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Abstracts
Cri tRecvailewLOot et heure
B a ¢ k g r RositivelBBehaviouralSupport (PBS) based interventions for challenging behaviour
should be routinely monitored and evaluated through the use of outcome measures. For PBS
based interventions to develop and evolve, outcome measures must expand from only measurin
behaviour chage to measuring the broader issue of quality of lifes éssential that these
measures are psychometrically robust.
Me t h A gystematic search was performed across four electronic databases to identify
measures of challengirgghaviourand quality of ife. Measures were included if they were
developed for adults witimtellectual disabiliesand reported psychometric properties in the
original paper or subsequent validation studies. Measures were critically evaluated on their
psychometric properties (specifically their reliability, validity, responsiveness and on their
acceptability, feasihily, and precision). The Characteristics of Assessment Instructions for
Psychiatric Disorders in Persons with Intellectual Developmental Disorders {{D&ARsand
established psychometric criteria guided the quality appraisal.
R e s uTiwénsrone measuresere identified, all with varying levels of psychometric
robustness. ThiEealth of the Nation Outcome Scales for People with Learning Disahilities
Caregiver's ConcerrQuality of Life Scale Behaviour Problem Inventoi$hort and the Choice
Questionnaire wre rated as having the strongest psychometric properties.
Co n c | uAdormmbmation of measures is recommended for services to use at an individual
and service level for evaluating PBS based interventions. Further research is required to replicat

thesefindings and develop new psychometrically robust instruments.

Keywortdatell ectual Disability, systemat:.

|l ife, psychometric properties, reliability,



Service | nPprrog veecme nt

This project aimed taouex@indr eneanloirryi @isares
and to evaluate the feasibility of a new as
(i ncluding an MRI scan) wi tthhea eBreairrc hHeglptohr
(BHC) .pArt-wbdrmildot) qualitative design was
took pastructsemd interviews. Thematic anal
frompiplr@t anal ysmesmosruyg gcelsitneidc st hnaeteded t o be
hopeful the BHC would help improve diagnosi
the importance of i mgriawinmg tpat isarmptp goidlr.cet Tahn
data i helucpdcL9obnCeerdice delivery, and t
pilot, including a process of refinement an

pil ot and areas for I mprovemenot shreawcoearsvid

Keywomednsor y assessment, dementia, serviec



Mai n Research Project

BackgrBeople with Intellectual Disabilities
psychologicdparnhteuVvant yona mainstream seryv
reasonabl e adjustments, including the absen
Adapt ed veradiildemnastiQuobfs tti hée( RFEIIDa reedhGe ner éAhk B ety
Di sd&€¢( GADhave been created for adults with
psychometric properties.

Met hdde adap9 eadn dP7THEADd t he Gl asgow Depressi
( GDISD, -GBS were administer edg-onmardt7i mduddts tw
clinical group and 26 formed the community
validity was tested by amd-7*@hkdtth Atdh dam@&D BGAEP
Reliability was conessi gatey ccasti g ainead gyrsn as|1.
ResuThe :adapdt eadn dPPTHE®r e abl e to discriminat e
community sample in terms of the total scor
Participants i n tshiegrcilfiindamnatl!|l ys abmpdOheé(rs 9o =tdh
2. D8, .03, -79.50W461 )[ asnt(4 5BRDH2, . 001,-7982,0CA] )|
than participants in the 9ommunet gt s-dhwi € h
r(47) px .O®®1) and {ffheoadapte@dOrAYBBGEGN p=he 7GA.
< .)0.01The aedaptCad athth@®@4b0.s91) and t kh/e (aCdaopntbeadc
a=. 86C. 77) had good intermna&lt escdangiedtiamady idry
Concl uBhe®nasdapot eadn dPPTHGAPpear valid and relia

routine clinical practice.

Keywordaeatell ectu-8| BA®apbsiylcihtoymetPrHQ pr op

measur es
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I ntroducti on
come Measures for Adults with Intellectu
Using routine outcome measures is a req\
sidered best practice (Department of Hea
ress between treatment sessions and can

come measures should therefore be part

h client goawisd easobweelclt i vseesvamide nm aT h ey ath
nically relevant, and culturally approp
itionally, commissioners require outcome
en |l inked to furndiicmegs.and i nvestment in s
The Learning Disabil i tsyt aRresf e shsaito ngao o dS ec
d to be reliable, val i d, appropriate, [
sur es of t en need t o be adabtedbiflorti es

ommodate communication difficulties (e.
ure they are acceptable to thesbeserrdemneb
| D popul ations,ahdwedérot heee of measdgno
vices (Hatton & Tayl or, 2013). The wvarie
t suitable for t he ei ntad2n0dledd) . p uQ utocsoeme ( z
sideybablylengsh, psychometric properties
(HeetmaalB0O11) . Decision making for me as u
refore bedwhméecomepasmreg must bey palyshor
be feasible to implement I 6L earsryi nige ab it
f essi onal HoSweenvaetre,, o slileb)e b o c o me ,menp s OV € ¢

cking of i nftoerr viedt pwiplulledctiuorc molghi S poses



I mproving the evidence base by conducting

popul ati on.

Challenging Behaviour in I D and Specialist

Chall enging behaviours are commoade i matie
estimated at 10 to 20%e{Caf@pé&bD)et 6&€hall 2049H
socially constructed ter m, i nvol ving both i
spectrum oifnblepiysapuabl anadgvesbi on, damage
and repetitive behavdoypyusjodel behaenowur s ar
Nati onal I nstitute of Heal th and Care EXce¢
negati ve cotnlse qiuredhicweisddalr, the family, and
Il npatient assessment and treat ment uni ts.
behaviour were often placed in hospitns soforl
abuse scandal s (e. g. Wi nter bBbwbm,e VWOH4 s an
Further mor e, i ndividual s wi t h | D and c hal
di sempoReyatd Col |l ege oThe sTyrcahn saftariasitfsh e 2adrOe7

of Heal t h, 2012) has started to address t he

more people with I D and challenging behavio
close to home. ThisshasveeBehavi mpre®eppbny

provi deemdrmrsean care and to monitor services.

Providing PBS based interventions to me
behaviour and their families ysamashibhtensopD
(1 STs) have been rolled out nationwide to h

Community Teams for Peopl e with Learning



Il ndividual s wowhal pepegemgoQnriet mudi t reported ¢

a CTPLD was for challenging behaviour (SI at

Positive Be@lpavitour

PBS i s -cae pterrecdommud nent framework for inte
chall enging behaviour and i mprove the qual.i
Academy, 2017) . PBS i s raencddhhremémnddd sthy PNIyCH
(BPS, a2aa@04 )mpl emented by many | Di segdom.ceBBS$
applied science that uses educational and
Behaviour AnahysiisncAPAcreantterde d p evrasl oune s and
nor mali sation/inclusion movement2O0Q@mmal Met a
behavioural interventions have shown PBS to
severity of challenhgad@0dephideyvaer (eHa raladil. 2,)
However, me aseurdinmge nosniloyn st h(eass often the ca
evaluate the holistic effectiveness of PBS

di mensions shoulithal perpbenmmeagqualkidty of (.

opportunities, reduction in inpatient admis
persondéds and family/ carersé wellbeing and
Learning Disabilities [ BdhibDat,r i2s0tls6,; 2R)o0y7a)l.
PBS is that it is data driven, thus it | end
measures related to both challenging behavi

The | iterature recommendgds & essa toeapfo soeudt cto
out come .Fweraseuxreempl e, it has beendatap one b eth
change, quality of | i-Merett aaB0%$46)ri aBakat i dnt

comment t hat hiatviiosurahl iokglcyomlkese can be rep
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ecommend a battebyg o$edme@sugesqgebabutgdg of |
scal es, chall enging b eahnadv i @ mmuinn ftoyr m@art t i noe
Nevergs hetksre regnaiihadncae lamck agdreement abol

should be routinely wused iaduwatltsht il dn (tBd Sg h 4

Two systematic reviadvswitodsh QML hnaevaes ubleeesn f
et, a01lTowWwbend et al ., 2012), howee/ear tonmeada
and there have been new outcome measures [
partici paRoboeartt(saBO9LOB) has a.l sko weeveenr ,p utbhl e rseh
systematic and critical review of research
out c oneedsuvfitash | D who have chall enging behavi
continue to deeaed wrmpi mrdotvod mees must expand
change to also measuring the broader i ssue:
with | De(KaRoak&DEbwi 2014) prAddeedmédryt The |
oPsychindhey BRBSkBu hQ,p supperctosnmemidsatn on. Fu
i nvestigation at Wi nterbourne View (Depart
outcome measures for chabpéergiwrmgn dpetkehs\bindu riv
recognition that such measappepsoaclk @EBhepartn
2009). Addasi snuggéygted above in relation toc
Team for I nclusion ( NDITdg me emeammemas ftdhre e
they are good value for money adhasadei ablke)

for a group that is often marginalised and

No comprehensive revicecfw auwmtcd aurdé nrge aas Wrr eoss
with I D whose behaviour challenges appears

document recommending informant measures ar



ment al well beingurchaglulaéngiyngfbehdwei and f
the report did not conduct a systematic se
psychometric properties of the outcome mea
evmdte the measures. The current review air
search and evaluat-reepgdiret qasrad i it ryf @rf marott /hc asree
for PBS based interventions f oat iaodnusl tasb owitt

outcome measures that can currently be used

Ai m

The aim of this systematic review is to e

i ntervent i ofnosc u ssopvetcciof mec anhelays ur es f @am dc QRDILI. e

The review aims to critically evalwuate the

and provide guidance on the most robust out

use. The review aims to amsswer the foll owin
What are the psychometric strengths and
How responsive (detects change over tim
outcome measures?

Wh at outcome measures could services use

Met hodol ogy
Figure 1 depicts the | iterature search p
Reporting | tems for SAnsaleynsaetsi ¢f{oFRReIvI, MAZD 081N d
Search strategy
Online databases (Psychlnf o, Medl i ne, EN
rel evant artiOclreess uilnt iJnagn uianr ya 2t0o2t al of 30 a

Searchesuweiria@ Aeril 2a021l1siaxndaran cddedsi twieane i



al Yesarsc hwetreer msdenti fied from previous | ite
ing synosymbag Skelyrcbbut come measur es, c hal
ychometr{iseprApee ncirieesasAe)th gveBeol ean sear ch
uncation symbols. The swhosé& wasmai yni &ie
tabl i sh ppsoycelrameetsr iodf tMeasdown &D men anewmdaid ec
il i sed wi tAhitn cd eRBB 3 extdiedly p@®e ber @ wudbet we th e jdc
antitative studies, and written 1in ctlrees BR&AnN
existing reviews in the field were check

blished by the British Psychological Soci

l nclusion criteri a

Articles included ien ftohd orwawigewrhacdcrtia: me
l ncluded partiAnyandwerwittyh dfb | D was i nc

Spectrum Disorders (ASD) were only inclu

Partiagpdni8 years or over (i f sthudy troedg
18 or over Dwe btsociotpleed wmwdad )f.easi kRialsiwtsye glo f

l dren with | D wer e ndotn iandcull utdse da nads |

=
o
>

services

Reported on the psychometric properties
or chal | en gpisnygc hboenneatvriiocu rp r o pienrctl iuedsetdbe t €
abstract.

Articles had to be evaluating psychometr
outcome measur e.

Measures cou-tdpbetenthenfsembnt pasedn bu

with I'D (e.g. not carerbés attitudes to t



The main author screened all titles and
screened 60% of the articles at the sttedni
I n 89% agreement and a Kajpma scoef fiincitdret gamfc
rangeandi s & KAdH, tidhaAa)lly, a random sampl e
icdhependently revi erweetderbyr ebl.iGa b iwiitthy kdnecéemesds
Advice was sought from a third reviewer (KT
di screpancies that were unr edolrwebictwetrive e s
from reference checks were not avaiclcaelssadbd te

unable to access #H8)d copies due to Covid



L
Psychinfo Medline EMBASE CINAHL Grey literature
n=911 n=672 n=1,524 n=:622 n==%§
g
g=
|
E I
-]
= Results
n=3,729
n = 3,737 (including grey
. literature)
A
Y
666 duplicates (auto)
[=TH]
=
g
g h
“ Records screened Records excluded
n=13,071 > n=21832
.
" h 4
n =239 n = 55 duplicates deleted
Records screened for > by hand
cligibility criteria
n=184
Excluded (title and
abstract)
n=103
2 *  Wrong population
= o Under 18 (17)
= o ASD only (3)
i’ra R o Psychosis (1)
¢ Qualitative (6)
» Mot accessible in English
2)
+ Not English measure (38)
* Not related to research
question (25)
+« (Can’taccess paper (7)
v »  Review paper (4)
Full articles assessed for
\ eligibility R Excluded n=51
n=81 *| = Not related to research
Reference checks question (38)
n=6 articles (11 > *  Wrong population (4)
b= articles, but 5 L * Not English measure
[F] 2
E unable to access) Articles included in (3) ,
2 review o Full text not available
- n=736 (3)
(21 outcome measures) * Not designed for
PWID (3)
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|l owchart
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Data Extraction and Quality Appraisal
Data were extracted intbeEmaeh aundhedi tPE
i ncluded participant demographics, descript

properties of the measure based on the Char
Di sorders in Pealsobsveli dopmeémt-eDDRicEer dengef¢

2013). TMDeD GAaBs been designed to evaluate t|

ment al health tools for people with I D and
measuthbhese I D field (Flynn et al., 2017). It
i nstruments and-bsaspporcthoiare eofi dehrecedbest 1 n:

The AADPP>s was used alongsi de psychOdmet raincd cr
Fit zpett,ra(clk998) t o aguwirdaei stahhes iqounasl ietwaé sitat e d
devel opment and measurement characteristics
and feasibility. Out compeo inmmeta ssucrael se W etr-fe adrxactee
-poor) using standard inter pSed aflabamedg 2i deolIr

psychometric definitions and coding criter.|



Tabl e 1
Criterion Definition
Reliability A reliable measure is one that produces consistent results f

Internal consistency
Testretest reliability

Inter-rater reliability
Validity

Content

Construct

Convergent validit
Discriminant validity

Criterion
Concurrent

Responsiveness

Acceptability

Feasibility

Precision

the same respondent over time

Measur ed by Cr o-hdf elalilify estinsatep |
Degree to which test scores remain unchanged when meas
a stable individual characteristic on different occasions
Degree of agreement among raters

The extent to which a measure really measures the concep
it purports to measure.

The ability of a measure to tap all the relevant aspects of th
attribute it is intending to measure.

Hypotheses generated and a measure tested to determine
whether it actually reflects these prior hypotheses.

A measure converges with other indicators of the same con
A measure demonstrates low levels of correspondence with
measure that represents another concept

Calibrate measure against a knostandard or against itself.
A new measure administered at same time agxisting
measure and the two are correlated

Does the instrument detect changes over time that matter t
patient?

It can be discrimini@ve (between individuals) or evaluative
(within an individual across time).

Is the measure acceptable to users?

Practicality of administration

Time taken to complete

Length of instrument

Translations

Access by ethnic minorities

Readingage

Is the measure easy to administer and process?

Cost and burden to administrative staff

Electronic scanning options

Scoring systems

Training package

Training manual

Support from measure developers

How precise is the measure?

Interpretability

Normative data

Definitions

of

psychoQumehtirlilZ0Odpt8 oaple.r,t i es

(t ak



Tabl e 2
Coding criteria (adapted from Fitzpatrick c
Criteria Rating Interpretation guidance
source

C o h ekappas 0.751 ++ Landis and Koch

(for inter-rater 0.61-0.75 + (2977)

reliability) 0.41-0.6 -
<0i0.4 --

Cronbachés 091 ++ Cicchetti (1994)

(for internal 0.80.9 +

consistency) 0.7-0.8 -
0.00.7 --

Intra-class correlations 0.7-1 ++ Cicchetti and Sparrow

(ICC) 0.50.69 + (1981)

(for inter-rater reliability 0.49-0.3 -

and testetest) <0.29 --

Correlation coefficient  0.7-1 ++ Hinkle et al., (2002)
0.50.7 +
0.30.5 -
0-0.3 --

Validity Reports three types of validity tests ~ ++ Cahill et al., (2008)
Reports two types of validity tests Fitzpatrick
Reports onwalidity test +
No validity estimates reported -

Responsiveness Significant differences found between ++ Fitzpatrick
groups or within individuals.
Norsignificant trends found between
groups or within individuals. +
Not address#

Acceptability All components described ++ Fitzpatrick

At least one component described +
Not addressed -

Feasibility All components described ++ Fitzpatrick
At least one component described +
None described --

Precision All component described ++ Fitzpatrick
At least one described +
None described -

++Excel+tl entBoeda=geFaFr Poor

Resul ts
Twemtnye out come measures were identified
properties, 14 measured QOL and seven measu
outcome measure was evaluated and given a t

psyanetri c domain (3 points- fand+®, -)p2iwmiotisf :



hi gher scores suggesting overall strong psy

overall poor psychometric properties

QOL Resul ts

Seven of the QOL enpeoarstu rBeesa swerrkes seelsfment ¢
Satisfaction in Per son(sBASSEha baonv al zn,t eeltl eaclt.u,a
Guernsey €Cammuei prti on anfGCHLABakel AsZ@8 & )ne
Satisfadit$Beabcéa&l-BhadbeMay8and Ask MMeMP Pr o]
Bonham et, alWMANEIDRGL)2ka aPMu8)X i faceted Lifes
ScaMeS;slarner & Heals,onhd993Wel |l being I(RARAWHE D | nt
Mc Gi |l Il i vrayThetmeabwpepe 800D bfacsrérmla retgi ver-QsalCiony «
of Lif(eC@Bxthwi n & DEWBal BALdiptny odf QuiafEQLI nst
Nottda , aRPOOKMgalatnd of the Nation Outcome Scal e
(HONOISDRoy et .adbof Z2Mm2@®OLres had both a sel
Choice Quéedtainadn difreéd 9 ®lampmeeniteerys,i ve Qual ity
I ntell ect (col@OR BabGudeamegty aMas|l A @9XK3sessment
Scaileesarni ng (MABN&MI IS kiirersow g nRdeQturlayé, i t2y0 0Bf) L
Questi @OrGgRapkeey al X&) Bhbdesacri ption of t he
Tabl,ess,4 apdriBeomeliability, validity, accep

and overall strengths of their psychometric



Table3

Description of QOL related measures and demographic data from studies

21

Study Characteristics

Measure Description Administration, number of items, rating, time  Study Sample ID severity

to complete (n, mean age, gender,
country)

BASSPID Assesses service satisfaction and QOL. Items include Administration: selreport questionnaire, (Lanovaz, et al., N :98; 57 males, 41 57% mild; 41% moderate;
following areas: service delivery, interpersonal relationshig administered by tiaed interviewers. 2014) females 2% severe (based on
respect of rights, physical environment. Item: 15 Age: 39 (range 18 available data, n=53)
Visual support with smiley faces. Rating: 3point scale, additional 2 open 73)

questions Country: Canada
Time: < 20 mins

CC-QOL Proxy measure completed by caregivers assessing health Administration: informanteported (Unwin & Deb, 2014) N: 100; gender NR Mild to profound
related QOL. Reported as a holistic measure to assess questionnaire Age: NR (18 and over)
outcome in adults with ID who exhibit aggressive behaviot Item: 16 Country: UK
Comprises two parts to measure two constructs, namely  Rating: 5point scale
outcomes for caregivers, in relation to concerns they have Time: 5 mins
about the person they care {€C) as well as QoL for the
adult with ID. The Caregiver Concerns (CC) subscale and
QoL subscale each comprises 8 items respectively.

Choice Instrument assesses the degrepavonal control, or choice, Administration: selfreport by interview or (Stancliffe & N: 30; 15 males, 15 8 mild, 4 moderate, 18

Questionnaire exercised by PWID. Covers 6 life domains: domestic matte completed by informant Parmenter, females severe
co-residents and staff; money and spending; health; social Item: 26 1999) Age: 35.6 (range 18
activities, community access, and personal relationships; v Rating: 3point scale 57)
and day activities; overall choice. Time: NR County: Australia

comQOL-ID Consists of 2 axes; one measures objective QOL, the othe Administration: seHreport questionnaire. A (Cummins, McCabe, N:59; approximately NR
subjective QOL. Each axeomprises 7 domaingaterial parallel scale for a thirgarty to provide Romeo, Reid, & gender balance.
well-being, health, productivity, intimacy, safety, communit vicarioussubjective responses is available if Waters, 1997) Age: 37.2 (range 17
and emotional welbeing. required. 63)

Pictorial smiley to sad faces used. Item: 21 County: Australia
Rating: multiple rating scales dependent on
pre-test results. Binary,-point, 3point or 5
point scales
Time: NR

EQLI Objective wellbeing. The instrument elicits staff evaluation: Administration: proxy questionnaire (Nota, Soresi, & N: 248; 135 males, Males:20% mild, 74.1%
of the satisfaction experienced by the individuals they Iltem: 18 Perry, 2008 113 females moderate, 5.9% severe
support. Items examine the quality of service received, Rating: 5point scale Age: 31.4 Females:27.4% mild,
satisfaction with opportunities for social interaction, and Time: NR County: Italy, UK 64.6% moderate, 8%
environmental charadatistics. severe

GCPLA A measure of community participation and the use of leisu Administration: selreport (Baker, 2000) N:12; gender NR Severe to profound
activities.Produces both quantitative and qualitative data.  checklist/questionnaire administered as semi Age: 279 (range 20.2
Items include services, public transport, indoor leisure, spc structured interview 1 38.7)
and recreation, activity, social, and facilities/amenities. Iter Item: NR (53 checklist items) County: UK
are rated for frequency of activity and level of contact (e.g. Rating: 5point scale
supervised, ane). Time: NR NR

GCPLAR Revised version of the GCPLA Administration: proxy questionnaire (Baker, Taylor N:153; 87 males, 66

Item: 23 items
Rating:6-point scale
Time: NR

Roberts, & Jones,
2021)

females

Age: 45.18 (range 18
74)

County: UK

BASSPIDBrief Assessment of Service Satisfaction in Persons with an Intellectual DisaB{IHQOL Caregiver's Concerruality of Life ScalecomQOL-ID Comprehensive Quality of Life Scalltellectual Disability;
EQLI Evaluation of Quality of Life Instrumen@CPLAGuernsey Community Participation and Leisure Assessiv@&iot ReportedPWID Person With Intellectual Disabilities
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Table3 Continued
Study Characteristics
Measure Description Administration, number of items, Study Sample ID severity
rating, time to complete (n, mean age, gender,
country)
HONOSLD Measures health and social functioning of people experiencin¢ Administration: Proxyguestionnaire (Roy et al., 2002) N: 372; 236 males, 136 152 mild, 121
mental illness. Item: 18 females moderate, 13
Rating: 5point scale Age: NR profound
Time: NR County: UK
(Tenneij, Didden, N: 79; 51 males, 28 Mild,
Veltkamp, & Koot, 2009) females borderline,
Age: 29.5 severe
(Turton, 2020) County: Netherlands NR
N: 2,109
Age: NR
Country: UK
LSS Assessesatisfaction with their livessatisfaction with their Administration:Self-report (Heal & ChadsesRusch,  N: 38; 18 males, 20 NR
residence, their community setting, and their community servic questionnaire, administered as 1985) females (intermediate
Iltems grouped into community satisfaction, friends and free tin interview Age: 31(range 20 61) care facilities/
satisfaction, satisfaction with services and general satisfaction Item: 29 County: USA apartments)
Rating: binaryi yes/no (Yu, Jupp, & Tylor,
Time: 20 mins 1996) N: 49; 29 males, 20 NR
females
Age: males =39.4,
females = 43.55
County: Australia
MAMP Assesses consumer perceived QOL, based on eight core qual Administration: selreport by (Bonham et al., 2004) N: 923; 526 males, 397  32% mild,
life domains. Measure is an adaptation of the Q@ LSix interview guestions/survey females 20%
guestions for each of the eight core QOL domaisscial Item: 56 Age: range 18 64 moderate,
inclusion, sekdetermination, personal development, rights, Rating: 3 responses (favourable, County: USA 18% severe,
interpersonal dations, emotional wellbeing, physical wellbeing, neutral,unfavourable) 17% profound
material wellbeing. Time: 20:30mins 10% aveage
Uses pictorial smiley faces as well as numbered scale. intelligence,
3% unknown
MANS-LD Measure of subjective QOL. Can be used retrospectivly and  Administration: Selreport (Skirrow & Perry, 2009) N:12; gender NR NR
prospectively. Items cover safety needs, love and belonging  questionnaire or proxy Age: NR
needs, selesteem needs, and salftualisation. Item: 19 County:UK
Rating: 5point scale
Time: NR
Mini-MANS- Subjective QOL measure. Items inclusiisfaction with Administration: SeHreport (Raczka, Theodore, & N: 33; 14 males, 19 87.89% mild,;
LD environment, safety, social relationships, esteem and self guestionnaire Williams, 2018) females 12.11%
actualization, overall life satisfaction. Items cover Maslow's Item: 9 Age: 39 (range 2269) moderate
hierarchy of needs. Rating: 5point scale Country: UK
Pictorial and verbal scale, colour coded smiley faces. To be us Time: 6 mins
in conjunction with a healtrelated QOL measure (ERD-Y).
MLSS Is the modified version of the LSS. Assesses satisfaction with Administration: Interview (structured) (Harner & Heal, 1993) N: 149; 63 males, 86 59.67% mild,
living arrangements, personal relationships, reweaind leisure, i self-report females 24%
employment and degree of selifection. Designed to be Item: 58 Age: 40(range 1881 moderate, 8%

answered by individuals even with limited verbal skills.

