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ABSTRACT. Objective. Successful management of rheumatic conditions involves increasing complexity of care.

Delivering this in a holistic way is a growing challenge. The aim of our study was to develop a Patient
Concerns Inventory (PCI) and assess it in the rheumatology clinic setting.

Methods. This observational exploratory study occurred with 2 phases. In phase I, the PCI was
developed after a systematic literature search, expert opinion, and 3 patient focus group discussions.
In phase II, the PCI was piloted in a general rheumatology clinic.

Results. Fifty-four patients were assessed in the pre-PCI group and 51 in the post-PCI group. Median
(IQR) duration of consultation was 8 min (5-14) without PCI and 15 min (10-20) with PCI. The
pre-PCI group raised 335 concerns from 50 patients, median (IQR) of 5 (3-10) per patient, rising
post-PCI to 521 concerns, median (IQR) of 9 (5-16) from 51 patients, p = 0.002. Additional concerns
predominantly arose from “physical and functional well-being” and “social care and well-being”
domains. Most patients rated their experience with their doctor in the consultation as excellent or
outstanding across all 11 questions in the questionnaire, both before and after the introduction of the
PCI to the clinic setting.

Conclusion. The PCI is a useful holistic needs assessment tool for rheumatology clinics. Although
its use may initially prolong the consultation slightly, patients can raise a significantly higher number
of concerns, which does not occur at the expense of patient satisfaction. This may help in identifying
areas of unmet needs that previously went unnoticed. (First Release February 15 2016; J Rheumatol

2016;43:779-87; doi:10.3899/jrheum.150068)
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Rheumatology services deal with a wide range of conditions
that includes inflammatory arthritis, osteoarthritis, and
connective tissue disorders, all of which may have profound
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detrimental effects on the quality of life. The care of rheuma-
tology diseases has improved considerably over the last few
decades, with the advent of biological agents! 234367 estab-
lishment of registries®, and development of protocolized,
target-driven disease management pathways. The net effect
is to encourage early identification and manage disease as
dynamically and actively as possible”!0. As a result of this
shift and increasing financial pressures worldwide, patient
encounters have become more pressured, with less time for
interaction.

Because rheumatic conditions tend to run a longterm
course, the need for a holistic approach is essential if the
many different problems that patients may encounter are to
be adequately addressed'!-'2, including pain, reduced
function, loss of independence, infertility, and appearance
and psychological issues. Some problems are potentially
difficult or embarrassing to talk about and therefore may be
underreported and underrecognized!3:'4. This problem can
be compounded in a busy clinic, where the clinician, who
may be a doctor, nurse, physiotherapist or occupational
therapist, might not have the time to take an exhaustive
history. It would therefore be advantageous to have a system
in place that allows the patient and clinician to focus specif-
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ically on issues that are most relevant to the patient at that
particular time.

Such a problem is not unique to rheumatology. Rogers, et
al developed a Patient Concerns Inventory (PCI) for use in
patients with head and neck cancer!>. The purpose of the PCI
is to provide patients with a list of potential concerns, which
they highlight shortly before their consultation, thereby
helping the clinician to focus on and address those problems
that were most relevant to the individual patient. The ultimate
aim is to improve efficiency of the consultation and patient
satisfaction. Experience from the head and neck cancer PCI
indicates that this is a feasible and effective tool for use in
the outpatient setting!6-17-18.19.20.21.22.23.24.25 A PC[ was also
piloted for the neurooncology setting2¢. The outcomes from
that study showed that patient satisfaction was high and that
the PCI was able to address many issues that were not
covered by other general cancer needs assessment tools. A
similar study of 21 patients was carried out in breast
oncology?’, where the PCI was able to identify 121 items of
unmet need in patients with breast cancer.

There are many self-report questionnaires already in use
in rtheumatology?82930, However, most are disease-specific
and used to monitor disease activity or therapeutic response.
Other scores are problem-specific, such as Health Assessment
Questionnaire (HAQ; physical activity) and visual analog
scale (pain). While there has been considerable effort to
develop and measure patient-reported outcomes (PRO) for
rheumatic diseases, these have not been linked directly with
patient concerns, which have been implied and not prospec-
tively identified. We therefore set out to develop a tool that
could allow a holistic needs assessment to be undertaken
efficiently and effectively in rheumatology and could sub-
sequently inform the future design and interpretation of PRO.

