Patients' satisfaction after a
comprehensive assessment for
complex chronic facial pain at
a specialised unit: results from
a prospective audit
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IN BRIEF

® Details the importance of a thorough
comprehensive consultation for chronic
facial pain patients.

® Highlights the factors that
determine overall patient satisfaction
with treatment for various facial
pain conditions.

Objective The aim of this audit was to investigate complex chronic facial pain patients' satisfaction after an initial, compre-
hensive, 45-60 minute consultation visit. Design Prospective audit using a post-visit satisfaction survey. Setting Specialised
outpatient facial pain unit. Methods A convenience sample of 50 consecutive new patients were recruited. History, pain and
psychosocial functioning were assessed through standard, validated pre-visit questionnaires. A post-visit satisfaction ques-
tionnaire was sent (twice if necessary) to patients by mail, and non-responders were contacted by telephone. Main outcome
measures Patients' satisfaction scores on pain management processes were evaluated. Results Response rate for the ques-
tionnaire was 63% (32/50) and 12 additional patients who did not respond to the questionnaire replied by telephone. Among
questionnaire respondents, mean overall patient satisfaction was 8.1 + 2.2 on an 11-point scale (best score 10), with no dif-
ferences based on age, gender, diagnosis, length of symptoms and treatment. There was a trend of higher overall satisfaction
among patients referred by dentists and specialists. Patients who had seen at least one specialist before their visit reported
higher scores in understanding the reasons for their condition and what to do to treat their condition. Conclusions A con-
sultation with adequate time for history taking, addressing patients' goals and thorough explanation accompanied by written
information, results in high satisfaction among patients with chronic facial pain.

INTRODUCTION

The assessment of patient satisfaction has

become an important concern in the evalu-
ation of health services, with increased
interest on the part of healthcare admin-
istrators, third-party payers and patient
advocacy groups.! Satisfaction surveys
identify patients’ evaluation of care based
on their personal preferences, expectations
and care realities previously experienced.>*
Documents from the UK Department of
Health, The American Pain Society and
US Agency for Healthcare Research and
Quality stress that pain management pro-
grammes should ensure that all patients
experience individualised, supportive care
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that recognises and manages pain, opti-
mises function and quality of care, and thus
should be evaluated by patients.** There is
evidence that chronic pain patients can be
highly satisfied with their treatment despite
receiving little symptom relief.” This suggests
that in this group, factors associated with the
patient-provider relationship may be more
influential in determining patients’ satisfac-
tion, and ultimately their clinical outcome.
The initial consultation visit must have
adequate time for attaining a thorough his-
tory so that the physical, social, psycho-
logical and spiritual (ie religious traditions
and beliefs, prayer, meditation) aspects of a
patient’s pain and health profile are ascer-
tained.® This allows the provider to determine
a wide range of factors that influence the
degree of pain, and how patients experience
and interpret pain. However, time is one of
the factors most conspicuously absent in
primary care consultations. The British Pain
Society and British Society of Oral Medicine
recommends that a consultation visit of at
least 45 minutes per complex patient is
required to attain a proper diagnosis, build
rapport with the patient and allow time for
education and counselling for patients.®

The purpose of the present audit was to
determine the level of patient satisfaction
after an initial, extensive and comprehensive
consultation visit for chronic facial pain at
a specialised outpatient facial pain unit. A
secondary aim was to justify the importance
of longer appointment times to effectively
provide care.

METHODS

Patient enrollment and
pre-visit data collection

We enrolled a convenience sample of 50
consecutive new patients who were referred
to a specialist facial pain unit in the sum-
mer of 2009. Before all initial visits, patients
were sent and asked to complete a stand-
ard series of questionnaires, the majority
of which were psychometrically tested and
are used routinely in pain clinics to include:
demographic information; medical his-
tory; short form Brief Pain Inventory (BPI);
Graded Chronic Pain Scale questionnaire
(GCPS); Hospital Anxiety and Depression
Scale (HAD); history of present condition;
and a patient treatment goal questionnaire.
The in-depth questionnaire on the history
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List of consultant staff
Tel/fax

Email

Date Clinic/dictated:

