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ABSTRACT

We describe development of a questionnaire

to elicit pain symptoms and experience, for use
by people with dementia or their carers, at
hospital admission. The questionnaire provided
contextual information to support professionals’
use of the Abbey Pain Scale, a validated tool used
by nursing staff internationally. Appropriate infor-
mation and physical design were required in order,
not only to create an approachable questionnaire
for patients and carers, but also to ensure fit

with hospital processes. Fit with hospital process
had significant influence on the final form of

the questionnaire, compromising some aspects
of design for patients and carers, but this com-
promise was considered essential to ensure pain
management procedures were supplemented

by wider, contextual information.



anagement of pain symptoms in hospitalized, older people
) M can be compromised by communication difficulties, particularly

if patients’ ability to describe their experience is limited by
conditions such as dementia (Horgas, Elliott and Marsiske 2009; Manias
2012). Coe and Miller (2000) have highlighted the importance of
both relatives and nursing staff in mediating communication between
physicians and older patients. However relatives are rarely able to
remain with a patient all the time they are in hospital and so their con-
tribution to such communication can be limited. Manias (op cit.) has
described situations where pain symptoms may go untreated because
nursing staff mistakenly attribute expressions of pain to delirium or
dementia. Such attribution may be more likely if no family carer, with
knowledge of the patient, is available to give clarification. Furthermore
delirium and dementia symptoms can, themselves, be exacerbated
by pain, increasing the difficulty of recognizing and assessing pain
symptoms (Herr and Garand 2001).

In this context of potentially limited communication between patient
and hospital staff and practical constraints on how much a carer

can contribute we describe development of a questionnaire to be used
as a communication tool for family carers of people with dementia.
The aim of the questionnaire (which might be completed by a family
carer on their own or in consultation with a member of hospital
staff) was to elicit information from carers about their relative’s expe-
rience of and response to pain. This information would then be
available to hospital staff to help disambiguate pain symptoms in
patients who were unable to communicate their experience them-
selves and, hence, support appropriately targeted pain relief. Note
that the purpose of the research described in this paper is the
development of a viable questionnaire, the effectiveness of which
(on pain relief procedures and outcomes) could then be assessed
through subsequent clinical trial.

The setting for this study was a large (800 bed) district general
hospital in the UK. The hospital had made effective pain relief for people
with dementia a clinical priority, in line with guidance from the UK
Department of Health to reduce inappropriate anti-psychotic prescription
(Banerjee and Owen 2009, ch. 5). Systematic monitoring of pain
symptoms had been newly instigated, using the Abbey Pain Scale
(Abbey et al. 2004 ), a professional monitoring tool, designed

for assessment of pain symptoms in people with dementia. The scale

is used internationally and, simple and quick to use, is recommended
by UK national guidelines for assessment of pain in older people

with impaired cognition/communication (Royal College of Physicians
2007). Used at regular intervals, the scale (Figure 142) tracks and
assigns a score to pain symptoms, along six dimensions, in order

to guide prescription of pain relief.



Abbey Pain Scale
For measurement of pain in people with dementia who cannot verbalise.

How to use scale: While observing the resident, score questions 1 1o 8
Name of resident:

Name and of person the scale:
Date: Time:
Latest pain relief given was at hrs.

Qt. Vocalisation

og. whimp.rlng, groaning, cying at
Absent 0 Moderate 2 Severe 3

Q2. Facial expression
og: looking tenss, frowning grimacing, looking frightened Q2
Absent 0 Mid 1 Moderate 2 Sever

Q3. Change in body language
eg: fidgeting, rocking, guarding part of body, withdrawn Q3
Absent 0 Mitd 1 Moderate 2 Severe 3
Q4. Behavioural Change
eg: increased confusion, refusing to eat, alteration in usuai Q4 D
patterns
Absent 0 Mird 1 Moderate 2 Severe 3

Qs.  Physiological change
eg: temperature, pulse or blood pressure outside nommal Q5
timits, perspiring, flushing or palior
Absent 0 Mitd 1 Moderate 2 Severe 3

Q6. Physical changes
eg: skin tears, pressure areas, arthritis, contractures, Qs D

previous injuries.
Absent 0 Mid 1 Moderate 2 Severe 3

Add scores for 1 ~ 6 and record here m Total Pain Score D

Now tick the box that matches the

Total Pain Score 3-7 8-13
C::> No paln Mild Moderate

Finally, tick the box which matches Acute on
the type of pain :_—_—_—> Chronic
Dementia Care Austraiia Pty Ltd
Website: www.dementiacareaustralia.com