MATERIALS AND METHODS
Our study was approved by the National Research Ethics Service Northwest
ethics board (REC reference 12/NW/0312).

In phase I, a rheumatology-specific PCI was developed, using literature,
expert opinion from healthcare professionals, and patient focus groups. In
phase 11, it was piloted in a general rheumatology outpatient clinic, analyzing
patient satisfaction and length of consultation.

Phase I: development of a rheumatology-specific PCI. A literature review
was conducted to identify issues relevant to patients with musculoskeletal
diseases (supplementary data available from the authors on request). A
further search looked for papers that used any health-related quality of life
(HRQOL) measured within the rheumatology setting. Papers were selected
on their titles and compatibility with inclusion and exclusion criteria. Search
terms were charted to subject headings. Abstracts of relevant papers were
read, and when appropriate, full papers accessed. Any relevant concerns
within accessed HRQOL tools were extrapolated.

Second, 19 clinical specialists (rheumatology consultants/postgraduate
trainees/specialist nurses, physiotherapist, occupational therapist, pharma-
cist, general medical trainees, and an orthopedic surgeon) were consulted
about issues they considered most important to their patients and given the
task of further refining the list of PCI items from the literature review.

Third, 3 focus groups, drawn from patients attending rheumatology
outpatient clinics between February and April 2013, provided feedback
regarding the PCI. All patients visiting the clinic during the recruitment

period were invited to attend, with no exclusions. Seventeen patients
expressed an interest in being involved in the focus groups; 16 (n=4,5, and
7) patients attended the focus groups. The age range was 46-70 years (7 male,
9 female). To encourage candor, 2 nonclinical researchers (M.O. and J K.),
not associated with the rheumatology clinic, facilitated the focus groups.

Participants had previously been given information sheets. The PCI
categories were provided at the start of the focus group. Participants were
invited to consider 4 questions when discussing each item: (1) Is this
something that might concern you or be important to you, either now or in
the past or the future? (2) Is this something that you might want to talk to
your doctor or other healthcare professional about? (3) Do you think that
this item should be on the PCI? and (4) What do you think about the wording
of this item?

Patients were also asked whether any important items were missing from
the PCI and to comment on its structure. Discussions were digitally recorded
and researchers took notes throughout, encouraging participants to clarify
any ambiguous comments and guiding them through the items of the PCI.

Focus group data were analyzed using an adapted framework analysis
approach3!32, which allowed researchers to systematically work through the
data collected. This first involved researchers (M.O. and J.K.) immersing
themselves in the data to understand the main discussion points around each
PCI item. They listened to focus group recordings and read and re-read
verbatim transcriptions and the notes made at each focus group. Researchers
used the draft PCI as a basis of the framework and tabulated overall
responses to each point on the PCI for each focus group. The data were
synthesized by checking the framework chart against the original data
sources and summarized to give a clear overall opinion of each focus group
and to incorporate any suggested comments.

Fourth, the same panel of clinical specialists was asked to split the PCI

into 4 domains by consensus: physical and functional well-being; treat-
ment-related concerns; social care and well-being; and psychological,
emotional, and spiritual well-being.
Phase II: pilot study of the rheumatology PCI. The PCI from phase I was
piloted in a consultant-led general rheumatology clinic between July and
December 2013. All clinic patients were eligible. The study design involved
comparison of 2 different cohorts: 1 attending the clinic prior to the intro-
duction of the PCI (pre-PCI) and the other attending after the introduction
of the PCI (post-PCI).