Rating: 5point
Time:20 mins

County: USA

severe, 1%
profound

HoONOS LD Health of the Nation Outcome Scales for People with Learning Disahilitgsl ifestyle Satisfaction ScaleMANSLD Maslow Assessment of Needs Scdldearning DisabilitiesMAMP Maryland
Ask Me! Project MLSSMultifaceted Lifestyle Satisfaction ScalR Not Reported.
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Table3 Continued
Study Characteristics
Measure Description Administration, number of items, Study Sample ID severity
rating, time to complete (n, mean age, gender,
country)
PWI-ID Measures subjective wellbeing. Iltems ask people how satisfiec Administration: selreport (McGillivray, Lau, N: 114; & males, 52 82 mild,

they are with eight life domains: standard of living, personal  questionnaire, conducted krained
health, achievement in life, personal relationships, personal se interviewers
communityconnect edness, future s ltem7
spirituality. A reduced choice format, illustrated as a series of Rating: 1tpoint scale. (§3-, 2-point
outline faces, from very sad to happy, is provided to enhance scales available dependent on cogniti
comprehension. ability)

Time: 45 min

QOL-Q Measures four factors; satisfaction, competence, empowermel Administration: selreport
and social belonging. questionnaire and proxy (by 2
independentespondents)
Iltem: 40
Rating: 3point scale
Time: 2030

Cummins, & Davey,
2009)

(Ragey, Ridgway, &
Beyer, 1998)

(Stancliffe, 1999)

females
Age range 18 60
County: Australia

N: 13; 7 males, 6 females
Age: range 35 65
County: Australia, UK

N: 63; 28 males, 35
females

Age: 34.8 (range 1&1)
County: Australia

32 moderate

15 mild, 19
moderate, 29
severe

PWI-ID Personal Wellbeing Index Intellectual DisabiligOL-Q Quality of Life- QuestionnaireNR Not Reported
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Table4
Reliability of QOL related measures
Measure Internal consistency (alpha) Testretest period andoefficients Inter-rater coefficients
BASSPID Overall .81 N: 32; Period: 10 weeks N: 23 parents (compared with patient scores)
Coefficientsr =.76 Coefficientsr =.27
CC-QOL CC .85, QOL .80. N: 52; Period: 1 week N: 50
Coefficients: ICC = 0.81 for CC arii80 for QOL Coefficients: ICC = 0.67 for CC and 0.63 fQOL.
Choice Self-report .81, staff response .90. N: NR; Period: NR N: NR (staff reports only)
Questionnaire Coefficientsr= .95 for selfreport, .89 for staff report. Coefficients:r= .86
comQOL-ID Overall .56 for subjective scale, .68 for N: 34; Period: 12 weeks N: NR
objective scale. Coefficientsr = .87 for subjective scale= .82 Coefficients: NR
objective scale
EQLI Overall .90. Factors-3 were .87, .85, .73 NR NR
respectively.
GCPLA (Baker, 2000) N: 9; Period: 2veeks N: 12 (carers)
.93 for frequency of contact, .82 for type of  Coefficients:r =.87 (ranges .56 to 1.00). Coefficientsr =.83 (ranges62 to 1.00).
contact For carersr{=12),r = .83 (ranges .46 to 1.00).
(Baker et al., 2021) N: 16; Period: 15 days N: NR
Overall .75 Coefficientsr =.91 (ranges .61 to .95). Coefficientsr = .69 (ranges .1:35)
HONOSLD Ranged between .74 and .89 N:NR; Period: not clear N: NR
Coefficientsr = 0.626 to 0.669 Coefficientsk = .60- .85,r =0.96; ICC = .72 (N=
48)
LSS Overall .85. Subscales ranged from .66 to .85 N: 27; Period: 429 days N: NR
Coefficientsr = .74 (total score). Ranged from .44 Coefficients: ICC =.95 (total score) Ranged from .
to .83 to .98
2 raters scored 88% reliability (Yu, Jupp, & Tylor,
1996)
MANS-LD NR NR NR
MAMP Core domain scales ranged from .70 to .76. NR NR
Mini-MANS-LD Overall .74 N: NR; Period: NR N: NR
Coefficients: NR Coefficients: NR
MLSS Overall .88. Domains ranged from .56 to .92. N:76; Period: 464 days N: NR
Coefficientsr = .70 (overall). Domains ranged from .1 Coefficients: ICC = .99. Domains ranged from .81
to .85. to .97.
PWI-ID Overall .76. N:31; Period: 12 weeks NR
Coefficients:r = .58,ICC =.57
QOL-Q Overall .90, range .60 across domains. N: NR N: 63 (staff: staff), 13 (staff: client)

Period:2 weeks
Coefficientsr = .87 (range .80 to ..96)

Coefficients:r = .83 to .88 (staff: staffy. = .82 for
total score (staff: client). Empowerment factor not
significant,r =-0.43).
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Table5
Validity of QOLrelated measures and other psychometric properties

Measure  Validity Responsiveness Acceptability Feasibility
Content Criterion (concurrent)  Construct (factor analysis,

convergent, discriminant)

BASSPID Based QOL theory. NR Factor analysis NR Reported acceptable Free to uséor clinical,
Experts, stakeholderservice Convergent: 93% consistency by service users. educational, and research
usersinvolved in development. between closed and open purposes.

questions.

CC-QOL  Expertsservice userand Concurrentcorrelations NR N=61 Reported being usel Administered in clinic;
carers involved in developmen with MOAS CC: r Completed at baseline, friendly, easy to Caregivers reported finding
Interviewed care givers to =0.41; p <0.01 and 6 and 12 months. QOL complete by the items relevant,
assess face validity. Items QolL: r=0.22; p<0.05 scores remained stable caregivers. guestionnaire was easy to
broadly cover the 8 domains ol and with ABC overtime (T1 mean = Completed wthin 5 understand, found the
QOL (Schalock et al., 2002). irritability scale CC: r = 19.34 (SD 5.79); T2 minutes. scoring system appropriate
Modelled scale from other 0.46; p < 0.01 and QoL: mean = 20.36 (SD Caregivers did not
HealthRelatedQOL in nonID r=-0.21; p <0.05. 5.38); T3 mean = 20.51 consistently miss out any
field. (SD 4.63); F(2, 120) = items.

2.67,p=.07,n=61). Free to use
CC scores significantly

reduced over time

(x2(2) =13.12,p

=.001, n = 61).

Choice 15 experts, extensive literature Concurrent: correlated Discriminant: tested against livink NR Wording deemed Free to use

Questionn searching and empirical with QOL-Q environment @tests computed acceptable and

aire evaluation. Report satisfactory Empowerment scores, between semindependent living prompts to
content validity. Questions are =.79 for selfreport,r vs group homes). Results for sel questions helpful.
about who makes various =.83 for staff reports. report t(24) = 4.26p=.001, for
choices and factors which staff report, t(37.8)=5.30,
prevent the person from having p<.00005.
free choice.

com Based on QOL construct. NR No significant correlations NR No resistance from Research assistts trained

QOL-ID between objective and subjective clients, pretest in administration. Manual

scores, withthe exception of found entertaining. available upon request.
objective health correlating with Free to use

health importance and health

satisfaction.

Described comparing with
university students without ID bu
no correlations reported.
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Table5 Continued
Measure Validity Responsiveness Acceptability Feasibility
Content Criterion (concurrent) Construct (factor analysis, convergent,
discriminant)
EQLI Experts involved and multiple Exploratory and Confirmatory Factor NR NR Free to use
phases of development, removin¢ Analysisi support for 3factor structure.
items afterservice usefeedback. Convergent; correlated with Quality of
Life Index (n= 64)r=.31 to .63.
Discriminant; correlations between
EQLI and FBFSy = .04 to .24.
GCPLA (Baker, 2000) Concurrent: (n=11) NR NR NR Norms reported
10 experts rated items as relevan Correlated scores with the Free to use
to the concept of community LEC, r = .55 t0.74.
participation and leisure. Modifiec Correlated GCPLA with
from Seager 6s ( diarydatar=.68.
interview for community contacts Correlations between
GCPLA and BPI and ABS
GCPLA (Baker et al., 2021). Concurrentcorrelated with  Principle Component Analysis NR NR Free to use upon
-R Focus groups with family, care diary datar=.64, ICl,r Discriminant; correlations with gender, request
staff, adultswith ID, and =.63, Shortened Adaptive  (t(151) < 1, p >.37) and with age (r =
professionals reviewed items. Behaviour Scale, =.16 10. 47, p < .001,
scoreshbetweeradultswith ID and a
sample of staff
HONOS Concurrent: correlated with  Convergent: correlated with ABC, Significant Clinicians rated itas  Requires training.
-LD ABC, r =.49t0 .52 r= .67 to .76. (p<.001) simple to use. Report¢ Not free to use
Correlated with HoONOS, Exploratory Factor Analysis (suggestin difference acceptable to
=.721t0 .86 possible 3 sulscales) between T1 and cliniciansi language
T2. appropriate
instrument easy to
understand and use
LSS Refined from the Residential NR Subscale correlations ranged from .00¢ NR NR Interviewers trained
Satisfaction Scale. to .918. Freely available

Discriminant; 2 different groups based
on facility types, showed significan
differences in general satisfaction and
community environment. Total
satisfaction scorer=.168, p<.05
(between facility groups).

Subscale correlations ranged frebn26
to .59.

LSS scores correlated against gender,
time spent in wards, contact widumily

ABCAberrant Behavior ChecklisBBSAdaptive Behaviour Scale (Nihira et al., 197BRI Behaviour Problem InventorfEBFSFate Bene Fratelli Schedule (Nota & Soresi 2003); Index of Community

Involvement (Raynes, Pratt & Roses, 191HC Life Experience CheckligAger, 1990), Quality of Life Index (Campo et al, 1996)
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Table5 Continued

Measure Validity Responsiveness Acceptability Feasibility
Content Criterion (concurrent) Construct (factor analysis,

convergent, discriminant)

MANS-  Rooted in social validity (Wolf, NR NR Used retrospective Easy to use, a Freeto

LD 1978), Masl owds version and calculated carers, staff, service BPS
needs (Maslow, 1943) and humai before and after change commissiones. Easy read and  Faculty for
rights and humaneeds. Experts (N=12, moved from non-easy read versions. LD
involved in development. institution to community). members.

Significant changes
reported.

MAMP  Service usersreated some of the The 8 QOL domains NR NR Adults with ID interviewed Interviewer
questions. Pilots conducted with ~ significantly correlated adultswith ID. 68% answered al provided
interviewers and researchers, with each other (p<.01) 56 questions. oneday
dropped 7 items. Items relate to € but varied in magnitude training
core QOL domains. of correlations, ranged course.

from .35 t0.69.

Mini- Items relate to the 8 QOLdomain Pear sonds ¢ Correlated with EGD-Y (health  Evaluative: no significant Rated easy to use by Free to use

MANS-  proposed by Schalock et al., 200: with PWI-ID. r = .67 state scorey, = .51. changes in scores betwe¢ administrators andervice users

LD and Mas!| owo seeds.i first and second Significantly easier to administe
Experts and service users administration (~4 maths and significantly more
involved. Adapted from MANS later). acceptable bgervice users
LD. compared to PWID.

Quick to complete

MLSS Modified from LSS. Review of Convergent: NR NR Interviewer
literature, exp#s involved in Total MLSS score correlated with provided
development of measure. Personal Caretaker Questionnair with

r =.44. Total MLSS score training.
correlated with QOtQ, r =.-.18. Measure,
33% shared variandeMLSS training
reflects substantial lifestyle and scoring
satisfaction variance of QOL materials
scale. available
Discriminant: correlated against for free by
age, sex, level of ID, living facility contacting
by regression analysis. first author.

PWI-ID  Theory of Subjective Wellbeing NR Exploratory factor analysis NR Easy, convenient to use, simple Free to use
Homeostasisd (C factors confirmed using principle and coneete language and
2002; Cummins & Lau 2004).. components analysis. 2 factors option to substitute numerical
Developed by international group explained 57.9% of variance. responses with
of scholars. Evolved from com All domains correlated
QOL measure. significantly w

ranged between 0.27 to 0.44.
QOL-Q NR NR NR NR NR
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Outcome Reliability Validity Responsivenes Acceptability Feasibility Precision Score
Measure Internal Testretest Inter-rater

consistency
BASSPID + ++ -- + NR + + NR 11
CC-QOL + ++ + + ++ ++ + NR 17
Choice +++ ++ ++ ++ NR + + 15.5
Questionnaire
ComQOL-ID -- ++ NR + NR + +/++ NR 9.5
EQLI ++ NR NR ++ NR - + NR 9
GCPLA/ + ++ +++ ++ NR NR + + 14.5
GCPLAR
HONOSLD + + ++ ++ ++ ++ + NR 18
LSS + ++ ++ ++ NR NR + NR 13
MANS-LD NR NR NR + + ++ + NR 9
MAMP - NR NR + NR + +/- NR 6.5
Mini-MANS- - NR NR ++ + ++ ++ NR 12
LD
MLSS +/++ ++ ++ ++ NR NR +/++ NR 14
PWI-ID - + NR +/++ NR ++ -[+ NR 10
QOL-Q ++ ++ ++ NR NR NR NR NR 9
++ = Excel FAavretr g eEa-iGoPador , rERoxr t eat

BASSPIDBrief Assessment of Service Satisfaction in Persons with an Intellectual Disa®@H@OL Caregiver's Concerruality of Life ScalecomQOL-ID

Comprehensive Quality of Life Scallmtellectual Disability,EQLI Evaluation of Quality of Life InstrumenGCPLAGuernsey Community Participation and Leisure
AssessmentioNOS LD Health of the Nation Outcome Scales for People with Learning Disahilit8sl ifestyle Satisfaction Scal®ANSLD Maslow Assessment of
Needs Scalek Learning DisabilitiesMAMP Maryland Ask Me! ProjectiLSSMultifaceted Lifestyle Satisfaction ScaleWI-ID Personal Wellbeing Index Intellectual

Disability; QOL-Q Quiality of Life- QuestionnaireNR Not Reported.
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The five QOL based measures with the str
LD, QOL, Choice Questionnaire, GCPLA and the

| owest psychomeneraiscuarlel ywarsa ttehde QWALMP.

The HaNOS s an informant measure and Has
a holistic measure covering quality of |ife
di fficulties. 't @ameeans thahavceé es orgatdecrss y @
reliability, responsiveness and acceptabil:|

to -theés could be a burden for services.

The-QQL is an informant measlurentandor gqog
psychometric domains assessed. Experts and
measure and it is reported to have good fac
respossioweng changesdoveri si meceptabl e and
user friendly, and free to access. The anal
participants with a rangeowkveeveti dpseémhbid

each | evel of severity, thus may not. be rep

The Choice Questionmaiprog tc are alsairies @d il
i nformant, providing greaterelflextebiedtthtyemT
reliability and validity. However, the auth
uses a majeonrddd @ue otpieaans with a few binary
bias and specifforcalklgwitecence. Further more,

effects which are often neglected in other
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for these effects. However, it hdasi ontlgedbeer

t h

Ch

al

e length of time to administer the measur
mains pbolpalsedkObdahi alh. are covered in ot he

erefore may be | ess comprehensi ve.

The GCPLA is a measure of edommunmri tme afsaln te
oader | evel of subjective QOL. The GCPLA
oviding normative dat a. It reports excell
ceptability. Pspmpametdr bo teserggswmas!| s a

present a r alHgwewdr ,| Dt e vregvitdsed .ver si on

i z e, has breaeand mdadenss hewvt ewed for t heir r el

ggesitti nis now more acceptable to use.

The MLSS (a modified wvempoirdn mefasture , L &)
di viduals with | imited verbal skill s. It
port on tdfe talcec epmdaadburne tygnd service users

vel opment. The measure, training and scor

all enging Behaviour Resul ts
A totalowtfcrmemsair es (al | i nf 6ofr mdniwhbaée t)
pects obetlhai baegi ngdbéudadt t BehaAdB@wmanClé¢

. ,, 1MBbI)t Scale of Hostility-SHARMAYgYDeKS &

Aman, ,2®BFkh)avi our ProOblepmRoOpakentel3lyai BSPR(I BPIO I

Ro

jahn et al ., 20212), Challenging Behaviou
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Table7
Description of Challenging Behaviour related measures and demographic data from studies

Study Characteristics

Measure Description Administration, number of items, rating, time to Study Sample ID severity
complete (n, mean age, gender, country
ABC An informantbased problem behaviour rating scale. Items fall it Administration: Informant questionnaire, (Johannes Rojahn, N: 226; 126 mads, 100 females 3.1% mild, 7.1%

five subscales; Irritability, Agitation, Crying (15 itemggthargy,
Social Withdrawal (16 items), Stereotypic Behaviour (7 items),
Hyperactivity, NoaCompliance (16 items), and Inappropriate

administered by trained professionals

Item: 58
Rating: 4point <ale

Aman, Matson, &
Mayville, 2003)

Age: range 2091
Country: USA

moderate, 18.1%
severe, 61.9%
profound, 9.7%

Speech (4 items) Time: NR (1015 mins) unspecifig

(Newton & N: 209; 119 males, 90 females NR

Sturmey,1988) Age: NR

Country: UK
A-SHARP  Measures severity of aggression andéhéi r ect i on 6é Administration: Informant questionnaire (Matlock & Aman, N:512; 315 males, 197 female: 43.4% mild, 33.6%

(reactive vs. proactive). Consists of five subscales; Verbal Item: 52 (48 are scored) 2014) Age: 41.5 (range 1P 84) moderate,
Aggression, Physical Aggression, Hostile Affect, Covert Rating: 4point scale (problem scale) angbint Country: USA 22.5%severe/profound
Aggression, and Bullying. The items on each subscale are rate scale (provocation scale) 0.6% unknown.
first for severity (the Problem scale) and secbndlr 6 6 or i Time:NR Same sample as above
to reflect extent to which behaviours are planned or reactive; tk (Matlock & Aman, Same sample as above
Provocation scale) 2011)

BPI-01 A behavioural problems rating scale for all ages and levels of
functioning. Assesses three types of challenging behaviour; Sli

(14 items), stereotypic behaviours (24 items), and

aggressive/destructive behaviours (11 items). Aims to assess t
presence, frequency and severity of problem behaviour in both

adults and clhiren.

Administration: Informant questionnaire or sem

structured interview
Item: 49

Rating: 5point frequency scale andpbint

severity scale.
Time: NR

(Rojahn et al.,2017)

(Gonzalez et al., 2009)

(Johannes Rojahn,
Matson, Lott,
Esbensen, & Smalls,
2001)

(van Ingen, Moore,
Zaja, & Rojahn, 2010)

(Johannes Rojahn,
Wilkins, Matson, &
Boisjoli, 2010)

N:155; 108 males, 47 females
Age: range 1671

Country: USA

Study 1

N:100; 63 males, 37 females
Age: 49 (range 15 86)
Country: USA

Study 2

N:425; 235 males, 190 female:
Age: 50.8 (range 18 87)
Country: USA

N:432; 233 males, 199 female:
Age: range 1491
Country: USA

N:130; 92 males, 38 females
Age: 39.7
Country: USA

N: 57; 38 males, 19 females
Age:51(range 2B 81)
Country: USA

NR

3% mild, 7%
moderate, 17% severe
68% profound, 5%
unspecified

1.4% mild, 5.4%
moderate, 11.5%
severe, 74.4%
profound, 7.3%
unspecified
2.1%- mild, 4.9%
moderate, 18.5%
severe, 65.7%
profound

87.89% mild, 12.11%
moderate

1 mild, 2 moderate, 4
severe, 49 severe, 1
unspecified.

(40 ASD diagnosis, 17
no ASD)

ABCAberrant Behaviour ChecklisA-SHARPAdult Scale of Hostility and Aggssion: Reactive/ProactivBPI-01 Behaviour Problems Inventory
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Table7 Continued
Study Characteristics
Measure Description Administration, number of items, rating, time to complete Study Sample ID severity
(n, mean age, gender,
country)
BPI-01 and As above As above (BarnardBrak, N: 1122 Not clear
BPI-S Rojahn, & Wei, Other details not clear
2013)
BPI-S A shortened version of the BPL. Administration: Informant questionnaire or sestiuctured  (Mascitelli et al, N: 232; gender NR 23.3% mild,

CBI

MOAS

(IBR-MOAS)

PBCL

Interview with informant to assess severity of challenging
behaviour. Two parts; Part |, respondents are asked to determi
whether the participant has shown one of the following five typ¢
of behaviour within the last month: sétjury, physical

aggresn, verbal aggression, disruption of the environment an
inappropriate vocalizations. Part Il of the interview consists of 1
questions designed to assess the severity of each topographici
class of behaviour identified in Part I.

Based on the OAS, the MOAS measures four types of aggress
verbal, against objects, against self, against others. Measures
severity and frequency.

