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Methods: A multistage mixed-methods scale development process was followed.
First, items were derived inductively from reflexive thematic analysis of patient and
clinician interviews about what compassionate care meant to them (n=8), with
additional items derived deductively from a literature review of existing measures.
Next, a panel of patient, clinician and researcher experts in compassionate care was
recruited (Round 1: n = 33, Round 2: n = 29), who refined these items in a two-round
modified online Delphi process.

Results: Consensus was reached on 21 items of compassionate care in action
relating to six facets: understanding, communication, attention, action, emotional
sensitivity and connection. These items will form the basis for further scale
development.

Conclusions: This item development work has laid the foundation of a potential new
tool to systematically measure what compassionate healthcare in action looks like to
patients. Further research is underway to produce a valid and reliable version of this
proposed new measure. We have outlined these initial stages in detail in the hope of
encouraging greater transparency and replicability in measure development, as well

as emphasising the value of involving PLE throughout the process.
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1 | BACKGROUND
1.1 | Compassion in healthcare

Compassion is a key component of healthcare, named as a core value
in healthcare charters,? medical codes of ethics® and guidance on
patient-centred care.** There is good evidence that compassionate
care is associated with improved patient outcomes, including quicker
recovery times, reduced anxiety,® reduced rates of hospital
readmission,” lower rates of postdischarge posttraumatic stress
disorder following emergency department admission® and improved
patient satisfaction.” Patients have even said that compassionate
care can make the difference between living and dying.?

However, despite widespread recognition of compassion's impor-
tance, a lack of compassionate care can still occur, with potentially
devastating consequences.'>*! High-profile investigations have identified
multiple risk factors that can influence compassionate care provision,
including resource shortages, high patient throughput, training issues,
poor organisational culture, low staff morale, burnout and inadequate
leadership.1012-14
Subsequently, recent years have witnessed a rapid increase in

1516 35 well as initiatives

empirical studies of compassion in healthcare
aimed at improving compassionate care, particularly in high-income
countries. Interventions range from organisation-level programmes to
embed compassionate leadership models*”*8 to educational, mentorship
or therapeutic programmes for healthcare staff? 22 (commentators have
noted that fewer compassionate care initiatives have been undertaken in
low- and middle-income countries, which is a particular concern, given
indications that healthcare workers in lower-resourced health systems in
these contexts may be particularly vulnerable to the effects of burnout
and compassion fatigue?>24). While these developments are encouraging,
there have been some difficulties in establishing effectiveness, due to
ways in which compassion is defined, measured and understood.?>2° For
healthcare services to achieve the World Health Organisation's ambition
of developing ‘cultures of compassion’,?” clarity is needed on what the

provision of compassionate care actually is.

1.2 | Defining compassion

Compassion is widely defined as consisting of two components: ‘the

feeling or emotion when a person is moved by the suffering for

Patient or Public Contribution: This study involved PLE of both physical and mental
healthcare (as staff, patients and service users) throughout the development of the
new measure, including initial project conceptualisation and participation in item

generation and refinement stages.

care provision, compassion, measure development, patient-reported measure

distress of another, and the desire to relieve it’.?® The motivational
aspect differentiates compassion from the more passive construct of
empathy; for while empathy is a feeling with the other, compassion is
a feeling for the other?’ crucially including a desire to help. The
provision of compassionate care therefore requires competencies of
(i) compassionate engagement (ability to notice suffering in others)

and (ii) compassionate action (intention to help).3°

1.3 | Measuring patient reports of
compassionate care

Capturing patient experience is a long-established priority for the
improvement of both physical®! and mental healthcare.®? Guidelines
for patient-reported tool development state that the active involve-
ment of patients in all stages is essential.>3=3> Appropriate levels of
patient and service user involvement can improve the acceptability,
relevance and quality of a new measure, just as insufficient
involvement can undermine it.2¢3” Accordingly, the COSMIN guide-
lines recommend that the involvement of patients in item generation
stages is particularly important for the content and face validity of a
new measure.>®

Despite these recommendations, many patient-reported mea-
sures are primarily based on the views of staff with limited input from
patients.®” One study that examined 189 patient-reported outcome
measures found that less than 7% of studies included patients in
every stage of the development process and 26% of studies included
no patient involvement at all.3®

Patients are in a unique position to report on how they
experience compassion in healthcare encounters. As Haslam'?P2
states, ‘patients or relatives know when care is being delivered with
compassion and when it is not’. Yet, within the compassion field, a
landmark scoping review found that compassionate care studies
‘failed to adequately incorporate the understanding and experiences

of patients’.16P-14

Where the original review identified only two
studies that explored patient perspectives, a recent update has found
evidence of nine such studies.’®> However, there remains a
considerable imbalance in how compassion is understood and studied
overall, with more studies reporting on clinician samples (27 papers)
than patient samples (12 papers).*®

Without attending to the voices of more patient groups, settings

and contexts, it is possible that previous studies have overlooked
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some aspects of compassionate care that matter most to patients.
Such limited patient involvement means that some researchers have
questioned the specificity, clinical applicability and conceptual
validity of existing studies.’® More research is needed to find a
consensus about which aspects of the provision of compassion in
practice matters most to patients.

