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ABSTRACT: Background: Pituitary adenomas (PAs) are common and often require complex multidisciplinary care with multiple
specialists. This may result in a healthcare system that is challenging for patients to navigate. Audits of care at our institution revealed
opportunities for improvement to better align care with patients’ needs. Methods: A quality improvement initiative that incorporated a
patient advisory committee of patients who had received treatment for PA at our center and their family members were used to help
identify opportunities for improvement. The patient-identified gaps in care included the need to coordinate and minimize appointments
and the desire for better communication and education. Based on this information, changes were implemented to the pituitary program,
including increasing access to the Multidisciplinary Clinic and developing a standardized and centralized triage process. Results: A pre-
and post-intervention analysis consisting of retrospective chart reviews revealed that these changes had an impact on wait times for first
assessment, and a significant shift in the location of this first visit – with a larger proportion of patients being seen in the Multidisciplinary
Clinic after an intervention. Conclusions: We demonstrate that patient involvement, beyond individual patient–physician interactions,
can lead to meaningful and observable changes, and can improve the quality of care for PA.

RÉSUMÉ : Initiative d’amélioration de la qualité des soins de l’adénome hypophysaire, éclairée par des patients. Contexte : Les adénomes
hypophysaires sont une forme fréquente de tumeur et ils nécessitent souvent l’intervention de nombreux spécialistes et des plans de soins
pluridisciplinaires complexes. Une telle organisation peut donner aux patients l’impression qu’il est difficile de se retrouver dans un tel système de
soins de santé. Des examens de vérification des soins, réalisés dans l’établissement des auteurs ont révélé différentes possibilités d’amélioration des soins
répondant davantage aux besoins des patients.Méthode : Il s’agit d’une initiative d’amélioration de la qualité des soins, mise sur pied dans l’établissement
en question, à laquelle participait un comité consultatif composé de patients eux-mêmes traités pour un adénome hypophysaire ainsi que de membres de
leur famille, afin de cerner des possibilités d’amélioration des soins. Les lacunes dégagées par les patients, relativement aux soins comprenaient le besoin
de coordination des rendez-vous et de réduction de leur nombre, ainsi que le désir de meilleures communications et d’une éducation plus appropriée. Par la
suite, des changements ont été apportés au programme de traitement des troubles hypophysaires, dont un accès accru au centre pluridisciplinaire de soins
et l’élaboration d’un processus uniforme et centralisé de triage. Résultats : Une analyse de type avant et après l’intervention, consistant en un examen
rétrospectif de dossiers, a révélé que ces changements avaient déjà eu une incidence sur le temps d’attente de la première évaluation et s’étaient traduits par
un changement notable du lieu de cette première consultation, suivi notamment d’une augmentation du nombre de patients vus au centre pluridisciplinaire
de soins après l’intervention. Conclusion : La démarche a démontré que la participation des patients, au-delà des simples relations entre patients et
médecins, peut conduire à des changements observables et importants, susceptibles d’améliorer la qualité des soins de l’adénome hypophysaire.
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INTRODUCTION

Pituitary adenomas (PAs) are a common heterogeneous group
of tumors arising in the pituitary gland with a reported incidence
as high as 16.7%. They are often asymptomatic and are detected
incidentally on imaging. Some PAs can secrete hormones that
lead to a clinical syndrome, while others, even if not biochemi-
cally functional, can manifest via hormone hypo-secretion or
compressive effects due to their anatomic proximity to critical
neural and vascular structures.1

Management of PA often requires a multidisciplinary
approach that can include surgical, medical, and radiation

therapies. Long-term coordination of care between specialists
such as endocrinologists, neurosurgeons, otolaryngologists,
radiation oncologists, and ophthalmologists is often necessary.
While a multidisciplinary team approach to healthcare delivery
has been associated with improved patient outcomes, increased
patient satisfaction,2 improved resource utilization,3 and
decreased mortality,4 this type of complex care pathway can
be challenging for patients to navigate and has the potential
for inefficiencies, and increased morbidity due to a lack of
proper communication and increased risk for human error.5,6
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“Multidisciplinary” care has been said to utilize the skills and
experiences of individuals from different disciplines, with each
discipline approaching the patient from their own perspective,7 but
the contribution of the patients in directing their care pathway is
often overlooked. In a 2001 report, the Institute of Medicine
included patient-centeredness as one of the six core aims for
healthcare.8 Recently, the province of Ontario launched the Min-
ister’s Patient and Family Advisory Council, a formal advisory
body that provides advice and recommendations to the Minister of
Health and Long-Term Care on matters relating to patients,
families, caregivers, and health system priorities. This group
released a “Patient Declaration of Values for Ontario”, which
issues several statements regarding patient involvement including
the expectation that patients will be recognized as part of the care
team and that patients “expect a health care culture that values the
experiences of patients, families and caregivers and incorporates
this knowledge into policy, planning and decision making”.9

