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Abstract

AIM: To assess the reasons for, and factors associated
with, patient-initiated changes in treating specialist in
inflammatory bowel diseases (IBD).

METHODS: Prospectively identified IBD patients (n
= 256) with = 1 encounter at a metropolitan hospital
were surveyed, including whether they had changed
treating specialist and why. Negative reasons included
loss of confidence, disagreement, and/or personality
clash with the specialist.

RESULTS: Of 162 respondents, 70 (43%) had ever
changed specialists; 30/70 (43%) for negative rea-
sons, 52/70 (74%) in the preceding year. Patients with
negative reasons for changing (7 = 30) were younger
(median, 35.2 years vs 45.3 years) ,had higher IBD
knowledge (median, 5.0 years vs 4.0 years), yet had
lower medication adherence and satisfaction scores
(median, 19.0 years vs 22.0 years, 14.0 years vs 16.0
years respectively, Mann-Whitney tests, all 2 < 0.05),
compared to all other responders (7 = 132). Patients
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with a recent change (for any reason) were more likely
to have Crohn’s disease, currently active disease, previ-
ous bowel resection and recent hospitalization [OR 2.6,
95% CI (1.3-5.4), 2.2 (1.0-4.7), 5.56 (1.92-16.67), 2.0
(1.3-3.0), each P < 0.05].

CONCLUSION: Changing specialist appears associated
with patient- related (age, nonadherence) and con-
temporaneous disease-related factors (recent relapse)
which, where modifiable, may enhance patient-doctor
relationships and therefore quality of care.

© 2012 Baishideng. All rights reserved.
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INTRODUCTION

In chronic inflammatory bowel diseases (IBD), a posi-
tive patient-doctor relationship (PDR) appears integral
to optimizing quality of care (QoC). Although specific
IBD data are lacking, a positive PDR is associated with
improved patient satisfaction and health outcomes in
other chronic diseases like diabetes and hypertension'’. In
a consumer-driven society, patient-centered care appears
essential for a positive PDR", and thus assessing patients’
satisfaction with their specialist is important”. A positive
PDR should facilitate the development of trust essential
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to the therapeutic process and ensure continuity of care,
thus consolidating high-quality carel™.

Conversely therefore, PDR discord may compromise
QoC, leading to adverse outcomes'”. Discord may result
from personality clashes, lack of rapport, misunderstand-
ings, patient disenfranchisement over management deci-
sions, or adverse disease outcomes. Yet, quantifying PDRs
is difficult. Patient self-report instruments to rate PDRs
are emerging, but understanding of their relevance to
QoC is limited™”.

In Australia, as in many countries wotldwide, there
is significant variation in care models available to IBD
patients; ranging from those managed solely by their pri-
mary care practitioner; those seen by a colorectal or gen-
eral surgeon, general physician/internist, or by a specialist
gastroenterologist either in private rooms or within a local
hospital clinic setting; to those seen in the secondary/tet-
tiary care setting within a dedicated hospital-based “IBD
service” with multiple gastroenterologists and clinicians
co-located with specific interests in IBD". Each model
has inherent strengths and weaknesses and may be attrac-
tive to different patients for various reasons. Moreover,
with the multiple options potentially available, patients are
theoretically able to select and change treating specialist
(either in the government-funded public or private sec-
tors), pending appropriate referral from their primary care
practitioner and subject to regional availability. Thus one
may theoretically assume the patient, as the consumer,
may change their treating IBD specialist if their perceived
PDR discord “threshold” was overcome and a suitable
alternative existed (i.e., “voting with their feet”).

Hence, we aimed to explore PDRs in an IBD cohort
with the simple, tangible measure of whether patients
changed treating specialists and whether this had occurt-
ed recently and/or for negative reasons, as a marker of
patient satisfaction with the PDR and their medical care.
We also explored potential factors associated with pa-
tients switching specialist for their care. Although patients
logically may report changing specialists for innocuous
reasons (e.g, relocation), instances where change occurs,
especially for negative reasons from the patients’ perspec-
tive, represent vulnerable moments in QoC delivery, but
also provide an insight into the importance of the PDR,

. .10
and its continuity!"”.