1.4 | Compassionate healthcare in action

While there has been increasing interest in how staff, patients or
family members experience compassionate care (for review papers,
see Malenfant et al.?>1¢38) describing compassionate care during a
healthcare encounter still requires closer attention. Multiple com-
mentators have noted the value of identifying and describing the
tangible behavioural aspects in healthcare encounters to inform the
further

research.1®3%4% The nursing literature has a strong tradition of

design of clinical educational programmes and
offering rich descriptions of the subtle ways in which professional
caregivers can communicate their compassion for others, actions that
can be hard to define, identify and measure in practice.** Perry has
described how nurses convey compassion practically through
attending to the ‘essential ordinary’#?; it is often the little things that
seem to make a biggest difference to patients*> Nonverbal
expressions of compassion include facial expression, posture, tone
of voice and use of touch.3®%* Recent empirical work by Baguley
et al.*® using topic modelling analysis, primarily with doctors,
identified seven groups of behaviours that are considered compas-
sionate physical healthcare encounters. It is less clear whether this
same pattern of findings would be found in settings outside of
primary care and from a wider range of health and care professionals,

but these data provide a good foundation.

1.5 | Evaluation of existing measures

Inspection of six existing patient-reported measures of compassion-
ate care (see Table 1) reveals a number of limitations.

First, few measures focus on capturing the specific, observable
behaviours of professionals when they deliver care with compassion.
Concrete behavioural descriptors represent the majority of items in
only two measures. The consultation and relational empathy (CARE)
measure®® itemises specific healthcare worker actions with clear
descriptions of what these would look like (e.g., ‘Making a plan of
action with you’), although there are some more ambiguously worded
items (e.g., ‘Being positive’). Similarly, The Schwartz Center Compas-
sionate Care Scale (SCCCS)* includes a majority of behavioural
items, mixed in with some more subjective or ambiguous items (e.g.,
‘Gain your trust’).

In the other four measures, behavioural items delineating what
compassionate actions look like are either inconsistent or lacking.
Notably, all five items of the five-item compassion measure®’ ask

patients to rate their subjective feelings about the experience of care

WILEY—L2°*

versus actual observations (e.g., ‘How often do you feel your provider
is considerate of your personal needs’) (emphasis added). The
remaining three measures contain a mixture of items. The Sinclair
Compassion Questionnaire (SCQ)°*? gives relatively more weight to
subjective experience over observable behaviours (e.g., ‘My health-
care provider made me feel cared for’), as does the Compassionate
Care Assessment Tool (CCAT)*® (e.g., ‘Excusing shortcomings’) and an
unvalidated compassion scale® (e.g., ‘Cares about the patient’).

Most existing measures are limited to care provision in a narrow
range of physical health settings (especially primary care, emergency
medicine, older adult or palliative care; see Table 1). Such measures
may omit components of the patient experience essential to other
settings. None of these existing measures appear to have been
developed or validated in mental healthcare settings despite the well-
evidenced need to achieve parity of esteem between physical and
mental healthcare®® and potentially different emphases relating to
compassionate behaviours in mental and physical healthcare settings.
Furthermore, existing studies tend to focus on care provided by a
limited number of health professionals (primarily doctors or nurses;
see Table 1). Patients usually encounter a wide variety of clinical and
nonclinical healthcare staff (e.g., receptionists, cleaners), all of whom
can provide aspects of compassionate care, and who contribute to
the overall experience of receiving compassionate care within a
service.

A further limitation of some of the existing measures are
potential issues of conceptual clarity. Two measures are based on
conceptual definitions that incorporate multiple theoretical con-
structs (e.g., empathy and compassion in the CARE Measure;
compassion and spiritual needs in the CCAT). Another measure
contains no reference to action-orientated aspects of compassion
care (five-item compassion measure), and there are also some items
in measures that could be considered circular (e.g., ‘Showing care and
compassion’ in the CARE Measure).

Finally, the quality and extent of patient involvement in
developing these patient-reported measures vary (Table 1). Two
measures did not report any patient involvement in the initial item
generation phase. Another two referred to previously conducted
qualitative work on patient experiences of compassionate care but
did not provide specifics on how this related to item generation. The
SCCCS and the SCQ both involved people with lived experience (PLE)
of physical healthcare in item generation, although the latter was the
only study to report the use of formal group consensus methods
involving patients. None of the measures reported the involvement
of PLE of mental healthcare.

In summary, despite numerous measures existing in this field,
there is variable focus on the behavioural expressions of compas-
sionate care, difficulty with breadth of clinical applicability, variability
in conceptual clarity and often a lack of patient involvement. There is
no one existing measure with a focus on compassionate healthcare in
action that can be used across physical and mental health settings
and that strongly incorporates patient involvement into its design.
We suggest that this is a gap that a new measure of compassionate

healthcare in action could usefully fill.