Abbey. J; Do Boills, A; Piitar, N: Estorman, A; Giles, Lj Parker, D and Lowcay, 8.
Fundod by the JH & JD Gunn Madicai Resoarch Foundation 1998 - 2062
(This

14+
Severe

Vocalization e.g. whimpering, groaning, crying

Facial expression e.g. looking tense, frowning, grimacing, looking frightened

Change in body language e.g. fidgeting, rocking, guarding part of body, withdrawn
Behavioral change e.g. increased confusion, refusing to eat, alteration in usual patterns
Physiological change e.g. temperature, pulse or blood pressure outside normal limits,

(3 I o

perspiring, flushing or pallor
Physical changes e.g. skin tears, pressure areas, arthritis, contractures, previous injuries.

o

FIGURE 1 The Abbey Pain Scale tool used by hospital nurses for reguiar pain
monitoring (A), shown with listing of scoring criteria used in the tool (B).

As part of the introduction of the Abbey Scale, the hospital’s Pain
Team conducted an education programme for care staff who were
implementing it and became aware of potential misinterpretation

of patients' pain symptoms, similar to that described by Manias

(op cit.). Working in collaboration with the hospital’s Older People’s
Mental Health Liaison Team, the Pain Team sought the involvement
of patients’ relatives or carers in improving identification of patients’
pain symptoms. This kind of involvement has been recommended

by Herr et al. (2006) and, similarly, in the UK’s national guidelines
on pain assessment (op cit.), although no specific process for

this involvement has been set out.



A precedent for carer involvement in providing contextual information,
valuable to the care of hospitalised, older patients, had been set

by a tool, Information About Me (Figure 2), developed through collab-
oration between the UK Alzheimer’s Society and National Health
Service (NHS) hospitals. The tool was already in use at the hospital
(similar discursive questionnaires are used widely across the NHS
and in other health care systems).

This booklel has been pul together ko ensure that we can care for your

way to make their stay

‘and would ke yous help by completing this bookist.
We wauld be very grateful for as miuch defai 25 possible in the fotlowing
that you think could help, and we haven't covered.

Many thanks.
Staff ot the Royal Berkshire NHS Foundation Trust

pages. Towards the end of this booklet there is space for you to add anything

Y NAME I5:
(please add name of patient)

1WOULD LIKE TO BE CALLED:
{please wiite down their prefered name)

 possible, in the space b

you think are {e.g. aphoto of

they Hke or with their famy):

FIGURE 2 Cover (A) and first page
developed by the UK Alzl Society and National Health Service hospitals, in order
to gather information about hospitalised patients and help build a personalised relationship
with care staff.

(B) of the information About Me questionnaire,

The hospital Pain Team proposed a questionnaire, designed

along similar lines to Information About Me, that could be completed
by patients or, more likely, their family carers (who might be more
able to articulate their relative’s history) on hospital admission.

The aim of gathering carers’ perspective on patients’ response

to pain and manifestation of pain symptoms was twofold:

1 Firstly, to help disambiguate expression of pain that staff
would assess using the Abbey Pain Scale, so reducing
potential misattribution of responses to pain to symptoms
of dementia or delirium;

2 Additionally, to provide contextual information about
past causes of pain and response to pain relief which would
help guide clinical and care staffs’ treatment decisions.




While the Abbey scale was used as the starting point for developing
the new, carer-facing tool, we planned to augment questions about
expression of pain with questions about interventions that would
increase patient comfort (for example, use of heat pads or manipula-
tion) which, if used, could reduce the need for medication.

We agreed on a user-centred development process, involving
informants typical of those who would use the developed questionnaire,
both professionals involved in pain assessment and end-users

i.e. family carers of people with dementia. Note that the project team
comprised clinical and care staff (an old age mental health liaison
psychiatrist, a pain nurse and a mental health liaison nurse) and that
two of the designers had experience of family members with demen-
tia. However we wished to broaden consultation beyond the design
team and consideration was given early on to confidentiality and the
ethics of involving consenting carers in the design process. The project
was designed in the manner of a clinical survey or technology
appraisal with anonymisation and no patient identifiable information.