Summary box

Clinical diagnosis:

Investigations:

Information prescription

Management: Drugs
Informed reassurance, education, self management
Outcome: (discharge, open appointment review (time), referral onwards)

Thank you for referring the above patient assessed in the Facial Pain Clinic on date, with, interpreter

Presenting complaint:

History of presenting complaint:

Past medication for pain:

Present medication for pain:

Medical history: Current medication:

Social / family history / quality of life / beliefs:
Clinical examination:

Investigations: results of questionnaires if applicable

Diagnosis: (include co-morbidities)

Management:

1. The patient was reassured and the diagnosis was discussed with use of aids, eg skull, PowerPoint slides
2. Information prescription - /ist leaflets / websites provided

3. Drugs - name and dose, pain diary, dosage schedules

4. Self management - include physical activity, some form of relaxation, distraction techniques, life

style changes

Outcome:

discharge, open appointment/review, and/or referral.

cc. dentist, medical practitioner, specialists, patient

We have attempted to be as accurate as possible, however, if you feel that the details in this letter

are not accurate, please let us know.

Fig. 1 Template of standard letter mailed to referring providers and patients

of present condition asked patients com-
prehensive questions about their pain con-
dition. The treatment goal questionnaire,
devised by the unit’s clinical psychologist,
asked patients to rate the degree of applica-
bility of 12 treatment goals and gave them
the option to add three of their own goals.
Patients were also encouraged to state their
beliefs about their pain, their presumed
diagnosis and add other comments.

Initial patient consultation visit

Initial visits at the unit comprised the fol-
lowing components (and approximate time):
interview using a structured history and
review of responses to the questionnaires
(20-30 minutes); examination of the head,
neck and oral cavity, and plain radiographs
and blood tests if indicated (5 minutes);
and diagnosis, treatment planning, patient
education and counselling (20-30 min-
utes). All parts were entirely performed by
the treating provider, which was any one
of: consultant; specialist oral surgeon; or

dental senior house officer. Emphasis was
placed on ensuring patients’ treatment
goals were addressed based on their ques-
tionnaire responses. Patient education and
counselling addressed patients’ conditions
and planned treatment modalities (ie medi-
cal, surgical, physical, adjunctive, or self-
care measures) using a variety of methods
that included: verbal instruction; use of
visual diagnostic aids (anatomic models,
diagrams, computer presentations); and
materials for the patient to take home (ie
pamphlets, books and medication instruc-
tions). After the patient visit, a standardised,
structured letter for the patient and refer-
ring provider was formulated by the treat-
ing provider, which included a narrative
of history and examination findings, with
a diagnosis and outline of the treatment
plan (Fig. 1).

Post-visit questionnaire

A post-visit satisfaction questionnaire
was devised by the unit (Table 1), with

questions taken from the British Pain
Society Guidance for primary care physi-
cians’ and a previous patient satisfaction
audit carried out at another unit. Within
two weeks of their visit, patients were sent
the following by mail: copy of the consul-
tation letter and post-visit questionnaire,
together with a self-addressed, stamped
envelope for returning the questionnaire
to the unit. For those who did not return
their questionnaire within two weeks after
initial mailing, a repeat mailing of the same
questionnaire was performed. Patients who
did not respond to the second mailing after
two weeks were contacted by telephone by
a secretary, who asked the following ques-
tions after verifying that the patient had
not returned the questionnaire by mail:
‘Are you satisfied overall with the care you
received (Yes/No)?’; and ‘Do you have any
other comments?’

All procedures were approved by the
Trust Clinical Governance Unit.

Statistical analysis

Categorical variables were summarised with
frequencies and percentages while continu-
ous variables were summarised with means
and standard deviations, as well as medians
and ranges, depending upon the distribu-
tion of the data. Statistical testing was not
implemented due to a small sample size
with multi-level variables. All analyses
were conducted in SAS® version 9.2 (SAS
Institute Inc, Cary, NC, USA).