Patient-centered care is a goal that is widely adopted but is
often only realized on an individual patient level as shared
decision-making during medical encounters. Integrating a
patient-directed approach in the development of quality initia-
tives may be a means of ensuring the goals and outcomes that are
meaningful for patients are incorporated into programs. There is
increasing recognition of the benefits of patients co-designing
healthcare such as identifying care gaps, areas for improvement,
defining how services should be provided and educational infor-
mation development and dissemination.10

A review of the care of PA care management at our institution
revealed some inconsistencies in the care process and opportu-
nities for improvement. We describe a patient-led quality
improvement initiative to improve and streamline care of patients
with PA undergoing surgery at our center via the implementation
of a multidisciplinary PA care pathway.

STUDY DESIGN AND METHODS

Study Setting and Participants

The Ottawa Hospital (TOH) is multi-campus academic teach-
ing hospital located in Ottawa, Ontario and serves a catchment
area of 1.3 million people. Over 100 patients are seen annually in
the multidisciplinary pituitary clinic and over 30 pituitary sur-
geries are performed.

We conducted a retrospective chart review on patients with
PA before and after quality improvement intervention. Patients
were identified based on billing codes of consultations performed
by Endocrinologists and by review of the database of new
referrals gathered by administrative staff at the multidisciplinary
pituitary clinic.

This study was conducted in accordance with The Ottawa
Health Science Network Research Ethics Board’s regulations for
quality improvement projects. Funding for this project was
provided by the University of Ottawa, Department of Medicine
Patient Quality and Safety Grant.

Intervention Development and Implementation

A multidisciplinary committee consisting of key stakeholders
in Endocrinology and Metabolism, Neurosurgery, and Nursing
was convened to review the current state of pituitary care and
review literature for best practices. A patient advisory committee

was established to understand the patient experience and
patient-identified areas in need of improvement. Eleven advi-
sors participated: 9 patients and 2 spouses, 6 of whom were
male. The ages ranged from 36 to 65 years and the patients were
a median of 14.1 months (range 4–30) out from surgery. Five of
the patients had required multiple surgeries and seven of them
were receiving hormone replacement post-operatively. Partici-
pants in the advisory committee were identified via purposeful
sampling. Inclusion criteria for the advisory committee were
adult patients with PA who underwent surgery, PA surgery
within the past 2 years, clinically well enough, and cognitively
able to participate. Consent and confidentiality forms were
signed by the participants. Experience-based design, originally
developed by the National Institute of Health, was used to guide
the process. The approach captures the experiences of those
involved in healthcare services looking at the care and emo-
tional journey people experience.11 The session consisted of
open-ended questions to gain patient perspectives on key areas
of the patient journey.

The members of the patient advisory committee identified
“touchpoints” – experiences that resulted in very strong positive
or negative feelings along with the following themes: clinic flow,
treatment journey, and partnerships/level of patient/family
involvement in planning and decision-making. Despite the het-
erogeneous patient journey, the advisory committee identified
five improvement themes:

1) Integration of care: Enhancement of system navigation and
communication between team members in the peri-
operative period.

2) Timely access to information: Improvement of access to
information to prepare patients and family members better.

3) Support strategies: Development of strategies to meet
emotional and supportive care needs such as group learn-
ing and peer support activities.

4) Individualized plan: Establishment of a process for under-
taking comprehensive needs assessment and developing a
patient-specific plan of care.

5) Minimize follow-ups: Identify opportunities to use tech-
nology and enhance visit coordination to minimize the
number of follow-ups.

In response to the five areas of need identified by the patient
advisory committee, several changes were implemented. A cen-
tral triage process to streamline access to the appropriate care for
patients was developed (Figure 1). It included criteria for urgency
and referral to the joint Endocrinology and Neurosurgery pitui-
tary clinic (Multidisciplinary Clinic). Our center already had a
Multidisciplinary Clinic, but access was limited as it was held
only once per month. The frequency of the clinic was increased to
every second week to address themes 1, 4, and 5.