FIRST DESIGN ITERATION

DESIGN DEVELOPMENT

CONTENT

The first four and sixth questions of the Abbey Pain Scale were

taken as the core of the new questionnaire." These five questions
focused on the behavioural responses to pain (vocalisation, facial
expression, body language, behaviour) and physical changes (cuts,
bruising etc.) that hospital staff would need to interpret and assess
when using the Abbey scale. No attempt was made to replicate the
numeric rating of the Abbey scale (the numeric ratings on the scale
are used to aid professionals’ decisions about pain relief intervention)
but, instead, the questions were refocused to gather family carers’
descriptions of patients’ typical pain responses and known physical
symptoms. The fifth question from the Abbey scale, relating to physio-
logical changes as a result of pain (temperature, blood pressure
etc.) was excluded as it was thought inappropriate for people without
clinical experience to respond to. The project team, through team
discussion, generated further questions they considered relevant

to pain management, based on their experience of caring for people
with dementia, resulting in a list of fifteen questions. An additional
question, to gather feedback on the questionnaire itself, was included
in this trial version. See Figure 3 for a listing of questions in the first
design iteration.



IS YOUR FRIEND OR RELATIVE IN PAIN? HELP US TO LOOK AFTER THE PEOPLE YOU CARE ABOUT

1o DOBSussusumunes s ever complain of pain?

2. What words have they used to describe their pain? For example, burning, shooting,
stabbing, pinching, stretching, aching. Are there other things they say when in pain?

3. How often do they feel pain? For example, is it constant, does it come and

go, is it very sudden and short, or is it only during specific activities?

Have they complained of pain in the past but stopped telling you about it recently?

Where does it hurt them? [body map image]

Do they cry out with pain?

L

Does their face ever show pain? For example, by looking tense or frightened
or by frowning? Can you describe how?
8. Has their body language changed recently? For example fidgeting, rocking, guarding
part of the body, or hunching. Can you describe how?
9. Has their behavior changed recently?
For example increased confusion, refusing to eat, problems sleeping, irritable or aggres-
sive behavior, increase in swearing, wanting to be left alone? Can you describe how?
10. Are there specific activities that they find painful and resist doing?
For example washing, getting out of bed, climbing stairs.
11. Have you noticed any possible causes of pain?
For example, cuts, bruises, arthritis or recent falls.
12. Have they been on painkillers in the past? If yes, do you know what kind and why?
Were there any side effects as a result of the painkillers?
13. Are there things that seem to help to soothe their pain?
For example having a hot drink, blankets, hot water bottles, cold compress, smoking,
having an alcoholic drink.

14. |s there anything else you think is relevant or could help us to help them?

FIGURE 3 List of questions, brainstormed by the project team, for inclusion in the first itera-
tion of the carer-facing questionnaire.

Since the questions were verbal, the clinical team suggested
inclusion of a body map, recommended by UK national guidelines
on pain assessment (op cit.), to provide a graphic parallel to the
questions. Gender neutral outlines of front and back body views were
drawn. The design team discussed whether to ask carers to use
the body map both to describe pain experience as well as show pain
locations but decided this would duplicate other questions on the
questionnaire and that there could be benefit to hospital staff using
carers’ input in maintaining a set of questions that, as far as possible,
paralleled those in the Abbey scale. Hence the body map was
shown with a simple request to show pain location.

The questionnaire title ‘Is your friend or relative in pain? Help us to
look after the people you care about’ was proposed in order to orient
the reader to the questionnaire purpose. An explanatory introduction
reinforced the role of relatives or carers in providing information that
was useful to hospital staff.



LANGUAGE

The language of the questionnaire was direct and non-technical.
Where questions were thought likely to require interpretation,
example answers were given. For instance:

Has their body language changed recently?

For example fidgeting, rocking, guarding part of the body

or hunching.

For questions drawn from the Abbey Pain Scale, the examples
given were based on those used by Abbey. They were then modified
to exclude any examples that could be difficult to interpret by non-
professionals and to include additional examples that might help
support broad responses from family carers. So, for example, where
the Abbey scale exemplified changes in behaviour as:

Increased confusion, refusal to eat, alteration in usual patterns
the carer questionnaire gave more examples, particularly to clarify
what might be meant by the Abbey scale’s reference to ‘alteration
in usual patterns’:

Increased confusion, refusing to eat, problems sleeping,

irritable or aggressive behaviour, increase in swearing, wanting

to be left alone
Similar ranges of examples were given for questions that had been
generated by the project team, for instance:

Are there things that help to soothe their pain?

For example having a hot drink, blankets, hot water bottles,

cold compress, smoking, having an alcoholic drink
Note that smoking and alcohol were included to help elicit as
realistic a picture of the patient’s experience and needs as possible.