Pre-PCI patients attended for their clinic appointment as usual and were
not asked to fill in the PCI. An observer sat in on the clinical consultation
and ticked items on the PCI that were discussed. The length of consultation
was recorded. After the consultation, patients were asked to fill in a validated
satisfaction questionnaire about the consultation3. Data regarding number
and nature of referrals made and HAQ scores were also collected. Post-PCI,
patients were asked to complete the PCI in the waiting room before their
clinic appointment. Their responses were passed to the consultant before
their consultation began. All items selected by these patients were then
addressed.

The Mann-Whitney U test was used to compare pre- and post-PCI groups
in the number of PCI concerns, the Likert-type questions on patient satis-
faction, and for age, duration of illness, HAQ score, consultation length, and
sex. The mean score of all patient-satisfaction questions was also compared.
Fisher’s exact test was used to compare pre- and post-PCI groups in regard
to sex, referral, and specific concerns. Spearman’s correlation coefficient (rs)
was used to quantify the correlation between age, duration of illness, HAQ
score, duration of consultation, number of PCI items, and patient satisfaction.

RESULTS

Phase 1: development of a rheumatology-specific PCI. The
first search (Supplementary data available from the authors
on request) produced only 8 relevant papers!!-34-35-3637.38.39.40
The second produced many papers on HRQOL measures
within rheumatology: most with only 1 HRQOL question-
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naire, and then used only as a secondary outcome measure
(supplementary data available from the authors on request).
One review*! discussed the use of HRQOL tools in 109
rheumatology papers. We attempted to access all the HRQOL
tools highlighted within this review.

The clinical specialist assessment of potential patient
concerns from the literature search led to the generation of a
list of 38 potential concerns. After discussions in the patient
focus groups, a refined PCI was produced, comprising 39
items in 4 cognate domains (corresponding to other PCI).

Phase 11: pilot study of the rheumatology PCI. Demographics
and diagnoses for patients in pre- and post-PCI groups are
shown in Table 1. Nineteen percent (10/54) of the pre-PCI
and 24% (12/51) of the post-PCI group had newly diagnosed
disease. Twenty-four percent (13/54) of the PCI group were
diagnosed more than 10 years previously compared to 53%
(27/51) of the post-PCI group. Pre-PCI patients had lower

Table 1. Age, sex, duration of illness, diagnosis, duration of consultation,
HAQ scores, and onward referral for the 2 groups of patients before and
after the introduction of the Patient Concerns Inventory (PCI).

Pre-PCI group,  Post-PCI group,
n=>54 n=>51

Sex, male:female, n 17:37 11:40
Age, mean (SD), years 53 (16) 56 (16)
*Duration of illness, median (IQR), years 3 (1-9) 10 (2-13)
Diagnosis, n

Rheumatoid arthritis 19

Not established 14

Systemic sclerosis

Polymyalgia rheumatica

Stills disease

Gout

Unspecified inflammatory arthritis

Ankylosing spondylitis

Granulomatosis with polyangiitis

Fibrodysplasia ossificares progressiva

Sjogren syndrome

Behget disease

Osteoarthritis

Palindromic rheumatism

Psoriatic arthritis

Fibromyalgia

Pauciarticular arthritis

*Systemic lupus erythematosus

Reactive arthritis

Myositis

Seronegative spondyloarthritis

Juvenile idiopathic arthritis

Inflammatory monoarthritis 0 1
**Duration of consultation, minutes, 8 (5-14), 15 (10-20),

median (IQR) n=>51 n =50
HAQ scores, median (IQR) 0.44 (0.13-0.97), 0.88 (0.56-1.00),

n =40 n=33

Referrals to other specialties, n 2 0

(3]
[\

—_
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*0.01 =p<0.05.*%* p <0.001. HAQ: Health Assessment Questionnaire;
IQR: interquartile range.

HAQ scores than those in the post-PCI group (Table 1).
Median (IQR) duration of consultation without PCI was 8
min (5-14) and with PCI, 15 min (10-20). Two patients (4%)
in the pre-PCI group required referrals to other specialties,
whereas no post-PCI patient was referred (p = 0.50). Both
groups lived with a variety of rheumatic conditions (Table 1).