A modified version of the MOAS. Includes verbal aggression
towards self.

Described as a short but comprehensive instrument faspdicts
of challenging behaviour. Items covpersonal violence, violence
against property, seliarm, sexually inappropriate, contrary,
demanding and disappearing behaviour.

interview
Item: 30

Rating: 5point frequency scale andpbint severity scale

Time: NR

Administration: Structted interviewi informant
Iltem: Part I five items, Part Ii 14 scale items

Rating: 4point scale
Time: NR

Administration: Informant checklist
Iltem: 16

Rating: 5point scale

Time: NR

Administration: Informant questionnaire
Iltem: 20

Rating: 4

Time: NR

Administration: Informant questionnaire
Item: 7

Rating: 5point scale

Time: NR

2015)

(Rojahn et al.,
2012)

(Bowring,
Totsika, Hastings,
& Toogood, 2018)

(Oliver et al.,
2003)

(Oliver, Crawford,
Rao, Reece, &
Tyrer, 2007)

(Cohen et al.,
2010)

(Tyrer et al.,
2016)

Age: 36.5 (range 16
71)
Country: USA, UK

N:1122; gender NR
Age: 34.4 (range 290)
Country: USA, UK,
Netherlands

N:265; 134 males, 131
females

Age: 41.4

Country: UK

N:40; 26males, 14
females

Age: 36 (range 17 58)
Country: UK

N:14; 9 males, 5 females

Age:35 (range 28 58)
Country: UK

N: 3,547
Age: 49.3
Country: USA

N: not clear (?200);
Age: NR
Country: UK, Jamaica

33.1% moderate,
28.4% severe,
14.2% profound

NR

124 mild, 83
moderate, 32
severe, 26
profound
Moderate to
severe

5 mild, 8
moderate,

1 severe

(5 had ASD)
883 mild, 539
moderate, 670
severe, 1,390
profound, 64
none

NR

BPI-SBehaviour Problems InventoiyShort;CBI Challenging Behaviour InterviedOASModified Overt Aggression ScallBR-MOAS (nstitute for Basic Research) Modified Overt Aggression SEBEL
Problem Behaviour Chedlist; NRNot Reported
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Measure Internalconsistency (alpha) Testretest period and coefficients Inter-rater coefficients
ABC .91 (Irritability, Agitation, Crying), .92 (Lethargy, Social NR NR
Withdrawal),.88 (Stereotypic Behaviour), .90 (Hyperactivity
Non-Compliance), .84 (Inappropriate Speech)
A-SHARP  (Matlock & Aman, 2@4) NR N: 39
Median correlation 0.65. Correlations ranged from 0.67 to Coefficients: ICC = 0.72 (Problem subscales), 0.65 (Provocation
0.78. subscales)
(Rojahn et al., 2037 NR NR
Over all .95 (problem), .90 (provocation). Verbal
Aggression: .93 (problem), .82 (provocation); Physical
Aggression: .84 (problem), .86 (provocation); Hostile
Affect .92 (problem); Covert Aggression .80 (problem);
Bullying .76
BPI-01 (Gonzélezt al., 2009 (Gonzalez et al., 2009 (Gonzélez et al., 2009
0.65-0.87 (Stereotyped and Aggression subscales),i0.40  N:80; Period: NR N:NR
0.48 (SIB subscale) Coefficientskk = 0.64 (SIB), 0.36 (Stereotyped), 0.50 Coefficientsik = 0.49 (SIB), 0.29 (Stereotypy), 0.46
(Aggression/Destructive) (Aggression/Destruction)
(Rojahn et al., 2001
Overall .83. SIB .61, Stereotype .79, (Rojahn et al., 2001 (Rojahn etal., 200)
Aggression/Destruction .82. Coefficients: ICC = .76 Coefficients: ICC = .91
(van Ingen et al., 2030 (van Ingen et al., 2030 (van Ingen et al., 2030
SIB 0.61, Stereotyped .90, Aggression/Destruction .79. N: 130; Period: 8 weeks (for community sample) N:130
Coefficients: ICC = 0.91 (SIB), 0.90.88 (Stereotyped), 0.87  Coefficients: ICC= 0.830.85 (SIB), 0.84 .66 (Stereotyped). 0.82
(BarnardBrak et al., 2018 0.89 (Aggression/Destruction). (Aggression/Destruction)
SIB .74, Steretyped .92, Aggressive/Destuctive .89
BPI-S (Mascitelli et al., 201p (Mascitelli et al., 201p (Mascitelli et al., 201p
Overall 0.91 (frequency subscales) N:146; Period: 42 days (ranged from-87 days) N: 147
SIB 0.85,Stereotype 0.86, Aggression/Destruction 0.89 Coefficientsrr = 0.90 (SIB), 0.91 (Stereotyped) 0.83 Coefficients: ICC 0.46 to 0.66
(Aggression/Destruction) for frequency scales. Severity scal
(Rojahn et al., 2012 0.83 (SIB), 0.76 (Aggressive/Destructive).
SIB 0.70 (frequency) 0.68 (severity), Stereotyped 0.88 (fre
0.86 (sev), Aggressive/Destructive 0.89 (freq) 0.89 sev).
(BarnardBrak et al., 2018
SIB .68, Stereotyped .85, Aggressivesbactive .87.
CBI NR N:22; Period: NR N: 22
Coefficients:k =0.86 (range 0.70 0.91) Coefficients:k = 0.67 (range 0.50 0.80)
MOAS NR NR N: 23 informants (60 paired ratings of 14 participants with 23 can
Coefficients: ICC = 0.93 total MOAS score. ICC ranged from 0.4¢
0.90 for subcales.
(IBR- Ranged from .74 to .85 N: not clear; Period: not clear N: not clear
MOAS) Coefficient: ICC = 0.84 to 0.96 Coefficients: ICC = 0.70 to 0.83
PBCL Overall 0.7 NR N: 38

Coefficient:k = 0.91
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Table9
Validity of Challenging Behaviour related measures and other psychometric properties

Measure Validity Responsiveness Acceptability  Feasibility
Content Criterion (concurrent)  Construct (factor analysis, convergent,

discriminant)

ABC Developed by factor analysis. Predictive validity; Convergent; multiple comparisons with BPI. NR NR Trained all
compared against Predicted subscales (stereotypy) significantly raters
external criteriori correlated.
presence or not of a Divergent; evidence déck of correspondence
DSM-1V diagnosis. between BPI aggression/Destruction subscale at

ABC stereotypy subscale, as predicted.
Factor analysis 5 factors, a total of 55.1% of the
variance accounted for by the 5 factors

A-SHARP Empirically developed. Concurrent; Problem Exploratory Factor Analysis NR NR Free to use
Developed by experts and use subscale correlated witt Convergent; used Aggressive/Destruction subsci (http://psychme
of factor analysis Aggressive/Destructive of BPI, correlations ranged from 0.33 to 0.86. d.osu.edu/)

BPI subscale; = .70 Divergent; matrix of correlations between Proble|
(severity) and .67 scale and Provocation scatanged from0.04 to
(frequency). 0.28 (evidencing different comstts).
Correlations ranged Diagnostic (congruent) validity testédgredicted
from .15 to .71(Rojahn DSM disorders significantly associated with A
etal., 2017) SHARP.

Confirmatory Factor Analysis (Rojahn et al., 201"

BPI-01 Developed and revised over  Predicted individuals Confirmatory Factor Analysis Root Mean Square NR Translated Requires
many years. Piloted. Items with Pervasive Error Approximation (RMSEA) to evaluate into 11 training
based on review of literature.  Developmental goodness of fit = .078considerable fit. Factor different Freely available

Disorders to score loading sig for all except 3dtns. Item total languages by emailing
higher on BPI01, correlations; SIB .39, Stereotyped .41, author

multivariate test was
significant (Rojahn et
al.,2001).

Concurrent; BRD1
subsctes correlated
with ICAP subscales,
ranged from .66 to .11.
(van Ingen et al., 2010)

Aggressive/Destruct .59 (Rojahn et al.,2001).

Frequency and Severity data correlated at .90.
(considered dropping severity scale but argue he
clinical importance).

Convergent; BRD1 and ASBBPA significantly
correlatedr = 0.89 (total frequency) and 0.66 (tot:
severity) n=17, no ASD pp{Rojahn et al., 2010).
Discriminant; ppts with ASD scored significantly
higher on BPI01 than those without ASD (Rojahn
et al.,2010).

Iltem Response Theof(BarnardBrak et al., 2018
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Table9 Continued
Measure Validity Responsiveness Acceptability Feasibility
Content Criterion (concurrent)  Construct (factor analysis, convergent,
discriminant)
BPI-S NR (Mascitelli et al., 2015) (Bowring etal., 201§ Several NR
Confirmatory Factor Analysi€CFA) BPI-S shown to incidences of
Frequency and Severity scores strongly correlate determine change in  missing data
r=0.821t00.92 challenigng behaviour reported
following service
(Rojahn et al., 2012 input or intervention. Bowring et al.,
CFA- confirms three factors 2018-no missing
Convergent an®iscriminant; correlations with Normative data data reported.
ABC, DASH-II, NCBRF. Correlations ranged fron provided
0.00 (SIB with DASHII Anxiety subscale) to
0.73(NCBRF conduct subscale with B®I
aggression/destruction subscale).
Item Response Theof(BarnardBrak et al., 2018
CBI Contentvalidity assessed by Only reports conauent NR NR Reported as being Copies of
comparing scores for each validity using child clear and easy to interview
behaviour on specific items sampléi correlations use obtained
relating to relevant aspects of with ABC ranged from freely from
severity of impact that would br 0.19 to 0.68. first author
expected to differ based upon
the topographies of the
behaviour.
Experts involved in
development
MOAS Based on the OAS NR NR NR NR NR
(IBR- NR NR Factoranalysis NR NR NR
MOAS)
PBCL Concurrent; correlated  Factor analysis NR Reports being Free to use for

with MOAS Convergent; PBCL and MOAS highly correlated simple, short and non
repeatable commercial
purposes

ABCAberrant Behaviour ChecklishASH Il Diagnostic Assessment for the Severely Handicapple@Matson et al., 1991NCBRFNisonger Child Behavior Form (Aman et al., 1996ASOvert Aggression

Scale;SIB Self Injurious Behaviour
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T a bll Oe
Strengths of psychometric properties for Challenging Behavi
Outcome  Reliability Validity Responsivenes Acceptability Feasibility Precision  Score
Measure Internal Testretest  Inter-rater

consistency
ABC + NR NR ++ NR NR + NR 7
A-SHARP ++ NR +/++ ++ NR NR + NR 9.5
BPI-01 + ++ ++ ++ NR + + NR 15
BPI-S +/++ ++ + ++ + + + NR 16.5
CBI NR ++ + + NR + + NR 11
MOAS - I+ ++ ++ - NR NR NR NR 8.5
(IBR-
MOAS)
PBCL - NR ++ + NR + + NR 10
++ = Excel Feretr a2g eEa-GopPdor , = not reported

ABC Aberrant Behaviour Checklis§-SHARPAdult Scale of Hostility and Aggression: Reactive/Proactifl-01 Behaviour Problems InventorgPI-S Behaviour
Problems Inventory Short;CBI Challenging Behaviour IntervieWwf OASModified Overt Aggression ScalBBRMOAS (nstitute for Basic Research) Modified Overt
Aggression Scal@?BCLProblem Behaviour Check LidttRNot Reported.

our
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Il n evaplsuyacthionnge t r i ¢ pS ohpaedr ttihees ,s ttrhoen gBePsit p
measures for challengin®lbelAei WPdl, ofudlIcloonwee
01 an8) B so had the greatest numbertroifc pub
properties. These measPBE€&N dwoetkAecRPh ob I dwvedo by

psychometric strength. The MOAS and ABC r at

The -BPrleports good to excerlateenrt iriteyltieason a |
t ersdt est reliability. It has been shown to
feasibility and responsiveness. The BPI has
into 11 differendf |tfainmelatge scoMmleetl e ngh & me a
with fewer 1 t0élms itthewn Itihd iEkKRIl'Y be quicker
psychometric esM,demee rfeculttise sBPIlul d ibteh ei-nBtPe
S tdaa reported by Rojahn et al .-Ql(2a0d29) hes enh
the data to cr eXatreetsrcooacetsi feolry .t hFeu tBuPrle st ud

BP-§ independe#tlly of the BPI

The CBI iissad sitratndravidewt pr ownif @ir magtion r e
and frequency of behaviours and reports goo
experts and used in both child and adomafltys &
with a child sample and not with an adult s

freely accessi bl e.
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The PBCL is the shortest instrument (sev
opposed to a sthas tex ccatl ditemtrte rivelteeab i llti ty anoc

The measure has shown to be valid, acceptab

TheSHAARPAd excell ent validity and interne
i ndependent reviietwlkrlilsaraga samp lueptssjdziewsme tHoiw
f eatwmerrees not repo#teadk,sti,na@lcckipnpbtiddtty and

i's required to determine the clinical ut il

Due to methodol ogniocta lp ocshsailblleen gteos | é & Invgast
papers reporting the psychometric propertie
published in 1985, 198B%,i t19W&9 montd mplauasesitowl €o
t hrough bifrnataegrs. , Hpwegvxdrometric properties of
el sewhere (see Flynn et al., 2017) and the

(e.g. CBIl).

Two papers were identpfopdr rieporftomgt lpsy

part ofMOASe wiaBR eval uated (the Aggression S

did not meet inclusion criteriaaddvhietshMQADS aw
often usecciidiazutpiopmlapi ons. Furthermore, t
clinicalitphasctionéy been assessed in a reses:¢

provided to fairly evaluate the psycltempetambi

or feasibility have not been explicitly rep
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Di scussi on
This review identified and evaluated the
(14 QOL and seven related to chalduwgintghTrigD b e

outcome measures varied consi-dmarnagbldy di motthe

comprehensively report details regarding vVva
responsiveness, accept afouiritihteyrhneofreea, s obi t iyt pf
measur essd appzwae only been psychometrically

replicated to confirm fiddBH g8HA R 6§ hHEGN®S e x
l tpossi ble thatesoweul dabedp sgbausta ndeuter itcoala vyl
published articles evalwuating their psychon
detaiFlurther research and reporting of psyct
uderstanding and I mprove decision maki®@QLr e

and challenging bePBYiagsgeduitrctoanrevse mwti it din <.

Outcome measures not only need to be val
gweik to complete, sensitive to change, and f
properties of the out cornengriemg uarneds tahsesrees-sweid

of f between these criteria aesbectedicnalc] ud

A variety of threats to reliability and
me asired dport or informant/ proxy. The type o
i ssues of acquiescence needinhg bedcadefoi by
report questionnaires for individuals with

Li kteype scales compared wi t henbdienda rqyu e(syte so/nnso
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outcome measureesftent ®dd WliHtasn td redy a&d dMlasaoned ru.d,
that Likert scales which include pictori al
descriptarest samdeptdre most reliable and val
of & epsrte or i ncorgpuoersattiionngn aiitr ei natroe tihmepor t ant
hi gher I evels of reliability and welsitdi thye Iy
decrease response bias and increase Lrig&gkspdns
sdes (Hartley & Macdean) f2@06) nfBr mmamno-uout

MANS D, Choice Que&tHi ® nanrad rleSS Caolm test f or

| nf ofbmmasretd measures can also result iom ¢t
who is selected to complete the measure (e.
i nformation reported, thefloeknmgetwi tohfe tiinndei va n
ranged siignomi thnekymont hsstoTheveuanodma Ima
be psychometrically robust, however the inf
know the individual very well . This may pos

of themh st a(fWMc Kamnmkioevemnd aillt , m2yYy 219t be possi

who knows an individual well enough to comp
Furthermore, l nconsistencies could be creat
i nf ot macompl ete the measure at dif-basedt i
measures, it is recommended to have two inf
the outcome measure | ess feasible due to no

Accteagpbi | ity and feasibility are i mportan

measure to use. The time required to compl e
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routin
measur
based
report
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prefer

4 2

dent and/or administrator do hbectedl
ely, they need to be quick to compl et
es explicitly-thepomiagdbti mheeet ® oc o mp| &
and mostly inteObLi ewl|l atgldeomeasmee me s
l ength of ti me ot wsiinoxo MEXdOd{ @O rbAnNGSed) f r
mi # D) e dr EB0WMNe c ommends measures for pe

ably take | ess t hoafn tlh5e noiuntuctoense tnoe acsoun

review would not me et this recommendati on.

Con

maki ng

sideoadtittre avail abl e modwer bhyatimr nds

regarding outcome measures. To our Kk

pen based. Meemyo raf otuhtec osneel fmeasures provi de

i ncr ea
Thi s i
having

techno

ses (LHANGEg,b iZIoMEe)v er no measbassgdrepbo
s particularly sall9 epnandemitch)e, cwherreent
to work remotely andt hrreugtlte qtuh @ eds @ o

| ogy and web interfaces.

Recommendation for services

As discussed, there is no single measure

i nterv-éeherenss not a 6gold standacdpr openpomi

servic

es should consider using the foll owin

1. HoNQ& D

2. CGiQOL

3. BP-§
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4. Choice questionnaire

Li

mitations and Future Research
One |l imitation of the current review 1S
asures relevant to the review question. I

search papers/ studies reported)hsinghtaolb

have also provided furthemet mifor pradipeeomtried .8

| a

p s

udies may have been missed due to the sea

operties had to be included in the title
teresting ththad mul arpli el @ismsvhiie addi tio
opeFuritehser more, the search terms used wer
der terms such as Oment al | yL acshtalyl, e myaeddedd r o

to different | anguages wer e noutl tiunrcallu dvead |

asur es wa s not assessed.

Of the measures identified, many did not
pically wused dtor iacs ssetsrse n ghfeb g so/tcvheormnmmd aa o d e
mensions of reliability, validity, respon
commended by Cahill et al ., (2008)saaddé&ar

tcome measure for measuring QOL or outcon

ditionally, many of the measures only 1inc
of ound disabil ity anrdancdeeroceff odies aboiwmniothy .r e
ragned mor e r & @ meilsse nrteagguivieed t o replicate fi
ychometric properties for the promising o
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Responsiveness (detection of ¢ hamfgfes )ovreeae d i
i nvestWigtanadawtn .providi ng-obhbéschmar ks a@mndforcut
significant changes and to assessntenrd emdmpa
partiwhémrWwgr ki ng with an indiviidual tdlei eerstt

of | arge scale psychometric studies, and al

Concl usions

The aim of this review was to evaluate t
be used particularly for PBS bwaassedt o npireowied
comprehensive assessment of measures used t
with I Ds. Whereas previous work has evaluat
sought to include a comprreédrinilsy vav sieltalolf e al
measures available, there was considerable
measures are not psychometrically robust,6 t
meaningful utad ,t heasienddioni donceptual fr amewor
detecting change over time and feasible for
i dentified measures relevant to both ahaleleea

of further research. to realise this ambitio
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I ntroducti on

Project Background

The OPrime Ministerds chall enge on demen
the UKO6s aim of being at the forefront of d
for research into dementia ama0.otlhrerl inrea rwid
and the EdinpRrgbhiemsheincahu sh,i g2h0l1li8ght s t he f
the National Institute for Health Research
(BRas upet o establish an effectdaarech nared falc
A key objective of Btrlaa nBRHE@ awa sh tCe nd ate U B HtCh
clinical assessment, aiming to Iimprove diag
cognitive hea-t €& hnraciwdi dpen itnmper dwendy di agnosti c
part -ambnahspxl ot, patients who were referre
for dementia were -dephhatoghetBWE Beseanmen

andr ewegi ven the oppaersteamicthy t o consent to

Summary of relevant | iterature
Preval ence and | mpact of Dementi a
We are |iving with an ageing popul ation,

Heal th Organizationuyt?P0O0hée)y adaygdNaSkE&wnwgpahdr i
(Department of Health, 2015). The number of
il ncrease to over one million by 2025. Accor
have dementrioas (SAlcd ediyme 2014) . Early diagnos:s
can access treatments to slow down the prog

all ows time to plan for the futureodgNIfEE! i 2
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n reduce the number and | engt h -toefr nhosp
enti al care (National Audit Office, 20

amme ( MSNAP; Royal (Guoilnmsegteo o fmpR soyvceh itaht

ople with dementia by providing atsiemdel vy
ment s.

rvice Context and Need for I nnovation
r understanding of the braicmdkeas Hwlvet
i te advances in neuroscience research,
cted in MCs across the UK. This gap 1in
gual ity assessmedntop memd oIfowse wddwre att hme
ed inequality to hetadrtrhcaarediatsi g i (een.t

ed advanced assessment and care which
nsiybiand skill set to help bridge the ¢

nt car e.

e National l nstitut el NoIf CEHe a2 0tOh7 )a nrde cCoann
to develop clinical chaindyeancdaanmd essCccC

stood alongside an awareness and knowl

bility, costs versus benefits, skills
rces, per sonnelh,i nggn & edivfi fciec Wletl ii vy r s taa
ate. Further wirews eixplarkeyy fcdaathorciaffs

atiorsg Z0ChIHudoir
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Aims and Scope

The project outlinldahld owSt wdyns Aatr tc yd

al ., 2009) i mplemented to ensure quality in
extended and expanded in the |l ong term. We
t hat would I mpepbpvecehaendxtetéemgluate the fe

alternative approach to a routine service.
group, Il ncluding theopr o md t ©Imea nRateirveonl trv eeanmeed

(PPlI') group to scope the padpgeessaddBsdenAp

Met hodol ogy

Design and Participants

A t-war t-agdrpmildot) qualitative -desughur ead]
i nterviews aynsd st hweansatiincp laenmaelnt ed. Thi s met h
exploration of <cliniciansdé views and exper.i
conducted each | a%43 i mign watpeg .0 xAumhitce | rye Sdr di n
with al/l identifiable inforwmatriuch ubeidng nt e€m
were created coll aborat i(venlcyl uwdiitnhg tphueb | B HC as
I nvol veelmoe nte)l ped gened&ruaetsd i puness twea eepnaiesligd n e d
fiWhat are your expeantatl dnbeof ot hewBHG@?p )owi
partitcopaxrparmnal eevant or iSed eA prpedn dhbgEnkifecsm on s

i nterview schedul es, consent form and i nfor

Recrui t ment email s were sent tosedecektdd

participate. Professi ong= r3)p,r esaysiieal sngdcgl (u(d
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occupational) teared atperdlrp .| Adderc |l ( ni ci ans cons
mai ntain confidentiality, each clinician wa
approved by the Oxford Health NHSFT audit c
Procedure

Phase -gli:li aPtr ertvd eomMst ai n perspectives on ¢
expectations of the BHC pil ot

Seven interviews were cdddoobeg @bBbeOWweéan
to the pil ot commendciirnegc;t Ifyo uirn vcollivneidc iiann st hwee

recruited from a wider geographical-pialreta wi

clinicians were included t o g a benx pae cbtraotaidoenrs
BH&emaetdo help identify factors perceived ac
|l ocal ities if delivery proved successful. I

aspects of the process relavkedfitodrefgerral,

Phase gi |l Mi dinterviews to obtain perspec
Phase two was significdrmtIpyanidmpna ct.ed hetu g
and thus interviews were compl eébedhehead wmb
Four interviews with clinicians involved in

December 2020.

