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Abstract

Purpose — Value-based healthcare suggested using patient-reported information to complement the information
available in the medical records and administrative healthcare data to provide insights into patients’ perceptions
of satisfaction, experience and self-reported outcomes. However, little attention has been devoted to questions
about factors fostering the use of patient-reported information to create value at the system level.
Design/methodology/approach — Action research design is carried out to elicit possible triggers using the
case of patient-reported experience and outcome data for breast cancer women along their clinical pathway in
the clinical breast network of Tuscany (Italy).

Findings — The case shows that communication and engagement of multi-stakeholder representation are
needed for making information actionable in a multi-level, multispecialty care pathway organized in a clinical
network; moreover, political and managerial support from higher level governance is a stimulus for
legitimizing the use for quality improvement. At the organizational level, an external facilitator disclosing and
discussing real-world uses of collected data is a trigger to link measures to action. Also, clinical champion(s) and
clear goals are key success factors. Nonetheless, resource munificent and dedicated information support tools
together with education and learning routines are enabling factors.

Originality/value — Current literature focuses on key factors that impact performance information use often
considering unidimensional performance and internal sources of information. The use of patient/user-reported
information is not yet well-studied especially in supporting quality improvement in multi-stakeholder
governance. The work appears relevant for the implications it carries, especially for policymakers and public
sector managers when confronting the gap in patient-reported measures for quality improvement.
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1. Patient-reported information in the healthcare domain

Delivering high-value health care is aspiration of most universally accessible health care
systems whereby the care provided should respond to both technical and allocative
prerogative (evidence based and cost effective) but also consider what patients and the
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population value most for their health in terms of experience, satisfaction, preferences and
self-reported outcomes (Expert Group on Health Systems Performance Assessment, 2016).

Activating patients and engaging with them is of paramount importance in service systems.
For example, patients can play an active role for self-management when having the knowledge,
skills and confidence to manage their health (Greene and Hibbard, 2012) or they can work with
their peers engaging in peer-influence, peer-support, peer-education groups (Pennucci ef al., 2022)
thus promoting high-value care. Moreover, patient involvement in healthcare can happen though
feedback reporting (Coulter, 2011). Listening to the voice of patients is relevant to support a
better understanding of features and characteristics that impact on service experience (which are
often interrelated with clinical quality) (Coulter, 2006; Anhang Price et al.,, 2014) and on outcome
of care (Black, 2013). The latest refer to instruments measuring the multidimensional concept of
patient-reported health gains where the evaluations include several social, environmental,
psychological and physical values (Bonomi et al, 2000) that support the assessment of changes in
health-related quality of life or well-being (hereby the terms are used interchangeably). Patient
feedbacks are also fundamental for understanding patients’ needs and preferences and indirectly
accounting for the collaboration dynamics among clinicians or organizations engaged in the care
pathways (Nuti et al, 2018). Indeed, much of the care provided occurs between different
professionals, units, organizations or setting of care thus collecting the people’s voices has also
the potential of assessing the collecting achievements and interconnections occurring along the
care pathways. Care pathways entail integrated, multidisciplinary and multi-specialist care and
when patients and caregivers move between care levels and settings, they can provide feedback
regarding the different services and professionals encountered, reducing the silo vision that
characterized performance measurement. Linking customer value and evaluation of inter-
organizational performance is a prominent approach (Coletta et al, 2021). In this view patient-
reported data can support both intra-agency and interagency collaborative performance
management (Choi and Moynihan, 2019) which is yet to be fully appreciated due to its
complexity. Indeed, when health care professionals and organizations become more and more
interdependent, moving towards various form of horizontal or network governance and cross-
boundary collaborative actions (Klijn, 2008) inclusion of innovative performance measurement
framework should be developed to grasp the effects of collaborations in the healthcare domain
(Vainieri et al,, 2020; Noto et al,2022).