There was a possibility that examples would constrain, rather than
encourage, responses; see Rose (1981) and Schwartz (1999) for
discussion of the interpretation of the intentions of questions that
respondents must make. However, given the wide range of potential
users and circumstances of use (in some cases a carer may not

feel confident enough to ask for clarification), supporting interpretation
of the question seemed appropriate.

GIVING FORM

A combination of practical and emotional factors influenced initial
decisions regarding document format. The precedent set by Informa-
tion About Me suggested an A5 format (close to American half sheet).
Within the project team, it was perceived as ‘friendlier’ in format than
the larger A4 (close to American letter), associated with office use

(a perception also noted by Perez et al. 2012). A5 format might also
be easier to complete in a setting where a table or other surface
might not be available to support the document as a respondent wrote
on it. Our initial aim was to produce a single sheet (A4) that could be
folded to a four page, A5 booklet. This document format could be



printed on demand within the hospital (in many NHS hospital settings,
on-demand printing and photocopying are currently preferred over
other forms of document reproduction).?2 However, early attempts to
use a single sheet, with typeface Bliss, at 14pt, the upper end of size
recommendations for legibility (RNIB 2011), delivered a layout that
was too cramped to allow the kind of discursive response to questions

that was anticipated (Figure 4).

Is your friend or relative ‘

in pain?

People who have difficulty understanding and
communicating may feel pain but may not be able to
tell us about it. In many cases, simple pain
medication can make them more comfortable and
prevent distress and suffering.

This leaflet is to help plan care for your friend or
relative, We recognise that you know this person
really well, and would like your help completing their
pain assessment.

Name of patient: .. Date
Questionnai pleted by:
Relationship to patient: .....

w2ver complain of pain? ] (]

o Does ...

k]

a.

=

2 What words would they useto desribe their pain?
1 For example, burning, shooting, stabbing, pinching,
DO stretching, aching.

How often do they feel pain? For example, is it constant,
does it come and go, is it very sudden and short, or is it
only during specific activities?

‘ P atking

: Have they complained of pain in the past but stopped
telling you about it recently? pic

Where does it hurt them? #ease describe

Talking about pain.

Does he/she cry out with pain? Piease circle

I ¥ i
Never Sormetirnes. Frequently  Alotofthe
time

: Does their face ever show pain, for example by looking

. tense or frightened or by frowning? plesse circ and

| Id»scﬁ?)c how

T T 1
Never Sometimes frequently  Alotof the
time

Showing pain.

Has their body language changed recently, for example
fidgeting, rocking, guarding part of the body, or
hunching? Please circle and describs how

L i J

1 1 1
Not at all Hardly Abit Alot

“uied Bupmoys ‘

Has their behaviour changed recently, for example
increased confusion, refusing to eat, problems sleeping,
irritable or aggressive behaviour, increase in swearing?
Plaase circte and dascribe how

‘ t {
Notat all Ha‘fdy Abit Alot

Are there specific activities that he/she finds painful, for
example washing, getting out of bed, climbing stairs?

Have you noticed any possible causes of pain, for
example cuts, bruises, arthritis or recent falls?

FIGURE 4 initial attempts to create a single sheet questionnaire incorporating all the desired
questions were thought by the project team to be too cramped to taxe forward to trial.

Instead we agreed on a more generously-spaced, eight-page,
A5 leaflet, at least for initial feedback. We were aware that this
format reduced the options for local, on-demand printing.



END USER INPUT

INFORMAL FEEDBACK

A draft questionnaire leaflet was prepared and distributed to

four informants for informal feedback on its content and design. The
informants (ages ranging from their 50s to their 80s) were currently
caring for or had cared for relatives (parents or spouses) with dementia.
Informants were asked to fill out the questionnaire as if it applied

to their relative and to note any comments about the questionnaire
itself that occurred to them while they were completing it (see, for
example, Figure 5). They were then interviewed about the experience
of filing out the form and comments they had made. Additional input
was gathered from dementia care support staff (care assistants trained
specifically to support nursing of people with dementia, who would

be implementing the questionnaire) and one of the hospital’s consultant
geriatricians, who were asked to review and comment on the

draft questionnaire.