Anal ysi s
Braun and CiadkebsméfliOoO6anal ysis met hodo
AppersdThxi sdyimami ¢ processs ngvypowi sigl f ami 1 h at

codes, searching and reviewing for themes b
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& BraunTh20a8) hor i mmersedltilse manelhege b aitre rivh
and readrineaagdiamg trtee transcxilpaSe.vehi t sankeep
read by the inbemmahosupadveapedandori al coc
and theme aeved Dpmendbwath eaonadp tdeidsecdu s sed wi t
untibhsewasugs Aadadh @ d .0 mhd Inldye,p eaed éetver (Z. K) coc

extracts to help reduce any bias.

Resul ts
Phake Frid ot
Si x themessweuet egiioomanlaé ypi e which com
i nvolved in thé&ppiiHoitxlainmMe s htokememotand supp
1. The Current Assessment Process
a What is w&l kinmngiwealsl reported good 1| ink
GPs, making the referral a@ldi piadii@&mg ¢
current assesgumetnet ap rhoocbeisésP Bags Wi o @ d ah

cover¢d3) .

b. Areas for pote@lti @i dieanpaeandcvo@me rstt.enci es
referral bi gceas,) awi omsiin who gets re
assesos nfePdt)gaapn di na tithe numbemi off dh¢gBTpAh
Referrals recethedGRerkavarbabébheusinng
doesndét seem to encoud a(gR6)a ared yc rt ehaotr eod

for clinicians during the triage stage
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The assessmedentpiroiced sawalseii ng stthed otuicgh

surface of wha(tPZ),aldndehafERrbedes.

Scan reports wapaegdemrcy iNbadi P8I e Mot
hel@wfuPl) becanaotpeordleady wared ffd(eRre)n.t i Tah & rn

frustration from clinicians in al/l | oc

Some cliniciaasbféel bl MCsimteeaé @qiu( P 2) aan
t ur naor ouPnvd)or der t o entemtthetBéshadeant
ter mi nal conditions stating that,
il m not sure thereds anywhere el se wt

actually you get absolutely nothing o

stri kes nhbe zasrurpeu tshedt awe ohé&awe) really

Thus, the aims and ambitions of the BHC o

2. The

BHC

a. Hopes f orT hteh en oBH @snt oopf sah o6pobn e¢ o pr ovi de

t

streamlined service was noted in sever
it will make our job more efficiemt |
(P1)

was hoped thaski hkoBHELWoOakRd &Il inicia

specialists in the field, making it an a
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b. Concerns abAuongésed8&8HChe hopes awvod rapms
over equity of service provision
flenvi sage that the Brain Health QeP2t)r

fiwe mi ght end wutpi ebry shyasvtieong,( BtShjawtobs a r
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3. Di agrniosviesgood, the bad and the uncertain
a. What helps make a diagnosi s?
There was agreementl amengaoadsniofi ané ot ma
(P3) and combining multiple sources of i
iscan results are al ways hel pf slomeéd hii mfc
al ways, well, i1itoés vital really. Meeti:

then some kind of test resul(tPsA,)) some Kk

Clinicians suggested access to algcampos
i n instances where there was uncertainty
Ai't helps to confirm, particularly wher

hel ps you diagnose (®43% obvious dement

Whil st CT secramsc amrrenmntley, most <clinician
advantageous and would overrul ea tbhiet pnocsrs
procedure for peopl € P69 @ ovdd royed lunayin dit hé nl
| oua ( Pi2zgi a&Cls ngqueri ed whether patients w
clinicians appeared to have more confide
A I have af coomebedye&s had an MRI in a

to be ailti titilke, well , . bhéPdye only had
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b. When to &CVvVenacdanagndessribed hesitat

there is uncertainty and/or complexity,
i f I tds a complex diagnosi siét ytolhued |l na mee
theyodore absolutely sure, which is some"
|l i.nbe ( P7)

Et hical dil emmas also factor into when t
about when or i f there is a right time t
il think it depends on whatos right for
best interest. I's it to have a defini-

it 630 nokR4)

c. The process of givBerpfHommdardcagumabBegsa
that patients give informed consent to r
regarding this process,

it heydove hardly had a ¢hamceakt peoipil ek r a

make an informed decision of .wh@gt5)hey

Clinicians fel tiAweéirey re xpdrlieamauead (& )y giawnid
showed compassion and sen<istpiiviet ¥t hwisen cd
commented that patients can understandab

descri midnrgo pi tf raosm t he air di ag@gndg®i79ée it



67

4. Po®Pti agnostic Support

There was a str ongnrmsotnskee tthhag en d i paaginmots i osf

there ne¢édsusoomel aviing well with dementi a,

di agnosis is.bdbheP8)ratTheénmgajpoi inty of clinici

po-dt @agn i c support yet talked about how t he)
fiWhat 6s that,6 dtilrgmdstWtatsupepotrt ? [ sarcas

people do their best but itds nbtdo p(rPdper

Yet, other MCs wer e abdlie gtnoo safifce rs uspopnoe tl esvue
| ottery approach to commissioning,

fwe run our own post di agnoskPt3i)c sessions

There was a tension thlree wBk@ cecxwclid eonfefngr oif n w
diagnosis, but this was coupled with a conc
di agnosi s,
fiWwe dondédt have very good treatments. So
of fering ymadplee, giandg potentially peopl ¢
fancy stuff, but at the end of it at th
understand from a research point ofiview
but actually on an individual personbds p

up a | oto qfP5hype
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5. Research
a. Positive \Wilews comnrse fheadar lo.si ti ve vi e\
research, swugegdismomg patioe mati on about t
(P5) magdf el theydre do{(BRH) seimethi aguwor

guality of 1ife.

b . Concerns &@bwmetpatwsemy £rhalr ecthanto(téd) co
and there were concernswealbhavt @hé otptodke
want to taked p(aP5t) .i nT hree teospriach do fw htor abdeen e f
commented upon,
il think whether it is ofreaeirtotaesslkargd
own goodwill but | etds not contribute

mi smad chP7)

6. Patient Experience
A predominant theme that ran throughout a
a. Emotional Ctomscdenatrepsrted patient
welwe dieli ver a really good 0s € rPwi)c e édwenterv
was also a narrative that some apdt isd mtge ¢

patient O0journey?o,
iTheyodre generally v(eA3y) anxious; very

it hey sort of feel |l i ke theydore aband

(P>
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Cogniti®Md ndemamds .refl ectedndonpt beeba

nitively demanding for patients
Al dondét think you would put the pers
on that day, é, because | think an hou

througd (P6Nnhow

Palacand environmamspor baamdepar king d

every interview, placing extra demand
cess,
iPar king is rubbishé not idealngot hpm

t o ol i(Pi29

Pat iGlnitniccaraenn.s t hought providing a de
er teemnscuersi ng t hat individual experienc
val ued.

il think havi nogk eydo uart ccoanrceefrunlsl yléo, i s s

thing for people is to feel that +{hey

mi nute questionnaire on the basi(®7qf

nicians were hesitant about patient ¢

connecting and establishing a relatio
fiyou have to have some really skilled
i nt eampeelr sskill s, and managed very wel

exper.ioend®e)
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Phase il oMi d
Si x themes wer e -pcirleocatt edda $fere oar et lieyesidhisiote c 0 d «

and supporting quotes.

1. | mpactl9ofonCeswird/i ce delivery
a. | mpact .onClliorcipd 2 WCeasmgp c@PX)h because ro
stopped for four mon tdhisa gdnuoes ttioc tshuep ppoarntc

to many ol der adults facing barriers tc

b . | mpact dmeBH@npiemotc. del ayedetdheest & ht
number of pAatpiheemntosmesneael noa MidPwBHt wafsmavieeqku i
the place as safe as possiblé {eB)paflr
staff was more challenging,foaandh{lPhse wge

beioalbi Ai cal and Pf33i rdluye rtiogitche restrict

22First impressions/Initial stages of BHC
a. Process ofClrienfiicnieamesn td.e ssctriilble da twhaer KpPRi3 nc
and a process ofi ongbahTghhdd stheaskne sawge rfer orm

fiany i ssues seem t o(PBe i roned out on tFh

An efficPE€hitnseransefleéinpaseentguweke
would have been because of otH{de3t)uramalr
feedback appointments were shorter bec

assessment . However, initialshopeshoihd
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yet to be fulfilled and there i s MLt il
continued to run routine assessments

a process of patients having multiple

accompani ed biywea dfoenedlti mge ctelsastar i | y onee
()
3. What is working well?
a. Referral awicegsan all ocated person, v
the | ead on triagiasgaasdreaefg¢ehr @af st wa:

reqguired more work and aovaess glesictr i waed s

and reduced demands on the wider syst:¢

b. Assessment Theocebbaborative raepacretf uwa

and it can get a |l ot of inDol(mM8)ion in

c. FeedbackAmpp oicretsment s for feedback and
ft heyodore -chiomwnt ¢ oa P o iPrBt) mearst sniprmpwtseed t o
appointmentspnoassmeti of haei Aig (E8Het
BHC reports werevedgsos e Baih,nadéarbjaPis8mg af

igood & e(n®Q ).
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4. Cliniciansd experience
a. New |l earni ngOme polrituingitarmsappreciated
icombining researchoifP®)¢l ihmiwealeesmre\ait

training was quoui {33, parnicgl!l auld ye ar o

b. Adapting to a di fSfoemmee nctl iwa yc i cafn sw ohrakdi n
working days to fit with the BHC and f
Otehr s felt theirveay ®fMmMwda kdaomd) riwas | iy«

anything osgeagi)f.i cally

c. Experienced staff workingCltiomgiedihams tf
coll eagues were highly contldiend, p atxipeer

and anxieties.

5. Patientds experience
aPositive expa@muiaé n ¢ oC laifenriaciiltdepsh t ri eepnd rst enme r f

happy( P8) and the option to take part in

b.Resil i ent andpraoccceespstiinnigc ioafn st haeppe@reesd | 3 u
i n tolerating MRIs and the various asse
it hey just wild/ get on, grit their te

they neéd®d3)o do. o
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c. Practonalderarktneg concerns appeared |
fpar ki ng (RB3®Baj] hig straightdfWowavwaro, (tPr83gns
a worry and may remain a barrier,

it he probl em whi chiétsh ear d owmigl. liwad/IPR®py & r lne

6. Looking ahead
a. Access to addCtionaiansesopeflkested on t
scanner and how this may disrupt the p
scan but were afwaa<®i bhlhaps imMmdgalhowobled t
Centre woul d hoav(eP 2a)c.c eGsns at op rbaoctthi c a l | €
fhaving the act bfaolr np, a pueprlwoardke, d &nQ EPHBt) aalr

t al ked abnmoourte hcalviinmigc ail s @P@B9gr.t on t he

Di scussi on
The aim of this project was to explore w
i mprove the existing memory assessment seryv
of ferdalntgeramati ve assessment service which a
alongside research opportunities. The BHC h
coll aborativ@srieth2eOtla3st bppAa@Bhttre at A€ e g B8 5 Mk

( MOCA; Nasreddine et al., 2005) and an MRI

IACE-Addenbrookeods Co deiehtetialy, 2013 Xhe AGErisaa wedlidated Cognitive
screening tool often used in MCs
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Factors important t Il mproving current memo
Clinicians reflected on the processsoinec
areas weolrlk,edt here were areas for | mprovemen

ne

eded to be updated. Cl

supporting this

data set, t here was

change,

a st

i nicians convey

rong narrative

ed o

par t i cTuhlraorul gyh oaurto

t hat

A number of t heimest faman y shies phieghl i ght ed

I mprovement. A need

forl €£omsomt @mianmna reyh ¢t oo &

| mproved upon. Access to

be

ceive the resul ts

wa s

scans was one

i mpacting the p

agnosis.aW MEBindthgnbets targets had

an resulmpl kbmekt aThen

gui de andNaéson

maj o
ati e
to b

ate

| l aborating Cent8pr o6posdeatwdbi Heagt hkme0dad

om referral to diagnosis. $Rodddi me tome tw:

ach di aglnm sa ddittairare ttso

ti mely access,

t he

ported to be extremalty twaroifabInd oirmadu alni t:

re |l ess reliant on

cess to MRI scans

S compd eaxmbtiyg uaint y .

CT

wa s

scans when maki

seen as disadva

Clinicians acknowledged that diagnos

mappeddioang mo ptoisd

ople to live wel/l

ng a

nt ag

is i

support which I s adequa

wi t hi

nd eOwxef notridas. h i Proes ti

sd ica
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vided by the third sector not the heal th
mul ation Therapy to meet MSNAP accredita

ewher e.

Transport armd hpar kmangn vwerra i er s highl i ght
sideration. Not having access to parking

es specialist services not accessible to

l uating ther detaisc dliiltiy yofantdhe BHC

While this project aimed to evaluate a s
t he cgolnothexitd eanfi da® Gawi d¢i gni ficantly | mpa
e sSweermve lcievser ead | yp avri ttiha ml ol dereta dRlOt2 0 er
has negatively i mpacted dementia assessn
ety (2020) suggesting there has been a
tiimges has I mpacted patient care. As desc

acted and had to quickly adapt to new wa

What did the BHC pilot deliver
Clinicians raised a number of ToEeEs manta
vice, howepvielrotf raoma Ityhsei smi dmany of t hese
MRI scan was one of the main differences
essment process. WHivlantt agleiomisc ii aan & efranst ¢
cificity and helpful in diagnosing the t

|l d tolerate an MRI scan. uHpWwewaeBnntdesmsmpsbt
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consented and hpramceMRded Three factors appeat
an MRI scan: having a medi c-enaskuirnign g hMRIIl ecard

and speaking to patients to explraienn ctehde apnrdo

-

adiologists with strong interpersonal s kil

patientds | evel of resilience to endure suc

Another concern about wolhud UBHE r pislesedrdc e rsd
6clinical 6, i mpexcd e rmige dnpaaehstormeat iceanrtes. Al t h
not have the scopé@extperg veankegpatr ¢ st he omatci emi s
positive experi enncte aonfd twhiel |IBHC) naesssse stsomet a k e
experienced and showed they could manage pa

| ocal MC clinicians at the BHC who were al s

o
o

ntyi noufi tcare and was seen as a strength of
i mprovesupabmest e, gR0AGM] a¥Yah 2M4l0)a,vetnhus c

process with cliniciansen@eitnmnggcarse aw@uwlictbe

The BHC pilot succeeded in provi-alinmi aa&fc
i n the routine MC assessment process. Clini
guality i nferegpdtdn emglt h. The MRI reports
reported with depmewne¢dsefiwml miasoumaoed both fo

feeding back to the patient

Cl i nihoiptelde ®HWHC d actstaoyp 6a phompeaddespdtihn as s es

while remaining streamlined and efficient.
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fulfils this ambition. The BHC was-momahl @i

period due tocad@winr dvhreat itdhreag!l wlere open, tl

patients a day, one day a week. As they wer
wi || be able to support | ocal MCs tateeduEe
mi-pi ot analysis, it appears the BHEpdtaise mpta
were reported to have been seen quicker, wi

freeing up time for elampearaand .t Wihd 4 hduals
occurring. Patients would attend their asse
part of the feedback appointment at the | oc

despite mplleeaachy ¢dhhe ACE at the BHC. This i

N

potentially nodpatnsidrmteotd ecslti nindelrleystwarr ant
decision whether to continueréeheea®élCaseirnmgil

assessment could be considered.

Recommendati ons

The theme O6Looking Aheaddé outlines furth
taking forward and the main points are sumn

Clinicians yr eogfuetshtee dACEE ctoop be added t o t

rich informaticeongtnaibtoiuvte af unc whemieay may |

|l ost points or scored high in.

To have a CT scanner on si tMRI Ghaynidciisacnrs

some patients who are unable to have an

servichbenkfacdstanal ysis would be requirec

those who do not me et MR I criteri a.
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To coll dbbrakeupnwith other | ocal MCs i n
BHC on a wider scal e. Clinicians selecte
supporting the BHC. Building up strong W
| ocal beyvwithl in order to progress. Revi
what <clinicians are required to do woul d

factor supporting the BHC into job plans

Limitations

The timescaweseosi gmief pc dwot t1YW delda yed scku

were unabl e -piol octo nidnutcetr vpioesws. We wer e unabl
capacity would have |l ooked | ike and whet her
BHC ogi Ist i | | met thdnmeegliyremenegpbbra pi hol
and to inform the feasibility, and identify

scaleef{lLab®ll) .

Another | imijtadt owa © fWee dwiewietpmuenatb | @ i t @t r «
team manager for phase one and it may have
phaséi twbs possible that different expet edn
that in phase two, participant 2 had | ess 0
were unable to answer many questions becaus
running of the pilotbl utbohanabyse béet wasnn

di fferences.
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Conclssion

This report explored cliniciansé6é views o0
highlighted areas which could be i mproved u
del i vwertehdke BBHC and findings suggest the new

delivering high quality assessments alongsi
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Il ntroducti on

Background

Il ntell ectual Disability and Ment al Heal t
An estimated 1.4 million people in the L
905, 000 (aDep ardturheenst of Heal th, 2001) . Il ndi v
of intellectual f uncte wenriyndga ya nldi vaidnagp tsi kvjel |bse

with both impaiacmeht soadi $§BngtbghoPl@dgmdhe, o0c

peowith | D have difficulties with communica
i ving.
Adults with I D are more at risk of devel

psychosoci al pAddi spbwohpgenhabaovoes| i mited en
can be | ess economically wel!/l of f, resul tin
and poorer quality off alcitfoe s( Ed@ltetaocr ats salc.i
hda h probl ems ( PPaeudp & HKhaistehr Fleie®dl9 )r.el at i on s
l i kely to get maDepadtmMBear DGd@ Heal Shc i28105d e
experiences of failure alklopnhgi menheat ohan
Furthermore, the | abel fAintedndcdaml|r add wlatbi
discrimination (MENCAP, 2018), whi cérs tceaenm ian
i ncreased vulnerabjl 2094(JRADdAs &n Mat kal. ,
by the awareness of stigmati sat i eneiwhgi ch] acha
Mar kova, 2004). Cognitive Bebaal oati dhgocagn
thevdl opment of emotional probl ems (Beck, 2

more | ikely to experience adverse | ife even
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gener al @EWomunlan i Dorh n s oAs wél adextermal, fact@r€) idtérnal factors
can alsacontribute to mental health difficulties in people with ID. These include experiencing
higher levels of anxiety, in particular intolerance of uncertainty, difficulties with recognising and
regulating emotions, sensagnsitivitiesand difficulties withexecutive functioningg.g., Kiani &

Miller, 2010;S8&GSaarveésal ., 2020)

Given the multiple predisposing factors
with I D have a higher prevalence of ompaaéed
to the gener al popul ation, witHh Chempreas sito m |
Cooper et al ,,thet®) ardoweVvéerple chall enges
within I D populations. makmmuni datridem diofff i c
their experiences and for priplhheestomal y tho e
i ndividuals from seeking help and accessing

professional ascaenbhalr deuailtdd di fficulties ¢

Il n many cases, there are comorbidities and
di fficulties which can mask mental ddattbnap
i ndividual s with moderate to severe | D may
attributed to their I D as opposed to a poss
2000). Furthermore, thseravairlealdlienittcee dd etl @ mti
in I'D populations (VIissides et al., 2016) .
have been developed with sufficient 1 nput f

acceptadbiNattiyandlh I nstitute of Health and C
are no suitable tools for routine use in pr

ment al health difficulties in I D population
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Psychologicalon@étei aAdgsusReasats, and Outoc
The Ment al Heal Fha Meawo ok a(l D&Sga vti ment of
clusive approach and key policies (e.g. V

eenlight Toosltkhitte;t NDhTdii,v i2d0ula6l)s wi t h an | D

i nstream services. Psychological services
APT]) have a | egal responsibility to ensu
ualy Act, have (eHM aGo vaecrcrnensesn tt @ar Z0ar@egqui $edyv
easonable adjustmentsd to ensure people w

ai nst. However, peopl e wit)h aa ed augnadeesre nt ¢ d
i nstream psy ¢theopl aorgti nteanl,t sbdirl @Hecagistah number o
cessing psychol ogical support. 't i s ackn
mmunity Learni ngDT»i)s aabriel ietsys eTnetainesl (iGih pr o

ople with I D. However, the policy also st
sources, and facilpdpwelskeapsa rnthiee nte sbtG OdH)e.atlh
dilvs dwiat h I D who are able to access mains

ould be supported to do so.

Outcome measures are routine in many psy
nitor progress widt hHion etvri edeetnmeeen ts e evs scieo mM<e |
tient Heal t h -9Qu eKsrtoieonnknea ierte eapl ® HQ 2nbelals)u,r ea f
d the Generalised AnmXpiettzye rDiestoaadnean cacbad 6ey
aswhesh form part of the minimum data set

ychol ogical service). These measures are
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resesaurgeghest s they may not be tsualt gbalrz0iIctuyl apr
with communication difficulties, including
absence of adapted versions of rRod¥icGA®oobet
accommodate communesatsoa daffieu for peopl

and evbadseendcei nterventions.

Current outcome measures available for p
Measures to identify and monitor changes
for i hmhadi widwal D, however, there is no fAgolc

Having consi st eretasallriersi aale dunpoament t o un:«
provi ded biyatalan sienrdviivciedsual , Hsaevrivnigc ev aad ndd maan
measures will allow services to better trac
predominant | yushienegpl Hesamppedsi zes vaanld dtahteerde
(British Psychlod;ogMc@ur kSo& | SHkiayd, kK yY200f 209aMUi)d a
measures makes evaluating the effectiveness

chall enging.

Current measures used in specialist | D s
Outnceo Scal-eD( PVDBssi dtelse e€l iani. cal20Qut) gio me Rc
Learning Dis-abi IBiatrireooswnc(I CORE e®Gl aadgqogw 2DelB+4) € S S
| D; Cuthill et al., 2003)-l ®&nd Mi mehiGéna &2 E&3 )
PTOISD aims to measure psychol olgmaicrmd. dlitsthaes
to have good reliability and good | evels of

amendments and psycho(meltird i dessTtladn galOdRrEdn a2s0e 1g



8 8

or -it4em version and is recommended as a use’
has been shown to have good | ewall 9(Baftr yi onwt celr
al ., Th®@l18DS has speci fi calrlep dorete nmeca seuartee do fa
symptoms for people with |ID. The measur e ha
retest reliability, waldi dictcept @bt i f-labet aald
(Mindham & Espie, 2003) has also been devel

probl ems and has shown Tthoe bGl apssgyocwh osnteatlreisc aal
establ issulreeds mea assess depression and anxi el
are not fully-cooncsagnd inlgl ¢ , 0 aroenptlieme and ar e
psychol ogi cal services.

NICE (2016) and the Depnaretnrde ratd apft i hhega It thh
dataset used in | APT services to ensure rea
equitable access to mai ndbdtaseampsgrrchiodc\veng ii pda d
and reliable adapsefiloouit codmei heass with 1D
l' i kel y provi dAd alpd tetde rv ea wstr@ooeme do/fG AtDlvee PHE@nNn d

specifically f0r usdnygiduptecwsshof cogset.i

measures comply with easy read guidelines,
the recommendations proposed in the Learnin
(Dagnan et al ., 2015). The pireoniveeadad ag@isly g h ome
l i mited in scope and further psychometric i

services adopt these measures (Breen, 2017)



89

Ai ms

This sedoyiavmstigate the psydhe&#E&OQtamidec ¢
GABr. Specifically, we @i mear nal ewarradaddesetn dy
reliability. We aimed to test for concurren
depression and anxiety méasutgs &edat metdesbd
validity by comparing scores acnl itnhiec ante a(scuor ne
sampl e, predicti ngutbhdeotr et hse genliifniccaanlt | gyr chu pg |

community group.