RESULTS

Demographics, diagnoses, referral
patterns and treatment goals

Patient demographics and clinical char-
acteristics are outlined on Table 2. As
opposed to patients with dental pain
or temporomandibular disorder (TMD),
greater proportions of patients within the
other categories had seen at least two or
more specialists (burning mouth syndrome
[BMS] - 80%; chronic idiopathic facial
pain [CFP] - 40%; neuropathic pain [NP]
- 579%; trigeminal neuralgia [TN] - 44%),
however these differences fell short of sta-
tistical significance (p = 0.084). This was a
representative sample of this unit’s popula-
tion when compared to 169 patients seen
over a six month period (poster presenta-
tion, British Pain Society Annual Scientific
Meeting 2008).
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Table 1 Mailed post-visit patient satisfaction questionnaire and results

Q1. How well was your pain controlled before this appointment?
(0 = Not controlled at all; 10 = Totally controlled) e 98 2 Cal
Q2. Did you have enough time with the doctor to talk about what you wanted to? 1 85 21 0-10
(0 = Not at all; 10 = All the time | needed) : :
Q3. Do you understand the reasons or explanations that were given to you? 17 85 20 510
(0 = Don't understand at all; 10 = Totally understand) ’ ’
Q4. Do you feel all your questions and worries were answered?
(0 = Not at all; 10 = Totally answered) 32 7 25 1-10
Q5. Did you receive enough information to help you cope with your pain? 31 8.1 29 2-10
(0= Not at all; 10 = All the information | needed) : ’
Q6. Do you understand what you need to do next?
(0 = Not at all; 10 = Totally understand) 2 G o il
Q7. Were you involved as much as you would have liked in discussion about your treatment? 3 90 20 3-10
(0 = Not involved at all; 10 = Involved as much as | wanted) ’ :
Q8. Do you agree with the plan that the doctor has suggested? 3 8.1 25 0-10
(0 =Totally disagree; 10 = Totally agree) : :
Q9. From the information provided by the doctor do you feel you would be able to explain

what is going to happen to improve your pain? 31 8.1 23 0-10
(0= Not at all; 10 = Could explain everything)
Q10.Was your copy of the letter to your doctor/dentist helpful?
(0 = Not helpful at all; 10 = Extremely helpful) 30 ol 30 0-10
Q11. How useful did you find the leaflets and other information that were given to you? 3 74 24 0-10
(0 = Not useful at all; 10 = Extremely useful) : :
Q12.At the end of this appointment were you:

Discharged? 4 (139%)

Given a definite follow up appointment? 12 (40%)

Left to contact us when necessary? 7 (23.3%)

Referred to other members of our team? 5 (16.7%)

Unsure? 2 (6.7%)
(no. patients (%))
Q13.1f referred to other members of the facial pain team were you satisfied with this outcome? 8 55 43 0-10
(0 = Not satisfied at all; 10 = Totally satisfied) :
Q14.How would you rate your overall satisfaction with the care you received? 19 8.1 29 0-10
(0 = Not satisfied at all; 10 = Totally satisfied) : :
Q15.Please use this space to add any other comments or any suggestions you have to

improve our service.

Forty-five patients (90%) completed the
treatment goal questionnaire, with their
responses outlined in Table 3. Five patients
(10%) had written being ‘pain free’ among
their additional treatment goals.

Patient response rate
to questionnaire

Thirty-two patients (64%) returned either
the first or second questionnaires by mail,
whereas 12 patients (24%) were contacted

by telephone, and 6 patients (12%) provided
no response due to unreturned question-
naires and inability to reach by telephone.
Older patients were more responsive to the
mailings, with mean ages being 63.2 years
(SD = 14.0) for responders to the first mail-
ing, 48.5 years (SD = 16.6) for the second
mailing, 42.8 years (SD = 12.1) for those
contacted by telephone, and 43.2 years
(SD = 16.2) for those with no response. There
were no appreciable trends in response rates

based on gender, primary diagnosis, refer-
ral source and number of specialists seen
before consultation.