850807 SUOWWOD 3A 8.0 (el (dde au Aq pausenob ae sajone VO ‘8sn J0 Sa|ni 10} A%eiq1T8uljuO 3|1 UO (SUORIPUOO-pUe-SWLIRIALI0D" A8 | Im AeIq 1 BUI UO//:SANY) SUORIPUOD pue swe | 8y} 88S *[¥202/T0/9z] Uo AreiqiTauluo Ae|im ‘eljBuy 1se3 JO A1seAIUN AQ EGEET XRU/TTTT OT/I0PAWOD A8 | 1M Aeiq 1 |Bul|uo//Sdny Wiy pepeoumod ‘T *v20Z ‘G29L69ET



13697625, 2024, 1, Downloaded from https.//onlinelibrary.wiley.com/doi/10.1111/hex.13953 by University Of East Anglia, Wiley Online Library on [26/01/2024]. See the Terms and Conditions (https://onlinelibrary.wiley.com/terms-and-conditions) on Wiley Online Library for rules of use; OA articles are governed by the applicable Creative Commons License

CHATBURN ET AL.

WILEY

4 of 14

aAR3Iqns |y

|eanoineyaq
Ajiofe

|eanoiAeyaq
AjioleN

|eanoiAeyaq
pue
9A1323[qns Jo XN

aAIp3[gns
Ayuofepy
sy
|ednoiAeyaq
10 3ARI3[gNS

20Ul
juanedino wouy syusned GzZee
yum 3unsay jopid Juswsulyal
Swiay| "spadxa |euoissajoud
anoyJ Aq pajes swiayl ajepipued
usy} ‘M3IAS4 aunjelsl|

B UO Paseq :uoljesausas way|

‘spadxa
ydJeasal Og pue suepiulp g
ypm pajojid os|y ‘sadijoead
d9 wouy sjuanied ym saipnis
10(1d 934y3 :JuBWSULDS SW|
‘USAIS uoljewojul d1y10ads
ou Inq ‘ SM3IA jualjed uo
3}10M SAI3e}enb snoiAald uno
Aq papoddns, :uofjessusd waj|

‘suelisAyd

‘sasunu ‘syuaized ypm

sdnoJ3 snd0J SAl4 JUBWBUIDA

SWwiay| "elia3ld Jeiul

padojaAsp suaded pue sjuaijed
02 J0 99131WWOD :uoljeIauUd3 WY

‘(uaAI8 s|iersp

ou) Youeasas aAnejjenb

snoinaid Aq pajioddns
JUswdulfaJ pUB Uoljelauas way|

'swayl pajed gz doy

pa123[ag "aued ajeuolssedwod

03 Wa}l y2ea Jo aduepiodw] uo

Swiajl 93eJ 0} pajse :jeydsoy

paseq-yile) ajnde auo

ul syusied QTT Jo Apnis joiid

JUBWIBUIRI WD) ‘SaINSeaW
3unsixa :uonjesausd way|

;juswdojansp
24NSEaW Ul JUSWISA|OAUI Judljed

‘(S3uessisse
uepisAyd ‘sisuonnoeld

954NuU padueApe *d|ay 01 auaissp oijusyine uolssedwod
* SAem|e, ‘sueisAyd)) Japiroid ue 3UIA|oAUl Suliayns uepIuld Jo
0] JaA3u, Wwouy JINOA, 0} SJ9JaJ 2INSe3IN pue uied sJayjoue Juswissasse jusijed (6102)
9|eas uayjI Julod-,  “3uipLs jusnedino |epdsoH (0)s 0} asuodsal |euoljows uy, VSN 2Jnsesw 0} |00} Wa}|-G  °|e 19 sHaqoy
*Aem (d13nadeusyy)
Inydjay e ur jusned ayy
yum Sulpuejsiapun jey) uo
1€ 01 (1ll) pue :Adesndde si
323yd pue 3uipueisispun
ey} 31e21unWwwod
0} (11) {(sSuiuesw
payoene Jisyy pue)
*,uoljelNsuod ay3, pue s3ul[2a) pue aAndadsiad
* JUS||9DX3, Jo120p 3y}, 03 sia)al ‘uonzenyis sjusned
0} Jood, wouy ainses|y "aued Atewnd 9y} puejsiapun (1) 03 Ajljiqe, Ayredws |euoniejau a1(7002)
9[eas 1917 uiod-g JO dUIDIpaW [eJaUID) (0)0oT ay3 :si Ayredwsa |euoiie|ay N pue uonejNsuo) ‘e 19 J9ISIN
" way) ssauppe
0} UOI3de e} pue saljiwey
J19y] pue sjualjed Jo
3uiayns Jo ssansip ‘ured
*INJSSa20NS AJBA, ‘SUJa2U0D 3Y] a1epljeA pue
0} |nyssa20Nns 951US0234 SISAIZaIeD JBY10 9|eas aled
||e 3e J0u, wouy ' J0120p 3y}, 0} SI9jal pue sasinu ‘sueldisAyd 9euolssedwo) (GT02)
9|eds 1y ulod-QT  aunseay ‘sjendsoy a1ndy (0)2T  uaym si aied ajeuolssedwo), vsn 191U9) Z1Iemyds ‘le 39 umon
‘(A4euonoip 491SgapN)
Ad1ow moys 03 Jo joddns
J0 ple 3AI3 01 uoljeul|dul
‘00T 03 O Woly “uenisAyd aup, o3 3yl yum Iay3aso}
9[eds e uo pajel SJ9JaJ aunses|A ‘syusned ‘Jayjoue Jo 3uLsyns 9[eas uoissedwod o(666T)
SpJOM JO sJied Al J90Ued }sealq ojewa (0)S Y3 JoJ uI9dU0d d138YIedWAS v, vsn uepisAyd paweuun ‘e 319 AjeSo
' IXaju0d
|lenjuids ay3 ul uoissedwod,
‘Jueniodwi AJsA, 10 uonesapisuo)
03} juepjodu} "} Selnd||e 0} aJIsap o,(ET0T)
J0U, WO ' 9SInuU 3y}, 03 SIaal € YUM SSaJISIp ,SI9Y30 JO |00 JUBWISSISSY uedy
9[eds 117 Julod-1,  aunses|n ‘s|elidsoy a1ndy (¥)8Z  SSausnoldsuod d13aylredwAs vy, vsn 2Je) ajeuolssedwo) pue |[puing
Buijess IX3juU0d 3JedyyjesH (ssjeasqns) pasn uoissedwod jo uopiuysag Asuno) ainsesaw Jo sweN (1eaAh) Joyny
Sswiayl Jo ‘oN