Mg hod
Design
A quantitative evaluation of th€6 poaydGAR
was conduct ede awtsiimrgala dcawisggn and bet ween gr
validity. Concurrenteaneéddiusemngemt coaliediaty
sampling was used to recruit participants t
were completed at a single time point for p

theapted RHQ@7 GABre repeated at a setesdd tEH

Participants

Participants were all adults (aged 18+)
to research. The cliniciatly gTeams wleoare BPeadplea
Disabilities (CTPLDs) accessing support fro

recruited from five NHS Trusts across Engl a

were not curreentwplabteasshngeanvycms, and Wwe
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virtual advocacy groups, day centres, coll e
coll eagues and sharing soci al9 medali la mpesiitasd da
remotely, therefore access to video confere

Il nclusion critespenak Amgoémeshumablcemmani cat e

di agnosis of dementia was excluded.

Foretiyght c achpdgéueest i onnai res bet weenOnbectob
participant was excluded (see bel Dwey olhad ea
age of 3SD150y6ar)s Wi i60ayeange dhel@® were
one participant identified as O00therd. Ther
community group. The groups did not differ

Table 1 presents demographic characteristic

Outtlé 31 participants the maiwnmntlébuy trheogrui acenp
support from family members or carers to ac
parti ci-rpamdrst sceldn t he demogrtaipehsi canqgdu eostthi eorn
di fficulties. This inclhedéd AanotcemmBpetinr gn
gr o, upADR®DPL (i n commaos3 tiyn galoiumpi,cal p5 D oiwm sc dSmy
gromp,1l in lol itrhiecalopmmuni ty gr-\Walpl ear dS yargchrosm
Syndrome, and Cer ebbpall ePasl¥s yi( nweroenmeedd rytnegd .

group) and meazzti prodmmensRt(yngcbupicapogted

Tabl e 1
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Demographic characteristics of participants

Group
Clinical Community Tota (%)
Gender
Male 9 16 25 (53.2)
Femde 12 9 21 (44.7)
Other 0 1 1(2.1)
Ethnicity
White 18 22 40 (85.1)
Black 1 2 3(6.4)
Asian 1 1 2(4.3)
Other 1 1 2(4.2)
Age
20-29 10 8 18 (38.3)
30-39 2 12 14 (29.7)
40-49 4 4 8(17.1)
50-60 5 2 7(14.9)
Total 21 26 47
Measures
Gl asgow Depr(ecbssbonCg8chi el et al ., 2003)

The GDSi sr eapocretl fmeasure of de

to moderate | D. |t takes 15 min

pressiomilsg

utes to a-dmi

point Likert scale, Onever 6, Oswomét iime ad,s c

mor e. Five 1items arengevuer sedsovodead)

bebDoe:

40). It is reported to be a sensi &ihwes md phE

goodreesest r=l97)bi(lGutyhi(l 1l et al

Gl asgow Ank Galsy; &SMiame& Espi e,

., 2003).

2003)

This irsepaorstelnfeasure of anxiety specific

takes five to 10 minutes to compl ete-l DLt awing
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clinical cut of f eofscbdbB3edOnanidt emdi i deaér s (
tot al score out of 54, | t consists of 27 i
and 6physiological Dshmptgmed. i Ther GABE c6 hsi

and goroadt asetstr=e1.i%5)i.1 i ty (

Adapted@ AKHBQeen, 2017)

The adapd eids tPAHRP s gdft measure of depress
fopoint Likert scale, with the folfodangodre
everyTheaymeasure has bee9n (akdraopetnekde fertomalt.he =
cognitive interviewing to ensure the measur
been adiapdlepldibiywirtehst @@y gl i sh, prompts for
rewor di ng.laf htahse bseceanl eest i mated to take bet"

2017ndi vidual item scores are summed to givVv

i ndicating more severe symptoms of depressi

Adapted7 @GABD>een, 2017)

Thi s -iitsema sfedft measure of anxi ety fpori ndc«
Likert scale #&®s anmlle hadapteed REHQPSI Eidt £ @ro mett |
process of cognitive interviewing with adul
91t takes an average oaefenf,i 2dddmynduas t bemos
to give an overal/l score (out of 21) with h

anxiety.
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Procedur e
Easy read information sheets were design
wh ahte tr esearch was about and what it i nvol v

the BeéunWg conducted via video conferencing)

form. Al participants i n trhreaicroensmuwiia yv isdaen
with the main author. Participants in the <c
qgualified clinhzl@&@n om wihteh nt9s)e r mMaucases tdiua Mmma

admi ni steredern(ttbemogamphor qu@stadaphedeGA
GDS D, -GBS as no order effects were expectec
and there were no right or wrong answer s. F
guestebasing to their feelings in the past

Questions were read out verbatim and the O0s

visually. Participants in thengoarmuwmnd ya svaear
complete th® adagGa®daPHQ Ver bal i nformed co
second visit. Participants were debriefed a

them foontrhiebute rmaeksLSeahApmMal | faai nige dp & mtme

Et hical review
Et hical approval for the study was recei
t he NHS HeaAutthh oReisteya r(¢shheec aAlp pepprn xval s @ cc

five NHS sites across England were granted.
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Statistical analysis

The data were analysed using SPSS 27.0.
conducting analysis. Cronbachés al pha was u
outmeo measured .esftegtel i ability was assessed t
(1CC) as it provides the degree of <correlat
2016) . | ntdeesptesn dveenrte tcomput ed dtid yt edto fsere dif
significant differences between clinical an
validity was tested b¥ wiotrh dtiDadain®dySt thhee7aaldaip

t he -IGBS Divergesntt ewdleidd ibtyy cwa rel ating the ¢

One participant from the clinical sampl e wa
every single item of each questionnaire. It
masures as it was reported they were acces:
panic attacks. There walsD o(nheu ers tsisd m gl Ov)a | fucer

group parnthiici pantts ci pant d@ twatsa li nscclourdee do ni nt
di scriminant validi tsyc aalnea |sycsoirse sa nwde roen |cya |tcout
and 6Physiological symptomsé and not the o6W

mi ssing from the sampl e.

Resul ts
Hi st ogramg), phnotmalan@ box plots were Vi sl
and the questionnai r e dsicsotrreisb uatpé&pdei aér popdpsgt odysbxe
When the data was split ims,0 tthhee a&d a p&ifeixhd R kh

GDS D appeared slightly positively skewed, |
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t hat the measures weere |l wietsh iwe-tted erbhavéneanll . 19i¢

data was suirniablteedtoirng.ar amet

Reliability

Il nternal consistency

Cronbachos al pha9 hg5r4 7t)h ewaasd a p8tde,d sPUHH@ e s t |
consistency (KIline, 2000). The range in int
item del eteend .vBas amedt we85. The item total col

Cronbachods alpha wasrn{84867Ff prwihke Bndapt ad
consistency, as measured by alphacorfr el @mi d
ranged from .53 to .73. The measure thus sh

Cronbachos allpOma( 406y wae GCOS Dnr(d46dr whhbe

al so .91. Both Glasgow measurey. showed exce
Testketest reliability
Data om e sttesstets were available. The m¢

of the adampinadd GRS n b be 2d a8y2s:1 {r admyew ay Mmwa e d
i ntraolrasbations ( le@O)je nwi twhe raeb scealéd ucteid taat gerel | if
| CC estimate -059.46€. T4i ippog-$00d 49ndgedbs exc
(Cicchetti,eslt9iordat.e Amf I Crreceimeatte a nge N0f ¢ oxtd |
agmeat. An excelrletneesitdiaer bet gf waestQuiid CCor

=. 91, 95%B6CI p. 80001) and (LECthe7a 0895 BdRIG
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Val i dity

Discriminant validity

The ability o% aWm®7 Goaps ede PHIQo di scr i mi
group and the community group watsedtny.esTadlyla

group means and standard deviations for eac

On average, the cliniaddptgedbM@PHBOSOE &XM. &d
n= 21) than t heM= otnIn@h,5thyd 76 o.upTHere was a ¢
i n depression stOdelk. & t.wek2n-7Y50BD4PE ., [ Actcor d
Cohenbdés ( 198s8)t hceo nevfef netcitol airgee WD BN disum t o

The clinical group attesd -GH®r 0SB0 g h=28 B2 1o)n
than the commurbiSBy ,gn=b1W@mhér e was afsegentec
anxietytweeneiyrdtbhéBp.sH2, . 001, -79 B2, A e[ efifzeec twa

| arge @d€obeddF.

We al so QGleasstgeodw tmheeasur es ability waddisc
community groups. The cl|l iDSIDOMKE ¢§62k4 7/7s88r, e d
than the commurliOEB 8Br.6Up (= 26) and there \
bet ween t he( 4540. 493 ,0.uQls9,-195%9@% ,[ 7 2.

The clinical groupmealasddma pabRlcdr eSdSIBIOGLHE=0 200  t |
the commumMi=t 1l 5§ BABmM=9O(726) . There was a signi

scores bettvwddB. PpPrROoUPHI,-195B3 =] [. 91.



97

Tabl e 2
Me atnot al scores and standard deviations
Group
Measure Clinica Community Total Groups
Adapted PHQ-9 10.38 (5.80) 6.62 (5.47) 8.30 (5.87)
Adapted GAD-7 10.00 (4.73) 5.27 (4.47) 7.38 (5.12)
GDS-ID 16.14 (7.38) 10.38 (8.61) 12.96 (8.51)
GAS-ID 24.50 (11.02) 15.31 (8.97) 19.30 (10.83)
Concurrent wvalidity

The clinical and commumaed %) gfomrm ptslagve o B a |
Concurrent validity, whereby a new pnegastuirreg
measure and the two are cprlmonelsat({sd)e RphesdsoI
product moment corr®l| atoit aa.ssTloe e ed aapg teddd e H G

score. A significant po4&i)Yipxe.®d@®Lati onship

The adapt etdotGAID score was positDi veltyw(l £y
= .pK7,. 001. The7 atdatpdéesdsa@&drsDe wosi ti vel 3y Dcorr

OWorryo6 rgdbgcpsl e ®®,1), the O06Spes&T7Yipse fBAALS O

(@}

Physiological rqymptmmms.@®:lu)b.scal e (
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Table 3

Means, standard deviations, and correlations

Measure M D PHQ-9 GDSID GAD-7 GASID GASID GASID GAD-ID
Worries  Specific  Physiological
fears symptoms
PHQ-9 830 587 1
GDS-ID 1296 851  .86** 1
GAD-7 7.38 5.12 TTF* 81** 1
GASID 19.30 10.83 .80** .82 * TT7x* 1
GASID 854 490 .74** .80** 75%* .89** 1
Worries
GASID 530 386  .51** 46** 52%* .82x* 57* 1
Specific fears
GASID 551 382 .78** 81** B7** .85** .65** .56** 1
Physiological
symptoms

Note. M and SD used to represent mean and standard deviation respectively.
** Correlation issignificant at the 0.01 level (2-tailed).

Di ver geintty val i d

To test that constructs that should have
we correlated total9seoad@s&wbDoh tbge. aAapeéerde
significant correlationsalpdoviydi "neeatldphnes
was slightly posage(,4&) yp=caoa@Bbel|l dathed7awdiatghae d s
was not corrré 4d9) Og= wildhteraegever e no signi fi c:
age(,47-) 0=, .68, , -wbhtrh wt h éd-| GBS 6GASF= . 63

We conductedt entde pleentdeendn tgender andd tot
and GA® further test for divergent adadptdedy
PHQ ME 8 SDEG. 5421) t h¥Mr MmE&SDEs5(335) but t her e
significant difference BDBnbeoweknsmaltEes4)andt

p= . 67CI-20.502, 4. 33]
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Femal es al &0 900t be -A@phpd 8@G05GCAMB2 1) t han
M= 6SD2,4n4d35) but there was no ssogmitfhiec aand:

GABr between malte34 ah@)pf=2mh8@@ELIB4% 5. 91] .

Di scussi on
The aim of this study was to further eva
PH® and-7GA®r use with adults with I D. The 1
and valid and thus clinicallyBueehull 20R7¢& v i
validity of -% haen da7d@#pf eidn aPdHleQquat e as only on
account for this previous | imitation, we ai

val i dity, coawncdurdiewetr gveanti dviatlyi,di ty. Regardi

i nternal consistency, but no otherreekestabil
reliability in addition to testing froel iianltie
Despite challenges wilt9h wee wreuiet adbht dwertar

Ssize and compute parametric sbmpasabtaltanht
psychometric investigatn=88sf borltChdeSHBBRacy om

| D) and | arger tha:m3Breends initial testing

I n relation to reli-@bahd-7¢6m®hstuheshwenda
good internal consinasttesitc yr alnidaomixleiatt y elmdad ¢ & s
proposed by Kline (2000) and Cicchetti (1909
intervals should be used and not t her dtCe&s tes

reliability. The-Ried ocensitdher ad atpd elda wHQa g o
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retest reliability7 vhaesr eaa smotdheer aa dea ptted de s@&AD

reliability. Overall, the findings suggest

The adapd eadn dPrHOh®asare deemed to be vali
measures were able to discriminate between
score on the depression and anxiety measur e
significantthehigdheanedd7r GAHDQ N partici pants i
who were not currently accessing ment al hea
measures not being significantly cos reViaden
by the adapatnedd7 G ®@Qsures being significant]l)
established Gl asgow measutF7e swa SA smoerxep escttreodn, g
the -IGBS6worriesd subscale odmpahgdi od otghe ad
subscal es. Hinkle et al., (2003) provide 1in
suggting .90 to 1.00 -i90vesyhhpgbhly506o0toel &
|l ow. Usi ng tbhoetshe tghuei d&d apnte&GAPH® hi ghly cor
Gl asgow AKpastuass.and Ur dihrma (lDI7)el @ad mmerst ¢
high but not too high. I f the new testoudorr
such added advantages as brevity or ease of
duplicationo (pg. 127). athodweG@Adxe, mnuhceh agdua pctkeed
than the Glasgow measures andeyartoiumidp a mtesn
complete. Thus, it appears the @adalpd elle memas

to the Gl asgow measures, particularly in bu



101

Additionally,9 tdard-a@Aa®d 2dr eHQpr ovi de a r
the minimum dataset that must be routinely
robust routine outcome measur es tt haantd aa cec ecpo
accessible for people with I D wildl hel p red
equal access to mainstream psychol ogical se
recommendations | aid oautniinng NIi GER b(i20 1 6 )e sa nPd
Guidelines (Dagnan et al ., 2015) . | mpl ement
across | APT services in the UK were adminis
each servicei dnakli n@r awgps o malb lve avd jt th o twrmesri tsst de.c

us eouwtfc ome gneiatsailrlees f orn mpe owleae wirtalke kli,g f @fr

| D popwlidatli mmd occur. This poses ¢ haolnldeuncgteis
randomi sed controlled trials (RCTs) within
prevalence of ment al heal th difficulties in

Limitations

A Ilimitation of this study wasentihe senqguil
i nterpreting findings as there is the risk
Additionally, as it was a convenience sampl

i ssues with genwewdri,s atbhd igsammpmlre swas Hoar ger
evaluate D haen dGIDCSah d oepertsekfhhsures used in

MANS& D; Raczka et al ., 2018) .

Due to the scope of this studuyt,y.weFiotnzlpya:

(1998) advise investigating the feasibility



102

to reliability and validity when assessing
anecdot al evi de nfcier tol d etch @rd, btyhd hmeasur es
Participants understood the rating scale an
provide prompts for the questions orr é@vi 0eUXSp
reports from Breen (2017) it suggests the n
research is required to replicate our findi
over time (responsi vebeesryloafnfdsc.ta A dcdo vtei sotniagl a
services offering digital/onlinel@aspamrsdanaind
could be valuable to produce electronic ver
suggedtesasiitblies to complete these measures r

functi on. It was easy to enlarge the text a

Conclusions

The present study has evaluaapde tthBPHPEB y C
GABr for wuse with adults with | D. The measu
provide a reasonable adjustment for the min

administered in routine clinical practice.
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Executivef SGumMairy Research Projec

did we do the research?

People with Inteldfethéawa!l mbDir £a bnelnit tail e sh e(al
er al popul ati on, yet they are underrepr
y barriers to getting helmpedoironpr odbrd e mfs

Xxiety). One barrier is the | ack of adap:
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they hatvke peeblemsswd or worried and t he

ti nRJs ywehdleagi cal services (e.g. I mprovin
ponsibility to ensure peoplien wihd Pqguwdlei
al acceSemavece®geaired to provide o&6reason
tected characteristics are not discrimin

Adapted measures for9)degpnmdeksasnxiMeD{p dhad ex

e for people with | D pr dueedsitn go nan ari @ 8ss0 A
y to complete by adults with I D. The <cu
iabl e and measur @éd wtheats utrhee Y tvhearte tshuepp ons
t did we do?

Forsteywen adults with I D were recruited a
e the &daprneeads uRHQ of depr &s imem)s,urtehe fad
s@®ewroens sand Anxi etlyD, SckaBll®.s WeGDrSecr ui t ed
cessing mental health services) and a cc

t i f the measures could disti nguWes ht ebsette
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concurrent validity (when a new me&swrta nigs |
and the two are correlat-8dwi bh -Itlh ean&D 8t h enigG
the -IGBS We tested forteéeistvertdhant coalsitdiutcy s( t
do, i n fact, not have any relationship) by
reliability (consi-@tamada®yGhdds urmhes aldy pit retde rPrH
The community sample c®mpheédirecdnbtalserr adampine d

(approximately one weekesparehi abi assegss fo

What did we find out?

The adap% eadndHE&mBPasures have showhhédroe bve
significant differences-9 mntdo/tGAIOt sveerne &€ hen
community groups, evidencing goo8d wascsi gn
positively corr-lebDaaed tih eGhiADUVAgpRs €GADISso si gni -
correlated -wWDthsudegesGASIg good concurrent
correlations between the measures and age ¢

adapt el @AM’ measures had good interataéstcomesl

The adapS eadn dPfHEAPpear valid and reliable
practice. The measures provide a reasvenabl e
routinely collected in | APT services and wi

access to mainstream psychologi cal services
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Connecting Narrative
Mai n Research Project
Af t el nigricajlect fOélilvitabdHegattpbed | ect wi t hi
Int el IDEctab&ll D) Oleisvia kindly put me in cont acf
shaped t he Tcewrarl amatt i mrgo jtehcet psychometric pr o]
adul tIsD wli tthlaed dxperi ence of working with thi

good oppagrt mniexyetro encd awvads satwaetec ho fmwytshesl fi.

measures in clinical saptstyicnhgosl of griocna | nyiw ephreebvel
Having a project that aligned with my inter
accessibility to psychologi cal services was

chall enges IineWhteabOyi woal idteyo blmeaav enat Myrma C
of fered to be my internal supervisor. | f el

research experikebce and speciality in

For mehdodol ogy and ,desngayefl theaprogepa
documents i n Eaeswe rre aac d es wintslug eandiDackEapta
service usermrionwv adlevdmendtb atck varnd utaldtedwa su memd

Kknoswrvice users thought thkeepropebe!l wasni m

I had never applied f opefr tmkaalusveetlhyi ctsh oaupgphr
be a problem due to my st aé¢ mgtdh smeitng qqirnoesdonma
researHohwkev eertpridce d s ntgeeok t han anticipated. l
ready to submitl9 opeaent dhedwei€cjt doieilteh aGhogvei dmy met h

ensure we could conduct the projechkwarsg¢gine t |



112
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process

The results provided ®viahe1 GehOalsatr etshar a
psychometr.Tbakl ysrobkety to have significar
can be used ianmmdc lcionuilcda Ip osteetnttiinagisl y be rol |l e
particular, to provide r dxsaomncadd i mgl |jmait nmetn

services.



113

Critical RLeivti eerwa toufr et h e
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ID settings and did not f eel confident i n m
al so hadndeecverd a systematic |iterature rev
prospect and wondered i f | had bitten off n
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critically appraising research and spurred
hopi sBgdnesemi nate my findings so it can cor
Service | mprovement Project

Training proeidppomteumwiittyh ttdh conduct bot
research. |l used the Il eethgroymat ltwddladgpy afta m
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AppeamxdCRLSearch String

Al ntell ectual * disab*0 OR filearning disab?*o
OR fimental* disab*0 OR #Alntellect* Developn
Adi sabl ed person*o R efmirmtienlgl edcits*oridnepadi r * 0
AND

AOut come measure*o OR outcome* OR measuret*
OR tool *r ORomMts’*ed fOR fAself report*o OR fAinfo
OR scale* OR subscale* OR instrument* OR intervié®R inventor* OR survey OR rating* OR

Atreatment outcomeo OR fAclient outcomeo OR
reported outcome measureo

AND

AChall enging -bahav*0 OR fAself injur*o OR ag

Ai nappropoi @Refibeadppropriate sex* behav?0 C
AQuality of I ifeo OR Aclient satisfactiono
Aobjective wellbeingd OR fAemotional well bei
participato n 06 OR fsocial inclusiond OR fApositive

OR ASocial wvaliditybo
AND
Valid* OR reliab* OR psychometric OR sensitive* OR specific* OR feasibility OR standardi?* OR

accura* OR predictab*



118

Appemxd3I B5copi nAg nesnd

The broad questions to be addressed were
What are cliniciansd expectations of
What factors do clinicians think are
existing service?

Will the BHC i mpacd odbermrwileess? and clin
Does clbdomnfciidaenrsce i n diagnosing demen
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AppendS$IxP €6t erview Schedul es

Il ntervi ew s chredaitl eds wietrlke tcltboe BHC steerin

manager, -oed@aaoch ¢de Head of Ol der Adul
of Psychological Services for Oxford Hea
hel ped to generate questions and reviewe
ended. Supewvviewerd the final schedul e.

Brain Health Centre

Bi omedi cal Research Cent
Senrdit rudtnureg vi ew SScheodulGai de

Pr-lei | ot |l nterview Schedul e

Bef ore [1ndhiemr wti eesw)

I ntroductions
Thaaolki nfiacri ameet i ng

Confirm that t he seslhioan wil l | ast no | o
Checlki nhavanan information sheet and whe
Remicnnd nt bmeans he interview wil/| be recor

kept confidenti al
Sing ng consent for ms
Confdlrimircadady itso start the interview

Whats your wunderstanding of the BHC?

Prompt s
- How involved hawvep yofu tbhleenBH@? t he set

Are there areas of routine service that

Prompt s:
- Referral process?
- Assessment process?
- Feedback process?

Are there areas of the routine service t

Prompt s:

- Do you feel d¢dhhrerentiIsy amiyg i mg?

- Ils there anytbiesgraéegardcegwhiaemhdrywoau t
could be i mproved

- Do you tshsiersks ntetneto apl rdo cbee8 si mpr ov e d
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- Scans?