S Where does It hurt them? Please show us o this 6 Do they cry out with pain? Please circle
drawing, |

Q

S 2 3
Never .e@ Frequently Constantly

7 Dioes theirface ever show pain? For example by
looking tepss or frightened ar by frowning?

Nw‘l) Q}«‘B . 4 = - tly
r A natant
\ med requently

Gan you doscribe bow?

fumoke Heer pore
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i
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8 Has thelr body {anguage changed recently? &6 /7 and resist doing? F e st
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a8 FE | Rromeh £rTe 11 Have you noticed any passible causes of pain?
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9 Has their behaviour changed recently? for sxample FXBLAIN - [ pbsfbe due fo
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leeping, isitablé r aggressive behaviour, increase
in swearing? Please cirde

M7 fence i Caun £ &

[ el o 12 Have they been on painkillers in the past? B8
ol . lay abe \414*’) if yes, do you know what kind and why? Were there
any side effects as a result of the painkillers?
Canyou descrbs howe PRORARLY prly PARACET WO
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Pave 6
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FIGURE 5 Examples of feedback from one of the informants who reviewed drafts of the
questionnaire during its development.



Across carer informants and staff the response to the use of such

a questionnaire on hospital admission was positive. After project team
discussion, some of the proposals that informants and carers had
made for amendments to the detailed presentation of the questionnaire
were fed into a subsequent editorial and design iteration before

the next stage of trialling the questionnaire on hospital wards.

QUESTIONNAIRE TRIAL
A three month trial was arranged to assess the questionnaire’s
intrinsic effectiveness, i.e. whether it elicited appropriate responses
from its intended users. We had some specific questions about
its design:

Was the questionnaire too long — would carers

flag before completing it?

Were individual questions relevant and comprehensible?

Did use of example responses constrain carers’ own responses?

Could carers use the body map effectively?

What were carers’ and staff members’ views

of the questionnaire’s usefulness?
We were also concerned to establish the questionnaire’s extrinsic
effectiveness, i.e. its fit into hospital routine and potential for impact
on prescription of analgesic and antipsychotic medication.

As mentioned in Section 1, this trial was a precursor to a study

of the questionnaire’s actual impact on pain treatment, and particularly
medication prescription, which would need to be assessed through

a larger-scale, controlled trial.

Two hundred finalized questionnaires (see thumbnails in Figure 6)
were distributed to the dementia care team at the hospital, for use

in two pilot patient areas. Distribution was preceded by presentations
to care staff introducing the questionnaire and the thinking behind

it. Staff were asked either (according to circumstances) to give the
questionnaire to relatives of newly admitted patients to complete
independently or to support relatives in completing the questionnaire.
Staff were asked to return completed questionnaires to the research
team after the patient had been discharged. A collection box was
placed at the nursing stations of the pilot wards and completed
questionnaires were collected by members of the project team. We were
aware of the potential pitfall of this method of gathering data, since
returning questionnaires could be forgotten, but we had the commitment
of care staff to the project. As is reported in the results section, returns
were limited even though staff were prompted throughout the trial to
ensure that questionnaires were used and returned for analysis. A further
50 questionnaires were presented to family carers of people with
dementia at a local carer education meeting, where some attendees
consented to complete trial questionnaires.
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Is your friend
or relative in pain?

Help us to look after the people
you care about

13 Ave thee things thatseem to help to soothe their
pain?

4.1 there anything els you think i reevant o could
help us to elp them?

This s a i leaflet. Your comments on filing it cut
would be helpful,

Thanik you very much for your tie.
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Name ofpatent

Todaysdite . /.....J.

Questiomaire completed by

Relaionship t patent

People who have dificuly understanding and
A pain but may ot be ble
tellusabout s, simple pon medication

Gn ke mfortable and prvent
dstressand suerng

This lafle s to el plan carefor your riend
¢ relative. We recognise thatyou might sow
thisperson resly well, and wld ke you help

completng thele pin assesment.

s o
iDoes_____ ewrcomplanoipan O O

2 Whatwrds have they used to dscrb thi pain?
.ot abbi, pocig,

4 Hove they complained ofpain  the past but
stopped teling you sbout L rscenty? S NO
o0

5 Where dos It hurt ther?
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Page s

2 Has ther body anguage changed recenty?
it ciegpart

RESULTS

FIGURE 6

Thumbnails showing
structure of the first
iteration questionnaire.

NUMBER OF RETURNS: Pooling the returns from hospital wards and the
carer education meeting, of the 250 questionnaires distributed, only 25
were returned. Even taking into account concern about relying on staff to
return the questionnaire, this poor return was a strong indicator of the
questionnaire’s limited potential impact.



