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Abstract
Objective
Patients with chronic, incurable conditions rely on their providers to help relieve their symptoms. Dissatisfaction
with their care can erode the doctor-patient relationship and reduce the effectiveness of treatment. We investigated
the relationships between satisfaction and symptoms, the doctor-patient relationship, and health-related factors in
patients with Sjogren’s disease (SjD) in Japan.

Methods
Using a questionnaire survey, we evaluated via multinomial logistic regression associations between satisfaction
[satisfied, neither (neither satisfied nor dissatisfied), dissatisfied] and symptoms, prescribed medications, anxiety,
distress, expectations from treatments, and doctor-patient relationships.

Results
Of 259 patients, 101 (39%) were satisfied, 111 (42.9%) were neither, and 47 (18.2%) were dissatisfied. Patients who
were neither or dissatisfied with their current treatment wanted their systemic pain to disappear (adjusted relative risk
ratio [aRRR] 3.38, 95% CI 1.66—-6.91; aRRR 3.04, 95% CI 1.30-7.15, respectively). Patients who used artificial saliva
only were significantly more dissatisfied (aRRR 3.52, 95% CI 1.03—-2.04). Both the neither and dissatisfied patients
dissatisfied with their doctor’s limited understanding of SiD (aRRR 12.69, 95% CI 4.21-38.24; aRRR 32.76, 95%
CI 10.09—-106.34, respectively) and with the limited opportunities to ask their doctor about their disease (aRRR 0.19,
95% CI 0.06-0.59; aRRR 0.08, 95% CI 0.02-0.24, respectively).

Conclusion
Pain and the use of artificial saliva alone markedly affected medical satisfaction and we expected the future
advance in these two areas, pain and dryness, will improve satisfaction. It is most important for doctors to better
understand SjD.
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Introduction

Sjogren’s disease (SjD) is a chronic
systemic autoimmune inflammatory
disease that is best characterised by
lymphocytic infiltration of the exocrine
glands and epithelium, resulting in the
classic sicca symptoms of dry eyes
and dry mouth. Along with extensive
dryness, patients with SjD experience
profound fatigue, chronic pain, major
organ involvement, neuropathies, and
lymphomas (1, 2). SjD symptoms have
a significant impact on patients’ qual-
ity of life, although many studies are
currently being conducted (3). The es-
timated prevalence of primary SjD var-
ies from 0.09% to 2.7% in the world
(4). Patients with primary SjD have a
significantly lower health-related qual-
ity of life than controls (5).

SjD is a disease with a high burden of
illness and seriously impacts patients’
quality of life. Their daily suffering can
be devastating, and the constant struggle
without rest is mentally and physically
exhausting. Many symptoms are hid-
den from sight, and a disregard for their
suffering denigrates patients’ struggles,
and makes them feel invisible and mis-
understood (6). There is no cure for SjD;
the treatment is mainly symptomatic,
and there are still many unknowns (7),
which all lead to great patient frustra-
tion and anxiety (8). Some patients have
severe symptoms and cannot accept that
their current symptom state will contin-
ue (9). Tackling this cryptic disease re-
quires patient-doctor collaboration and
effective communication.

Patient satisfaction with medical treat-
ment is an important factor in practic-
ing effective medicine (10). A system-
atic review of doctor-patient commu-
nication (11) linked higher levels of
physician trust and active patient par-
ticipation in the medical consultation
to lower disease activity, better global
health, less organ damage, greater treat-
ment satisfaction, fewer medication
side effects, and more positive beliefs
about disease control and about current
and future health. Patients with chronic,
incurable conditions rely on their pro-
viders to help relieve their symptoms.
Dissatisfaction with their care can erode
the doctor-patient relationship and re-
duce the effectiveness of treatment.

Examining their backgrounds, needs,
and satisfaction with care may help us
to identify areas where we can support
patients with SjD more effectively. To
date, no previous study has examined
medical satisfaction in patients with
SjD. Therefore, we aimed to investigat-
ed the relationships between satisfac-
tion and symptoms, the doctor-patient
relationship, anxiety, and distress in
patients with SjD.

Materials and methods

Study design

A questionnaire survey was sent to 510
members of the Japanese Sjogren’s As-
sociation for Patients (JSAP) in Novem-
ber 2019. The JSAP was established in
1986 to enhance the better understand-
ing of SjD, collect and provide relevant
information to improve their quality
of life, identify potential patients who
have not yet diagnosed, and help pa-
tients receive appropriate diagnosis and
treatment.