- I n what <circumstances are MRI scans r

- What other i nformation might abe elbasl|
I n your opinion, what is the role of an

Prompt s:

- What fdeoc tyooriset Ipi nlo make a diagnosi s?
- Would access to MRI results change ho
psychiatrist only)

I woul d | i kehato hacspke sy ohua vikee vyed w pgmetn tf orf tnhee
assessments and research going forward?
devel op coll aborative research projects

|l s therelaayybungould | i ke to say about

Brain Health Centre

Bi omedi c al Research Cent
Sebitrudthnurea vi ewiS8cheodulGali de

Senrdbit rucMiu®edot |l nterview Scheduwlve |l (vfedr i
BHC)

Before Interview (10 minutes)

I ntroductions

Thank clinician for meeting

Confirm that the session wil/ l ast no | o

Check clinicians have an information she

Re micnd ni cians that the interview wil!/| b

much as possible, constiidcddreirrvg etwse raen dwiplelc

have been directly involved) and kept <co

Signing consent for ms

Confiirnmcdlan is ready to start the inter)

Acknowl edgd49t has Copiadted on the pilot c
Things might be different to what was or
particul ar Iny cliankibn g xpterc¢leinces.
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1. Has the first few months of the -BHT pil o
a. What was your experience of the chang
2. Can you tell me about your experience of
a. The referral process?
b. The assessment process?
c. The feedback process?
i. The quality of 7iimfcdrurda tnigorn hper dBWICd e
i. Giving a diagnosis (F2F in clinic)
ii. How has this process worked for yo
(pick up on both positives and possible
3. Can you tell me awobri kti nagb/opurta cytoiucre wsaiynsc eo f
BHC?
a. Were there changes to your practice?
. Use of the scans?
a. What are your thoughts about
b. Access to i mages?
i. Cognitive assessments?
ii. Feedback?
b. What, if any, | mpaptorhas atdh eo nBH G ec Imen
appointment?
i. For mat ?
i. Lengt h?
4. Can you teldl me about the type of screen
a. What didl ItlhebrAChEg t o the assessment?
b. Are there other screenimglpdals awhipah
assessment (e.g. anxiety, depression,
5. Do you think the role of [enter professi
rolled out to other services?
6. Where ther e tanaym/gwaoprsk fionr cteh?e
7. What are your thoughts about the BHC and
a. Do you think it benefited patients in
b. Do you have any concerns regarding pa
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c. Was everyone referred able to access
. Par ki ngi?Zng@uanvironment ?

i. Do you feel assessments were offer
to all parties?
ii. Was i ormation clearly given to p

n
and fe
d What was

within 6
e. Do you t

f
edback process?

the I mpact oém wasisteissg dt ames ?
weeks from referral?

i

hink the new service changed

8. What has your experience been of having
a. Has access to MRI revbolut s matkamgead o\
psychiatrist only)

9. Woul d you suggest any changes?
a. Suggested changes for the pilot?
b. Suggestions for future additions/ dire

10l s there anything else you wouwmlod Ibiekeen ftca



124

AppendS$SIXBBEBC I nformation Sheet

hET2NR . Nb A YNaOISFEAGIKA 2 d3ay GFNBR A yHB @5 6 NDK
KO8 BANX¥FIAGHI stsza@swm&maRm§Bm%Aqf&
SSy C)f)\y)\c“)l-t LIN} OGAOS FyR NBaSINDODK I R¢
(6SY F2NJ GKS FdzidzZNBE 2F RSYSYGAl RAFIy2aA
1AY3 SATFSNBY AU NDYRAS| 0N AASW KBEK SIBAY
VA= hEszﬁ I SEEGK bl NIRAANRE KR DYS D

| NJGah dzk2 N &8 ELBKRRSPOBOIRORE¥SYTHRE 05
Sao

< H > Nz Uy
Z
EU<

NTTER DU R
WM< S w8

4

QJ(O(SF}Q.xOIQJ(e

c

K

AN LNRBSAaVEYGaA O AT EFO0ES (G2 LDEASNEAAGK
568
i K

S

OSaandz2t KbaAKI aNBazaw@ggiia y28 Ay Of AyAOl f
Ly HO@SASIR LAY I y20St RAIFIIy2aGA0 G22fta &
le-yOSR AY 2R (IMpRly2 SAYAINR ORAY Iy ZEKSa lj dzk € A G
I At of SeEBVAIMYR ORANKBE Y8 RAR Of AYAOd ¢ Kdz
SYLR ¢ SNJ éfyﬂy[v@mﬁ Y@2yTARSYG yR I OO0dMI) iig @A
LI GASyda | 00Saa (2 I LILINE LINR I GiSK S N&BS |-iif WigkdIia S
FdzidzNB A F S OKIFy3aAy3a GNBFiYSyiGtazs 6KAOK gAf
HAMY 0 @

Cn ™ &

w»

SBA FSHa SoRRRA Y I RSYSy G Al NBm 9IFaNIB: Nl
I NEX S@OSNE LI GASyd oAttt 0SS GKBES
I NORIEG 10 8T DRIYNBESS AY3I | RRA u)\zylt NJ
- OO0 SR I o2ldkl? NIdHzy@ABAINIS 3 84F NIAK & 2F | O

(RFENHER OAISYS aLI NI Ay NBaSIF NOKXZ |
y2aU0A0Z OONBFGYSYd FyR LINBGSYyilAz2y ai
it S raPKyF At & (SHYREES y2iyA I (12 KIF @S mmE: 27
NE&SFNODK 6& HAaHun O05SLI NIYSYy(d =z

I A gfx“)ﬂ\l S 1atsa 2 LJLst‘t\madaf )\liMﬁS ai KFANNJ LI FHOA £ A S
AB

[
O Qx
N
8 oo wm
Sv N > B

ZzZz0TTR <SRrMvMToHBHx
)axz

(
>

> o=z Z e

Y7}
N
— 2

gAEIdG A @St & S
il FNBSE2 0«9
i Oy 6S dzASR A |
f a 2 AYLINROS RAI 2
ZOA | It £ ruwmmnm A2 ySB Y I
FdYSyid (2 0SS NI}LARf& A

2N GADS | YR
stfa)\sue{Nmmm:
2 AyONJSIaS C
S LINRP3Iy2aiGAc
BFY 68 I Rl yO
J SYSYGSR Ay t A

<m.‘\<
O«
No
o
N
Z
-
s W
H P
O«
No

21¥
d
oF:1
i 8

Cn ™ & g

&1)&""‘CC(/))

| WRYGK LAE20 2F | LIWINRPEAYFGSt@ wmpn LJI-
L dzidoXyicpbH G2 RSY 2yauIN1]BEL$]N(ES(S$ZI§ddﬂSE?EZJ\MLB®
YSY2NE OftAyA0a | ONRPa&d hET2NRaKANB .
0KS TANARLD RSOMKBLINBERE FT2NI I alISIOA | @DH aliR 2RS
YR AYLX SYSYGSR (KNRdzZZAK2dzi GKS bl {®

T@(



125

Appendi x E: SI P Consent Form

NS N HS

HIVERS

OXFORD Oxford Health

NHS Foundation Trust

CONSENT FORM
Exploring clinicians' views on the Brain Health Centre pilot study = recommendations
for the future
MName of Researcher: Hannah Jenkins If you agree, please initis! box

1. | confirm that | have read the information sheet for this study. | have had the
opportunity to consider the information, ask questions and have had these
answered satisfactorily.

2. | understand that my participation iz veluntary and that | am free to withdraw at
any time without giving any reason prior to data being analysed.

3. | understand that the interview will be audio recorded and | agree to this.

4. | understand that anonymised quotes may be used in research reports and/or
publications.

5. | understand that the research may also be presented at a conference.

6. | agree to take part in this study.

Mame of Participant Date Signature

Mame of Person faking Date Signature
Consant
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Appenrdi $I P Participant I nformat.

Pil ot Clinicians:

NIHR | Zoisersied VI
Oxford Health

NHS Foundation Trust

X

PARTICIPANT INFORMATION SHEET

Exploring clinicians’ views on the Brain Health Centre (BHC) pilot study —
recommendations for the future

We would like to invite you to take part in our evaluation of a pilot project. Before you
decide, it is important you understand why the project is being conducted and what it
would involve for you. Information is provided below and if there is anything that is not
clear or you would like further information, please don't hesitate to ask.

What is the purpose of the study?

The Brain Health Centre (BHC) has been set up to offer high quality assessments to patients
and increase access to research opportunities in order to improve diagnosis and
management of cognitive and mental disorders.

The BHC is running a 6-month pilot and the purpose of this project is to evaluate the pilot
and explore clinician’s views on the new assessment process offered by the BHC. More
specifically, we aim to explore clinician’s expectations of the BHC, what factors clinicians
think are important to making improvements, and whether the BHC impacts services and
clinician’s job roles.

Why have | been invited?

You have been invited as you have been identified as being a clinician working in a memary
clinic within Oxfordshire and employed by Oxford Health NHS FT. We would like to hear
your views about the BHC pilot as someone directly involved in the pilot. We intend to
interview four clinicians of various professions (e.g. psychologist, psychiatrist, service lead,
dementia nurse) at two time points; before the pilot starts and at the end of the pilot.

Do | have to take part?

Mo. Taking part is entirely voluntary and you can withdraw at any time prior to data being
analysed, without having to give a reason.

If you would like to take part, please email hannah.jenkins@hmc.ox.ac.uk.

What will happen to me if | decide to take part?

You will be contacted to arrange a convenient time for a one-to-one semi-structured
interview with Hannah Jenkins [trainee clinical psychologist). The interview will take
approximately 45 minutes and can be held at a convenient location for you (e.g. your
workplace, Warneford site etc.). Interviews will be analysed using thematic analysis to look
at broad themes and recommendations for the future.

(0]



What about confidentiality and data protection?

All information you share will remain confidential. Confidentiality will only be broken in the
event of the disclosure of information regarding professional practice or any risk issues
which warrants reporting.

Interviews will be rel:urded on an encrypted Dictaphone and stored on an encrypted Oxford
Health NHSFT computer until transcribed. Audio files will be deleted once transcribed and
data will be de-identified. Responsible members of the Oxford Health MHS Foundation Trust
may be given access to data for monitoring to ensure that the project is complying with
applicable regulations. We will follow all privacy rules.

Will | be reimbursed for taking part?

As a thank you for your time and participation, you can vote for a chosen charity. A total of
£50 will be donated.

What will happen to the results of this project?

Findings will be published and shared with the Biomedical Research Centre (funding the
BHC) and no identifiable information will be included in the report. The project being
undertaken will also contribute to the fulfilment of a doctoral thesis.

What if there is a problem?

If you wish to complain about any aspect of the way in which you have been approached or
treated, or how your information is handled during the course of this study, you should
contact Hannah Jenkins (hannah.jenkins@hmc.ox.ac.uk) or you may contact Hannah's
supervisors (Dr Reena Yohora, reena.vohora@hme.ox.ac.uk or Dr Candy Stone,
candy.stone@oxfordhealth.nhs.uk). Alternatively, you can contact Dr Lola Martos, Associate
Clinical Director (Lola.Martos@oxfordhealth.nhs. uk).

Further information and contact details:

Please don't hesitate to contact Hannah Jenkins by email on Hannah.jenkins@hme.ox.ac.uk
or call 07821361896 for further information and to register your interest in this project.

Thank you for considering taking part.
[ look forward to receiving an emall from you if you would like to take part.
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i ni ci ans

NIHR |gisemse  pY7IT
OXFORD Oxford Health

NHS Foundation Trust

PARTICIPANT INFORMATION SHEET

Exploring clinicians’ views on the Brain Health Centre (BHC) pilot study -
recommendations for the future

We would like to invite you to take part in our evaluation of a pilot project. Before you
decide, it is important you understand why the project is being conducted and what it
would involve for you. Information is provided below and if there is anything that is not
clear or you would like further information, please don't hesitate to ask.

What is the purpose of the study?

The Brain Health Centre (BHC) has been set up to offer high quality assessments to patients
and increase access to research opportunities in order to improve diagnosis and
management of cognitive and mental disorders.

The BHC is running a B=-month pilot and the purpose of this project is to evaluate the pilot
and explore clinician’s views on the new assessment process offered by the BHC. More
specifically, we aim to explore clinician’s expectations of the BHC, what factors clinicians
think are impaortant to making improvements, and whether the BHC impacts services and
climician’s job roles.

Why have | been invited?

You have been invited as you have been identified as being a clinician working in a memaory
climic within Oxfordshire and Buckinghamshire localities and employed by Oxford Health
MHS FT. We would like to hear your views about the BHC pilot as someone not directly
involved in the pilot and what your thoughts are regarding the possible rolling out of the
pilot to your localities. We intend to interview four clinicians of various professions (e.g.
psychologist, psychiatrist, service lead, dementia nurse) to cover a broad perspective.

Do | have to take part?

Mao. Taking part is entirely voluntary and you can withdraw at any time prior to data being
analysed, without having to give a reason.
If you would like to take part, please email hannah.jenkins@hmc.ox.ac.uk.

What will happen to me if | decide to take part?

You will be contacted to arrange a convenient time for a one-to-one semi-structured
interview with Hannah lenkins (trainee clinical psychologist). The interview will take
approximately 45 minutes and can be held at a convenient location for you (e.g. your
workplace, Warneford site etc.). Interviews will be analysed using thematic analysis to look
at broad themes and recommendations for the future.
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What about confidentiality and data protection?

All information you share will remain confidential. Confidentiality will only be broken in the
event of the disclosure of information regarding professional practice or any risk issues
which warrants reporting.

Interviews will be recorded on an encrypted Dictaphone and stored on an encrypted Oxford
Health NHSFT computer until transcribed. Audio files will be deleted once transcribed and
data will be de-identified. Responsible members of the Oxford Health NHS Foundation Trust
may be given access to data for monitoring to ensure that the project is complying with
applicable regulations. We will follow all privacy rules.

Will | be reimbursed for taking part?

As a thank you for your time and participation, you can vote for a chosen charity. A total of
E£50 will be donated.

What will happen to the results of this project?

Findings will be published and shared with the Biomedical Research Centre (funding the
BHC) and no identifiable information will be included in the report. The project being
undertaken will also contribute to the fulfilment of a doctoral thesis.

What if there is a problem?

If you wish to complain about any aspect of the way in which you have been approached or
treated, or how your information is handled during the course of this study, you should
contact Hannah Jenkins (hannah.jenkins@hmec. ox.ac.uk) or you may contact Hannah's
supervisors (Dr Reena Yphora, reena.vohora@hme.ox.ac.uk or Dr Candy Stone,
candy.stone@oxfordhealth.nhs.uk). Alternatively, you can contact Dr Lola Martos, Associate
Clinical Director {Lola.Martos@ oxfordhealth.nhs.uk).

Further information and contact details:

Please don't hesitate to contact Hannah Jenkins by email on hannah.jenkins@hmec.ox.ac.uk
or call 07821361896 for further information and to register your interest in this project.

Thank you for considering faking part.
{ look forward o receiving an email from you i you would ke fo fake part.
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AppenHd$S xXPhemes and Supporting Quotes

Themes, subthemes, and example quotes fromilpténterviews (ion-pilot clinicians; pilot-clinicians)

Theme Subthemes/Codes Example Quotes

The current What is working well with the "7 guess we have a close relationship with the GPs . they know who we are, we know who they are, and I guess that might
assessment current process make some parts of communication easier. "P3

process Referral and pathway  “ft’s fairly local. The clinicians that are working in the memory clinic ave sitting in the CMHTs at the moment, so we have

Assessment process

Areas for potential

improvement
Inconsistencies in
referral process

A basic assessment

that integral link in with the CMHT™" P3
“there are sometimes people who come to the CMHT and then we see that actually clearly this is a memory impairment so
they will go into the memory clinic. There's a flow both ways.” P2

“It's quite detailed, there's a lot, so at the moment there's quite a lot of ground covered.” “five-pronged approach at the
moment.... the information they give us before they come. We 've got obviously the scanning and the technology, which I guess
is where things will change more dramatically. We 've got the interview process, the informants process, and we 've got the
memory testing. " P3

“We can spend quite a lot of time with people, really, an hour to an hour and a half, and, you know, you can cover guite a lot
in that time. "

“I think we 're quite thorough... we get a real good history of that person s life and what their life is like at the moment.” P6
“I think we ‘re gefting better with some of the more cross cultural, bilingual language assessments, so maybe thinking a little
bit carefully about things that aren’t so language heavy or culture heavy _E7

“I suppose it's fairly streamlined in some ways in that, you know, there is a pathway for it. And based on that it works well if
people then get a diagnosis and they are offered some treatment and then they 'll follow up. " P2

“I think we 're pretty efficient in terms of knowing what we 're doing in that, albeit that it's a model that seems a bit blunt
because it's a one-stop shop, I think it's got all the key components in it.” P7

“Well, we now have assistant psychologists working, and I think that's been quite a success... they both take a responsible
rale in doing the assessments with the person with dementia. They do the MaCds and so on. And that does seem to work well.
That works very well, actually.” P4

“the clinic itself, I think they are run fairly efficiently™ P1

“it would be good to have a bit more consistency” P4

“I mean [ think GPs aren’t great at referval details” P2

“the GPs have been using this new form.... Which doesn’t seem to encourage a very thorough referral... I've noticed it’s just,
yes, not quite as detailed. So then the triage process is just longer™ P6

“we ve probably got a gap in the number of diverse people coming through.” P7

“it is a pathway and it happens, and it's very clinical, it 's very medical and very elinical " P2

“I think we 're basic in terms of what we offer other than a medical diagnosis and treatment, really basic.” P2

“in the clinic we do basic ones, so we usually do a MoCA, we alse do an Addenbrooke’s.” P5

“I think we could probably be using move, just have different tools at least to use. " P6

“doing the more sort of complicated means assessments of some people’s functions kind of, that would be really helpful, and
we don 't really have access to that”. P5

“there’s quite a big range of variation in the kind of assessment that people get” P4

“We don 't have access to speech and language therapy or speech and language therapy assessments P35
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Continued
Theme Subthemes/Codes Example Quotes
The Hopes for the BHC “perhaps doing it all in one might be really helpful for people because, you know, there's just less waiting involved.”” P6
BHC A one-stop shop “if it does make things more joined up rather than less joined up then that will be good.” P4

Upskilling clinicians

Concerns about the BHC

Equity of service
provision

“having that as a package for memory clinic I think is gonna be useful because we will have better information, so we will be able
to make more accurate diagnosis, and that means we will be able to prescribe more appropriately and sign post more
appropriately” PI

“the aim is to integrate part of the memory clinic assessment process with research and perhaps then give people access to more
sophisticated imaging but also to have easy access to people who are taking part in research. "P5

“if you re having all in one place that’s a definite benefit for the person, like a one-stop shop.” P

“you learn from each other, really. So, I think that is a positive. And then it improves people’s quality of life and their job as well.
And then it can be quite an attractive thing for trainees to be in that clinic, and medical studenis, I mean it could be quite a nice
thing."" P53

“I hope that as clinicians we'd get more information, ... and it kind of can be spread more broadly, I think that’s often a
[frustration is that feeling that you know there’s little bits going on but you don’t get to hear about it” P7

“for training and for inter-speciality sort of education, I mean yes, so, you know, geriatricians and the neurologists and the
psychiatrists, you know, they all are involved in it. I think if we met centrally, I think that’s good for everyone really.” P3

“I think it will upskill a litile bit because, although we might become less practiced at doing routine cognitive assessments, ...J
think we will get better at discriminating between the various types of dementia and then better at tailoring the management plan
to the individual. " P1

“And then those people that, for whatever reason, whether it's their own physical or mental health barriers to accessing all of
that, what will they get? What will happen to those patients who can 't get in?" P3

“I suppose I also almost envisage that the Brain Health Centre will almost cream off the easy patients so we might still be running
a memory clinic here with the patients who it 's more difficult to get to Oxford, it's more difficult to get to a MRI, or they don’t get
to a scan at all, or they have got massive social care issues, or, you know, [unintelligible 00:24:54], they're all going to still be
with us here” P2

“I'm also not sure about the, um, the criteria. I mean are we, are we saying all patients that would have gone to the memory clinic
will go here or is there a subset and are we gonna discriminate in some way by choosing patienis who might be at an earlier stage
in their dementia so might benefit more from research” Pl

“I'would hope that there Il be a way of managing the people who can’t do the MRI, that they don 't then not get the Brain Health
Centre service.” P2

“I suppose from my point of view if there could be a hub that would seem to be faiver for people who don't live in Oxford, really,
because otherwise you privilege again people who are generally more privileged. " P5

“So there would be a question about whether or not that will be there for a two-tier sort of assessment process, so people that can
get in [to Oxford] and can park and do all this and get a very high quality access to, you know, all of it. And then those peaple
that, for whatever reason, whether it's their own physical or mental health barriers to accessing all of that, what will they get?
What will happen to those patients who can’t get in?" F3
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Continued
Theme Subthemes/Codes Example Quotes
The current  Areas for potential “So at the moment our waiting times are affected by CT scans.” P2
assessment improvement “dAnd we 've got a bit of issue in terms of when we get that information back. So there’s lots of delays to the ... 5o there's
process Scan waiting times delays to when they 're done, there's a variation in the kinds of reports we get” P7
and scan reports “it is frustrating if vou want a MRI, we have to justify massively to get @ MRI, and then there’s a really long waiting list,
often. "P5

“the reporting is very variable and I'm not an expert but, again, the reports that we get, vou know, you can get two lines,” P3
“We have a lot of patients where the CT might not be ideal, if vou can't see the right structures in as much depth, and it is not
reported well. They are often reported quite generically, umm...you know perhaps commenting on the general level of brain
atrophy and if there is some small vessel disease which is often ok if vou have a fairly good clinical head on and you do some
coghitive testing and you get a good history but sometimes it's not quite enough, you know if you are discerning between two
different diagnoses or more then it can be, vou need a bit more detail. "Pl

“I'm less reliant on the imaging at the moment because you can often predict kinda what it is gonna say and it is ofien not that
helpful "PI1

“I am always frustrated if they come back and say nothing of note, which does happen, or, in keeping with age, which is
frustrating, or, unremarkable, something like that. So there’s a bit of frustration there. "P7

“there is an issue with getting scans done timely... and we only have at the moment the option to have the CT scan. We are
very much bound to waiting for the scan, so yes, the fact that we don 't have access to scanning, to timely scans, does cause

problems.” P3

Demands on clinician’s time “It is sorta thought that ok you know you see your 3 patients and you are done but it's actually, what we know is there s work
to do in-between, you know, making onward referrals, linising with social care where necessary, signposting, you know,
prescribing, doing the follow-up prescribing, you know feedback from neuropsychs. There is a lot of other things other than
the hour and 15 minutes and that’s not really factored in so we have to try and book it in, in times where we are supposed to

be doing other things. So that can be difficult. So timing is not very good "P1
“it can be quite frustrating in terms of thinking about leave, in terms of like study leave or annual leave... The memory clinics

are hooked up that far in advance that it is difficult to get them re-arranged if you need to "P1

A call to update MCs ~ “memory clinics are old enough now to be a bit old school and they need to get a bit more up to date, dave I say it.” P7
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Theme Subthemes/Codes Example Quotes