B

QUALITY OF RETURN: Despite low return numbers the quality of

returns was instructive. They were fully filled out, suggesting that those
who consented to complete the questionnaire did not find it too long.
Some respondents provided expansive answers to questions, through
to the last page ( see Figure 7 ), although others gave answers of one

or two words. We did not find any questions that were misunderstood.
Answers to questions with example responses (discussed in section
2.1) showed sufficient variation to convince us that the examples

did not constrain respondents.

8 Has their body language changed recently?
For example fidgeting, rocking, guarding part of the
body, or hunching. Please circle.

N

1 (2 3
Not at all Hardly k*m/ Alot
Can you describe how?

Ponoses sty & S Tlineg
ruCiinC, URE 19o Lorh
LEeT dew

9 Has their behaviour changed recently?
For example increased confusion, refusing to eat,
problems sleeping, irritable or aggressive behaviour,
Increase in swearing, wanting to be (eft alone?

Please circle.
o
| i i |
1 T 7 1
o 1 2L 3
Not at all Hardly it Alot
Can you describe how?

\f\i’vﬂ:\ %L&"?"\ MW g i
\,»Eu_ Vol Contubiany
Page 6

13 Are there things that seem to help to soothe their
pain?
For example having a hot drink, blankets, hot water
botties, cold compress, smoking, having an alcoholic
drink.

Bl wE T

14 15 there anything else you think is relevant or could
help us to help them?
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Cows & % NEEDG" A
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10 Are there specific activities that they find painful
and resist doing?
For example washing, getting out of bed, climbing
stairs,

BT, o 67 8F)
T )

11 Have you noticed any possible causes of pain?
For example cuts, bruises, arthritis or recent falls.
Feue Rt TORED

qul—k"""?

YES
12 Have they been on painkillers in the past? E(NDO

If yes, do you know what kind and why? Were there
any side effects as a result of the painkillers?

Coaao'T @Bl i T
s e b (s Qaoess T
Ooaz. Yows,
Page 7

FIGURE 7

Examples of returns of questionnaires
completed by carers in the trial, showing
variation in response length. 7A and B

are from the completed questionnaire

of one participant, 7C and D from a second
participant. The diversity of responses
demonstrated that the questions (particularly
those with example responses) had

not constrained the information given

by respondents.
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8 Has their body language changed recently? 10 Ave there specific activities that they find painful

For example fidgeting, rocking, guarding part of the and resist doing?
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13 Are there things that seem to help to soothe their
pain?
For example having a hot drink, blankets, hot water
bottles, cotd compress, smoking, having an alcoholic
drink.

14 Is there anything else you think is relevant or could
help us to help them?
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In two cases the body map, which we had seen as a parallel means

to gather information to verbal questions, elicited responses that were
not given elsewhere in the questionnaire. Particularly striking was

an instance where a carer noted a second site of pain, which had not
been the cause of admission. The pain was investigated and found

to be the result of a pre-presentation, untreated fracture, which was
then treated. In the second case the husband of a patient used

the body map to illustrate pain in his wife's pubic area, which he had
not discussed with a clinician or described verbally on the questionnaire.

Those who responded to the trial feedback question at the end of the
questionnaire made positive comments on the questionnaire’s potential
usefulness, similar to the responses of staff when the questionnaire
was introduced to them.



DISCUSSION

Our trial demonstrated that we had produced an intervention that

was intrinsically effective, and was liked by its potential users. However
the low level of uptake across the trial suggested limited potential for
impact on clinical practice. It may have been that the relatively informal
trial methods did not embed the questionnaire well enough in everyday
ward process. However, as discussed in section 2.2, effort had been
made during the trial to promote the questionnaire’s use.

Subsequent discussion with dementia care support staff, the key link
in this trial between hospital systems and patients, revealed that, while
staff appreciated the potential benefit of the questionnaire, they felt
they did not have time to introduce it into their routine. Other reasons
given for lack of implementation included disruption of typical ward
arrangement, following ward closures for cleaning. However, such dis-
ruptions are not unusual in busy hospitals and any design proposal
should be robust enough to persist given such eventualities. There
was no indication from staff reports that any relatives who had been
asked to complete the questionnaire had declined.®

It appeared that, despite involvement of potential users in questionnaire
development, we had stumbled over the problem, highlighted by Wright
(1998, p 61), of producing an effective design, but not an appropriate
design solution for the context in which it was to be used.

As Wright continues, in these circumstances testing indicates the
need for a change of approach, rather than refining the existing solution.
This trial suggested the potential effectiveness of the questionnaire

as a means of gathering information about patients, but not as a tool
that could be implemented in routine patient care. Hence, rather than
abandon a project that was agreed by all parties to be well founded,
we then sought a new approach to questionnaire design that would
increase the likelihood of implementation and eventual impact on pain
relief and prescription practices.