Patients initially diagnosed with SjD
only were classified as having primary
SjD (12, 13), whereas patients initially
diagnosed with rheumatoid arthritis,
systemic lupus erythematosus, sclero-
derma, dermatomyositis and polymy-
ositis, or mixed connective tissue dis-
ease and subsequently diagnosed with
SjD, were classified as having associ-
ated SjD. The treatment of SjD in Japan
is conducted according to the Clinical
practice guideline for Sjogren’s syn-
drome 2017(14) and is considered
complying with the European Alliance
of Associations for Rheumatology (EU-
LAR) recommendations (15, 16).

Data were collected regarding the pa-
tient’s age at diagnosis and current age,
current symptoms, and prescribed med-
ications (Table I). Current symptoms
were scored using EULAR Sjogren’s
Syndrome Patient Reported Index (ES-
SPRI) (17) which uses a numerical scale
from O to 10 to assess three domains:
dryness, fatigue, and pain (articular or
muscular or both). The weights of the
domains are identical and the mean of
the three domain scores represents the
final score.

Patients graded their satisfaction with
their medical treatment using a three-
point scale of satisfied, neither (neither
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Table I. Characteristics of patients with Sjogren’s Disease stratified according to level of satisfaction.

Total Satisfied Neither Dissatisfied
n (%) n (%) n (%) n (%)
259 (100.0) 101 (39.0) 111 (42.9) 47 (18.2) )4
Sex
Male 8 (3.1) 3 (3.0) 4 (3.6) 1 (2.1) 0.883
Female 251 (96.9) 98 (97.0) 107 (96.4) 46 (97.9)
Disease
Primary SjD 208 (80.3) 85 (84.2) 87 (78.4) 36 (76.6) 0.433
Associated SjD 51 (19.7) 16 (15.8) 24 (21.6) 11 (23.4)
Diagnosed age (years) 54.1+12.1 520+11.1 56.3+12.1 53.8+13.6 0.034*
Current age (years) 658+11.5 639+11.1 67.6x11.2 65.5+12.5 0.059*
Disease duration (years) 11.6+8.8 11.9+92 113+84 11.6+92 0.901*
Current symptoms
Dry eye 235 (90.7) 92 (91.1) 99 (89.2) 44 (93.6) 0.672
Dry mouth 250 (96.5) 97 (96.0) 107 (96.4) 46 (97.9) 0.848
Dry nose 121 (46.7) 42 (41.6) 53 (47.3) 26 (55.3) 0.285
Arthralgia 112 (43.2) 41 (40.6) 48 (43.2) 23 (48.9) 0.635
Cutaneous symptom 79 (30.5) 32 (31.7) 31 (27.9) 16 (34.0) 0.708
Parotid swelling 52 (20.1) 24 (23.8) 17 (15.3) 11 (23.4) 0.253
Headache 52 (20.1) 19 (18.8) 21 (18.9) 12 (25.5) 0.587
Body pain 84 (324) 23 (22.8) 44 (39.6) 17 (36.2) 0.027
Limb paresthesia 78 (30.1) 23 (22.8) 37 (33.3) 18 (38.3) 0.099
Fatigue 137 (52.9) 50 (49.5) 62 (55.9) 25 (53.2) 0.651
Slight fever 33 (12.7) 13 (12.9) 12 (10.8) 8 (17.0) 0.563
Feeling down 89 (344) 27 (26.7) 38 (34.2) 24 (51.1) 0.015
ESSPRI 55+2.5 53+24 5625 59+25 0.350%*
Dry 69+2.5 6.8 2.3 6.8+2.5 7.7 +£2.6 0.088%*
Fatigue 58+2.9 56 +3.0 58+29 62 +2.7 0.544%*
Pain 42+32 36+32 44+30 47 +£35 0.087%*
Prescribed medication
No medication used 13 (5.0) 5 (5.0) 6 (54) 2 (4.3) 0.954
Saliva secretagogue 103 (39.8) 42 (41.6) 45 (40.5) 16 (34.0) 0.667
Artificial saliva 51 (19.7) 15 (14.9) 21 (18.9) 15 (31.9) 0.050
Eye drops 219 (84.6) 81 (80.2) 95 (85.6) 43 (91.5) 0.193
Steroid 60 (23.2) 25 (24.8) 27 (24.3) 8 (17.0) 0.542
Immunosuppressant 28 (10.8) 11 (10.9) 9 (8.1) 8 (17.0) 0.256
Painkillers 85 (32.8) 27 (26.7) 41 (36.9) 17 (36.2) 0.248
Anti-anxiety agent 52 (20.1) 15 (14.9) 22 (19.8) 15 (31.9) 0.054
Sleeping pills 70 (27.0) 17 (16.8) 31 (27.9) 22 (46.8) 0.001
Chinese herbal medicine 58 (22.4) 21 (20.8) 23 (20.7) 14 (29.8) 0.405
Other drugs 79 (30.5) 35 (34.7) 32 (28.3) 12 (25.5) 0.469
Expectations for treatment
Disappearance of dry eyes symptoms 180 (69.5) 68 (67.3) 79 (71.2) 33 (70.2) 0.826
Disappearance of dry mouth symptoms 219 (84.6) 83 (82.2) 97 (874) 39 (83.0) 0.547
Disappearance of dry nose symptoms 87 (33.6) 32 (31.7) 37 (33.3) 18 (38.3) 0.728
Disappearance of airway dryness 89 (344) 34 (33.7) 35 (31.5) 20 (42.6) 0.404
Disappearance of joint pain 90 (34.8) 32 (31.7) 40 (36.0) 18 (38.3) 0.684
Disappearance of systemic pain 68 (26.3) 16 (15.8) 36 (324) 16 (34.0) 0.009
Disappearance of itchy skin 71 (27.4) 31 (30.7) 27 (24.3) 13 (27.7) 0.583
Disappearance of cold hands and feet 100 (38.6) 35 (34.7) 47 (42.3) 18 (38.3) 0.517
Improvement of mood 72 (27.8) 26 (25.7) 31 (27.9) 15 (31.9) 0.737
Disappearance of fatigue 119 (46.0) 40 (39.6) 54 (48.7) 25 (53.2) 0.228