To address the needs for timely access to information and
peer support (themes 2 and 3) the following strategies were
undertaken: development of a patient-information booklet, crea-
tion of semi-annual patient information night, and vetted and
endorsed web-based patient educational material.12 The patient
information night included presentations from healthcare profes-
sionals describing the anticipated patient journey, videos of
surgical processes, and patients sharing their experience.
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These particular changes were chosen mainly due to their low
cost, feasibility, and potential impact. The centralized triage
criteria were implemented as it is low-cost and had the potential
to limit duplicate referrals (i.e. referral from Neurosurgery to
Endocrinology and vice versa), thus being cost-saving. Addition-
al clinic time was possible as the model and funding for the clinic
were already in place, all that was required was the securing of
additional personnel. This intervention was felt to have the
greatest potential impact on patient care as it doubled the
available clinic time allowing for a greater number of patients
to be assessed, potentially decreasing the wait time for assess-
ment. The creation of a patient booklet and review of existing
web-based information was chosen as it also required a one-time
low-cost intervention which could have long-term benefits for
patients through access to reliable healthcare information. The
education night was the most labor and cost-intensive interven-
tion it was pursued due to its potential patient impact, allowing
patients, and their families, access to the clinicians outside of the
exam room and also introduced future patients to those who had
already experienced the journey of care. This allowed for the
potential creation of support networks and data exchange.

Study Populations

All adult patients, >18 years of age, with newly diagnosed PA
during two time periods [March 1, 2012 to February 28, 2013
(pre-intervention) and July 1, 2016 to June 30, 2017 (post-
intervention)] were included in this study. The interventions
were implemented in May 2015. Cases involving other pituitary

lesions (e.g. Rathke’s cleft cyst) and repeat treatment for previ-
ously diagnosed lesions were excluded.

Outcome Measures

This was a pre- and post-intervention analysis. In each cohort,
data collected included patient demographics, the location of
initial assessment, the type and size of adenoma, imaging and
biochemical testing, wait times from diagnosis and referral to
assessment and surgical treatment (if indicated), surgical out-
comes for patients treated with surgery, time to follow-up
assessment, imaging, and biochemical testing and finally, com-
munication with other care providers.

Statistical Analysis

The normalcy of distribution of continuous data was assessed
with the Shapiro–Wilk test. Normally distributed variables were
expressed as a mean and compared with Student’s T-test. Non-
normally distributed data were expressed as a median and
compared with the Mann–Whitney U-test. Categorical data were
compared with Fisher’s exact test. A p-value of<0.05 was
considered statistically significant. All statistical analysis was
performed with the SPSS Statistics software.

RESULTS

Sixty-eight patients were identified in each of the pre-specified
time period. After exclusion, 34 patients were identified in the
pre-cohort and 35 in the post-cohort (Figure 2).

Figure 1: High-level desired end-stage process map for triage. 1° = Primary; ** = does not denote significance but indicates that cases
deemed as urgent are not triaged according to this process.

Figure 2: Flow diagram of patient identification.
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The patient demographics of the two populations were similar
(Table 1). There was no statistical difference between the type
(functioning vs. non-functioning) and size of the lesion. There
were no adrenocorticotropic hormone-secreting adenomas iden-
tified in either cohort. More patients were treated surgically in the
post-cohort, but the difference was not statistically significant
(p= 0.140). No patients were treated with radiation.

Process Outcomes

Our intervention resulted in a shift in the location of the first
assessment and a change in referral patterns. Post-intervention,
patients were primarily being assessed in the Multidisciplinary
Clinic vs. other clinics (community or academic center Endocri-
nology clinics, Neurosurgery clinics; 26% vs. 63%; p= 0.036). In
the Multidisciplinary Clinic, patients were assessed by Endocri-
nology and Neurosurgery simultaneously, and as a result, the
number of referrals from Neurosurgery to Endocrinology
decreased from 38% to 6% (p= 0.001). We concomitantly saw
an increase in the number of referrals from primary care providers
from 18% to 46% (p= 0.02). These data reflect the effectiveness
of the triaging process.

There was also improved communication with other care
providers, identified as the frequency with which consultation
letters were being copied to other physicians. Copies to primary
care providers increased from 70.6% to 100% (p< 0.001) and
copies to Neurosurgery went from 29.4% to 91.4% (p< 0.001).