In the pre-PCI group, 335 concerns were raised from 50
patients [median (IQR) 5 (3—10) per patient], rising to 521 [9
(5-16)] from 51 in the post-PCI group (p = 0.002). This rise
was predominantly from the physical and functional
well-being and social care and well-being domains (Table 2).
In the physical and functional well-being domain, the pre-PCI
median (IQR) of 2 (0—4) and total of 140 concerns rose to a
post-PCI median (IQR) of 5 (2-8) and total of 247 concerns
(p <0.001). Particular concerns after the PCI was introduced
related to poor mobility, hand function, sleep, lack of energy,
and range of joint movement. For the social care and
well-being domain, the pre-PCI median (IQR) of 0 (0—1) and
total of 16 concerns rose to a post-PCI median (IQR) of 1
(0-2) and a total of 71 concerns (p < 0.001). Particular
concerns more often discussed with the PCI included diffi-
culty in exercising, things to avoid, aids and adapta-
tion/occupational therapy, and difficulty with/needing
assistance with activities of daily living. For treatment-related
concerns, there was little difference between pre- and
post-PCI groups overall [both with median (IQR) of 2 (1-4)
concerns] or in total number (123 and 128, p = 0.80). There
was also no significant difference in the psychological,
emotional and spiritual well-being domain, with a median
(IQR) of 1 (0-2) concern and total number 56 pre-PCI and
75 post-PCI (p = 0.48). While after the introduction of the
PCI there was more discussion regarding sexual relation-
ships, difficulties with activities of interest, and enjoyment
of life/loss of social activities, these were counterbalanced
by less discussion about understanding of the patient’s illness.

In the pre-PCI group, only pain was discussed with more
than half of patients (Table 2, Figure 1). Infrequently
discussed concerns (under 5%) were surgery; needing assis-
tance with activities of daily living; lack of medical, nursing,
and/or social support; things to avoid; aids and adaptation/
occupational therapy; finance; difficulty in exercising;
problems with driving; illegal drugs; enjoyment of life/loss
of social activities; access to a support group; sexual
relationship; and difficulties with activities of interest such
as gardening and other activities. However, in the post-PCI
group (Table 2, Figure 1), pain, joint stiffness, swollen and
tender joints, poor mobility, poor sleep, and lack of energy
were discussed with more than 50%, while only illegal drug
concern was discussed with fewer than 5% of patients. The
proportion of patients reporting each concern in the post-PCI
group is detailed in Figure 1.

The vast majority of patients rated their experience with
their doctor in the consultation as being excellent or
outstanding across all 11 questions both before and after the
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Table 2. Concerns discussed by patients, before and after the introduction of the Patient Concerns Inventory (PCI)
to the clinic setting.

Domain Specific Concern Highlighted Highlighted p¥*
Pre-PCI, n = 50* Post-PCI,n =51

D1: Physical and functional well-being

Pain 36 34 0.67
Joint stiffness 24 34 0.07
Swollen and tender joints 25 28 0.69
Joint deformity 10 14 048
Poor range of joint movement 11 22 0.03
Poor mobility 8 26 <0.001
Poor hand function 9 24 0.003
Poor sleep 8 33 <0.001
Lack of energy 9 32 <0.001
Total concerns 140 247
D2: Treatment-related concerns
Disease progression 18 21 0.68
Treatment side effects 24 15 0.07
Weight changes with treatment 4 11 0.09
Drug interactions 9 14 0.34
Treatment ineffective 10 9 0.80
Surgery 2 6 0.27
Continuity of care (seeing different doctors
each time) 9 8 0.80
Blood tests and other investigations you
wanted to discuss 22 21 0.84
Information on what to do in a flare situation 16 16 >0.99
Access to doctors/nurses 9 7 0.60
Total concerns 123 128
D3: Social care and well-being
Need assistance with activities of daily living 1 8 0.03
Difficulty with activities of daily living such as
caring for self, dressing, and housework 6 15 0.05
Lack of medical, nursing, and/or social support 0 3 0.24
What to avoid 0 6 0.03
Aids and adaptation/occupational therapy 2 10 0.03
Finance 0 5 0.06
Hard to exercise 0 16 <0.001
Problems with driving 0 3 0.24
Work and employment 7 4 0.36
Illegal drugs 0 1 >0.99
Total concerns 16 71
D4: Psychological, emotional and spiritual well-being
Anxiety/depression 6 13 0.13
Enjoyment of life, loss of social activities 2 12 0.008
Worry about the future 3 9 0.12
Understanding my illness 24 9 0.001
Access to support group 1 3 0.62
Sexual relationship 0 5 0.06
Self-esteem 9 9 >0.99
Difficulties with activities of interest such as gardening 1 8 0.03
Concern about the accuracy of diagnosis 10 7 0.44
Total concerns 56 75