SjD: Sjogren’s disease; ESSPRI: EULAR Sjogren’s Syndrome Patient Reported Index. p: chi-square test; * One-way ANOVA.

satisfied nor dissatisfied), and dissatis-
fied. Participants were asked about their
expectations from their treatments,
their relationships with, and what they
wished for from their doctor, whether
they were anxious or distressed, and
their perception of the consultation
time. To the questions “Can you ask
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your doctor about your disease?” and
“Do you have any current anxiety or
distress?” they could respond yes or
no. To indicate their sources of cur-
rent anxiety and distress, they were to
select all that apply from a list of op-
tions (exacerbation or progression of
their disease, decrease in daily activi-

ties, growing old, prescribed medica-
tion side effects, economic instability,
the incurable nature of their disease,
and the lack of understanding by others
around them), and to elaborate on any
unlisted options with an open-ended
response. Similarly, in response to the
question “What do you want the doctor
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to do?” Again, of the options “Cooper-
ate with doctors in other departments”,
“Explain our symptoms, progress, and
treatment”, “Understand SjD more”,
and “Want to do the necessary tests”
they were to select all that apply and
to provide an open-ended response for
everything else. The consultation time
(less than 3 minutes, 3 to 10 minutes,
or 10 minutes or more) was based on
how long they perceived the consulta-
tion to last rather than the actual con-
sultation time. The response options
for this questionnaire were adapted
from a survey we conducted in 2012.

Ethical considerations

The study was approved by the Ethics
Committee of Kochi Medical School
(ERB-105441) and the Kurashiki Med-
ical Centre. All procedures were per-
formed in accordance with the Declara-
tion of Helsinki. Informed consent was
obtained from all study participants.

Statistical analyses

For analysis, the degree of patient sat-
isfaction with medical care was clas-
sified into three categories: satisfied,
neither, and dissatisfied. The associa-
tions between patient satisfaction and
sex, primary or associated SjD, current
symptoms, prescribed medications, ex-
pectations from their treatments, and
relationships with their doctor (includ-
ing anxiety, distress, wishes from their
doctors, and consultation time) were
evaluated using chi-squared tests. One-
way ANOVA was used to determine the
significance of differences in the mean
values of continuous variables (age, di-
agnosed age, disease duration, and ES-
SPRI score) across the three satisfac-
tion categories. Multinomial logistic re-
gression models were used to examine
the associations between several out-
come variables (current symptoms, pre-
scribed medications, expectations from
treatments, and relationships with their
doctor) and satisfaction categorised as
dissatisfied or neither, with satisfied
as the reference. The exponentiated
coefficients from multinomial logistic
regression provided an estimate of the
relative risk ratio (RRR) and 95% con-
fidence intervals (CI). The results were
adjusted for age and disease duration.

Clinical and Experimental Rheumatology 2024

To examine the association between
artificial saliva and saliva secretagogue
use, alone or in combination, and medi-
cal satisfaction, multinomial logistic
regression models, adjusted for age and
disease duration were used. Signifi-
cance was set at a two-tailed p<0.05.
All analyses were performed by using
Stata 15.1 (StataCorp, College Station,
TX, USA).