"M3IASJ 3JnjeJa}l| YSnody3 paiiauspl a4ed ajeuoissedwod Jo sainseaw pajpiodai-juaiied Sunsixy

T 314avl



CHATBURN ET AL.

WILEY—L 2°*

(Continued)

TABLE 1

Subjective or

Patient involvement in measure behavioural

No. of items

Country Definition of compassion used (subscales)

items?

development?

Scaling

Healthcare context

Name of measure

Author (year)

Majority

Item generation: Based on

5-point Likert scale

Participants living with

‘A virtuous response that seeks 15(0) LF

Canada

Sinclair Compassion

Sinclair et al.

previous studies including a subjective

from ‘strongly
disagree’ to

life-limiting illnesses in
four care settings:

5(0) SF

to address the suffering
and needs of a person

through relational

Questionnaire:

(2020,

patient model of compassion

and qualitative studies.
Literature review. ltem

long form (LF) and
short form (SF)

2021)°%51

‘strongly agree’.

acute care, hospice,
long-term care and

homecare.

understanding and action’.

refinement: Delphi process

and cognitive interviewing.

Note: ‘Patient involvement’ denotes the use of patients/service users/people with lived experience of compassionate care in the initial stages of the measure development process for each measure. Individual

ratings of whether items had a ‘subjective’ or ‘behavioural’ focus, as rated by the research team, are shown in Supporting Information S1: Table A.

Abbreviation: GP, general practitioner.

1.6 | Aims

1. To conduct the initial development of items for a new patient-
reported measure with potential for broad clinical applicability to
capture the observable behaviours or actions of compassionate
care delivery by a healthcare professional working in any care
setting.

2. To ensure the development of a robust tool by using clear
conceptual definitions of compassionate healthcare, a clearly
reported systematic measure development process and involve-
ment of PLE of healthcare delivery (patients and staff) at all
stages of the project.

2 | METHODS

A multistage, mixed-methods scale development process was
followed using established guidelines®®: (1) defining the construct
of interest, (2a) item generation using qualitative interviews and (2b)
literature review of existing measures and (3) item refinement using
a modified online Delphi process. This is in line with best practice for

item generation when developing scales in health research.””

2.1 | Defining the construct of interest

The above-cited definition of compassion framed the initial
construct of compassionate care and guided the qualitative interview
schedule and literature search terms. The initial project conceptua-
lisation and design were informed by feedback from two clinician/

researchers and one patient representative.

2.2 | Item generation: Key informant interviews

2.2.1 | Participants

Eight people recruited via professional contacts and a university
committee of PLE of physical and mental healthcare were interviewed.
Inclusion criteria were intentionally broad: (1) personal expertise in
compassionate care; (2) over 18 years of age; and (3) proficient spoken
English. Personal expertise was defined as ‘significant personal interest in
and experience of receiving compassionate care in any healthcare
setting’ and was determined by self-report. Examples of personal
expertise included a long-term user of mental health services, a person
receiving intensive cancer treatment and a carer of a relative with a
neurodegenerative condition. Purposive sampling ensured equal repre-
sentation from clinicians, lay people, physical and mental healthcare. The
sample was diverse in gender, age and healthcare area, although most
were white European and from the Southern England (see Supporting
Information S1: Table B). With no recommended sample size for key
informant interviews in scale development,56 recommendations for

sample size in reflexive thematic analysis (RTA) were followed.””

850807 SUOWWOD 3A 8.0 (el (dde au Aq pausenob ae sajone VO ‘8sn J0 Sa|ni 10} A%eiq1T8uljuO 3|1 UO (SUORIPUOO-pUe-SWLIRIALI0D" A8 | Im AeIq 1 BUI UO//:SANY) SUORIPUOD pue swe | 8y} 88S *[¥202/T0/9z] Uo AreiqiTauluo Ae|im ‘eljBuy 1se3 JO A1seAIUN AQ EGEET XRU/TTTT OT/I0PAWOD A8 | 1M Aeiq 1 |Bul|uo//Sdny Wiy pepeoumod ‘T *v20Z ‘G29L69ET



CHATBURN ET AL.