Patient satisfaction scores

Mean satisfaction scores for patients who
returned the mailed questionnaires are
shown in Table 1 and Figure 2. Though
mean satisfaction scores were generally high,
ranges for all questions were broad, with
each question having at least one patient
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Table 2 Demographics and clinical characteristics of patients

Female gender (no. of patients) 38 76%
Age in years (mean + SD) 530+ 16.8
Duration of symptoms in years (mean + SD) 38+39

Burning mouth syndrome 5 10%
Chronic (idiopathic) facial pain 5 10%
Dental 1 2%

Neuropathic pain 7 14%
Temporomandibular disorder 23 46%
Trigeminal neuralgia 9 18%

Primary care physician 9 18%
General dentist 18 36%
Specialist (medical or dental) 23 46%

Discharged after initial visit (DC) 7 14%
Scheduled for follow-up appointment (FU) 19 38%
Patient to call for follow-up appt (Pt C) 12 24%
Referred to external provider and Pt C 1 2%

Referred to internal provider and Pt C n 22%

General medical practitioner (GP)

37 74%

General dental practitioner (GDP)

49 98%

0 6 12%
1 23 46%
2 10 20%
3 4 8%
4 1 2%
5 1 2%

giving a low score. Among questionnaire
respondents, reasons cited for low satisfac-
tion scores were attributed to the processes
surrounding their consultation visit, which
included: long waiting time to appointment;
arriving to cancelled appointments; missing
results from previous diagnostic or imaging
studies; long waiting time to receipt of visit
letter by the patient and referring doctor; and
not being seen by the senior staff consultant.

Among the 12 patients who were con-
tacted by telephone, eight (67%) said that
they were satisfied overall with their care,
and four (33%) said that they were not
satisfied, citing reasons including: feeling
that the problem was not solved; disa-
greement over diagnosis and treatment
plan; not being scheduled a follow-up
appointment; and wanting more personal
individual response.

Relationship between satisfaction
scores and demographic and
clinical characteristics

Overall patient satisfaction score (Q14)
did not differ between genders (p = 0.58),
diagnoses (p = 0.82) or patient disposition
groups (p = 0.95). Among different referral
sources, mean scores for Q14 were higher
for patients referred by general dental prac-
titioners (8.7 + 1.3) and medical or dental
specialists (8.2 + 2.4) than they were for
general medical practitioners (6.8 + 2.5),
though this was not statistically signifi-
cant (p = 0.25). Furthermore, mean scores
for Q14 were higher for patients who had
previously seen at least one specialist (one
specialist = 8.7 + 1.3; two or more special-
ists = 8.2 + 2.1) than they were for those
who had not seen a specialist (6.2 + 3.8),
though this difference fell short of statistical
significance (p = 0.09).

Mean scores to individual questions did
not significantly differ among different
diagnoses (Fig. 2). Patients who had seen
at least one specialist prior reported statis-
tically significant higher scores in under-
standing their condition (Q3) (p = 0.01)
and in understanding what to do next (Q6)
(p = 0.028).

Overall patient satisfaction scores (Q14)
did not correlate with patients’ responses
to individual treatment goal questions
(Table 3). There were no trends among the
five patients who had stated among their
treatment goals to be ‘pain free’, with one
patient giving high overall satisfaction
scores including a ‘10’ for overall satisfac-
tion (Q14), two patients contacted by phone
stating that they were satisfied overall, one
unable to be contacted by mail or phone,
and one who gave consistently low scores
in the questionnaire including the only ‘0’
score for overall patient satisfaction (Q14)
among all respondents.

DISCUSSION

Among the few studies looking at patient
satisfaction in the chronic facial pain popu-

lation, satisfaction with care and treatment
before referral to a specialist facial pain unit
has been found to be only moderate at best,
with the majority of patients being dissatis-
fied with their care after having seen multi-
ple providers of different subspecialties.’®"
One study cited multiple instances of poor
communication and understanding on the
part of previous providers as the reason

IS
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Table 3 Patient responses to questions in the treatment goal questionnaire