Results

Of the 510 JSAP members who re-
ceived the survey, 276 returned the
questionnaire, giving a response rate
of 54.1%. We excluded 17 respondents
for whom data were missing, resulting
in a final sample size of 259. Of these
259 patients, 251 (96.9%) were women
and 208 (80.3%) had primary SjD. In
terms of patient satisfaction with their
medical care, 101 patients (39%) were
satisfied, 111 (42.9%) were neither, and
47 (18.2%) were dissatisfied. Patient
demographics were similar regardless
of satisfaction category, except for a
significant difference in age at diagno-
sis (p = 0.034) (Table I).

Current symptoms, prescribed
medications, ESSPRI and

expectations for treatment

Table I shows a chi-square test with
three categories (satisfied, neither, dis-
satisfied) and current symptoms, pre-
scribed medications, and patient ex-
pectations from their treatment, and
shows a one-way ANOVA with age, di-
agnosed age, disease duration, and ES-
SPRI score. There were significant dif-
ferences in body pain (p=0.027), feel-
ing down (p=0.015), and prescription
sleeping pill use (p=0.001). No signifi-
cant difference in ESSPRI scores was
observed; however, a significant differ-
ence in patients’ expectations about the
‘Disappearance of systemic pain’ was
found (p=0.009).

After adjusting our multinomial logistic
regression models for age and disease
duration, the adjusted relative risk ra-
tios (aRRR) for patients in the neither
group were significantly higher than
for those in the satisfied group for body
pain (2.98, 95% CI 1.56-5.70), ESS-
PRI-pain score (1.11, 95% CI 1.01-
1.22), painkiller use (1.86,95% CI 1.0—

13.42), and disappearance of systemic
pain (3.38, 95% CI 1.66-6.91) and fa-
tigue (1.84, 95% CI 1.03-3.29) (Table
II). Overall, pain was more problematic
for patients in the neither group than for
those who were satisfied.

The aRRRs were also significantly
higher for dissatisfied patients than for
those who were satisfied with respect
to symptoms of body pain (2.32, 95%
CI 1.05-5.15), limb paraesthesia (2.23,
95% CI 1.04-4.76), and feeling down
(3.13, 95% CI 1.50-6.53). Similarly,
the RRRs for ESSPRI-scores for dry-
ness (1.20,95% CI 1.01-1.42) and pain
(1.12, 95% CI 1.00-1.26), use of arti-
ficial saliva (2.70, 95% CI 1.17-6.25),
anti-anxiety agents (2.71,95% CI 1.18—
6.21) and sleeping pills (4.51, 95% CI
2.04-9.95) were significantly higher
among those dissatisfied with their
care. And as was the case in the neither
group, patients dissatisfied with their
care wished for the ‘Disappearance of
systemic pain’ (aRRR 3.04, 95% CI
1.30-7.15). In addition to pain, the dis-
satisfied group experienced more dry
mouth and were prescribed more anti-
anxiety agents and sleeping pills than
the satisfied group.

Artificial saliva and saliva
secretagogue use

Approximately half of all study par-
ticipants (52.8%) used neither saliva
secretagogues nor artificial saliva. Chi-
square testing revealed no significant
differences in artificial saliva or saliva
secretagogue use across satisfaction
groups (p=0.195). In contrast, differ-
ences in ESSPRI scores for dryness
were significant across all categories of
artificial saliva and saliva secretagogue
use (none: 6.5+2.8, saliva secretagogue
only: 6.9+2.3, artificial saliva only sa-
liva: 7.9+1.4, secretagogue-artificial
saliva: 8.0+£2.0, p=0.004). Whereas
patients using only artificial saliva
had higher ESSPRI-dryness scores
than those using a saliva secretagogue
alone, their scores were comparable to
the ESSPRI-dryness scores in patients
using both artificial saliva and a saliva
secretagogue. Based on these results,
we conducted a multinomial logistic
regression analysis with the group us-
ing neither artificial saliva nor saliva
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Table II. Multinomial logistic regression analysis according to current satisfaction status.