MATERIALS AND METHODS

Subjects and recruitment

All patients with confirmed IBD diagnoses who had an
inpatient or outpatient encounter for any reason at the
Royal Adelaide hospital (RAH), in a 6-mo period from
November 1 2007 to April 30 2008, were prospectively
identified as previously described”.

Subsequently, medical record review was performed
to verify diagnoses, and extract further data including
demographics, psychological comorbidity, previous sur-
gery and healthcare utilization data. A contemporane-
ous (£ median 14 d), physician global assessment | of
disease activity (0 = inactive through to 4 = severe) was
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Patient satisfaction with their medical care’ questionnaire
(four questions used in study)

In response to each of the statements below, please mark on the line
exactly where you think most accurately describes your own feelings:

1. I have a good relationship with my inflammatory bowel diseases (IBD) doctor
and look forward to my appointments with him/her.

Never Rarely
1

Sometimes Often
L Il |

Very often
I}

2. The hassle of taking medications for IBD makes me wonder if it is
worthwhile

Never Rarely Sometimes Often Very often
L Il Il Il I}

3. I wonder if there was another doctor available who could manage my
IBD better.

Never Rarely
Il

Sometimes Often
L Il Il

Very often
I}

4. Overall I am satisfied with the treatment I am taking for IBD

Very often

Never Rarely Sometimes Often
1 1

Figure 1 Scoring system. Maximum 5 points per question, maximum total of
20 indicates complete, 100% satisfaction with medical care. Score less than
16 indicates “suboptimal” satisfaction. Before scoring, responses to questions
2 and 3 must be inverted (i.e., never = 5, rarely = 4, etc.) prior to calculating
absolute scores.

performed based on all information available, including
clinical data (Harvey-Bradshaw criteria)'”, pathology and
histological /endoscopic activity grading;

Patient survey

Surveys were distributed to each patient comprising mul-
tiple components; IBD patient knowledge was assessed
using two validated questionnairesm’m, health-related
quality of life was assessed using the shortened inflam-
matory bowel disease questionnaire (sSIBDQ10)"] the
medication adherence report scale (MARS-5) assessed
medication adherence!”, and the hospital anxiety depres-
sion scale screened for anxiety and depression" . Patient
satisfaction with medical care was measured using a novel
instrument (Figure 1), yet to be validated but the use of
which has previously been reported”. This comprises
four questions with a total score of 20 indicating 100%
patient satisfaction. A score < 16 arbitrarily indicates sub-
optimal satisfaction.

Endpoints relating to change in treating specialist

IBD patients were asked “Have you ever changed your
treating specialist,” and “If yes, why?” Reasons for chang-
ing were deemed negative if the patients’ response in-
cluded at least one of: (1) loss of confidence; (2) disagree-
ment/dissatisfaction regarding management; (3) personal-
ity clash with specialist; or (4) other (including “specialist
too busy”, “waiting time too long”). Alternative reasons
including “doctor retired”, “doctor/patient moved” or
“financial reasons” were not deemed negative responses.
The endpoint “Change within 12 mo of survey comple-
tion, for any reason” was used to determine contempora-
neous disease- and patient-related associations with chang-
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Table 1 Clinical and disease characteristics of inflammatory

bowel diseases patients who responded to survey (7 = 162)

Patient variable n (%)

Female sex 85 (52.5)
Crohn’s disease 95 (58.6)
Ulcerative colitis 65 (40.1)
Previous bowel resection surgery (ever) 50 (30.9)
Recent inpatient admission 80 (49.4)
Active disease’ 69 (42.6)
Current stoma 19 (11.7)
Current perianal disease 29 (18.0)
Current cigarette smoker 31(19.1)
Documented history of psychological comorbidity 41 (25.3)
Currently unable to work due to illness 39 (24.1)
Proportion of lowest socioeconomic group’ 16 (9.9)

'Inpatient admission in period between January 1, 2007-April 31, 2008; *as
determined by physician global assessment at time of survey completion;
*according to Social Health atlas, Central Northern Adelaide Health Ser-
vice, Department of Health, SA 2004.

ing specialist. At the time of survey, 108 (66.6%) of the
cohort saw their current treating specialist at an outpatient
clinic at RAH, whereas 54 (33.3%) had a current treating
specialist based externally to the hospital (either in public
or private sector).