* Observational data were not available for 4 of the 54 pre-PCI patients. ** Fisher’s exact test.

introduction of the PCI (Table 3). There were 9 consultations significant difference between the 2 sets of responses. The
pre-PCI for which 1 or more of the responses to the 11 overall mean score across all 11 questions was also slightly
questions was less than very good compared to 7 post-PCI. higher [median (IQR) of 6.18 (5.45-7.00) pre-PCI and 6.41
Mean scores were slightly higher in the post-PCI group, (5.68-7.00) post-PCI (p = 0.65)].

though for none of the questions was there a statistically Other analyses were performed to investigate the level of
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Difficulty with activities of daily living such as caring for..
Difficulties with activities of interest such as gardening..
Are you concerned about the accuracy of your diagnosis

Psychological, emotional
and spiritual well-being

Social care and well-being

Figure 1. Percentage of participants discussing each concern item in the post—Patient Concerns Inventory group.

association between the baseline variables of age, sex, HAQ
score, and duration of illness and length of consultation,
patient satisfaction, and the number of PCI items. Both
pre- and post-PCI groups were combined for these analyses.
No statistical association was seen at p < 0.01 between any
of these baseline variables and duration of consultation, nor
between age or duration of illness with either the number of
PCI items or with patient satisfaction. There was, however,
significant correlation between HAQ score and number of
PCI items, with higher HAQ scores tending to go with a
greater number of PCI concerns in the physical and
functional well-being (r, = 0.34, p = 0.004) and treat-
ment-related concerns domains (r,=0.27, p =0.02) and total
number (r, = 0.34, p = 0.003), but not with the other 2

domains (r, = 0.03 and r, = 0.00, respectively). There were
also negative correlations of borderline significance with the
patient satisfaction questions, ranging from r, = —0.28 to r,
=-0.14, median r,= —0.25, and with the overall mean patient
satisfaction score r,=—0.25, p = 0.05, indicating the tendency
for higher HAQ scores to go with lower (worse) satisfaction
scores. These correlations involving HAQ scores were
generally weak, but because HAQ score seems to be a
potential confounder to the comparisons made between
pre- and post-PCI groups, the results were stratified (Table
4). The tendency remains toward having more PCI concerns
post-PCI for HAQ scores between 0.50 and 0.99, for scores
of 1.00 and above, and for when scores were not known, and
there were too few scores below 0.50 in the post-PCI group
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Table 3. Patient satisfaction.

In your consultation today, Poor Fair ~ Fairto Good  Very Excellent Outstanding Total p*  Mean

how good was your doctor at: toFair(1) (2) Good(3) (4) Good(5) (6) (7 Cases Score

Q1: Making you feel at ease? (being friendly and

warm towards you, treating you with respect;

not cold or abrupt) Pre-PCI 1 1 — 3 5 16 24 50 033 6.08
Post-PCI  — — — — 4 20 26 50 6.44

Q2: Letting you tell “your” story? (giving you time to

fully describe your illness in your own words;

not interrupting or diverting you) Pre-PCI 1 1 — 3 9 14 23 51 093 5098
Post-PCI  — — — 3 7 20 20 50 6.14

Q3: Really listening? (paying close attention to what

you were saying; not looking at the notes or the

computer as you were talking) Pre-PCI 1 2 — 3 9 12 24 51 060 592
Post-PCI  — — — 2 8 17 23 50 6.22

Q4: Being interested in you as a whole person?