Satisfied Neither Dissatisfied
aRRR (95% CI) p aRRR (95% CI) p
Current symptoms
Dry eye Ref  0.86(0.34-220) 0.759 1.45(0.37-5.71) 0.593
Dry mouth Ref  1.26(0.30-5.38) 0.751 1.98(0.21-18.48) 0.549
Dry nose Ref  1.38(0.77-245) 0276 1.79(0.86-3.73)  0.117
Arthralgia Ref  145(0.81-2.60) 0216 1.55(0.74-3.25) 0.251
Cutaneous symptom Ref 0.89(049-1.63) 0.703 1.07(0.51-2.28) 0.851
Parotid swelling Ref  0.66(0.32-1.33) 0243 0.94(0.40-2.21) 0.885
Headache Ref  1.18(0.58-241) 0.645 1.65(0.71-3.83) 0.246
Body pain Ref 298 (1.56-5.70) 0.001 2.32(1.05-5.15) 0.038
Limb paraesthesia Ref 1.75(0.94-3.27) 0.077 2.23(1.04-4.76) 0.038
Fatigue Ref  1.54(0.88-2.71) 0.133 1.32(0.64-2.72) 0447
Slight fever Ref  0.95(0.40-224) 0.908 1.30(0.48-3.56)  0.609
Feeling down Ref  1.54(0.84-2.82) 0.158 3.13(1.50-6.53) 0.002
ESSPRI Ref  1.10(0.98-1.24) 0.112 1.13(0.97-1.32) 0.111
Dry Ref  1.04(093-1.16) 0.533 1.20(1.01-1.42) 0.035
Fatigue Ref  1.05(095-1.16) 0.304 1.10(0.96-1.25) 0.160
Pain Ref  1.11(1.01-1.22) 0.023 1.12(1.00-1.26)  0.047
Prescribed medication
No medication used Ref  1.14(0.33-395) 0.839 0.89(0.16-4.78) 0.888
Saliva secretagogue Ref 0.86(049-1.53) 0.617 0.71(0.34-1.48) 0.359
Artificial saliva Ref  1.17(0.56-2.46) 0.673 2.70 (1.17-6.25)  0.020
Eye drops Ref  1.56(0.74-3.30) 0.245 2.73 (0.86-8.66)  0.088
Steroid Ref  1.02(0.53-1.94) 0964 0.64(0.26-1.58) 0.338
Immunosuppressant Ref 0.93(0.36-241) 0.877 1.97(0.71-545) 0.193
Painkillers Ref  1.86(1.01-3.42) 0.045 1.57(0.73-3.38) 0.246
Anti anxiety agent Ref 1.30 (0.62-2.70) 0.484 2.71(1.18-6.21) 0.018
Sleeping pills Ref  1.72(0.87-3.39) 0.117 4.51(2.04-9.95) <0.001
Chinese herbal medicine Ref  0.99 (0.50-1.93) 0.967 1.66(0.75-3.67) 0.210
Other drugs Ref  0.75(0.41-1.36) 0.339 0.65(0.30-1.43) 0.286
Expectations for treatment
Disappearance of dry eye symptoms ~ Ref ~ 1.24 (0.68-2.25) 0484 1.12(0.52-2.39) 0.771
Disappearance of dry mouth symptoms Ref  1.43 (0.66-3.10) 0.359 1.00 (0.40-2.52)  0.993
Disappearance of dry nose symptoms Ref  1.06 (0.58-1.93) 0.854 1.28 (0.60-2.70) 0.524
Disappearance of airway dryness Ref  0.90(0.50-1.62) 0.720 1.39(0.67-2.87) 0.376
Disappearance of joint pain Ref 148 (0.81-2.69) 0200 1.38(0.65-2.94) 0.398
Disappearance of systemic pain Ref  3.38 (1.66-6.91) 0.001 3.04 (1.30-7.15) 0.011
Disappearance of itchy skin Ref 0.79(042-147) 0456 0.82(0.37-1.82) 0.629
Disappearance of cold hands and feet Ref  1.48 (0.83-2.62) 0.182 1.13(0.54-2.36)  0.737
Improvement of mood Ref 1.25(0.67-2.35) 0484 1.48(0.68-3.20) 0.325
Disappearance of fatigue Ref  1.84 (1.03-3.29) 0.040 2.09(1.00-4.37) 0.050

aRRR: Relative Risk Ratio adjusted for age and disease duration.

secretagogue (None) as the reference
(Table III). Patients in the group using
only artificial saliva were at signifi-
cantly higher risk of being dissatisfied
with their care (aRRR 3.52, 95% CI

1.03-12.04) compared with patients
using either saliva secretagogue alone
or a combination of saliva secretagogue
plus artificial saliva. Despite there be-
ing more dryness symptoms in the dis-

satisfied group, there was no significant
difference between the satisfied and
dissatisfied groups in combined artifi-
cial saliva plus saliva secretagogue use.