Analysis

Statistical analyses were performed using SPSS 15.0.1.1
(Chicago, 1L, United States). Bivariate correlations were
conducted between variables and changing endpoints.
Subsequently, exploratory logistic regression analyses as-
sessed variables for inclusion in the final multivariable
model. Those of definite clinical relevance were retained
in the model regardless of statistical significance or fit;

continuous variables remained unchanged wherever pos-
sible.

Ethics

The study was approved by the RAH Research Ethics
Committee. Return of a completed survey was accepted
as implied patient consent.

RESULTS

Patient characteristics

Two hundred and fifty-six confirmed IBD patients were
prospectively identified over 6 mo, and 162 (63.3%) re-
turned a completed survey. Responders had a median
age of 43 years (range, 18-90), median IBD duration of
7 years (range, 0-47) (Table 1). As reported elsewhere,
survey responders and non-responders did not differ sig-
rn'ﬁcantly[()].

Changing specialist for any reason

Overall, 70/162 (43.2%) respondents had = 1 change in
specialist for any reason since IBD diagnosis. Of these,
the median number of changes per patient since diagno-
sis was 2.0 (range: 1-6, Figure 2). Thirty of 70 patients
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who changed specialists (42.9%) gave a negative reason,
and 52/70 patients changing specialist (74.3%) had done
so within the prior 12 mo (for any reason). The total
number of changes per patient correlated weakly posi-
tively with IBD duration ( = 0.19), and when controlling
for disease duration, positively with IBD knowledge (
= 0.20) and negatively with age (» = -0.22) (Spearman’s
partial correlations, all P < 0.02).

IBD patients with four or more changes in specialists
had lower median quality of life scores (sIBDQ10, me-
dian score 37 »s 48 respectively, P = 0.01) and higher dis-
ease activity scores (median score 2.75 »s 2.28 respectively,
P = 0.04) than those with a lower number of changes
over their total duration of IBD.

Recent change in specialist

In order to identify temporal associations with changing
specialist, bivariable (Table 2) then multivariable logistic
regression analyses were conducted with the endpoint of
specialist change within 12 mo prior to survey comple-
tion. The multivariable model (incorporating associa-
tions from bivariable analyses where P < 0.05 plus age)
showed those with a recent change were more likely to
have Crohn’s disease, had recent hospitalization, had a
past bowel resection, and trended towards having cur-
rently active disease (Table 3).

Patients reporting negative reasons for changing
specialist

Thirty patients gave 34 negative reasons for changing
specialist, including dissatisfaction with management (7 =
23), lost confidence (# = 10) and personality clash (7 = 1)
(Figure 3). These 30 patients were generally younger (me-
dian, 35.2 years »s 45.3 years), had higher IBD knowledge
(median, 5.0 score »s 4.0 score respectively), yet had lower
medication adherence and satisfaction scores (median,
19.0 score »5 22.0, respectively, 14.0 score »s 16.0, respec-
tively, Mann-Whitney, all P < 0.05) compared to all other
responders (7 = 132). There were no other statistically
significant differences including no difference in disease
duration, IBD-related characteristics, hospitalization
outcomes, or QoL scores between patients changing for
negative reasons and other responders (data not shown).
However, the frequency of changing specialist [i.e. the
duration (years) since IBD diagnosis divided by the total
number of changes in specialist over the same period]
trended towards being higher in those with one or more
negative reasons for changing specialist, compared to
other responders (median, 2.8 us 4.0 years between each
change, P = 0.06, Mann-Whitney).