(asking/knowing relevant details about your life, your

situation; not treating you as “just a number”) Pre-PCI 2 1 — 5 6 13 22 49 031 584
Post-PCI  — — — 3 6 16 25 50 6.26

Q5: Fully understanding your concerns? (communicating

that he/she had accurately understood your concerns;

not overlooking or dismissing anything) Pre-PCI 1 2 — — 11 15 22 51 060 596
Post-PCI  — — — 4 9 12 25 50 6.16

Q6: Showing care and compassion? (seeming genuinely

concerned, connecting with you on a human level;

not being indifferent or “detached”) Pre-PCI 2 — — 4 7 16 22 51 044 594
Post-PCI  — — — 1 11 13 25 50 6.24

Q7: Being positive? (having a positive approach and

a positive attitude; being honest but not negative

about your problems) Pre-PCI 1 1 — 5 8 13 23 51 040 592
Post-PCI  — — 1 1 11 11 26 50 6.20

Q8: Explaining things clearly? (fully answering your

questions, explaining clearly, giving you adequate

information; not being vague) Pre-PCI  — 1 1 3 9 14 23 51 073 602
Post-PCI  — — — 2 7 20 21 50 6.20

QO: Helping you to take control? (exploring with you

what you can do to improve your health yourself;

encouraging rather than “lecturing” you) Pre-PCI 2 — — 5 7 14 22 50 095 590
Post-PCI  — — — 6 5 19 20 50 6.06

Q10: Making a plan of action with you? (discussing the

options, involving you in decisions as much as you want

to be involved; not ignoring your views) Pre-PCI  — 1 1 3 6 14 25 50 083 6.12
Post-PCI  — — — 4 7 13 26 50 6.22

Q11: Overall, how would you rate your consultation

with this doctor today? Pre-PCI 1 1 — 2 6 13 28 51 038 6.18
Post-PCI  — — — 1 7 11 32 51 6.45

* Mann-Whitney U test. Numbers in parentheses are the no. points assigned to each score. PCI: Patient Concerns Inventory.

to pass comment. There was also a consistent trend toward
greater satisfaction post-PCI for HAQ scores 0.50-0.99 and
of 1.00 and above.

Duration of consultation was also associated with a
number of PCI items in 3 of the 4 domains and overall (r, =
0.36 overall, p < 0.001). There was a median of 5 concerns
for consultations under 10 min, 7 when 11-19 min, and 10
when longer than 20 min. Among the baseline variables, sex
was associated with HAQ scores (p = 0.001) and with
females having lower HAQ scores (median 0.38 vs 0.88).
Duration of illness was also associated with HAQ score,

r = 0.32,p=0.006. Median HAQ score was 0.44 for duration
0-1 years, 0.75 for 2-9 years, and 0.88 for 10 or more years.
Duration of illness was also associated with age, r = 044,
p<0.001.

DISCUSSION

We have developed a novel instrument with potential utility
across a wide range of rheumatological conditions. It is able
to facilitate the identification of concerns that patients may
have but perhaps are not able to raise with their clinician. Our
data demonstrated that, despite the overall longer duration of
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Table 4. PCI concerns and patient satisfaction before and after the introduction of the PCI, stratifying for HAQ score. Table shows mean (n) values.