Clinical Outcomes

There was a trend toward a decrease in wait times for the first
assessment following the intervention. None of the decreases
were statistically significant (Figure 3).

For the surgical cohort, there was also a trend toward a
decrease in wait time from diagnosis and referral to surgery
(median 90.5 vs. 76 days from diagnosis, 81 vs. 63 days from
referral); however, these changes were not statistically significant.

There was no difference between cohorts with respect to the
type of imaging modality used or biochemical work-up per-
formed. The number of post-treatment imaging scans increased
post-intervention (a median of 2 vs. 3, p= 0.003). The time to
follow-up imaging increased post-intervention for the medical
group (a median of 110.5 vs. 214.5 days, p= 0.061) and the
surgical group (a median of 105.5 vs. 124 days, p= 0.726).
However, this may have been a reflection of challenges accessing
imaging at our center at the time of the study.

Table 1: Demographics of study population

Characteristics Pre-cohort (n= 34) Post-cohort (n= 35) p-values

Age – Mean years ± SD 57.5± 18.7 55.6± 15.7 0.649

Male gender – n (%) 15 (44.1) 20 (57.1) 0.339

Type of lesion

Non-functioning – n (%) 24 (70.6) 28 (80.0) 0.412

Prolactinoma – n (%) 4 (11.8) 4 (11.4) 1.00

GH-secreting – n (%) 2 (5.9) 3 (6.6) 1.00

TSH-secreting – n (%) 1 (2.9) 0 0.493

Size of lesion

Microadenoma – n (%) 5 (14.7) 3 (8.6) 0.447

Macroadenoma – n (%) 28 (82.4) 29 (82.9) 1.00

Giant – n (%) 1 (2.9) 3 (8.6) 0.614

Treatment modality

Medical – n (%) 18 (52.9) 25 (71.4) 0.140

Surgical – n (%) 16 (47.1) 10 (28.6)

GH=growth hormone; TSH=thyrotropin secreting hormone.
Microadenoma <10 mm, macroadenoma 10–40 mm, giant adenoma >40 mm.

Figure 3: Median wait time, in days, from diagnosis and from referral to
the first assessment before and after intervention. ALL=total cohort;
Med=patients treated medically or with observation; Surg=patients
treated surgically. None of the changes were statistically significant
therefore
p-values not shown.
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Balancing Outcomes

The time to first follow-up increased post-intervention. In
the group who had undergone surgical treatment for PA, the
median number of days after surgery to reassessment by
Endocrinology went from 28 to 39 days (p = 0.263) and the
first follow-up imaging scan post-surgery lengthened from a
median of 105.5 to 124 days (p = 0.726). In the medically
treated group, the interval to first follow-up was not quantified,
but the time to first follow-up scan increased from 110.5 to
214.5 days (p = 0.061).

Patient Satisfaction with Patient Educational Materials

Formal evaluations were completed after the patient informa-
tion nights. Out of 70 patients surveyed, 63 patients (90%) rated
the evening as excellent or very good and 61/70 (87%) would
recommend the session to a friend. The education booklet was not
formally evaluated, but informal feedback was positive.

DISCUSSION

Our study was a pre- and post-analysis of a quality improve-
ment initiative in the care of PA in a Canadian tertiary care center.
To our knowledge, it is the first study to outline the success of a
patient-inspired quality improvement initiative to integrate care
for PA. The intervention involved expanding and streamlining
care delivered at a multidisciplinary pituitary clinic in response to
the patient-identified need for efficient and personalized care and
resulted in decreased wait times for the first assessment for
patients and better communication amongst treating services and
care providers. Based on our experience and preliminary data, we
would recommend this approach, but understand that there may
be limitations with regards to specialist availability, funding and
time.

The primary barriers to implementation were funding for
additional clinic time and physician availability. Our center is
sufficiently large that there are multiple neurosurgeons and
endocrinologists who were able to staff the clinic. In smaller
centers, where the number of available specialists is limited, this
approach may not be feasible. Although a cost analysis has not
been undertaken, it is anticipated that the implementation of a
Multidisciplinary Clinic may be in fact cost-saving for an insti-
tution as it eliminates the need for multiple visits to separate
specialists. It is postulated that multidisciplinary care should be
cost-effective, but it has to be offset by the cost of organizing,
administering, and attending it and research into this area has
shown mixed results with regards to cost-effectiveness.13 One
study used modeling to try and predict the cost-effectiveness of
multidisciplinary care in chronic kidney disease – they found that
multidisciplinary care was generally more cost-effective in
patients with more advanced disease, but those who had milder
disease stood to benefit more with regards to improvement in
their health with the intervention.14