Finally, in order to identify factors associated with
changing specialist for a negative reason, bivariable (Table
2) then multivariable logistic regression analyses were
conducted where a negative reason for change in special-
ist was the dependent variable. The multivariable model
(incorporating associations from bivariable analyses with
P < 0.05, plus sex) showed those with a negative reason
had poorer medication adherence and trended towards

being of male sex (Table 4).
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Table 2 Bivariable logistic regression analyses of relevant clinical and demographic factors potentially associated with a change in

treating specialist

Associated with change in treating specialist
within 12 mo of survey completion

Associated with change in specialist for a

"negative" reason at any time

Variable OR [95% CI] P value OR [95% CI] P value
Age under 30 1.13 [0.52, 2.47T 0.01° 0.60 [0.25, 1.46] 0.33
Female gender 1.15[0.59, 2.24] 0.73 1.57[0.71, 3.49] 0.31
Crohn'’s as inflammatory bowel diseases diagnosis 2.03 [1.03, 4.03]° 0.04° 0.79[0.35, 1.78] 0.68
Recent inpatient admission’® 1.70 [0.86, 3.35]° 0.13° 0.82[0.37,1.82] 0.69
Previous bowel resection surgery’ 3.23 [7.81, 1.41]° 0.005” 0.61 [0.27, 1.38] 0.28
Moderate/severe disease activity* 2.09 [1.06, 4.12]° 0.04° 0.96 [0.43, 2.15] 0.93
Polypharmacy” 1.09 [0.51, 2.36] 0.85 1.50 [0.57, 3.97] 0.49
Living alone 1.06 [0.54, 2.07] 1.0 1.59[0.71, 3.57] 0.31
Low socioeconomic status 1.62 [0.75, 3.48] 0.26 1.33[0.53, 3.36] 0.66
Limited employment status 1.09 [0.52, 2.28] 0.85 0.65 [0.29, 1.49] 0.37
Poor inflammatory bowel diseases knowledge 0.39 [0.18, 0.88]° 0.08° 2.04[0.90, 4.55] 0.12°
Poor medication adherence 1.22 [0.62, 2.40] 0.60 2.22[0.99, 4.95° 0.06°
Poor HRQoL 1.20 [0.57, 2.49] 0.71 0.91 [0.37, 2.24] 1.0
Possible psychological disorder (HADS > 7) 1.13 [0.58, 2.20] 0.74 0.75 [0.34, 1.68] 0.55
Dissatisfaction with medical care 0.95 [0.47, 1.90] 1.0 239 [1.05, 5.42] 0.04°

'At any time in the past; taking = 6 prescription medications currently; *in observation period between January 1, 2007-April 31, 2008; *as determined by
physician global assessment at time of survey; “items included in multivariate model (see Tables 3 and 4). OR: Odd ratio; 95% CI: 95% confidence interval;

HADS: Hospital anxiety and depression scale; HRQoL: Health-related quality of life.

Table 3 Factors associated with change of treating specialist

within 12 mo of survey completion - multivariable logistic
regression analysis results

Variable OR [95% CI] P value

Crohn'’s disease as IBD diagnosis 2.60[1.25,5.41] 0.01
Age' 0.98 [0.97, 0.99] 0.01
Previous bowel resection surgery” 5.56 [1.92,16.67]  0.002
Recent inpatient admission’ 1.97 [1.29, 3.01] 0.002
Moderate/severe disease activity* 2.16[0.99, 4.71] 0.05

'For every one year increase in age; “at any time in the past; *within observa-
tion period between 2007-April 31, 2008; ‘as determined by physician global
assessment at time of survey. OR: Odd ratio; 95% CI: 95% confidence inter-
val; IBD: Inflammatory bowel diseases.

Table 4 Factors associated with change in specialist for a neg-

ative reason - multivariable logistic regression analysis results

Variable OR [95% CI]

036[0.13,1.01]  0.053
1.22[040,3.75] 073
0.54[0.20,150] 0.4
3.49[1.12,10.89]  0.03

P value

Female gender'

Suboptimal satisfaction with medical care
Poor disease knowledge

Poor medication adherence'

'Variables indicate those statistically, significantly associated with a nega-
tive reason for change in specialist. OR: Odd ratio; 95% CI: 95% confidence
interval.