SECOND DESIGN ITERATION

BUILDING ON FIRST ITERATION FEEDBACK

In order to ensure uptake of the questionnaire, without adding
significantly to the burden of care staffs’ daily routine, we needed

to integrate it directly into existing practice. We were aware that

the professional version of the Abbey Pain Scale was administered
routinely on patient admission to a ward and, subsequently, at regular
time intervals. Therefore we decided to link the carer pain question-
naire to the first use of the Abbey Pain Scale, by combining the two



in the same document. We also sought to minimize any further
barriers to uptake by reducing the questionnaire to a single shest
that could be printed on demand (as discussed in Section 2.1),
rather than an eight-page, pre-formatted booklet. These two, new
requirements created a ‘squeeze’ on the spatial layout of the
questionnaire which we had sought to avoid initially. Hence there were
compromises in subsequent design, which we felt would be offset
by increasing the likelihood of carer input to pain assessment.

CONTENT AND LANGUAGE

We tightened the focus of questionnaire content, removing two
questions that did not target pain relief directly: a general question,
‘Is there anything else you think is relevant or could help us to help
them?’ and the trial feedback question about the usefulness of the
questionnaire. The general question received some extensive answers
in the trial but these tended to diverge from pain relief. Since there
was no clear nursing route for response to information carers gave
here, it may have set up an expectation of response that might

not have been met.

The remaining questions were the same as those in the first iteration
design but, following input from a carer while this revision was in
preparation, we added an instruction to guide the user to continue
filling out the form, even if their response, to the first question 'Does
the patient ever complain of pain?’ was negative. We partly reordered
the question sequence to ensure best fit of content into the
available space.

Debate about whether to exclude the body map, which took up
considerable space in the first iteration design, concluded that it should
be retained, since it had revealed information that had not been given
elsewhere in trial questionnaires. It was also seen as a direct means
of communication with staff, which did not rely on their reading detailed
information (Nygren, Wyatt and Wright 1998).

GIVING FORM

The most significant changes in the re-design resulted from the

move from A5 booklet to a single A4 sheet, and the inclusion of the
professional Abbey Pain Scale. In consequence, the new form featured
reduced type size, reduced space for responses and smaller body
map images, all set within a two column layout (see Figure 8).
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in pain?

Help us to look after the people you
care about
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and communicating may feel pain but may

not be able to tell us about it. In many cases,

simple pain medication can make them more
comfortable and prevent distress and suffering.
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Today's date / /

Questionnaire completed by
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Total pain score
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FIGURE 8A

Second design iteration with questionnaire revised to fit a single
A4 sheet and to include a professional pain assessment (using
the Abbey Fain Scale) alongside the carer questionnaire (see 88).

Since some of the carers’ responses in the first trial were brief we
felt the compromise in response space was acceptable, even though

less than ideal and potentially limiting to those who wished to respond
expansively. Type size reduction (to 12pt Frutiger) maintained a rela-
tively large appearing size, albeit at the lower end of the 12-14pt range
that is usually specified in accessibility guidelines (RNIB 2011).

We reduced the size of the body map images as far as we felt
acceptable to allow a respondent to mark a pain area accurately.
The map was smaller than typically presented in medical settings.
However relatively small body map images have been used success-
fully; for example, those used in Kwikpoint communication cards

to support communication across language barriers in war zones
(Eldredge 2013).

The compressed space allowance necessitated the use of horizontal
rules to separate the questions. A tinted (grey) rule was used in order
to reduce interruption as carers read down the questionnaire. The rules
had the benefit of reinforcing the column structure of the document
and, together with prominent question numbers, indicated direction
of reading.




The professional Abbey Pain Scale was included on the sheet in

a tinted column, to distinguish it from the carer-facing questionnaire.
While acknowledging that all users need to see text at a legible
type size we felt it appropriate to reduce the type size here to a (still
legible) 10pt Frutiger, increasing the distinction between profess-
ional and public-facing tools.

END USER INPUT

During this iteration we gathered informal input from potential users
(as with the first iteration four current family carers and, additionally,
members of dementia care support staff), paying particular attention

to navigation through the new, two-column structure and the potential
impact of reduced space available for responses. As mentioned in
discussion of Content and Language, above, this consultation led to
the inclusion of additional instructions to continue completing the
form, even if the answer to the first question was negative.