While it is recognized that patient and public involvement in
quality improvement can be beneficial, documentation of
involvement is low.10 All the changes we implemented as part
of our quality improvement initiative were driven by our patient
advisory committee, comprised of patients and family members
who had undergone treatment for PA at our center. This is
directly in line with the Patient Declaration of Values for
Ontario.9

A study by Armstrong et al.15 evaluated patient and public
involvement in quality improvement for lung-cancer care at three
different levels: input from two relevant public charities, a patient
representative involved in regional meetings, and a patient
advisory group, like in our study. The authors note that all three
modes of patient involvement were beneficial and there may not
be a single best method for patient involvement. For example, as
their study involved lung-cancer care where most patients had a
terminal diagnosis, long-term patient involvement was not pos-
sible. They contrast this with an initiative in the chronic renal
disease where long-term and flexible patient-involvement was
successful. They stress that there is no “one-size fits all” model
for patient involvement in quality improvement and go on to
identify elements for successful patient involvement in any
model. These include clarity in the rationale for patient involve-
ment, identifying the right model for patient participation, having
clear roles for patients and meaningful contribution, achieved via
having patients present at the planning stage, and having clear
communication channels.

In our study, we chose a patient advisory group model for
patient involvement. This seemed a reasonable approach as our
goal was to have patient input in identifying gaps in care delivery
at the outset of our intervention. As explained by Armstrong
et al., in this case, the patients served as knowledge brokers,
bringing the patient experience to the clinicians, highlighting the
need for change, and identifying an area with the greatest need for
improvement, such as coordination of care and access to educa-
tional materials.15 In presenting our findings, our aim was not to
provide a recipe for patient involvement in quality improvement
but to highlight the feasibility of such a process and the potential
for a positive impact.

In response to demands for greater care efficiency, many
countries, and on a smaller-scale, centers, have opted for the
division of roles and tasks in healthcare delivery. This has been
achieved with decentralization and increased specialization. The
unforeseen consequence has been increased fragmentation of care
with the risk of patients not receiving holistic care and a lack of
coordination of various healthcare provider endeavors.16 Litera-
ture has repeatedly shown that multidisciplinary care can improve
clinical outcomes with reduced hospitalization, decreased mor-
tality, more consistent prescribing practices, and cost-savings to
the healthcare system, in both the outpatient and inpatient care
setting.4,17–21

In the care of PA, the first step in a patient’s journey is their
referral being sent and triaged. Our intervention included the
establishment of a centralized triaging process that directed all
referrals for a pituitary lesion for review and classification based
on whether patients would benefit from surgical assessment vs.
medical therapy. Potentially surgical cases were directed to the
Multidisciplinary Clinic, whereas medical cases (i.e. prolacti-
nomas) were first assessed in the outpatient Endocrinology
clinic. This process, combined with increased access to the
Multidisciplinary Clinic, possibly led to the observed decreases
in wait times, although it has to be noted that the observed
decrease could also be due to changes in practice over time.
Furthermore, the improvement in wait times was not statistically
significant, likely due to the small sample size. However, this
trend was consistent across all treatment groups. The greatest
decrease in wait time was observed for those patients being
directed to medical care.
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While healthcare practitioners understand that a longer wait
time is usually associated with lesser urgency, and thus severity,
of disease,22 patients do share this perception. Decreased wait
times are consistently associated with higher patient satisfac-
tion.23 Patients identified that receiving a diagnosis of PA was
associated with significant anxiety. The patients were told they
had “something growing in their brain” and often the diagnosis
was not explained. They had to wait until their consultation to
receive answers to their questions and reassurance. Any shorten-
ing of wait times is likely to improve outcomes and patient
satisfaction as it shortens the duration spent in doubt about the
diagnosis and prognosis.

The wait time from diagnosis to the first assessment is subject
to the length of time the primary care provider took to send the
referral and were out of our control. The wait time from referral to
the first assessment was directly impacted by the effectiveness of
the triage process and access to the Multidisciplinary Clinic. Prior
to intervention, this median wait time for the whole cohort was
23.5 days, and it decreased to 16 days after the intervention.
These wait times are comparable, or even shorter than might be
expected. A report by Jaakkimainen et al.24 demonstrated that in
2013 in Canada, the median wait time from referral by a primary
care provider to consultation with a specialist was 33 days for
General Surgery, 43 days for Urology, 60 days for ENT, 39 days
for Cardiology and 57 days for Rheumatology, for example. We
also surveyed other major Canadian centers that treat PA and
received responses from six of them, indicating that their wait
times are in general in the order of “weeks to months”
(unpublished).