DISCUSSION

Accepted IBD dogma dictates that expert specialist care is
vital in optimizing outcomes, as per recent IBD consensus
guidelines"™®"”. However, these guidelines do not specifi-
cally address continuity of care or patient satisfaction with
their PDR. Moreover, the United Kingdom IBD Stan-
dards Group emphasizes the importance of maintaining
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Figure 2 Number of changes in specialist ever by each patient. N.A.: Not
available.
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Figure 3 Reasons stated for patient change of treating specialist (72 rea-
sons from 70 patients).

patient-centered care (Standard C), “offering personal-
ized and responsive healthcare so that any patient can
migrate between models of care according to activity and
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complexity of disease, local facilities and personal prefer-
ence”™”. In this prospectively encountered IBD cohort, we
showed that patients frequently changed treating special-
ist (43.2% of responders) and of these, many changed
(42.9%) for negative reasons, which appears to represent a
high prevalence of discordant/poor PDR, which has not
previously been documented. Suboptimal PDRs and/or
discontinuity of care appear to impair QoC“gJ, therefore,
clinicians (for both the sake of the patient and retaining
their own practice) should be cognizant of and, wherever
possible, endeavor to address when and why this discord

Quantifying PDRs is inherently difficult, however as-
sessing past and hence, risk of future changes in treating
specialist 27z patient self-report is a novel, tangible method
of surrogately measuring patient satisfaction with the
PDR and their medical care. Increasingly, health providers
are utilizing patient feedback viz satisfaction question-
naires as a means to establish a patient-centered approach
and for evaluating and improving quality performancelzz’m.
In IBD, this has led to development of a limited number
of disease-specific satisfaction questionnaires such as the
comprehensive QUOTE-IBD surveyl24J and others such
as the Treatment Satisfaction Questionnaire for Crohn’s
disease™. Given the lack of brief but validated surveys
focusing on specialist care in IBD, an unvalidated four-
item survey was used in this studym. Further refinement
and validation of this and similar surveys are needed,
whereupon specialists may utilize these in routine practice
as a means to identify and address problems with patient
dissatisfaction and thus potentially enhance the PDR, and
hence quality of care™,

We thus examined the data to identify characteristics
of patients likely to opt for change. Patient factors tem-
porally associated with a recent change, accepting these
associations may not be causal, although nevertheless po-
tentially modifiable, include higher disease activity, diag-
nosis of Crohn’s disease, and previous surgery. We believe
that these adverse disease factors may jeopardize patient
satisfaction and the PDR. In this context, subsequent
hospitalization may be the “final straw” in an already
vulnerable PDR, prompting a patient-initiated changew.
Additionally, given all patients were identified vz a re-
cent hospital encounter at the study centre (RAH), this
encounter may have resulted in a sample biased towards
those provided with an opportunity to change IBD spe-
cialist, given that their inpatient care may have been con-
ducted by a different treating specialist than their usual
doctor. However as mentioned, one-third of the cohort
continued seeing a treating specialist external/unaffiliated
to the study hospital at the time of survey.

Indeed, the data may also reflect societal changes.
First, patient care is increasingly often disjointedly admin-
istered across multiple primary care, hyper-specialized
and provider-specific boundaries”. This frequently tests
the ability of health systems to ensure a seamless flow
of clinical information and correspondence responsive
to patient transitions between health providers, especially
where larger institutions are involved”™™. For instance, a
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gastroenterologist with a solely community-based practice
caring for a patient who suffers an IBD flare may remain
unaware when their patient is admitted to a tertiary hos-
pital, and conversely the hospital staff may not be aware
of the treating specialist’s long-term relationship with the
patient. Post-discharge follow-up may then be routinely
arranged in the hospital-based IBD clinic instead of the
private gastroenterologist’s rooms. Hence, depending on
the patient’s own initiative, a “system-induced change”
in specialist may occur, resulting in a loss of continuity
of care and potentially, reduced patient satisfaction and
jeopardized QoC. Second, consumer expectations of doc-
tors and health outcomes, congruent with medical tech-
nological advances, continue to escalate, thus conceivably,
patients do (and will) change specialists more readily than
ever before™. Finally, there is a consumer perception
that larger entities (e.g, large department stores analogous
to large hospitals) offer better products, more convenient-
ly at a lower cost which may also drive patient-initiated
changesm.

Interestingly, we also found that patients with supe-
rior IBD knowledge appeared more likely to change
specialists. Potentially, knowledgeable IBD patients who
expect to participate in management decisions, desire a
patient-centered emphasis within the PDR, otherwise this
unmet need may drive patients to change specialist“o’m.
Moreover, given those with negative reasons generally
exhibited lower adherence again underlines potential dis-
advantages of a discordant PDR, although these data can-
not ascertain whether this discord elicits nonadherence
or vice versa. Hence, these patients may be deemed at
risk of future adverse disease outcomes in the context of
nonadherence, which is unlikely to be salved by changing
specialistm’m.