6 of 14
5% | wWiLEY
2.2.2 | Procedure

The design and reporting of this qualitative component were informed by
the consolidated criteria for reporting qualitative research®® (see the
Supporting Information material). The aim was to understand people's
lived experiences of what compassionate care delivery looks like, to
enable the creation of initial items and facets for a potential measure of
compassionate care in action. Operating from the view that everyone will
have been a user of the healthcare system at some point (as patient or
relative), all participants were asked about personal experiences of
receiving compassionate care with additional questions for clinicians on
providing compassionate care. A semi-structured interview schedule®®
was developed by all three researchers through roundtable discussion
(see Supporting Information S1: Table C). Demographics were collected.
Interviews lasted 25 min on average. They were audio-recorded and

transcribed verbatim by the lead researcher (E. C.).

2.2.3 | Data analysis

Analysis of interview transcripts was informed by RTA.>7° RTA is a
theoretically flexible method for ‘developing, analysing and interpreting

patterns across a qualitative data set’.>”P#

Thematic analysis has been
used to explore service users' experiences of using health services and
participating in treatments.®>*2 We used an inductive, bottom-up, RTA
approach to analyse the latent content of the data from the standpoint of
a broadly critical-realist orientation. After an initial period of familiarisa-
tion, the main researcher manually highlighted recurring key words and
concepts within each case, and these were grouped into initial semantic
codes. Data analysis was conducted iteratively, and codes were revisited
as more interviews were conducted. Initial codes were then grouped into
initial themes, which were supported by illustrative quotations. The entire
data set and initial themes were reviewed by a second member of the
research team to ensure thematic coherence. All three researchers then
manually mapped out a final list of generated themes (corresponding to
potential candidate facets of the new measure) and subthemes
(corresponding to potential candidate items for the new measure).
Researcher reflexivity was maintained throughout data collection and
analysis through ongoing team discussions about their personal and

research experiences of compassionate care and related presuppositions.

2.3 | Item generation: Literature review
2.3.1 | Procedure

The main researcher searched the PubMed database using the following
search terms: ‘compassion’, ‘compassionate’, ‘tool, ‘measure’, ‘question-
naire’, ‘scale’. Studies were included if patients rated their perception of
the provision of compassion by any healthcare professional. Exclusion
criteria included clinician-rated or observer measures, measures not
related to provision of compassion in a healthcare context and papers not

published in English (scales that measured the provision of emotional

care,®® the quality of patient-staff interactions,®*

30,65

relational aspects of
compassion and clinician self-report or observer measures®®*° did
not meet all the inclusion criteria). Existing reviews of compassion
measures and compassion interventions in healthcare were hand-
searched for references. Experts in compassion research were
approached and asked for recommendations of other measures. This
process identified six (the CARE Measure was included as the authors'
conceptual definition of ‘relational empathy’ incorporated both of
Gilbert's sensitivity and action-orientated components of compassion,
and it has been used as a measure of patient-perceived compassion in
healthcare settings)® existing patient-reported measures of compassion-
ate care (see Table 1).

2.3.2 | Data analysis

The resulting items were analysed and mapped against the themes
and items proposed from the thematic analysis. Areas of discrepancy
were highlighted, and discussion in the research team led to the
addition of new items that were added to the table to produce an

enhanced list of items (see Section 3).

2.4 | Item refinement: Modified online Delphi
process

241 | Participants

Participants recruited for a Delphi process constitute ‘a panel of informed
individuals’.¢4P1221 | this study, expertise (and eligibility to participate)
was defined as either significant research interest in compassion or in
compassionate care, or significant clinical practice in the field of
compassion or compassionate care, or significant personal interest in
and experience of receiving compassionate care. Participants also self-
identified if their experience fell primarily within the categories of physical
healthcare, mental healthcare, social care or a combination. With three
overlapping subgroups (researchers, clinicians and lived experience) rather
than one heterogenous group, a larger sample size was recruited.”
Delphi participants were recruited using purposive sampling®® via
professional contacts, a PLE committee and social media (including
Twitter callouts). Participant eligibility was assessed on the basis of self-
report, with eligibility checks by the lead researcher. Diversity character-
istics of participants were monitored but the researchers did not actively
recruit people with particular characteristics.

Most participants (see Supporting Information S1: Table D) self-
identified with more than one subgroup (e.g., as a researcher and a PLE).
There was an equal distribution between patients and clinicians, but a
smaller proportion of researchers. Good representation was achieved
from across the different domains of healthcare, although mental
healthcare was strongly favoured. The sample was primarily White
British, and two-thirds identified as female. The sample was fairly
balanced in terms of age, although there were no participants under 25

years of age. Nearly all participants were UK residents and the majority
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lived in the south-east or south-west. Clinical professions represented
included psychiatry, nursing, clinical psychology, physiotherapy and
psychotherapy.

