or cold?

* Do they have any personal items out?
* Do they have photographs?
+Is there a TV?
+ Can they see out the window? them?
« Are others shouting?

« Are staff being loud?
« Are alarms sounding?

* Are others Invading their personal space?

« Are other patients shouting?

+ Is there enough light to read?
«Is it too bright?
+ Are there any windows?

Neighbours

| Negnbos —

+ Is there a clock so they can see what time

« Are they bothered by other patients near itis?

« Can they easily find the toilet?
* Are there signs to direct the patient?
* Are staff available to help them?

« Are other patients nearby di d?

v

Treat physical cause

*Ensure they are not moved on multiple occasions to different wards and bays*

Talk to the family
or advocate

Re-assess the patient using assessment of comfort/discomfort rule of thumb

FIGURE 5 Stage 2 and 3: Consider the environment.

4 | DISCUSSION

This paper presents and describes the development of a decision
support framework consisting of rules of thumb, through the
synthesis of diverse data and a subsequent process of codesign.
This decision support framework is the first specifically directed at
addressing the needs of older hospital inpatients living with dementia
throughout the dementia trajectory. We have reported on a range of
data collection methods that helped ensure adaptability and
specificity to this patient group, as well as their family carers and

the multidisciplinary ward team working with them. We believe the
framework will also be beneficial to others with young onset
dementia who have had a medical or surgical admission to an acute
hospital, however, would need tailoring to specific needs this
population may have. We have provided an overview of the
development of this decision support framework, including evidence
found through literature/guidelines, a quantitative study in the acute
hospital environment and qualitative experiences of family carers and
staff. Codesign with people with lived experience of living with or
caring for those who live with dementia is a major strength of this
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.
Physical needs (Stages 2 & 3)

Assess their physical needs

* Are they encouraged to walk/mobilise?
* How often?

« Have they been up and walking?

* Are they restrained?

« Are they stuck in bed or in a chair?

« Are they sat up?

« Is their head supported?

* Is a hoist causing discomfort?

* Do they need care?

= Urinary retention
* Infections

Consider underlying pain

+ Are there pressure sores?

Underlying conditions

Side effects of medication

+ Are they sleepy?
« Are they feeling nauseous?
* When was their medication last reviewed?

Eating and drinking

« Are they hungry or thirsty?

+ Can they swallow?

* Do they need help with eating and drinking?
+ What do they like to eat and drink at home?

See pain rule of thumb

<-I

Treat physical cause

- Speak to a specialist (e.g. pharmacist, geriatrician) » Review medications * Review their care plan
* Encourage mobilisation often + Use a slide sheet instead of a hoist

Re-assess the patient using assessment of comfort/discomfort rule of thumb

FIGURE 6 Stages 2 and 3: Consider physical needs.

approach and enables us to develop a framework spanning a range of
situations encountered in acute hospitals that may cause distress or

discomfort.

4.1 | Distress and discomfort in dementia

Signs of distress and agitation are common in hospital inpatients
living with dementia.?® Patients may be confused and disoriented,
making it hard for them to communicate their needs. This decision
support framework was aimed at elucidating and addressing factors
that may be causing discomfort in people who may not be able to
process or communicate this clearly. As such, the decision support
framework needed to consider discomfort in a holistic sense,
considering physical, emotional and social sources of discomfort
and distress. This approach was influenced by Dame Cicely Saunders'
notion of total pain,®? in which pain at the end of life is considered to
contain facets of physical, emotional, social and spiritual suffering.
The decision support framework prompts the observer to consider all

potential needs of the patient, beyond purely ‘physical’ approaches.

4.2 | Managing care for complex needs

Both staff and patients find addressing discomfort and distress in the
acute hospital setting difficult. It is upsetting for patients, and difficult
for staff to interpret. We know that pain is difficult to identify and
treat because of neuropathological changes in dementia,®? and is
associated with distress or behavioural and psychological symptoms

of dementia.®® Professionals working in inpatient settings with
patients living with dementia often report that it is difficult to
manage such distress, and that professional roles may be unclear.®*
This decision support framework aims to systematise and make clear
means of amelioration and escalation for addressing sources of
discomfort and distress—either before such signs manifest as severe
problems, or by dealing with early signs in a way that prioritises the
identification of underlying causes. However, it is also important to
consider the wider ward culture where routines and processes of
care are often prioritised to fill regulatory obligations.39 This can
mean that some elements of care, such as ‘getting to know’ the
individual, are missed or receive less attention. The decision support
framework could be used in conjunction with considering the ward
and wider hospital culture to think about what we can do for patients

and how.