HAQ <0.50 HAQ 0.50-0.99 HAQ 1.00+ HAQ NK
PCI concerns
Domain D1: Physical and functional well-being Pre-PCI 2.35(20) 3.40 (10) 3.10 (10) 2.00 (14)
Post-PCI 2.20 (5) 473 (15) 6.62 (13) 4.39 (18)
Domain D2:
Treatment related concerns Pre-PCI 2.00 (20) 1.70 (10) 3.10 (10) 2.50 (14)
Post-PCI 0.80 (5) 2.53 (15) 2.77(13) 2.78 (18)
Domain D3: Social care and well-being Pre-PCI 0.45 (20) 0.10 (10) 0.30 (10) 0.21 (14)
Post-PCI 0.60 (5) 1.07 (15) 146 (13) 1.83 (18)
Domain D4: Psychological, emotional and
spiritual well-being Pre-PCI 1.05 (20) 1.20 (10) 1.10 (10) 0.86 (14)
Post-PCI 0.60 (5) 1.40 (15) 1.69 (13) 1.61 (18)
Total concerns Pre-PCI 5.85 (20) 6.40 (10) 7.60 (10) 5.57 (14)
Post-PCI 4.20(5) 9.73 (15) 12.54 (13) 10.61 (18)
Patient satisfaction questionnaire
QI: Making you feel at ease? Pre-PCI 6.61 (18) 6.00 (8) 5.10 (10) 6.14 (14)
Post-PCI 6.60 (5) 6.53 (15) 642 (12) 6.33 (18)
Q2: Letting you tell “your” story? Pre-PCI 6.47 (19) 6.13 (8) 5.10 (10) 5.86 (14)
Post-PCI 6.20 (5) 6.20 (15) 6.25(12) 6.00 (18)
Q3: Really listening? Pre-PCI 6.47 (19) 5.88 (8) 5.10 (10) 5.79 (14)
Post-PCI 6.00 (5) 6.47 (15) 6.17 (12) 6.11 (18)
Q4: Being interested in you as a whole person? Pre-PCI 6.33 (18) 575 (8) 5.00 (9) 5.79 (14)
Post-PCI 6.20 (5) 6.40 (15) 6.17 (12) 6.22 (18)
QS5: Fully understanding your concerns? Pre-PCI 6.42(19) 6.00 (8) 5.20 (10) 5.86 (14)
Post-PCI 6.00 (5) 647 (15) 6.17 (12) 594 (18)
Q6: Showing care and compassion? Pre-PCI 6.47 (19) 5.75(8) 5.00 (10) 6.00 (14)
Post-PCI 6.20 (5) 6.53 (15) 6.25(12) 6.00 (18)
Q7: Being positive? Pre-PCI 6.47 (19) 5.75 (8) 4.90 (10) 6.00 (14)
Post-PCI 6.20 (5) 6.60 (15) 6.17 (12) 5.89 (18)
Q8: Explaining things clearly? Pre-PCI 6.47 (19) 5.75 (8) 5.20 (10) 6.14 (14)
Post-PCI 6.00 (5) 6.33 (15) 6.25(12) 6.11 (18)
Q9: Helping you to take control? Pre-PCI 6.37 (19) 5.75(8) 4.90 (10) 6.08 (14)
Post-PCI 6.00 (5) 6.20 (15) 6.08 (12) 5.94 (18)
Q10: Making a plan of action with you? Pre-PCI 6.53 (19) 6.00 (8) 5.30 (10) 6.23 (14)
Post-PCI 6.00 (5) 6.40 (15) 6.08 (12) 6.22 (18)
QI11: Overall, how would you rate your
consultation with this doctor today? Pre-PCI 6.58 (19) 6.38 (8) 5.30 (10) 6.14 (14)
Post-PCI 6.60 (5) 6.53 (15) 6.23 (12) 6.50 (18)
Mean score Pre-PCI 6.47 (19) 592 (8) 5.11 (10) 599 (14)
Post-PCI 6.18 (5) 642 (15) 6.20 (12) 6.12 (18)

PCI: Patient Concerns Inventory; HAQ: Health Assessment Questionnaire; NK: not known.

illness and higher mean HAQ scores, patient satisfaction in
the post-PCI group remained high. This may occur, in part at
least, because patients in the post-PCI group asked signifi-
cantly more questions and discussed a greater number of
concerns compared to the pre-PCI group (Table 2). It has
previously been demonstrated that patient satisfaction
increases significantly when interventions are designed to
encourage patients to ask questions*?. The fact that the
baseline patient satisfaction in this clinic was so high meant
that it was not practical to detect significant changes in satis-
faction after implementation of the PCI. It is now under
evaluation across other clinics.