2.4.2 | Procedure

A modified online Delphi method with compassionate care experts
was used to refine the list of candidate items and to establish initial
construct validity.>* The Delphi technique is widely used in health
services research and enables the views of a range of stakeholders to
be combined into a final group consensus.®” Using close-ended
guestionnaires that can be combined with space for participants to
provide qualitative feedback on their ratings, a Delphi survey
proceeds over multiple rounds until consensus is reached.®® No
guidelines are established for the design, format or number of rounds
of the Delphi process.”®”? A traditional Delphi method starts with a
qualitative first round, but this can be modified if the round one items
are derived from a previous qualitative study or literature review.®®”?
Participants were emailed a link to an online survey (Qualtrics),
where they accessed the participant information sheet and provided
informed consent. Candidate items were presented, ordered by facet
and participants rated each item (51 items in Round 1, 44 in Round 2)
on a 9-point Likert scale from 1 to 3 (‘item is not important to
defining compassionate care’), 4-6 (‘item is important but not critical’)
and 7-9 (iitem is critically important’). This scoring system was
adapted from the GRADE guidelines’® and has been used in a
number of Delphi studies.”*"7¢
Participants could also provide qualitative feedback regarding the
wording of a potential questionnaire name and introduction, individual
item wording and theme classification.®® In Round 1, they could suggest
additional items, an accepted modification to the Delphi technique.”®
To mitigate attrition and retain a response rate above the
recommended minimum of 70%,”” each round was open for 8 weeks,
and nonrespondents or partial completers were sent up to four email
reminders, including an option to leave the study. The survey was piloted
twice, with minor layout changes as a result. The average completion time
for all participants was 25 min for Round 1 and 11 min for Round 2.
Participants received feedback between rounds, including descriptive
statistics, a summary of the qualitative feedback and an explanation of
subsequent changes to the measure.”? Completers of Round 1 were
emailed a link to the second round of the survey. The items and facets

were organised in the same order as the previous round.

2.4.3 | Data analysis

Descriptive statistics were examined for demographics and response
rates calculated per round. In line with Delphi methodology,”® consensus
was defined a priori as the proportion of ratings within a predetermined
range at the 275% agreement threshold. Following establishing scoring

74,75

methods, it was specified that for Round 1, if 275% of experts rated

an item as ‘important but not critical’ or ‘critically important’ (scores 1-3

or 4-6), the item was retained for the next round. ltems were removed if
>15% of participants scored the item as ‘not important’ (scores 1-3).

For Round 2, items were only retained if 275% of experts rated
an item as ‘critically important’ (scores 7-9) and if <15% of
participants scored the item as ‘not important’ (scores 1-3).

In Round 1, any ‘could not rate’ answers were excluded from the
analysis’?; in Round 2, this option was not provided to ensure that
the final consensus ratings reflected the views of all experts.

In Round 1 only, qualitative feedback was content-analysed for
important themes regarding phrasing, classification, duplication and

suggestions for new items.

2.5 | Ethics

Ethical approval for this study was granted by the University of
(redacted for blind review) Department of Psychology Research
Ethics Committee (code 18-334).

3 | RESULTS
3.1 | Item generation
3.1.1 | Key informant interviews

Thematic analysis identified nine themes: Understanding, Listening and
Communication, Taking Action, Practical Things, Empathy, Relationship,
Staff Self-compassion, Continuity of Care and Quality of Care. Subthemes
within each of these themes were used to form the wording of potential
items, incorporating participants' quotations as appropriate. This process
generated a list of 48 candidate items (see Supporting Information S1:
Tables E and F). Participants talked both about what compassionate care
is and what it is not, resulting in both positively and negatively phrased
items.

3.1.2 | Literature review

Results from the literature review of existing measures were
integrated with the initial list of items and themes. This mapping
exercise added nine items (see the Supporting Information material)
to the themes of Understanding, Listening and Communication,

Taking Action, Practical Things and Empathy.

3.1.3 | Revisions

There were two rounds of item revisions (see Figure 1) including removal
of duplicates and compound items and restructuring themes. Item
wording was amended to clarify focus on observable aspects of care. For
example, ‘Feeling that staff understood what mattered most to me’
became ‘The things that mattered most to me were understood'. All items
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Facets =9, Items = 48

Analysis of qualitative interview data

&

Literature review analysis

A 4

9 new items added

Facets =9, Items = 57

A 4

Review by research team: item de-
duplication and re-structuring

12 items removed

2 themes removed

2 themes merged

Facets = 7, ltems =45

1 theme split into two

Stage 1: Item generation

A 4

Review by research team: composite items
split, amendments to ensure items focused
on observable aspects of care.

6 items created from

A 4

A 4

existing composite items

Facets =7, Items =51

A 4

Delphi round 1

1 item added
7 items removed

5 duplicate items merged

A\ 4

Facets =7, Items =44

1 composite item split
3 items reclassified
21 items rephrased

A 4

Delphi round 2

23 items removed

A 4

v

1 theme removed

Stage 2: Item refinement

Facets = 6, Items = 21

Items ready for next stage of development

—

FIGURE 1 Flowchart of stages of measure development with structural changes.

were reviewed for readability using the Flesch scales®® and rephrased into
plain English with a first-person, past tense voice.