4.3 | Strengths and limitations

This paper provides a comprehensive overview of the development
of a decision support framework supported by diverse data sources
and refined through codesign. This decision support framework was
rigorously developed through codesign with end users, embedded in
clinical practice and evidence from a range of sources. Combining
these forms of evidence proved to be feasible and efficient as a
means of building data for the codesign foundation. This diversity of
data and information was a strength in both developing the
framework, and of the finished framework itself. The initial cohort
study and codesign elements of this development process took place

85UB017 SUOLILLIOD A8 3(cedt [dde 8y} Aq paueA0B 88 SBd1LE VO ‘95N J0 S8INI 0} AIq1T BUIIUO AB|IM UO (SUONIPUOD-PUB-SUISIW0 A8 | 1M Ae1q 1 BU1|UO//:SANLY) SUONIPUOD PUe SWie | 841 88S * [¥20Z/70/y2] U0 AkeiqiT auluo A8|IM 's901Alss ARiqiT TON uopuo8be00 AIsPAIUN AQ Z26ET XeU/TTTT OT/I0p/L0d A8 | im Ake.q 1ul|uo//:sdny wouy pspeoiumod ‘T *¥Z02 'S292695T



14 of 16
116 | \WILEY

DAVIES €T AL

under COVID-19 social restrictions, which meant pivoting to digital
and remote codesign facilitation. In practice, this worked well and had
a positive effect on recruitment as no stakeholders were unable to
participate due to travel times or access needs, as found in similar
work during COVID-19.°> However, this strategy may have excluded
others lacking digital literacy or access to computers or smartphones.
We also acknowledge that our staff interviews were limited in
number and in the breadth of personnel interviewed, for example, we
did not interview general nurses or health care assistants who are the
staff in most regular contact with patients. However, in our
stakeholder workshops we ensured we included general nurses and
a range of different stakeholders.

4.4 | Implications for research and practice

We have developed a decision support framework which is ready
for testing and implementation. Research findings, especially in
dementia interventions, often face delays in reaching practice,
creating a translational gap.®® There has been a lack of focus on
the translation of dementia research into practice, with an urgent
call to address this.®” Our stakeholders have identified implemen-
tation as a key next step. The framework is based on best evidence
and good practice, codesigned with experts therefore the focus
should be on evaluating the implementation rather than traditional
measures of effectiveness. We propose an implementation or
hybrid study exploring implementation/effectiveness in acute
hospital settings with hospital staff and family carers is the next
step. Key to implementation is understanding how such toolkits
are used. As the codesign groups highlight, visibility is key to
engaging users, uploading the toolkit to a digital system or digital
health records may make the toolkit less visible. A further key
consideration to future use is time, with some stakeholders
highlighting the framework may be too long for use by some.
The nature of the rules of thumb is that they are brief and prompt
thinking rather than producing further lengthy guidance which is
currently available in hospitals (national and local guidance), rather
they are a concise synthesis of best practice.l® Alternative
solutions include the use of large posters on hospital wards to
prompt staff, a toolkit printed with opportunities for patients/
families to access, tailor and personalise it to support staff when
providing care. The rules of thumb have been designed to be
simple to use requiring no formal training and minimal explanation,
but simply provide support through decision making processes.
However, it is also possible that the rules of thumb have the
potential to be used as a component of a larger programme of
education and training about dementia care in acute hospitals, but
not a requirement for use. To ensure families are aware of the rules
of thumb and how they can be used, it is important that staff in
hospitals raise awareness of the rules of thumb for families and
patients, providing them with the opportunity to read through and
think about any personal additions they could make to them which
would benefit staff decision making.

5 | CONCLUSIONS

This process of framework-building led to an evidence-based support
document that reflects the needs and experiences of people living
with dementia, family carers and professionals. Thus, synthesising
diverse quantitative and qualitative evidence to build support
frameworks is a feasible approach to better address the needs
of patients living with dementia in the acute hospital setting.
The result is a framework which is now ready for evaluation and

implementation.
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