Returning to work, or remaining at work 24 (53.3%) 2 (4.4%) 0 (0%) 17 (37.8%) 2 (4.4%)
Reducing pain medication 18 (40%) 9 (20%) 7 (15.6%) 10 (22.2%) 1 (2.2%)
Go out for a meal with confidence 16 (35.6%) 8 (17.8%) 4 (8.9%) 16 (35.6%) 1 (2.2%)
Feeling less self-conscious in public 20 (44.4%) 10 (22.2%) 5 (11.1%) 9 (20%) 1 (2.2%)
Understanding pain problem better 5 (11.1%) 5 (11.1%) 7 (15.6%) 26 (57.8%) 1 (2.2%)
Decreasing tendency to overdo activities 31 (68.9%) 6 (13.3%) 4 (8.99%) 2 (4.4%) 2 (4.49%)
Feeling less depressed 15 (33.3%) 11 (24.4%) 5 (11.1%) 13 (28.9%) 1 (2.2%)
Reassured that pain is not a sign of a more serious disease 16 (35.6%) 7 (15.6%) 5 (11.1%) 16 (35.6%) 1 (2.29%)
Improving ability to socialise 19 (42.2%) 6 (13.3%) 8 (17.8%) 10 (22.2%) 2 (4.4%)
Being physically intimate with partner 31 (68.9%) 3 (6.7%) 5 (11.1%) 5 (11.1%) 1 (2.2%)
Meeting other people with a similar problem 25 (55.6%) 13 (28.9%) 4 (8.9%) 2 (4.4%) 1 (2.2%)
Improving communication with doctors 11 (24.4%) 7 (15.6%) 14 (31.1%) 12 (26.7%) 1 (2.2%)
Written goal of ‘pain free' (n (%)) 5 (10%)

Q14 - Overall satisfaction

Q8 - Agree with

doctor's plan

Combined satisfaction (Q3,
Q4, Q5, Q6 and Q9)

16 - -

14 -

12 -

Means and 95% Confidence Intervals

BMS CFP

NP T™MD

Diagnostic Group

Fig. 2 Mean scores for questions within the patient satisfaction questionnaire, grouped by

primary diagnosis (n = 32). Definitions: BMS =

burning mouth syndrome; CFP = chronic facial

pain; NP = neuropathic pain; TMD = temporomandibular disorders; TN = trigeminal neuralgia

for patient dissatisfaction.” In this audit,
patients reported low scores for the man-
agement of their pain before their consul-
tation visit (Q1), conceivably because they

do not have the correct diagnosis of and
treatment for their condition, knowledge
about the condition and how to manage
it, and resources to support them in their

management (ie psychology and psychia-
try). In our audit, there was a trend towards
higher overall satisfaction (Q14) among
patients who had seen more specialists,
and those referred to the unit by providers
other than general medical practitioners. Up
to 46% of the sample had been referred by
specialists, which bears out Charon’s state-
ment'* that pain clinics see patients when
all other specialists have failed to provide
support. She goes on to highlight the role of
pain physicians as professionals who have
learned to deal with defeat, but also who
need ‘...to exude optimism and hope, recog-
nise the patient’s fear that there is nothing
more to offer and must realistically hold
out at least a promise of accompanying the
patient along his or her road of pain. The
goals of care in pain medicine are chosen
jointly by patient and care giver’

Overall satisfaction and reported rat-
ings to other questions in this audit were
not affected by demographics, diagnoses,
treatment plan, or treatment goals. This
is consistent with a similar study that
reported high levels of patient satisfaction
with initial consultation appointments, with
favourable relationships between patients
and providers.” Within that study, there
was some dissatisfaction with communica-
tions, diagnosis and treatment outcomes,
which was also found to a smaller degree in
our audit, however the dissatisfaction was
more due to administrative and procedural
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reasons. Patient expectation of being ‘cured
of their condition’, when in fact there is no
such thing, may also play a part in their sat-
isfaction ratings. However all patients are
explicitly told that a cure is not possible
and that all we can achieve is a reduction
in pain as the pain is chronic in nature. It
is heavily stressed that the pain is real and
not due to mental health problems. Some
patients for whom English was not their
first language may have been confused
by the questionnaire, as found in one who
included ‘being pain free’ as a treatment
goal, and gave consistently low scores for
all questions, with an overall satisfaction
score (Q14) of 0.