A final list of 51 candidate items was organised within seven themes
or conceptual facets of compassionate care: Understanding, Communica-
tion, Attention, Action, Emotional Sensitivity, Connection and Staff Self-

Compassion.

3.2 |
method

Item refinement using modified Delphi

Of the 42 individuals invited to the online Delphi survey,
36 confirmed and received the survey link for Round 1

(Figure 2) and 33 completed the survey (a Round 1 response
rate of 92%). Three surveys were incomplete and were excluded
from analysis. For Round 2, 33 people were invited and
29 completed the full survey (a Round 2 response rate of
88%).

3.21 | Round1

Following Round 1, consensus was reached on retaining all 51
items (100%) for the next round at the predetermined level of
either ‘important but not critical’ (4-6) or ‘critically important’
(7-9). No consensus was reached on any items rated as ‘not

850807 SUOWWOD 3A 8.0 (el (dde au Aq pausenob ae sajone VO ‘8sn J0 Sa|ni 10} A%eiq1T8uljuO 3|1 UO (SUORIPUOO-pUe-SWLIRIALI0D" A8 | Im AeIq 1 BUI UO//:SANY) SUORIPUOD pue swe | 8y} 88S *[¥202/T0/9z] Uo AreiqiTauluo Ae|im ‘eljBuy 1se3 JO A1seAIUN AQ EGEET XRU/TTTT OT/I0PAWOD A8 | 1M Aeiq 1 |Bul|uo//Sdny Wiy pepeoumod ‘T *v20Z ‘G29L69ET



CHATBURN ET AL.

Non responders (n = 3)

Research experience = 2

Clinical experience = 0
Lived experience = 1

Item generation

A 4

Invitations to participate in interview study
(n=8)

Key informant interviews (n=8)

Item refinement

A
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Lived experience = 0

A

y

A

Participants who confirmed interest sent
survey link (n=36)

Opted out (n = 3)
Research experience = 2
Clinical experience = 1
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y

Delphi round 1
Response: 33/36 (92%)

Opted out (n=1)
Research experience = 1
Clinical experience = 0

Lived experience = 0

Non responders (n = 3)

Invitation to participate in round 2 (n=33)

Opted out (n=1)

Research experience = 1

Research experience = 1

A

Clinical experience = 1

A 4

Y

Clinical experience = 0

Lived experience = 1

Delphi round 2
Response: 29/33 (88%)

Lived experience = 0

Items ready for next stage of development

FIGURE 2 Flowchart of stages of measure development with number of responses.

important’ (1-3); therefore, no items were removed on the basis
of these ratings.

However, analysis of the qualitative feedback strongly
indicated the removal and amendment of a number of items.
This included removing the six negatively phrased items (e.g., ‘My
problems were not acknowledged’) and one item that overlapped
with the NHS Friends and Family Test.! In addition, one new
item was proposed and included (‘The staff member checked that
| had understood what they said’), five duplicates were identified
and merged into three items, one composite item was split into
two and three items were reclassified under another facet.
Twenty-one items were slightly rephrased to improve clarity, and
the facet ‘Emotional Capacity’ was renamed ‘Emotional

Sensitivity’. This resulted in a final list of 44 items for the second
round.

3.2.2 | Round 2

Round 2 led to consensus on 21 items (48%) rated as ‘critically
important’ (7-9). Consensus was not reached on the remaining 23
items. Neither item in the ‘staff self-compassion’ facet reached
consensus and qualitative feedback indicated that patients would
struggle to rate this item, so these items were excluded (see
Supporting Information S1: Table G and ‘additional description of
revisions’ in the Supporting Information material). Analysis of the
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qualitative feedback indicated that no additional classification or

phrasing changes were required.

3.2.3 | Refined items

The item generation and refinement processes resulted in a list of
potential measure items (see Supporting Information S1: Table H)
consisting of 21 items organised into six facets: Understanding,
Communication, Attention, Action, Emotional Sensitivity and Con-
nection. These items are those that will be taken forward to the next
phase of measure development.

4 | DISCUSSION

This paper describes the systematic item development stages of a
forthcoming measure of compassionate healthcare in action. These
initial stages form the foundation for further testing and validation
that we hope will ultimately result in a new patient-reported measure
of compassionate healthcare that focusses on the observable
behaviours of compassionate care provided by a healthcare
professional working in any clinical setting. This foundational work
sought to be conceptually coherent, follow a rigorous development
process®? and include PLE at all stages.

Initial development stages combined an inductive approach,
by generating new questionnaire items from semi-structured
interviews, with a deductive approach, by gathering additional
items from a literature review of existing measures. The measure
development process gave prominence to what matters most to
PLE of healthcare delivery at every stage. Items and facets were
then refined through a two-round modified online Delphi process
with patient, clinician and research experts in compassionate
care. Consensus was reached on 21 items including six facets:
understanding, communication, attention, action, emotional sen-
sitivity and connection. These items map onto both the affective

8 indicating that

and motivational components of compassion,?
the initial measure has conceptual coherence.®®

Further scale development work on the format of the measure
and face validity of these foundational items, with subsequent testing
with a large community sample to establish, reliability, validity and

factor structure, is underway.