Although the mean duration of consultation increased
slightly post-PCI, it is important to remember that the PCI

identified a significantly higher number of items of unmet
need, mainly from the physical and functional well-being and
the social care and well-being domains (Table 2). This was
because PCI provided patients the opportunity to discuss
potential problems such as sexual relationships, difficulties
with activities of interest, and enjoyment of life and loss of
social activities, among others — important concerns that
patients had previously been unable to discuss. Part of the
problem might lie in the patients’ perceived acceptability of
asking certain questions. It appears to become easier for
patients when potential specific concerns are presented on a
checklist, reassuring patients that it is appropriate to ask such
questions.

There are a number of potential limitations to our study.
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While we took great pains to devise a list of concerns from a 12. Gilworth G, Haigh R, Tennant A, Chamberlain MA, Harvey AR. Do
literature search, expert opinion, and focus groups, it is rheumatologists recognise their patients’ work-related problems?
ible that important potential concerns were missed. This Rheumatology 2001;40:1206-10.

possible p p R A ’ 13. Hill J, Bird H, Thorpe R. Effects of rheumatoid arthritis on sexual

can be addressed as the tool is used more WldeIY~ We also activity and relationships. Rheumatology 2003;42:280-6.

evaluated the instrument in only 1 clinic. However, the 14. Clowse ME, Chakravarty E, Costenbader KH, Chambers C,

number of patients studied was sufficient to detect the initial Michaud K. Effects of infertility, pregnancy loss, and patient

changes that we set out to evaluate and to determine whether concemns on family size of women with theumatoid arthritis and

. . 1t 11 out further. There were also systemic lupus erythematosus. Arthritis Care Res 2012;64:668-74.

1t was an approp rlate. toolto r,O L . 15. Rogers SN, El-Sheikha J, Lowe D. The development of a Patient

advantages of consistency if initial studies used only 1 Concerns Inventory (PCI) to help reveal patients concerns in the

clinician. Finally, the difference in disease duration between head and neck clinic. Oral Oncology 2009;45:555-61.

the 2 groups mi ght have potentially led to a difference in 16. Rogers SN, Cleator AJ, Lowe D, Ghazali N. Identifying pain-related

needs. Indeed, understanding possible changes of needs with concemns in routine follow-up clinics following oral and

. is a f for future work with this tool. oropha.ryngeal cancer. World J Clin Oncol 201.2;3:116-25.
time 1s a focus . . . 17. Ghazali N, Lowe D, Rogers SN. Enhanced patient reported outcome
The PCI provides an opportunity to improve doc- measurement suitable for head and neck cancer follow-up clinics.

tor-patient communication, serving as a visual aid for both Head Neck Oncol 2012:4:32.

doctors and patients and providing a novel and powerful tool 18. Ghazali N, Kanatas A, Scott B, Lowe D, Zuydam A, Rogers SN.

for holistic needs assessment in the rheumatology clinic, Use of the Patient Concerns Inventory to identify speech and

where it can highlight important areas of unmet need. Our swallowing concerns following treatment for oral and

. . oropharyngeal cancer. J Laryngol Otol 2012;126:800-8.

study demonstrates that, with the use of the PCI, patients are 19. Ghazali N, Kanatas A, Langley DJ, Scott B, Lowe D, Rogers SN.

able to discuss significantly more important concerns that Treatment referral before and after the introduction of the Liverpool

would otherwise go unrecognized when the traditional Patients Concerns Inventory (PCI) into routine head and neck

consultation style is used. While rheumatologists may not be oncology outpatient clinics. Support Care Cancer 2011;19:1879-86.

able to deal with all the concerns durin g the same appoint— 20. Scott B, Ghazali N, I.dowe D, Bekiroglu F, Rogers SN : The Patients

ment, this should prompt appropriate referrals with suitable Concerns Inventory in head and neck cancer: comparison between
self-completed paper and touch screen versions in the clinic setting.

followup to ensure that the concerns are adequately Eur J Oncol Nurs 2013:17:863-9.

addressed. 21. Kanatas A, Ghazali N, Lowe D, Rogers SN. The identification of
mood and anxiety concerns using the patients concerns inventory
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