Regardless in many ways, the patient’s self-reported
reasons for changing specialist may over-simplify the com-
plex interplay of patient beliefs and expectations, their
underlying illness and the PDR, resulting in the change.
Hence the fact that the change occurred, rather than the
stated reason may be more relevant to consider. For in-
stance, we showed that patients with four or more changes
for any reason had lower QoL scores, yet there was no
statistically significant difference between patients stating
a negative reason for changing specialist and other re-
sponders. Thus, the prevalence and frequency of changes
(regardless of reason or timing) warrant attention so as to
determine whether these lead to increased risk of adverse
outcomes zia disjointed care and underlying dissatisfaction,
and whether these outcomes are potentially preventable.
Possible avenues begin with the specialist, including en-
gendering patient involvement in clinical decision making
and self—empowerment[33j, patient-friendly doctor-patient
communication, and regular opportunities for patients to
provide feedback on their care received”™”. Furthermore,
patients suspected of medication nonadherence must
be sensitively confronted and efforts made to rectify this
as previously documented elsewhere™. Also, fail-safe
systems of timely referral and correspondence between
health providers must be instituted in order to prevent
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loss to treating specialist follow-up and discontinuity of
care, which often may occur during times of disease de-
terioration where continuity and high QoC may in fact be
most needed™™. Indeed, in occasional scenarios where a
discordant PDR is irreconcilable, and upon mutual agree-
ment between doctor and patient, patients may ultimately
benefit from referral on to alternative colleagues or ser-
vices for ongoing care™,

In conclusion, in this novel study, we demonstrated
that a patient-initiated change in treating specialist in IBD
occurs frequently and appears temporally associated with
adverse disease traits. Continuity of care, within a positive
PDR, is an important element of high-quality care, thus,
we recommend that treating specialists should monitor
their patients for history and future risk of changing spe-
cialists. In view of the recent genesis of national standards
in the United Kingdom and United States™™ we recom-
mend that continuity of care and institution of efficient,
fail-safe referral mechanisms are included as markers of
quality in IBD. Adopting a patient-centered approach to
IBD management, regulatly surveying patient satisfaction
and maintaining best practice therapeutic strategies, may
result in durable benefits to both patients and doctors
alike, although proven formulae to minimize avoidable
change in specialist and maintain positive PDRs require
further evaluation.

COMMENTS

Background

Inflammatory bowel diseases (IBD) is typically an unpredictable, relapsing- remit-
ting condition and thus patient satisfaction and a robust patient-doctor relation-
ship (PDR) are fundamental to high quality care. Conversely however, relational
discord between patient and doctor may compromise quality of care (QoC),
leading to adverse outcomes. Thus, in this study, we aimed to explore whether
patients changed treating specialists as a tangible marker of patient satisfaction
with the PDR and their medical care.

Research frontiers

In the 21st century, patient-centered care is integral in chronic disease manage-
ment. Measuring patient satisfaction is an important component of ensuring a
high standard of care delivery. A compromised PDR, and therefore, QoC, may
result in inferior disease outcomes.

Innovations and breakthroughs

A patient-initiated change in treating specialist represents a vulnerable moment
in delivery of care but also is a surrogate, tangible measure of patient satisfac-
tion. By establishing factors associated with a change in specialist, one may bet-
ter understand to what extent these are preventable, and/or how these are best
identified so as to minimize disruptions to QoC, thus avoiding adverse outcomes.

Applications

Monitoring patient satisfaction is important to maintain continuity of care and
therefore quality. Ensuring failsafe referral and follow-up mechanisms, especially
in times of IBD relapse may reduce contemporaneous changes in specialists,
thus ultimately improving outcomes for patients.

Peer review

This is an interesting study that sheds some light on the nature and complexity
of the PDR in IBD patients. Given the importance of a positive PDR in IBD, such
a study is necessary to understand the full dynamics of that relationship. The
manuscript should be a good addition to the existing literature on the subject.
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