Another change that we observed post-intervention was the
location of the first assessment for PA care. There was a shift
toward patients being primarily assessed in the Multidisciplinary
Clinic. Although we did not quantify the number of visits, this
likely represents fewer visits to the hospital as there is no longer a
need for separate assessments and cross-referral between Endocri-
nology and Neurosurgery. This was also observed in the referral
pattern with fewer referrals coming from Neurosurgery. This
change is the result of the change in triage, but more importantly
by the increased availability of the Multidisciplinary Clinic.

In diseases such as PA, where multiple treatment modalities
supported by different specialists must work in concert, facili-
tating access to multiple specialties at once streamlines care.
Having Neurosurgeons and Endocrinologists present at the
same appointment allows the medical team and patient to create
and efficiently implement a personalized treatment plan. This
saves the patient time and hospital visits, promotes consistent
messaging, faster treatment decisions, decreases in duplicate
testing, and most importantly, increased confidence of the
patient in their care.25,26

Patients also desire a reputable and reliable source of informa-
tion outside of consultation with their healthcare provider to help
them understand and cope with their disease. This was clearly
identified by the advisory committee as a need for timely access to
information and support and addressed through increased access to
patient information and educational materials. The feedback that
has been received on these educational initiatives developed
(patient information evenings, web resources, and information
booklets) has been overwhelmingly positive.

While there many positive outcomes, there were also some
unanticipated outcomes. Post-intervention, more imaging scans

were completed. This is likely a reflection of a higher proportion
of patients undergoing surgery in the second cohort, which
would require pre-operative imaging for surgical planning, as
opposed to an actual change in the practice patterns of our
center.

We also observed a longer wait for follow-up imaging in the
post-intervention cohort, especially in the medically managed
patients. This, however, may reflect challenges with obtaining
imaging in our center that was occurring at the time of the
study. Also, there was a trend toward increased wait time for
the first follow-up after surgery. Our intervention appears to
have had a more profound impact on pre-operative assessment
and care.

The goal in sharing our experience, thus far, is to demonstrate
the success we have had with the Multidisciplinary Clinic
approach to PA care, specifically, but more generally to provide
a template for other practitioners on how patient involvement
could be increased in quality improvement initiatives.

We have reached out to other Canadian centers with PA
programs to assess their approach and whether they employ a
multidisciplinary model. Our next goals are to streamline and
standardize the biochemical work-up for PA and to standardize
post-operative glucocorticoids use and we hope to draw on the
success of other centers. As previously noted, our center is
sufficiently large and we have multiple clinicians in the Endocri-
nology and Neurosurgery divisions that we foresee being having
sufficient staff to maintain our current approach for the foresee-
able future. Furthermore, even though the number of clinics was
doubled, the number of clinic visits for each patient has been
halved, effectively keeping the cost to the hospital neutral. Thus
far, our experience has been positive, and we would recommend
it to other centers, where possible.

LIMITATIONS

This is a single-center retrospective analysis. The small sample
size may have limited the statistical significance of our observations.
Pre- and post-intervention analysis is a weaker design for quality
improvement research and the observed changes (e.g. in wait times)
may be due to changes in practice patterns and not attributed to our
intervention. The selection of the patient advisory committee
depended on purposeful sampling and the patients who participated
may not be representative of the full patient population.

Six patients were excluded in the post-intervention analysis as
at the time when the data were collected, they had not yet
received their surgical treatment and thus data on follow-up were
unavailable. Even with their exclusion, the size of the pre- and
post-intervention cohorts was similar.

CONCLUSIONS

We demonstrated that a patient-inspired quality improvement
initiative in PA care with improved access to a Multidisciplinary
Clinic led to more streamlined assessments and may have
decreased wait times to treatment decisions. We also implemen-
ted several education and support projects, which have been
positively received by our patient population. In a time where the
concept of “patient-centered care” is moving beyond the individ-
ual patient–physician interaction, we demonstrated that patients
can be involved on a larger scale, impacting not just their own
health, but healthcare delivery overall.
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