4.1 | Study strengths

The item development work for our proposed new measure has
sought to focus on the following three things: (1) observable aspects
of compassionate care delivery; (2) care in both physical health and
mental health settings; and (3) a PLE involvement strategy through-
out the initial phases. These are elements that we believe have not
been realised by any one existing patient-reported measure of
compassionate care to date.

The prioritising of observable aspects of compassionate care
complements recent empirical data that have started to map out
the range of subtle verbal and nonverbal actions of healthcare
staff.3844 By creating a list of items that aim to capture the
specific behavioural components of a compassionate healthcare
encounter,*? these items serve as a potential counterpoint to
many items from existing measures which tend to use more
subjective ‘I feel’ statements.*’

The broad inclusion of patient and clinician perspectives from a
range of different (physical and mental) healthcare contexts is
different to the majority of questionnaire development papers in
this field, where acute and primary care settings are more greatly
represented (Table 1). Including mental health perspectives and
perspectives relating to care given by a range of different roles may
have allowed previously omitted aspects of care to be included, and
may explain why some of our candidate items are not represented in
any existing measures (e.g., the item relating to the staff member
‘doing what they said they would do’).

It remains to be seen whether this more inclusive approach,
coupled with the prioritisation of greater PLE involvement at all
stages alongside the use of formal consensus methods, will lead to
stronger concept validity, specificity and practical applicability in a
new measure of compassionate healthcare in action.

4.2 | Potential clinical applications

This study represents the initial work for a measure of compassionate
healthcare in action. Next steps in measure development are
underway, and involve cognitive interviews to assess face validity,
and establishment of reliability and validity using appropriate
quantitative methods. In time, it is hoped that the resulting measure
will be of use to clinical services in their measurement and
improvement of compassionate healthcare. A measure of compas-
sionate healthcare in action could be of particular use to services and
clinicians wishing to monitor compassionate care provision and elicit
meaningful feedback of use to staff training. A measure that can be
used in both physical and mental healthcare settings could also be of
use for comparisons across services. Any resulting final measure will
be carefully framed in order to encourage interpretation of results
from individual clinicians or services within the broader context of
complex environmental and systemic factors that are known to

10,14 and

influence the capacity of staff to provide compassionate care
to discourage any reductionist approach to human compassion in

clinical settings.

4.3 | Limitations

Despite the research team's efforts to recruit a sample of patients
and clinicians with a diverse range of healthcare experiences, the key
informant and Delphi study samples were both largely homogeneous
samples. It is possible that a larger, more diverse sample would have
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generated a different conceptualisation of observable compassionate
care behaviours. For example, it is conceivable that an encounter
with a healthcare professional is experienced very differently by
patients who live in socioeconomically deprived areas with unequal
access to health services compared to those who live in more affluent
areas, and observable behaviours related to compassion may vary
considerably across cultures. We hope to test the validity and
acceptability of these initial items across different socioeconomic and
cultural groups in subsequent phases of measure development.

The Delphi process was limited to two rounds and given the
extensive changes to the structure and content of the measure
between Rounds 1 and 2, a third round may have confirmed
consensus and improved concurrent validity.*® Also, the Delphi
participants did not receive an individualised report tracking their
responses between rounds and in comparison with the group
results,”® due to software limitations and the challenges of tracking
changes following extensive restructuring between rounds. Re-
searchers would benefit from the development of commonly agreed
standards for the reporting of Delphi studies, particularly when used
within measure development.

More broadly, it is important to note that at this stage of the
development process, some items remain that relate more to felt
states than observable behaviour (e.g., ‘I trusted the staff member’,
‘The staff member made me feel safe’ and ‘The things that matter
most to me were understood’). These items may reflect an important
interrelationship between the experiences of compassionate care,
trust and safety described by interviewed participants. They may be
indicative of a difficulty in separating out purely behavioural items for
the construct of compassion. Their inclusion at this point in the
measure development process reflects the inclusive approach used in
this project (whereby all suggested items were put forward for review
by the Delphi panel). However, they remain more subjective than
objective in nature, and less in line with the core aims of the measure.
In the next stage of scale development, cognitive interviews will be
used to assess the face validity of these items in relation to the
measurement of compassionate healthcare in action, and it remains
to be seen if these ‘internal state’ items will be retained throughout

this stage and the subsequent factor analytic stages of the project.

5 | CONCLUSION

This paper presents the item development of a tool that aims to
systematically measure what patients report are the observable
behaviours of compassionate care delivery by a healthcare profes-
sional working in any healthcare setting. The study is both
experientially and theoretically based, and PLE of healthcare delivery
(patients and staff) were involved at all stages of its development. It
combines inductive and deductive approaches and the use of a
formal consensus method (modified online Delphi process) to
produce an initial 21 items relating to six facets, ready for the next
stage of exploration of reliability and validity, with the ultimate aim of
publication of a final measure. We report on these initial stages in

detail in the hope of encouraging greater transparency and
replicability in measure development and to emphasise the value of
PLE involvement across all stages of any new patient-reported

measure.
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