Overall satisfaction with the care received
does not necessarily translate to satisfac-
tion with the impact of their visit to their
overall problem, which was not captured
in this survey, as this audit concentrated
more on the processes. The questionnaire
used in this audit has not been psycho-
metrically tested, although some of the
questions were based on those published
by the British Pain Society,” and others
were based on suggestions from institutes
such as the Picker Institute, which designs
patient satisfaction surveys throughout the
UK. Responder bias may exist in this audit,
with survey respondents having the highest
satisfaction, telephone respondents having
a lower satisfaction, and non-responders
having the lowest satisfaction, with such
data not being captured. Patients contacted
by telephone may have not been entirely
truthful about their views since no attempt
was made to complete the questionnaire. In
addition, all of the questions in the survey
were ‘positively worded’ with affirmative
statements, which may result in acquies-
cence bias due to respondents simply giving
the same or similar responses to all ques-
tions. Furthermore, there is a suggestion
that dissatisfaction is only expressed when
extremely negative events occur, thereby
producing bias and over-reporting of high
satisfaction.' Sending the questionnaire
together with the letter detailing the con-
sultation may be another source of bias;
however this was done to save on the costs
of postage.

Our regular assessment of treatment
goals of our patients, a questionnaire used
for over 10 years, suggested that patients
wanted a better understanding of their pain
and for all their concerns to be addressed.

We had also developed patient information
leaflets with the help of the local patient
advisory group and wanted to ascertain
whether these were useful. Letters sent to
the patients and referring providers are
comprehensive, and although addressed to
healthcare practitioners, provide reminders
to patients that there are things they need to
be doing to take control of their pain condi-
tion. The letters do take time to write, and
we wanted to gain feedback as to whether
the time spent is worthwhile. Results for
Q10 and Q11 highlight the importance of
education and communication materials
for both the patients and the providers,
strengthening communications to provid-
ers and patients, and allowing both to take
an active role in the management of the
condition. These factors are consistent with
findings in medical outpatients that provid-
ers’ attitudes and high attention towards
pain, and provision of good information to
the patient about their condition and related
matters is equally, or even more important
than the actual treatment.” "

The lowest mean score among all satis-
faction questions was for the few respond-
ents (n = 8) who rated the outcome of care
received from other providers within the
same hospital, from other subspecialties
and/or disciplines both within and out-
side the facial pain unit team. This may
be attributed to patients’ preference for
continuity of provision of care by a sin-
gle provider, predisposition towards being
unsatisfied due to previous lack of success
with other providers, or because they had
yet to be seen by the other providers.

The high scores for Q2, Q3, Q4, Q5, Q6
and Q9 highlight most importantly, the
need for extended appointment times at the
consultation visit in order to accomplish the
objective of sufficient patient understand-
ing about their condition. Such outcomes
can only be accomplished by allowing the
provision of adequate time per appointment
to provide a plausible diagnosis, explana-
tion, and support with hope.

The representative sample of this unit’s
patient population cannot necessarily be
applicable to the overall population of
chronic facial pain patients, as further
studies with larger numbers of patients
are required. In addition, there remains an
opportunity to look at patient satisfaction
longitudinally at points after the initial
visit, after they are well into their treatment

and management plan. Parameters that
may be evaluated include the relationship
between satisfaction with pain treatment
effectiveness and subsequent utilisation of
healthcare resources due to their condition.

CONCLUSIONS

For complex chronic facial pain patients,
patient centred care that is delivered in a
comprehensive consultation visit, which

addresses their goals, provides explana-
tion and education about their condition
and its management, and provides the
necessary resources in doing so, leads to
high overall patient satisfaction. The pro-
vision of adequate time per patient visit
(ie 45 minutes to 1 hour), with compre-
hensive summary letters is essential and
should result in decreased utilisation of
time and healthcare resources and favour-
able patient outcomes.
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his help in setting up the audit, and the secretaries
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data. Professor Zakrzewska undertook this work

at University College London (UCL)/UCL Hospitals
Trust, who received a proportion of funding from
the Department of Health’s National Institute for
Health Research Biomedical Research Centre funding
scheme. We are also grateful for the very compre-
hensive comments of one of the reviewers.
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