Relationships with their doctors

Our study revealed significant associa-
tions between satisfaction and various
aspects of the patient-doctor relation-
ship (Table IV). The satisfied group was
more likely to ask their doctor about
their disease (p<0.001), whereas cur-
rent anxiety or distress was more com-
mon in the dissatisfied group (p=0.001).
Associations between satisfaction level
and anxiety over a decrease in activities
of daily living (p=0.016) and economic
instability (p=0.037) were significant,
as were differences in distress over
having an incurable disease (p=0.002)
and the lack of understanding by oth-
ers around them (p=0.006). Patients in
the dissatisfied group were more likely
than those in the satisfied group to wish
their doctor would collaborate with
other departments (p=0.023), explain
their symptoms, progress, and treat-
ment (p=0.016), understand SjD bet-
ter (p<0.001), and perform necessary
tests (p=0.004). More patients in the
satisfied group (38.6%) reported con-
sultation times of 10 minutes or more
compared with the dissatisfied group
(8.9%; p<0.001).

To examine the associations between
aspects of patient relationships with
their doctor and satisfaction catego-
ries (dissatisfied and neither), we used
multinomial logistic regression with
satisfied as the reference (Table V).
After adjustment for age and disease
duration, to the question, ‘Can you ask
your doctor about your disease?’, sig-
nificantly fewer in the neither group
(aRRR 0.19, 95% CI 0.06-0.59) and

Table III. Multinomial logistic regression analysis for the use of artificial saliva and saliva secretagogue.

Satisfied Neither Dissatisfied
n (%) 101 (39.0) 111 (42.9) 47 (18.2)
aRRR (95%CI) aRRR (95%CI) )4
None 140 (42.8) Ref Ref
Saliva secretagogue only 21 (7.9) Ref 0.87 (0.46-1.63) 0.664 0.62 (0.25-1.50) 0.287
Artificial saliva only 74 (27.9) Ref 1.36 (0.41-4.50) 0.613 3.52 (1.03-12.04) 0.045
Saliva secretagogue + Artificial saliva 30 (11.3) Ref 1.08 (0.43-2.73) 0.868 1.52 (0.51-4.56) 0.455

aRRR: Relative Risk Ratio adjusted for age and disease duration.
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Table IV. Patients’ relationships with their doctors stratified by satisfaction.

Total Satisfied Neither Dissatisfied
n (%) n (%) n (%) n (%)
259 (100.0) 101 (39.0) 111 (42.9) 47 (18.2) P

Can you ask your doctor about your disease? Yes 219 (84.6) 97 (96.0) 92 (82.9) 30 (63.8) <0.001
Do you have any current anxiety or distress? Yes 206 (79.5) 68 (67.3) 97 (874) 41 (87.2) 0.001
Anxiety
Exacerbation or progression of their disease 157 (60.6) 53 (52.5) 70 (63.1) 34 (72.3) 0.055
Decreased in daily activities 129 (49.8) 39 (38.6) 63 (56.8) 27 (57.5) 0.016
Worries about growing old 112 (43.2) 36 (35.6) 54 (48.7) 22 (46.8) 0.139
Medication side effects 87 (33.6) 30 (29.7) 40 (36.0) 17 (36.2) 0.571
Economic instability 45 (17.4) 13 (12.9) 18 (16.2) 14 (29.8) 0.037
Distress
Incurable nature of their disease 190 (73.4) 63 (62.4) 93 (83.8) 34 (72.3) 0.002
Lack of understanding by others around them 52 (20.1) 12 (11.9) 24 (21.6) 16 (34.0) 0.006
Wish for their doctor to
Cooperate with doctors in other departments 87 (33.6) 25 (24.8) 40 (36.0) 22 (46.8) 0.023
Explain our symptoms, progress, and treatment 76 (29.3) 20 (19.8) 42 (37.8) 14 (29.8) 0.016
Understand Sjogren’s Disease more 63 (24.3) 4 (4.0) 34 (30.6) 25 (53.2) <0.001
Want to do the necessary tests 29 (11.2) 5 (5.0) 13 (11.7) 11 (234) 0.004
Consultation time
Less than 3 minutes 36 (14.1) 8 (7.9) 14 (12.7) 14 (31.1) <0.001
3 to 10 minutes 161 (62.9) 54 (53.5) 80 (72.7) 27 (60.0)
10 minutes or more 59 (23.1) 39 (38.6) 16 (14.6) 4 (8.9)

p: values: chi-square test.

Table V. Multinomial logistic regression analysis according to current satisfaction status for patients’ relationships with their doctors.