Diagnosis—  What helps make a “I think all of the strands of information that we re getting have got value, so whether it's the past information they give us, the
the good, the diagnosis? history, whether it's how they talk to us in a face to face, I think, for me, it's how people conduct themselves in their assessment
bad and the Piecing together that s the most integral part "P3

uncertain information

Role of scans

CT wvs. MRI

“we take a fill history, most of that is relevant to the diagnosis™ “That coupled with the cognitive test, gives you a really good
idea as to the type of dementia™ Pl

“So history, probably doing the memory testing, a part of it, and obviously getting results. And the informant history. I mean,
quite frankly, you know, that is often enough but, clearly, you want to make sure you back up with something so it's nice to see a
scan as well ” P35

“And in the grey area, it's the MCI and grey area it becomes much more crucial, the scans. And also differentiating between
different dementias can be guite difficult without a scan, the better the scan, obviously, the more helpful " P35
“the scan can give you some vreally useful information, and if that scanning information that we get, if the imaging access

improves for us obviously that could be quite an integral part to us being able to tell people what kind of dementia they 've got.”
P3

“having a good MRI is a really, really helpful addition. "P7

“I think it 's essential and I can’t imagine why you would want to have that diagnosis made without somebody having looked at
your brain structure and ruled out other potential diagnoses. "P2

“the thing is, you know, even with Alzheimer's, early changes aren 't very pronounced on imaging so you often can't see anything
on CT so having an MRI that can particularly, vou know, measure um, the size of medial temporal lobe structures, can give you a

sorta better predictive accuracy for dementia and couple with a decent cognitive assessment, you, you, vou re home and dry
really.” PI

“I think in general I have a confidence if somebody's had a MRI in a way that with a CT I'm more likely to be a little bit like, well,
they 've only had a CT scan.” P7

“MRI are just amazing, being more clear and defined than a CT, so I can understand from a diagnostic point of view that actually
it's much clearer to have a MRI. "P2

“Peaple perfectly well make diagnoses without them [MRI scan]. So I'm not sure it 's going to make very much difference. It’s
going to give me a bit more information but it's not actually going to make a difference to what I say about test results.” P4

“I mean CT scans are very quick to do and people who don 't like the idea of a scan are more likely to be able to tolerate a CT
than MRI"P4

“It's [CT scan] quicker and less daunting for people. "P6

“MRI are just amazing, being more clear and defined than a CT, so I can understand from a diagnostic point of view that actually
it's much clearer to have a MRI. "P2
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Theme Subthemes/Codes

Example Quotes

Diagnosis—  What helps make a

the good, the diagnosis?

bad and the Necessity of a
uncertain scan

Role of clinicians’
confidence

When to give a diagnosis?
Uncertainty and
ambiguity

“Just MRI iz a bit more of a procedure for people to go through than a CT, I just wonder if that s necessarily for a lot of

peaple. "P6

“So I'm not sure it s going to make very much difference. It's going to give me a bit more information but it 's not actually going
to make a difference to what I say about test results.” P4

“People perfectly well make diagnoses without them [MRI scan].” P4

“the scan can give you some really useful information, and if that scanning information that we get, if the imaging access
improves for us obviously that could be guite an integral part to us being able to tell people what kind of dementia they 've got. "P3
“I can imagine people who are at very early stages of dementia being able to tolerate the MRI but I couldn’t imagine that people
who are further down their dementia journey” P2

“Whether patients can tolerate an MRI I think will be an interesting one, we Il see but er, that might be an issue and don’t know
whether they 'll have a backup CT or something " Pl

“there’s uncertainty about the diagnosis and we 're usually pretty good at giving diagnesis, but I think most clinicians would agree
that we don’t have enough access to move scientific routes for diagnosis and we would like more to be able to be much more
confident in our diagnosis. "P3

“I find it tricky as a clinician, to give someone a really life-changing diagnosis and I haven't done any of the testing, because I
think you can get quite a different feel for what's actually going on when you do the testing yourself. "P3

I have definitely had people referved for neuro because the psychiatrist who's originally seen them is a bit inexperienced.... it’s
not that they 're reluctant to say they ‘ve got dementia but they feel less confident about it, so they ask for a neuro opinion. " P4
“Improving the quality of information available to clinicians who are making diagnoses in the memory clinic, empower clinicians
to make more confident and accurate and timely diagnoses. That s very laudable and that s some of what I was talking about” P4
“I think there's a lot, if vou look at it, of vagueness. [ think there's a lot of times that we sent reports back which are, mm, it
doesn’t look like this at the moment, and I don't know if we 're all just skirting the issue or we 're just not sure."P7

“But I wonder whether we also just ought to have a tighter definition, when do you tell someone they 've got dementia? Because
different people have different views on that.” P4

“there isn 't a consensus on how and when you diagnose dementia. " P4

“I think people are rightly hesitant sometimes, but I think you get into the gap in some memory services where that means that
people are passed from pillar to post, so something that's a bit more decisive can probably be useful “F7
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Continued
Theme Subthemes/Codes
Diagnosis—  When to give a diagnosis?
the good, the Ethical
bad and the considerations
uncertain

The process of giving and
receiving a diagnosis
Informed consent

Compassionate
delivery

Patients response
to the diagnosis

“there s the very blurred borderline between MCI and dementia, and different people have different ideas about when you cross
over from one to the other. And to some extent, I think it depends on what's vight for the patient at the time, you know, what’s in
their best interest. Is it to have a definite diagnosis of dementia, sometimes it is, sometimes it’s not? But it ought to depend more
on the benefit to the patient rather than the habits and experience of whoever they 're seeing, the professional” P4
“But I think that depends very much on what stage people are at gf the point they come for diagnosis, because, you know, there’s
a question af whether we 're diagnosing people early enough anyway, isn't it? You know, you get a lot of peaple who come, who
are referred to the memory clinic, who are significantly impaired by the time they come to clinic.” P2
But I always have a slight concern at the moment because we have very little actually to prevent things yet. It’s just how we
phrase this in the wider world because, you know, MCI, it's going to get earlier and earlier and all this stuff about biomarkers,
and we Il be able to tell if someone’s likely to develop Alzheimer s Disease so early, but we'll have no idea how quickly, probably,

Jor a lot of people. And even if we did, you know, who wants to know 15 years before you start getting any cognitive problems that
will affect your daily living that yvou might have those risk factors? " P35

“But then I suppose the whole question is about what the benefit in early diagnosis is. It s great if there were treatments that were
going to help vou and delay that, ... but, equally, there is also the question, isn 't there, of how much difference is going to make to

you if actually there isn't a medication that's going to help you and you are going to deteriorate, and actually do you want to
know early on” P2

“I think it 's really important they 're always asking the question of whether that person wants to know af the beginning, just in a
couple of occasions sometimes that isn't happening ™ P6

“whereas actually the way it works now, I don't think people really very often make an informed decision of what they 're putting
themselves through. "P5

“We do these whole clinics where peaple come not really understanding what they 're always letting themselves in for.” P5

“the clinicians and the medics are all very good and very experienced at giving that news. " P3

“I mean most of it is the art of communication in terms of giving feedback for patients Pl

“I think we ‘ve got really compassionate psychiatrists who are giving diagnoses quite well” P7

“I think we 're very sensitive in the way that we repori back and we allow people to take that diagnosis in.” P3

“most of the time it's done very, very well, very sensitively, I think. I think what they tend to do is just, you just, because you do
vour full assessment first and you gauge an idea of what that person’s thinking and feeling, and how certain words might have an
impact on that person, on their family. And I think there are ways yvou can explain it a finy bit nicer and, vou know, being a bit
more positive about it and not saying it as if it's the end of the world, really.” P6
And they re anxious that they 're going to be told that they ‘ve got dementia, because that’s, you know, that's the significant
diagnosis to have. "P3

“And I think if we don’t get the pre-diagnostic stuff right and we don’t get the process in right, then it can, like anything, it can
come as a shock"P7 “mild cognitive impairment isn 't mild, for some people it's massive” P7

“you can 't really give people a chance o anticipate that they may be getting a diagnosis and then give it after a period of time,
and I think that's quite difficult. But that’s difficult for the diagnosis but also for the driving aspects, people often you have tell
them about the driving issues and they 're not happy, and so those things; it's not really a very humane way of doing things. " P 5
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Theme Subthemes/Codes

Example Quotes

Post- Commissioning/ lack of
Diagnostic funding
Support

Post- Provisions atfter a diagnosis
Diagnostic
Support

What's that, then? What post-diagnostic support? [sarcastic tone] ... the memory clinic people do their best but it’s not properly
fiinded and there's not very much of it. And, again, there’s a big lack of consistency across the localities so here in the South we
manage to do CST, which they 're not as, they don't, it doesn’t happen nearly as regularly in the North or the City”

“In the North they do some post-diagnostic couples work and coming to terms with your diagnosis kind of stuff, but the rest of us
aren 't in the habit of doing that.” P4

“So the memory clinic team here offer post-diagnostics support, I think it's a one-off group. And again, that’s something that
actually we're not, you know, our clinic isn't focused majorly on the post-diagnostic stuff other than offering medication.” P2
“We have at hand all the post diagnostic information that we can give, and obviously we 're working with our dementia service as
well to make sure that there s a fairly smooth transitional option, and we have a post diagnostic ... we run our own post
diagnostic sessions and CST sessions, so the flow through to those post diagnostic options is fairly good at the moment. "P3

“they do have a CST group that they have embedded in the system, even though I think there s some commissioning gaps in that
they 're not really paid to do anything” P7

“we have CST running but we re not commissioned to run CSTs" P2

“it's just been a bit of an issue for us in our team, is CST, because it’s, you know, an evidence based intervention that we're
supposed to be offering as part of MSNAPF, but we ve just struggling with the resources to actually do it regularly.” P6

“There's a gap in knowledge of what a post-diagnostic intervention looks like ... I think it’s easy to blame commissioning and [
think flexibility and time to change are probably quite difficult things as well. "P7

“the commissioning process has emphasised diagnosis over a flow and a journey.” P7

“But I suppose I'd also hope that it isn't just going to be about diagnosis and medical treatment, because I would hope that
actually it's also going to be of the health of the person post-diagnosis, which would be my aspiration for memory clinics.” P2

So I think it's the support mechanisms posi-diagnosis and medication treatment, it 's all that stuff and how the Brain Health Centre
will link into that. How it will look into the evidence for other stuff, so not just C5T but cognitive rehab, brain training, all that
stuff. you know, actually is it going to have the ability to investigate some of the non-medical advances in dementia or evidence
base for non-medical occupational therapy, carer research, you know, all that stuff, CBT for carers, all that stuff. "P2

“So you feel as if you need the Brain Health Centre to link up with a psychological intervention centre, which then links up with a
living well. So I guess it's got to link, hasn't it, to the kind of health strategy, but I'd be concerned that this becomes too much of a
focus, that it's at the front end. " P7

“But I suppose I'd also hope that it isn't just going to be about diagnosis and medical treatment, because I would hope that
actually it's also going to be of the health of the person post-diagnosis, which would be my aspiration for memory clinics.” P2

“I guess the more local a service is the idea is the more awareness they might have of what's available in that area™ P6
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Theme Subthemes/Codes Example Quotes

Research Positive views on research “for patients, I mean, clearly, if it's easy for them to sign on the dotted line there and then, then they re more likely to do i,

Concerns about research

Future of dementia research

and that's great. I mean if it improves the opportunities for clinicians to take part in research that would be good too,

ves, P4

“I've always been excited about using research in clinical settings, so it fits in very much from a personal point af view, [
think it 's very exciting. "P3

“heing involved in research tends to mean patients get better care anyway, cuz they tend to get more face to face contact, with
various clinicians ™ Pl

“But I actually think people get a lot out of taking part in research, that there's lots of hidden benefits. "P3

“A patient might just see people move ofien and get more information about their disorder and prognosis” P35

“I think whether it is fair to ask people to contribute more to research out of their own goodwill but let's not contribute more
to their care; I think it's a bit of a mismatch. ™ P7

“we have a lot of people who don 't want to take part in research. "P5

“I think peaple are ofien very, very reluctant to consider it at all. "P3

“there haven 't been breakthroughs in dementia for a long time. Despite, vou know, research happening on it. So I think
changing the focus to you know early detection, erm, getting big cohorts of patients, putting together decent imaging and
decent assessment tools, ermm.. [ think is the best focus, you know, rather than just, let’s 1y and find another drug™ P1

“ I think development of new cognitive tests is pood, I think getting computer based ones might be helpfil... because it will
allow people to do, although they have to be IT fluent, I think vou will get more peaple who ave IT fluent in the vears ahead.
But you know, if they can do stuff on the computer, then it will give, there will be more different types of testing that they will
be able to do I think, you know, reaction time type tests and various things " Pl

“So, for example, we use something, vou know, line judgement task on the RBANS, and I think, you know, really? In this day
and age knowing full well that you can measure eye movement on an iPad, or you can measure people s ability to scan
something across a pad with their hand and follow a line and really have all of that stuff measured, I think we are way behind
on that.” P7
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Patient Emotional/psychological “so the people that come to me mostly find that they have been treated with respect and they generally have had a good

Experience considerations
Feeling cared for

Negative experiences

Cognitive demands

Practical and environmental
barriers
Parking and transport

Waiting times

experience. " P4
“feedback tends to be very good and sometimes ... and that it's a very supportive system. They felt very supported” P2

“when we say we re discharging them sometimes that can be a bit of a shock to them"” P6

“I hope they never feel like they 're left on their own, they can ring me for advice if they need it. "P6

“a one and a quarter hour assessment and you take the whole history, examination, give them a diagnosis, signpost them, and
potentially never see them again. And I think that's not great.” P5

“the patient was upset for example about the driving, they weren 't so upset about the diagnosis, it was about the driving
Sfunnily enough™ P1

“vou know memory clinic is very time pressured, people need to be there on time, they need to be able to give a history or
have someone there to give a history, they need to be able to engage to some extent with cognitive testing and all within an
hour, and kinda get feedback as well, so there is lots to do and so they need to be relatively fit and able to do that™ P1

“I know some places have a one-stop shop, well I think that would be a bit much for someone to do evervthing in one day. I
would be worried about somebody s concentration and fatigue. ” P4

“in the howr and 15 minutes slot, we are giving a lot of information that’s not gonna be retained, and that's not particular to
them and their diagnosis, it is just the nature of medical consultations that most information isn't retained” Pl

“Parking ... really it 's quite bad” P6

“People don't like driving to Oxford, especially a lot of the elderly patients; they worry very much about where to park.” P3
“but maybe some of the other problems will still exist, which are patients who don 't turn up for their scan, patients with
transport problems to their scan. "P2

“transport is often an issue.... we don't think you should be driving, by the way we have this post diagnostic information
session coming up that is run here in Abingdon. And they say, the next question is, well how do [ get there you 've just told me I
can 't drive and then that just winds people up. " Pl

“I think people in Banbury wouldn 't want to go to Oxford, I don't think. Well, that's a generalisation, I think some would if
they found out they could do it all in one day, perhaps they would, a lot of them might opt for that. But I know an awful lot of
peaple that we see that would find that too far to get to.” P6

“We don't get the sense that people are sort of fed up with waiting. But...they do wait for the appoiniment and then they wait
for the scan as well” P6

“There is quite a long wait " P5

“some of them might think that there are too many different appointments to come to, and some of them might think they ‘ve
had to wait a bit for their appointment.” P4
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Table 1
Continued
Theme Subthemes/Codes Example Quotes
Patient Patient care “Anything that's going to make access time to information quicker for the person, the resulis, I kmow that plays on a lot of
Experience Hopes for improved  patients minds. ” P6
care “it will probably have a feel of more, more, modern medicine...... more of a feeling of ,vight, they are taking my memory

Concerns about
losing connection

problems seriously, this is the best care, best treatment available, and this is really good "P1

“.. I think their experience might be better, I mean in terms of enthusiasm for a new service, it is always there, so, staff are
gonna be enthusiastic, I'd imagine you know that the infrastructure is gonna be fairly new and modern and it will be good and
you know I think patients like that rather than turning up to a sort of dusty old crumbly place. Er.. you know, being seen
perhaps by staff who have done this a billon times before, so they are less than enthusiastic. I'm making assumptions, that,
that might not be accurate. But I know that enthusiasm, I hope would be good.” PI

“I'd hope it wouldn’t lose the relational bit that you have in clinics with nurses who are really experienced and are kind of set
up, you know, you don’t want it to be too diagnostic and complicated.” P7

“If they 're in a process where things are happening regardless, you know, I'd hate to think they were going to be more
overwhelmed or find the process too challenging. I hope that those, vou know, those aspects are going to be equally sensitively
managed at the Brain Health Centre, even though it's going to be much smarter in a clinical sort of way.” P3

“I think that would be a concern is that older people across the age range, the oldest old, maybe have a different approach to
certain services, they 'd be a bit concerned if they were a bif too researchy, a bit too academic. " P7
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Themes, subthemes, and example quotes from mid-pilot interviews

Theme Subthemes/ Codes Example Quotes
Impact on Covid-  Impact on local MCs  “one of the trickiest things for us in Memory Clinic was that scanning stopped so we had a big backlog of people that actually we couldn’t see
19 service and we couldn’t diagnose because actually we haven’t got the relevant information even if we'd been able to run clinics going throughout,
delivery Playing there is a percentage of people that we cannot diagnose without a scan.” P2
‘catch up’ “In terms of routine Memory Clinics, we have a massive backlog so we're still playing catch-up really, trying to fit them in. So hopefully the
Brain Health Centres help that, because part of the problem was not getting CTs.”” P3
Impact on “Cognitive stimulation groups...information sessions just aren’t happening” P9
post- “s0 not everyone has access to technology, well most people don't, so it's really hard to kind of implement any virtual groups and to have
diagnostic enough people to be able to join that and feel kind of, providing kind of equal access to opportunities because — it's not really fair to say,
support *“We're offering virtual groups but you can’t participate because you don’t have the internet”.” P9
Impact on BHC pilot  “you’re not necessarily working to your capacity because, you can’t, you know, you’ve got fo plan everything, you've got to air everything,
and you've got to clean everything™ P2
Delays and  “I mean the whole thing stopped dead at a point at which we were about to arrange fo take our first patients in, so yeah, it had a massive
reduced impact.” P3
capacity “I think obviously the number of patients we've had through the service or the Brain Health Centre has been fewer than we would have
expected in time” P8
Delivering a  “a phenomenal amount of work to make the clinic Covid ready. So they have and they’re still working to make the place as safe as possible for
Covid safe patients and for people working there, so a massive amount of work they've had to do really.” P3
clinic “It also made, I guess, shadowing quite challenging because you can’t just kind of go anywhere with anyone, you have to make sure there’s
enough kind of, the room they're in is appropriate and things like that.” P9
First Process of refinement  *“So it’s adapting as we go along and it feels like they’re happy to listen to feedback as we go along and make some changes as needed.” P8
impressions/Initial “We've recently changed the procedure a little bit so that now the MRI scan comes first and then they do the ACE which I think works a lot
stages of BHC Learning as  more smoothly.” P9
we go “it's been refined over the few months that we’ve been set up now, and I feel like that process has become a lot slicker and a lot smoother” P8
“It"s still a work in progress and I think because we’re only having two kind of patients a day we’ve got plenty of time and sometimes that’s
happened really quickly and sometimes patients are taking a long, long time” P3
An efficient  “If people have had a Brain Health MRI, and we can get that back fairly quickly, then yeah, they are being seen quicker. Though I think I am
service? aware that there are people that are being seen a lot, lot quicker than had they been waiting for a scan. So I think that’s possibly, and I can’t

say that in terms of, you know, absolute data, but my belief is, is that people are being seen quicker than they would have been because of the
turnaround on reporting the MRI back.” P3

“Well I suppose at the moment what it hasn’t done is stop the need for two appointments because [ suppose my initial understanding of the
Brain Health Centre was it was a bit of one stop shop, but it isn’t because actually the scans done, still need to be reported, so they still need to
come here and have the outcome of a scan and a cognitive assessment, etc, with the doctor here. So we haven't reduced that need to go to two
appointments.” P2

But I think in the long term, when it’s more established, the plan is then to like cut down that time because obviously we don’t necessarily
need to do everything again. “P9

“if we had the ACE form ... I don't see the reason why we still have to do the MoCA or something similar.” P9
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Table 2

Continued
Theme Subthemes/ Codes Example Quotes
What is Referral process “one of our worries was that it was going to impact the triage staff and they really don’t need to be doing this as well, you know, for them at
working the moment it is very, very difficult, they are very, very pressured and very busy from the CMHT side. So [ was always a little bit wary of
well adding this onto them. So [clinicians name] has sort of just taken, he's taken that and run with it, so yeah, I think that's why it’s working.”