The re-designed questionnaire is now due for further trial which will
provide the opportunity to reassess its extrinsic effectiveness (i.e. its fit
with hospital routine and potential for impact on pain relief practices).
Longer term, once the questionnaire has become an established part
of clinical practice, it will be possible to assess its impact on prescrip-
tion of analgesic and anti-psychotic medication.

DISCUSSION AND CONCLUSION

The contribution of family carers (typically adult children or
spouses) to the health outcomes of people with dementia is well
understood (Brodaty, Green and Koschera 2003). Published
strategies for dementia care in many countries recommend involving
carers as partners in care-giving, e.g. in the US (Alzheimer’s
Association et al, 2004 ), UK (Banerjee and Owen 2009) and Australia
(Dow et al. 2004). Our study draws attention to the requirement

for design to respond to the communication needs of both sides

of such a carer-professional partnership.

In many reported cases of forms or questionnaire design initial,
systems-focused design solutions require adaption to satisfy the needs
of end users (Barnett 1988, 12-19). Unusually, perhaps, in our case
the situation was reversed with an initial approach that favored the end
user at the expense of the organizational user or system. Our initial
approach was taken with the full endorsement of organizational users
(professional dementia care staff) but it failed as a communication
tool because they found it difficult to integrate it into their ward routines.
It is possible that staff were already aware of the potential difficulties

of the first design iteration but felt unable to express their concerns
when the intervention was presented to them (Kramer and Schmalen-
berg 2003). Alternatively they may have overlooked practical difficulties



with the first iteration design because of its visual similarity to the
popular Information About Me booklet (a similar effect has been reported
in Keller-Cohen, Meader and Mann 1990) or because its visual
simplicity gave an immediate impression of usability (Song

and Schwartz 2010). However, sometimes contextual influences,
such as the communication demands of a busy hospital (Coeira

and Tombs 1998), can only be discovered through testing within

the full context of use and constellation of potential users (Black 1998).

Design literature, in common with the literature of other disciplines
(see, for example, Rosenthal 1979, Giner-Sorolla 2012), rarely reports
failure of an intervention (although design failures are often highlighted
in popular Internet design forums). Nor does design literature tend

to report solutions where user feedback changes a design approach
significantly, i.e. where the initial design solution appears to be sub-
stantively wrong. In our case, feedback resulted in a shift in approach
from a discursive questionnaire to a far more constrained means

of information exchange. As mentioned in Section 3.1, we are aware
that the limited space for responses in the second iteration design
solution may constrain family carers who wish to supply detailed infor-
mation. However our priority is to ensure family carers’ knowledge
feeds into professionals’ decision-making and have aimed to balance
carers’ and professionals’ needs in developing this tool for information
exchange. Further ahead we might envisage digital versions of such
a tool which, provided they could be made available for carers to

give input, might place less constraint on the amount of information
a carer provided (although would also need to take into account

the demand on professionals of absorbing the amount of information
given). However, in the setting described, where electronic patient
records and prescribing systems are not yet linked, paper forms
provide an interim system.

Many academic design research reports do not extend to testing in
context of use or after implementation (see, for a recent medical forms
example, Frascara and Guillermina 2010). Testing interventions in

a clinical setting is complex and the timescales needed for approval
and permissions can be an impediment to it being carried out at all.
The focus in health care research on clinical interventions, rather than
on communication or other aspects of care, may also reduce the
likelihood that such interventions will be tested. However concern that
design interventions are not tested through to impact on patient
outcomes has been expressed by Katz, Kripalani and Weiss (2006).
With this concern in mind we await the outcomes of a trial of the
revised questionnaire, aware that further refinement may be needed
to ensure its effectiveness as a communication tool. Once its usa-
bility for both carers and professionals has been established we will
then be able to progress to full trial in order to establish its impact
on prescribing practice.
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ENDNOTES

1 We are grateful to the authors of the Abbey scale for their
permission to draw directly on their work.

2 Designers may be surprised by the constraint of on-demand
printing but this is common practice for many documents used in
NHS settings and we aimed to work within existing constraints. Since
the study reported here, two of the authors have attracted funding

to develop professionally reproduced post-diagnosis documentation
to support family carers of people with dementia, and this new project
will allow some comparison of the impact of the new documentation
with current, photocopied provision.

3 Another possible explanation for low uptake might have been lack
of compensation to staff for taking part in a trial. Compensating staff
would be unusual in an NHS trial such as this, where a new process
is being piloted as part of everyday care practice.
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