Satisfied Neither Dissatisfied
aRRR (95% CI) aRRR (95% CI) p

Can you ask your doctor about your disease? Yes Ref 0.19 (0.06-0.59) 0.004 0.08 (0.02-0.24) <0.001
Do you have any current anxiety or distress? Yes Ref 441 (2.10-9.30) <0.001 3.81 (1.41-10.27) 0.008
Anxiety

Exacerbation or progression of their disease Ref 1.73 (0.97-3.09) 0.063 2.50 (1.15-5.46) 0.021
Decreased in daily activities Ref 2.24 (1.27-3.95) 0.005 2.36 (1.14-4.85) 0.020
Worries about growing old Ref 1.85 (1.05-3.27) 0.033 1.72 (0.84-3.51) 0.139
Medication side effects Ref 1.44 (0.80-2.60) 0.222 1.43 (0.68-3.00) 0.343
Economic instability Ref 1.71 (0.76-3.87) 0.196 3.22 (1.29-8.04) 0.012
Distress

Incurable nature of their disease Ref 298 (1.54-5.74) 0.001 1.68 (0.77-3.66) 0.192
Lack of understanding by others around them Ref 240 (1.10-5.27) 0.029 447 (1.84-10.84) 0.001
Wish for their doctor to

Cooperate with doctors in other departments Ref 1.77 (0.97-3.26) 0.064 2.86 (1.36-5.98) 0.005
Explain our symptoms, progress, and treatment Ref 248 (1.31-4.68) 0.005 1.79 (0.80-3.99) 0.157
Understand Sjogren’s disease more Ref 12.69 (4.21-38.24) <0.001 32.76 (10.09-106.34) <0.001
Want to do the necessary tests Ref 2.81 (0.94-8.35) 0.064 5.65 (1.79-17.88) 0.003
Consultation time Ref 0.39 (0.24-0.66) <0.001 0.20 (0.10-0.40) <0.001

aRRR: Relative Risk Ratio adjusted for age and disease duration.

dissatisfied group (aRRR 0.08,95% CI
0.02-0.24) than in the satisfied group
responded affirmatively. When asked,
‘Do you have any current anxiety or
distress?’ patients in the neither and dis-
satisfied groups were significantly more
likely than those in the satisfied group
to say yes (aRRR 4.41, 95% CI 2.10-
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9.30; aRRR 3.81, 95% CI 1.41-10.27,
respectively). Similarly, as compared to
satisfied patients, those who were nei-
ther (aRRR 12.69, 95% CI 4.21-38.24)
or dissatisfied (aRRR 32.76, 95% CI
10.09-106.34) with their care were
significantly more likely than satisfied
patients to want their doctor to better

understand SjD. Associations between
satisfaction and sources of anxiety
and distress were also significant. The
aRRR was significantly higher for the
neither and dissatisfied groups than for
the satisfied group with regard to their
‘anxiety over decreased daily activities’
(2.24,95% CI 1.27-3.9; 2.36, 95% CI
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1.14-4.85, respectively) and ‘distress
over lack of understanding around us’
(2.40,95% CI1 1.10-5.27,4.47,95% CI
1.84-10.84, respectively). The neither
group (aRRR 0.39, 95% CI 0.24-0.66)
and the dissatisfied group (aRRR 0.20,
95% CI 0.10-0.40) perceived the con-
sultation time as significantly shorter
compared to the satisfied group.

Discussion

Patients’ medical satisfaction is very
important for the doctor-patient rela-
tionship and effective treatment. In our
study, 39% of patients with SjD were
satisfied with their care and 18.2% were
dissatisfied. The Ministry of Health,
Labour and Welfare in Japan conducts
a healthcare behaviour survey of pa-
tients to assess their satisfaction and
the conditions under which they receive
medical care. In their 2020 Patient Sat-
isfaction Survey of 106,000 patients,
64.5% of all outpatients were satisfied
and 3.8% were dissatisfied (18). When
we compare these results with ours, we
propose that patients with SjD are rare-
ly satisfied with their care. SjD patients
continue to have many unmet needs
that require our attention.

In our study, medical satisfaction was
most associated with pain. ESSPRI
Pain scores increased with dissatisfac-
tion. Patients who wanted their pain
to disappear were dissatisfied (aRRR
3.04) or neither satisfied nor dissatis-
fied (aRRR 3.38) with their care. Be-
cause pain is a major predictor of poor
quality of life in patients with SjD (19),
achieving better pain control may in-
crease patient satisfaction. In addition,
pain is closely associated with both
physical and mental fatigue (20). More
than half of the patients in our study ex-
perienced fatigue, but only the neither
group patients wanted their fatigue to
disappear (aRRR 1.84) with their care.
Since fatigue was the most troublesome
symptom for patients with primary SjD
(21), patients’ pain and fatigue must be
considered together.