Assessment process
Collaborative
report

Risk management
and teamwork

Feedback process
Streamlined

BHC and MRI
reports

Clinicians® New learning opportunities
experience

Adapting to a different
way of working

P3
“g0 it takes more time, it is more intensive, it is, you know, I think it's valuable doing that.” PR

“it’s a collaborative report, it isn’t the patient’s own view, so we have to be mindful of that. But it's giving the — so it’s a lot more than we
would normally be getting possibly from the consultee.” P3

“in terms of the actual kind of assessment process, it’s like structured enough to kind of give you — because they only do the interviews that
are structured enough to kind of give you an idea of what to ask. At the same time it allows you enough freedom to kind of have a
conversation with the person to make it more comfortable for them.” P9

“80 we had a few participants where concerns had been raised about things on some of the assessment questionnaires about mood and
suicidality. And again that felt, even though the clinicians were quite anxious, so seeing that come through and then the process, you know,
calling one of, you know, escalating to a senior or calling the clinic, you know, over here [in the local MC] to discuss about that. ... That sort
of process occurred and it happened and it seemed to go relatively well as well, so I think without our clinical support directly on the ground,
it seems that there’s a process that’s smooth and able to be followed.” P8

“hawving that collateral information through does make the follow-up a bit slicker. You know, the fact that you, they’ve already had a bit of a
chat with the relative and gathered some of the information means that you’re not sort of having to refread all the ground.” P8

[ think there’s a bit of a standardisation that’s quite useful and you get sort of the same information coming through from all the reports and
it's quite useful” P8

“in terms of the actual report, like kind of the kind of qualitative information that the Research Assistant provides and then also the
informant kind of summary is very, very useful.” P9

“we’re having particular Radiologists report the scan, because there’s only a few of them doing it, and you know, we're recording it to a
template which means that it's then structured and standardised which is generally helpful.” P8

“Just all in all I really like the idea of kind of combining research in a clinical environment ... And it’s definitely, like in terms of my role as
like an aspiring Psychologist, it's made me more aware of the importance of kind of incorporating research into my role and making people
aware of research.” P9

“there was a whole load of new learning research. So I think the — I was surprised, I thought that the clinicians, we were just going to go in
and see, do the collaborative report, so I was quite surprised that actually we were quite involved in the consent side of things. So we had to
do a whole load of new research training which was quite a learning curve.” P3

“I've had to change what I do. I mean I'm now cramming it all into three days a week, so from a practical point of view, it"s quite hard” P3
“it's not really changing anything specifically. I suppose, the one bit I would say with the triaging processes, that's a slight addition of work
for, you know, making sure people can tolerate an MRI. It has added a bit more time to that part of the process™ P8

“I don’t think it’s massively changed the way I work really because I still find that with the — because even the ways we assess in Memory
Clinics, we have like a pro forma that we follow, so it’s quite similar™ P9

“if you're kind of either wearing kind of normal clothes or whatever, or not wearing a mask, you seem a lot more friendly and there's like,
the kind of, the PPE makes us an additional barrier which sometimes makes it a bit harder to kind of form more like therapeutic relationships
[ suppose.” P9
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Theme

Subthemes/ Codes

Example Quotes

Clinicians’
experience

Patient’s
experience

Looking
ahead

Experienced staff

Positive experience of a
high-quality service

Patients being resilient
and accepting of the
process

Tolerating MRI

Practical considerations
Parking and
transport

Access to additional
TesOoUrces

Improve
links/collaboration with
other local MCs

“the ones [research assistants] that we’ve got are very well able to take on board the anxieties and worries of patients” P3
“The Radiologists seem to be amazing at keeping people grounded and safe and feeling safe and reassured.” P3

“I think the thoroughness of the scan and possibly there being more time in the Brain Health Centre for people to be assessed and for the
family member to be, you know, it’s just good, I think that can only be a positive really for the patient’s journey at the specialist centre P2
“no one’s had a negative experience I don’t think, although I've been told, and actually they said, you know, “It was very nice”, it was you
know, they felt supported through the assessment there, that you know, they've had relatively quick follow-ups from the clinic here which
has been, you know, relatively joined up working, you know, we've not had big gaps where patients have been waiting ages.” P8

“So, I think that’s really positive because I do find that some people who have memory difficulty actually really want to kind of contribute to
finding say new treatments or just learning more about dementia and memory difficulties in general. So I think that’s a really positive
experience and, as [ said, the team is really friendly so their experience automatically would be positive [ think, I hope.” P9

“So it says a lot about peoples’ resilience and that, you know, that they will do what they — they would go and have them do something
despite how uncomfortable it makes them feel and how frightened they are, they will do it anyway.” P3

“I"'m astounded that people will — because they know that they need it, but also because they know, you know, it’s been part of the
research.. ., or whether it’s just that people are stoic and they just will get on, grit their teeth and just do it because, you know, that’s what
they need to do. I don’t know, but I think it’s been, from my point of view, [ think it’s been a higher uptake than I would have anticipated
which is great.” P3

“Parking 1s fine at the moment because patients can park outside. So as far as ['m aware, there aren’t any issues around access or parking,
certainly once patients are in, you know, it's all one level, the facilities are very, very good, yeah, definitely compliant with disability and
with Covid™ P3

“The issues have been around patients who can’t drive or can’t have a relative drive them, so there's some we’ve had to decline on the basis
they would be coming on public transport and there’s a higher Covid risk and things with that, so we unfortunately had to say no to those.”
P&

“I did suggest that they had a permanent clinician in” P3

“I get the sense that maybe more clinical support on the ground... So, if there’s scope for training up someone who is a, you know, a nurse or
somebody a bit clinical, that could offer a bit of support to the non-clinical members of staff who were doing some of the assessments,” P&
“It"'s probably still nice for some people to have access to a CT scan because obviously some people might not tolerate kind of the confined
space and the noise” P9

“There's been a real problem getting people released from other localities, hence I think we are the only team still and that’s, you know,
that’s a big shame that we haven’t been able to expand. Obviously they’ve made it available and certainly the north locality are meant to be
having Tuesdays but they just haven’t been able to release people because of the pressure of their work.” P3

“I"'m much more invested in making it work than maybe the other teams who obviously can see the benefits of it but at the same time, are
thinking “We just can’t deal with this right now”, you know, and they can’t. So it might be we need to go back to the, you know, to the
consulting board about making it easier for clinicians to come on board with it possibly” P3
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Appendi I P Lay Summary

What was the project about ?
The Brain Health Centre (BHC; part of the
Oxf or d)}mornatnh api6l ot project. The BHC pilot ai |

assessment and opportunities to parteicipate

referred (by their GP) to a memory clinic (o
assessments in memory clinics have not chang
to provide better tools to improve diagnosi s

Coll ecetdibmg kf d rom staff and patients who a
to help evaluate the pilot project and to de
patients in the | onger term and be adopted b
poject aimed to interview the staffds views
things, if any, need to be i mproved upon bef

What did we want to find out?
1T What were staff s expectations of the BHC |
Did they have any concerns about the pilot"
T What factors do staff think are i mportant |
assessment service?

T Wi I | the BHGTfifmpgacdt roon ess ?
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How we didto?
We interviewed nine staff to explore thei
started, we interviewed four staff who wer e

who were based ismmethhiersememacreys avsdenin Oxf or c

were not directly involved in the pilot. Thi
pilot started, we then interviewed four staf
were metd otro noevagl wmaate how the BHC pil ot was

to CGb¥.i d

What did we find?
ParitBelf ore the pilot started

Staff talked about the need for memory as
hopeful that t hfeerBHO ipsi laolto nwgosuildde oifmpr ovi ng
interviewed, there was mixed fisamengsesporft ¢dthe
being thorough and others felt the assessmen

compl eted gandcder esxainvireport was an area all

N

Staff shared that getting a dementia diagnos
journey and therediiagmonteied < wpporotr ewlpiosh i s

commisd.i on

Staff were hopeful that the BHC pilot wou
and felt combining research opportunities wi
for patients. Staff raised coagairnsttbBamet pe
who may not meet their criteria for an asses
and parking. They also had concerns whether

MR | scan.
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ParitDuwr i ng the pil ot

Staff o®wal ktelle ame g atli9v eh aidmpoanc ts eGovviicles and
ithere were many del ays and staff had to wor
safely. Staff felt that the BHC was responsi
and refining the process as they went along.
useful and standardised and the feedback pro

comprehensive BHC assessment wemporgsr prhiasedt

well the patients tolerated the MRI scan and
i Ssue.
What are the implications and recommendat
From these iIinitial findings, it appears t
assessment service and it seems feasible to
taken to have other | ocal me mo rryo | d sesde sosunhe n t

throughout Oxford Health NHS FT and to ensur
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Appenidi I P Service Response and Feec

tten feedbackBHMa sS eprrvoivcied eLde aboyr dtnhdea Res & ar T

responsswemsmaltr et e .

Gener al comment s

T

E =

We are preparing for the next phase of the BHC and your results contribute some

really important elements to boase for sustained support. For me one of the stand

out results is the mismatch between the expectateotth pat i ent s woul dno

MRI scan and would find it all too much, and the outcome which demonstrates that

this is not the case for most of the patients who attended.

ltds a really fantastic piece of work and
to conduct this analysis in the crazy pandemic months!

| think the issue about atier system is real and one that we will have to address.

|l have to say that your report is absolut

wor k youodnv et hdiosn.e 't 6s not been the most s
lots of delays and uncertainties, but | know your report is going to be incredibly

helpful for making the case for the BHC, as well as giving us things to work on and

improve.

It was a ‘ery interesting read particularly as | joined the team after the initial

interviews but prior to the BHC opening; it was very interesting to see how opinion of

the BHC changed.

What is your initial reaction to the report and the results?

T

It was fantasti to hear the enthusiasm and interest the clinicians had for the BHC, and
even better to hear they thought the pilot was going well, was of value, and their

concerns about the pilot were largely not born hwtas really useful to see the

limitations ofthe current MC model described in clinicians own words, and

reassuring that this matched our perception (asctinitians) of the issues with the

current service.

The content on the hesitance of giving diagnosis particularly when unsure or there is
compleity was really interesting. With the enhanced assessments, even if this cannot

lead to a clear diagnosis, there is potential in future for clinicians to recommend
personalised interventions to patients hi s i s somet hing wedre ¢
incorpprating into the BHC in future. Just b
necessarily mean nothing can be done, although there is no scope for this in the

current MC model, given the lack of provision for pd&gnostic (posassessment?)

support.

In the mid pilot feedback, | agree that the BHC has been responsive to develop and
improve the service, but | would disagree that this has been in response to

omi st akespurpose of the pilot is to | earn
aswellas could be, but I think thatoés differ
It wasfantasticto hearthattheclinical reportthe BHC producess usefulandagood

length,asthis hasbeena sourceof concernfor BHC staff.
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Did any of the themessurprise you?

1 Thedescriptionof the MRI beinganordealandhavingto grit your teethetcwasa bit
of asurprise Whilst MRIs aremoreinvolvedthanCTs,theyreallya r etmatbhad.
Theya r eimv@sive,andpatientshaveearplugghatreally minimisethe noise(many
patientshavehearingaids,which areremovedfor thescan).We 0 re@entlystarted
collectingpatientfeedbackon the MRI, aswe expectthe experiences notasbadas
peopleexpectit to be.Outof 60 scansw e 06 probablyonly hadl patientwho was
notableto completethe scandueto discomfortatthe experiencef thescan.

1 Thenegativeviewsof researchparticularlypatientslack of willingnessto be
involvedin researchyasinteresting Beforestartingthe pilot, wetoow e r esurdif t
patientupdatewould below or extremelyhighi andthankfully it hasbeenthe latter.
It would beinterestingto comparetheway researcltopportunitiesarepresentedo
patientsin differentsettingsto explorethis differencein uptake.

1 Theconcernabout patientcarenot beingatthe coreof the BHC wasinterestinganda
veryvalid concernWe 0 a&lveaysbeenmindful thatthepatientexperienceshouldbe
attheheartof everythingdoneat the BHC, sohavehadextensivePPlinputright from
thestart. Thankfully this hasled to really high patientexperienceascapturedon our
feedbackguestionnairesThis is alsotestamento our amazingieamthatdeliverthe
servicel our staff arethe mostfrequentlycommentean aspecbf theBHC in the
feedbackhighlighting how comfortablethey madepatientsfeel, thattheywerekind
andreassuringbothbeforeandduringappointmentsl. think the lengthof BHC
appointmentsctuallyhelpsform arapportbetweenrstaff andpatients/relativesand
we haveensuregatentshaveonememberof staff with themthroughoutheir
appointmento ensurecontinuity of careontheday.

1 Therecurrencef theonestopshopmodelis interesting this wasneverthe planfor
thepilot, andhasalwaysbeenalongertermplanfor the BHC. Thelevel of clinician
interestandmotivationfor this modelis usefulto captureto inform future plans.

1 ThepointaboutMC cliniciansbeingat BHC to providecontinuity of carewas
interesting.This is somethinghathasbeendifficult to achievejn greatpartdueto
thepandemicputl agrees vitally important,sogreatto hearthis from clinicians.
This is somethingve intendto continue.

1 1 wassurprisedo hearthe m/c still completethe MOCA atappointmentsasyou say
this seemaunnecessargndl think thereshouldbe evaluationof this to prevent
duplicatedwork. If the ACE is not usefulfor cliniciansperhapgherecanbetraining
for memoryclinic staff/areview of the neuropsychncludedin the BHC.

Would you considerchanginganything about the BHC?

1 Thediscussiorof potentiallyduplicativeassessments,g.cognitiveassessmentaf
BHC andMC is interestingIn planningthe BHC, clinicianshadconcernghatthe
guality of the cognitiveassessmentsonductedat the BHC would not be sufficient,so
it wasdecidedo keepassessmentt bothBHC andMC. Basedonthefeedbackn
your report,we will reviewthis andseehow cliniciansfeel aboutdroppingthe MoCA
attheMC appointmentor themorecomprehensiv&CE thatthereis time for atthe
BHC.

1 Theconcernsaaboutthedistanceo travelarevalid. Patientfeedbackguestionnaires
havelargely shownpatientsarehappyto travelto theBHC andl think patientsare
happyto travelfor whattheyseeto be enhance@dssessmenin the evaluationof the
pilot, we will look atwhich patientsarebenefittingmostfrom the MR, to refine
triageprocessandonly requirethosethatwill benefitmostfrom MRI > CT to travel.
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Thepotentialexpansiorof the BHC will likely involve makingenhanceahont
imagingasessmentsvailableat the MCs, meaningpatientscanbenefitfrom the
BHC without havingto traveloutsidetheir routinecarearea(this hopefullywill also
avoidatwo-tier systemthatwasmentionedasa concern).

| agreeit would be usefulto havea CT sanneronsite,althoughit is unlikely we will
purchasene.We couldlook into our optionsfor re-referringpatientsto CT whilst at
theBHC andsendingthemoverto JRfor a scan savingthemanothertrip onanother
day.

Theuploadof the ACE docsis soméhingw e éworking on fixing. More clinical
supporton thegroundis somethinghathasimprovedoverthe courseof the pilot and
we areworking on optionsfor sustaininghis.

How (if at all) hasthis project helpedwith evaluating the pilot?

1
1

Definitely this projecthashelpedin the evaluationof the pilot.

In theevaluationwe wantto capturethefeasibility of theservicei your project
capturegliniciansviews arounda numberof aspect®of BHC feasibility, andhaving
pre-pilot concernghatwe canshowwerenotissuesn theendis valuable.

We wantto capturepracticabilityof theservicel your projecthighlightsa numberof
areaswe canlook atto improvepracticality,e.g.evaluatingthe MoCA/ACE scorego
seeif bothareuseful,andif not removeunnecessargiuplication.

An intendedoutcomeof the pilot wasto demonstratelinician thoughttheclinical
servicewasasgoodaspreviousandtheclinical assessmentasbetterthanprevious
T your projectprovidesevidenceowardsboth pointsandgivesustopicsto includein
afurthersurveyevaluation.

It alsohighlightsseveralareador evaluationbeyondthe scopeof your report,e.g
patientfeedbackdemonstratinghe MRIs arevaluable impacton waiting timesetci
theseareimportantareasasthey clearly matterto the clinicians.
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l:if or mati on

My name is Hannah.

| am doing some research at the University
of Oxford.

Research is when we talk to people and
ask questions to find out new information.

This research study involves completing
some questionnaires.

Would you like to help me?

You don't have to take part in this research
study.

It's your choice. You can also change your
mind at any time.

Hannah Jenkins

Participant Information Sheet (commumity) VarsionDate: vZ 0 170020
An evaluation of the peychormetric properties of the adapted PHO-9 and GAD-7

outcorme maasures for use with adults with intellectual disabilities IBAS ID- FT4545

She
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What is this research study about?

Questions

oﬂ

1. WWhil 80 i ek
B0 1Y

Questionnaires are used by psychology

services to help us understand how people
feel.

Services want to check if these
questionnaires are easy for people with
learning disabilities to understand.

This research study wants to make sure
the questionnaires measure what they are
supposed to measure (they need to be
valid and reliable).

This research is looking at questionnaires
that are used with people with learning
disabilities:

+ 2 questionnaires about how sad
people feel,

« 2 questionnaires about how worried
people feel.

This research study has been checked and
approved by an independent group of
people called the Research Ethics
Committee.
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Who can take part?

People who
 Have a learning disability
 Are aged 18 or over
» Can understand what it means to take
part in the research study

How will this research study be conducted?
There will be 2 options:

1. If it is safe to do so, Hannah will
meet with you face to face to help
you complete the questionnaires

OR

2. We will use video calls to help you
complete the questionnaires.

A weblink will be emailed to you.

You can ask for support from
someone you know to access this.

Participant Information Sheat (community) YersionDate: w2 0 170820

An evaluation of the psychomeiric properties of the adapted PHO-9 and GAD-7
outcome measuras for use with adults with intellectual dissbilities

Hannah Jenkins Page 3of 7
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What will happen if | take part in the research?

You will sign a consent form.
You will complete a questionnaire about

yourself with support from Hannah.

You will fill out 4 questionnaires with support
from Hannah.
» 2 questionnaires will be about how sad
you feel,
+ 2 guestionnaires will be about how

worried you feel.

Monday
Tuesday
Wedneiday
Thaursday
Friday
Salurday
Sunday

It will take about 1 hour to complete the

questionnaires during your first research
study visit.

1 week later, Hannah will meet with you
again and support you to fill out the

questionnaires again.
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Is taking part in the research private?
Yes.

What you tell us will be kept:
+ Private
+ In a safe place

+ And it will not have your name on it

Information will only be shared with your
carer or GP if we are very worried about you
or someone else's safety.

Oxford University will also monitor the study
to make sure it is all done correctly and is
confidential.

We will not tell people that you took part in
the research or give away information about
you like your name.

: We will keep all information about you safe
/-7 and secure. This information will include your

name, contact details, GP, and emergency
contact number.

You can stop taking part at any time and you
do not need to give a reason. We will only
keep information about you that you have
already agreed for us to use.

If we think you are no longer able to take part
in the study, we will stop and not ask you
anymore questions. If that happens, we will
remove you from the study. Then we would
only use information you had already agreed
for us to use.
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What will happen to the results of the research?

Report

Hannah will write a report about the research.
The report will be written in a way that no-one
can work out that you took part in the study.

You can contact Hannah if you would like a
copy of the report.

OXFORD

The results of this study will be sent to Oxford
University and shared with other researchers
and might be published. No personal

information will be included in the publication.

Can | talk to someone about the research?

Yes.

You can ask Hannah guestions. You can
also talk to your family, friends, carer, GP for
advice or if you have any questions.

You can call and leave a message for
Hannah Jenkins on 07312095703

Hannah will call you back.

You can email Hannah at:

Hannah.jenkins@hmc.ox.ac.uk

Participant Information Shest {community) NoamionDate: w2 017 0330
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You can talk to Hannah's supervisors

Myra Cooper (myra.cooper@hmc.ox.ac.uk)
or Kate Theodore
(kate.theodore@rhul.ac.uk) if you are

unhappy with anything about the research.

Or you can contact the University of Oxford
on 01865 616480, or email
ctrg@admin.ox.ac.uk.

You can find out more about how we use
your information at

www.hra.nhs.uk/information-about-patients/

Thank you for reading this information sheet.



MIVIRSITY
OXFORD

Chief Investigator: Hannah Jenkins

hannah jenkins@Phme, ox.ac.uk
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Please insert your NHS Trust loge here

EASY READ PARTICIPANT INFORMATION SHEET

Study Title: Do Adapted Questionnaires Work for People with Learning

Disabilities?

CLINICAL GROUP

My name is Hannah.

ad

| am doing some research at the University
of Oxford.

Research is when we talk to people and
ask questions to find out new information.

This research study involves completing
some questionnaires.

o

AV
i ¢

}-.-i

L

Would you like to help me?

You don't have to take part in this research
study.

It's your choice. You can also change your
mind at any time.

Hanmah Jankins

Participant Information Sheet (clinical) VarsionDate: w20 170020
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If you don't want to take part, that's ok. It
will not affect the treatment you receive
from your Learning Disability Team.

What is this research study about?

Questions Questionnaires are used by psychology
60 services to help us understand how people
WG O O Think fE"EI.

about 1Y

Mol sure

L] pees o« Services want to check if these
% \ guestionnaires are easy for people with
learning disabilities to understand.

L]

This research study wants to find out if the
guestionnaires measure what they are
J supposed to measure (they need to be

valid and reliable).

This research is looking at questionnaires

that are used with people with learning
disabilities:

+ 2 guestionnaires about how sad
people feel,

+ 2 guestionnaires about how worried
people feel.

This research study has been checked and
approved by an independent group of
people called the Research Ethics
Committee.

Participant Information Sheet (clinical) VersonDiate- w2 017 08 20
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Who can take part?

People who
+ Have a learning disability
» Are aged 18 or over
» Can understand what it means to take
part in the research study

How will this research study be conducted?
There will be 2 options:

1. If it is safe to do so, a staff member
from the Learning Disability service
will meet with you face to face to
help you complete the
questionnaires

OR

2. We will use video calls to help you
complete the questionnaires.

A weblink will be emailed to you.

You can ask for support from
someone you know to access this.

Participant Information Sheet (chnical) Marsion/Date- w2 0 1709 20
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What will happen if | take part in the research?

or Hannah.

you feel,

worried you feel.

You will sign a consent form.
You will complete a questionnaire about

yourself with support from your psychologist

You will fill out 4 questionnaires with support

from your psychologist or Hannah.

+ 2 questionnaires will be about how sad

* 2 questionnaires will be about how

research study.

It will take about 1 hour to take part in this

+ Private

CONFIDENTIAL

Lt

* |n a safe place

What you tell us will be kept:

* And it will not have your name on it

Participant Information Sheet (clinical)

A evaluation of the psychometric properties of the adapted PHO-9 and GAD-7
autoosme measures for use with adults with intellectusl disabilities

Hannah Jenhins
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Is taking part in the research private?

©)

/)

\L

Yes.

Information will only be shared if we are very
worried about you or someone else’'s safety.
Only if we need to, we may share information
with someone who can help, like your GP or
the Leaming Disability Team.

Oxford University will monitor the study to
make sure it is all done correctly and is
confidential.

We will not tell people that you took part in
the research or give away information about
you like your name.

We will keep all information about you safe
and secure. This information will include your
name, contact details, GP, and emergency
contact number.

S

You can stop taking part at any time and you
do not need to give a reason. We will only
keep information about you that you have
already agreed for us to use.

If we think you are no longer able to take part
in the study, we will stop and not ask you
anymore guestions. If that happens, we will
remove you from the study. Then we would
only use information you had already agreed
for us to use.

Participant Information Sheet (chnical)
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What will happen to the results of the research?

A

1°]
J

—

TEREERERERR]

1l

Hannah will write a report about the research.
The report will be written in a way that no-one
can work out that you took part in the study.

You can contact Hannah if you would like a
copy of the report.

i

The results of this study will be sent to Oxford
University and shared with other researchers
and might be published. No personal

information will be included in the publication.

Can | talk to someone about this research study?

Yes.

You can talk to your psychologist, family,
friends, carer, or GP if you have any
questions or want advice.

You can call and leave a message for
Hannah Jenkins on 07312095703

Hannah will call you back.

Participant Information Sheet (clnical)
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You can email Hannah at:

hannah.jenkins@hmc.ox.ac.uk

You can talk to Hannah's supervisors

Myra Cooper (myra.cooper@hmc.ox.ac.uk)
or Kate Theodore
(kate.theodore@rhul.ac.uk) if you are
unhappy with anything about the research.

Or you can contact the University of Oxford
on 01865 616480, or email

ctro@admin,ox.ac.uk.

You can find out more about how we use
your information at
www.hra.nhs.uk/information-about-patients/

Thank you for reading this information sheet.
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Appendi MRer ICainsent Form

Chief Investigator: Hannah Jenkins
hannah.jenkins@hme.cx.ac.uk

Sty Cods: Site 1D Code: Participant identification number:

L D a 1]

VERBAL CONSENT FORM - COMMUNITY GROUP

Study Title: Do Adapted Questionnaires Work for People with
Learning Disabilities?

Researcher to seek and record informed verbal consent, after participant has had sufficient
time to think about whether they want to take part.

Please check the boxes to record that the guestion has been asked by the researcher via
telephone or video call and that the participant has responded by saying yes:

a | have read the Participant
L)y

Information Sheet.

-1
il

Someone has checked if | have

bl

- any questions about the
research.
Varbal Caongant Farm {(community group) Varsion/Date: v2. 17.09.20
An evaluation of the psychometric properties of the adapted PHO-9 and GAD-7
outcome measures for use with adults with intellectual disabilities |IRAS Project number: 274545

Hannal Jarnkins REC Referance numbar:20WPT/0291
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