About dryness, patients with severe dry
mouth were highly dissatisfied with
their medical care, especially when
their doctors prescribed artificial sa-
liva alone. Although ESSPRI scores
for xerostomia were higher in pa-
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tients prescribed a saliva secretagogue
plus artificial saliva than in those pre-
scribed artificial saliva only, there was
no significant difference in satisfac-
tion among the patients receiving dual
therapy. Therefore, the severity of dry
mouth does not appear to directly affect
medical satisfaction. Artificial saliva is
a traditional treatment, but effective-
ness and patient tolerability have been
an issue (22). Saliva secretagogues, if
available, may ease dryness, but their
side effects limit their use, leaving arti-
ficial saliva as the only option. Further-
more, although dryness symptoms are
progressive, patients may remain on the
same treatment they were prescribed
during their initial consultation. Saliva
measurements should be performed at
diagnosis and repeated regularly and
treatment adapted accordingly.

Patients with SjD experience more
anxiety that affects their daily lives
than the general population (23-25). In
our study, nearly 80% of respondents
reported current anxiety or distress,
and patients in the dissatisfied group
were more likely to be prescribed anti-
anxiety agents and sleeping pills. Our
findings suggest that mental health sup-
port needs to be integrated into SjD
treatment. Furthermore, the dissatisfied
groups in our study were more likely to
have financial concerns, consistent with
a recent study in which 77.3% of pa-
tients reported concerns about the cost
of managing their SjD (21). Therefore,
and a stable financial base that allows
treatment to be actively pursued needs
to be considered.

Two striking findings related to patient
satisfaction emerged from our research:
Patients were particularly dissatisfied
with their doctor’s limited understand-
ing of SiD and with the limited oppor-
tunities to ask their doctor about their
disease. Previous studies have linked
patient dissatisfaction to physicians’
lack of understanding of SjD (21, 26,
27). For patients living with SjD, it is
the saddest and most painful reality that
the doctors they rely on most do not
understand their disease. Also, patients
with SjD suffer from a lack of under-
standing not only from their doctors but
also from others around them (28). Peo-
ple are more likely to have empathy for

patients with visible signs of pain (29).
According to Schoofs, “living with SjD
is not a journey toward healing or good
health, but a downhill journey full of
more and worse symptoms; not deadly,
just miserable” (30). We would like
more people to imagine how hard it is
to live with SjD invisible symptoms.
Also, effective physician-patient com-
munication requires good interpersonal
relationships (31), as a doctor who ex-
presses and empathises with the patient
during the consultation may increase
patient satisfaction (10), improve the
patient’s psychological health and re-
duce fear and anxiety (32). As our re-
sults also showed, long consultation
time matters in satisfaction (33). Thus,
increased medical satisfaction may
motivate patients to fight their disease
while being accompanied by their doc-
tor, which may improve treatment ad-
herence. Therefore, bridging the gap
between doctors and patients will re-
quire a more inclusive environment
around SjD that supports health profes-
sionals, patient associations, and public
awareness campaigns.

It has been reported that the quality of
the doctor-patient relationship is higher
when seen by experienced physicians
(34), but we did not examine the degree
of experience or qualifications of physi-
cians. And, it is reported that the receiv-
ing way for the medical treatment dif-
fers by the sex, and the female patient
has less positive perception (35). How-
ever, 96.9% were female in this study,
which is considered being the result of
female SjD patients. Future studies may
also need to focus on the medical satis-
faction of male SjD patients.

This study has several limitations.
First, the data are based on patients’
self-reporting and may have been
subject to recall bias. In addition, the
consultation time perceived by the pa-
tients may have differed from the ac-
tual time. Second, the response rate of
54% may have influenced the general-
isability of the results. Third, although
patients were likely to have been di-
agnosed using the revised Ministry of
Health, Labour and Welfare of Japan
criteria, some patients were probably
diagnosed by the American—European
Consensus Group classification crite-
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ria for Sjogren’s Syndrome (2002) and
the American College of Rheumatol-
ogy classification criteria for Sjogren’s
Syndrome (2012) (36). It is unclear
which criteria were used in every pa-
tient. In addition, our results do not
necessarily reflect those of the global
SjD population because enrolment was
limited to patients from Japan. Final-
ly, the questionnaire design has many
limitations that need to be addressed in
future studies.

Conclusions

This study is the first to investigate
medical satisfaction in patients with
SjD in Japan. It highlights the substan-
tial impact of patient satisfaction on
the trajectory of disease. Inadequately
treated pain and the use of artificial sa-
liva alone markedly affected medical
satisfaction in our study, and we expect
that future advances in these two areas,
pain and dryness, will improve satisfac-
tion. Patients were particularly dissatis-
fied with their doctors’ limited under-
standing of SjD. It is most important for
doctors to better understand SjD so that
they can empathise with their patients’
struggles. Working together to confront
the burdensome aspects of the disease,
doctors and patients can take the first
steps toward effective treatment.
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