For all these reasons, it is important to complement clinical and administrative data with
patients-reported information (Black et al, 2016) also to encourage the solving of wicked
problems that no single agency has complete responsibility for (Ferlie ef al, 2011). Stakeholder
theory suggests that performance evaluation should be based on a broader and more
balanced set of criteria, that include not only measures of input and process but also
stakeholders’ satisfaction and direct experience and outcome, or the “stakeholder perspective
on value” (Harrison and Wicks, 2013). The presence of multiple stakeholders in the healthcare
domain requires balancing competing stakeholders’ claims produced by professionals,
managers, policy makers, patients and the population therefore there is a need to work on
stakeholder salience, terms used in the literature to identify and prioritize stakeholder
demands (Mitchell et al, 1997). The claim around patient and person-centred care is well-
established in the healthcare literature and in practice, indeed when ranking stakeholder
salience patient’s value creation ranks high for the legitimacy and urgency that has received
over the last decade (Richards et al, 2013). Much attention has been paid to some basic themes
about patient-value that are now familiar in the literature, namely, how to measure patients
value (Epstein and Street, 2011) or the positive impact of collecting satisfaction and experience
measures on clinical outcomes, quality of life (QoL) and patient-doctor communication
(Glickman et al., 2010; Meterko et al,, 2010; Doyle et al,, 2013; Murante et al,, 2014).

Patient-reported information has been traditionally measured by collecting data about
people’s satisfaction with the quality and type of healthcare received or with the healthcare
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system in general. However, due to the subjective nature of satisfaction (patients’ individual
expectations influenced by their preferences during the use of healthcare services) more
objective measures have been proposed such as patient-reported experience (PRE) data
collected through instruments that provide the patient’s view on the delivery of services.
They are not a satisfaction score, they seek to elicit what occurred to patients while receiving
care, with respect to specific experiences, as well as in relation to what they have experienced
along their care pathway. Usually, patient experience can be studied in a wide range of ways,
encompassing both narrative studies and surveys (Ziebland et al, 2013). Another valuable
patient-reported information is patient-reported outcome (PRO) that typically address health-
related QoL including self-reported symptoms, the functional, emotional and psychosocial
status and well-being of patients (Snyder and Aaronson, 2009). The subjective assessment of
one’s QoL in the healthcare domain is supported by generic of disease specific scales which
provide assessment of the patient’s level of satisfaction with treatment, outcome and health
status.

As anticipated, a lot has been said about how to collect patient information and its
potential value, but little attention has been devoted to questions regarding what it means to
make use of the data collected to create value for the system, to improve care (Coulter ef al.,
2014; Flott et al., 2017). Studies applying continuous improvement strategies such as lean
thinking have to a little extent considered patient information to improve processes and
services to meet with users’ satisfaction (Alowad et al, 2021) but more often have focused
with on reducing the efficiency gap considering the view of professionals and staff working
inside the healthcare organization only (Robinson et al., 2012; Williamsson et al, 2016). Often
satisfaction reports among patients are used to validate the implemented solutions
afterwards (Al-Kaf et al, 2023) and the balancing between lean thinking and stakeholder
management has just received attention with the paper of Bader et al (Bader et al, 2020)
which concludes that a disconnection between lean thinking and demands of stakeholders
exists, thus reducing the value of decision making in the organizations.

This contribution aims at extending current research about factors (triggers) fostering
performance information use based on patient-reported data by introducing the case of the
systematic and continuous collection of PRO and PRE data for breast cancer women along
their clinical pathway in Tuscany region (Italy) (Ferre et al, 2021). The study explores the
combined use of both PRO and PRE measures that are systematically collected in a
longitudinal fashion and reported within a clinical managed network proving a new
perspective about the use of patient/user information to support changes in collaborative
governance regimes.

Breast cancer is the cancer with the highest incidence among women in all OECD
countries, and the second most common cause of cancer death among women. Conventional
clinical outcome measures, like survival or mortality rates, are useful but only partially depict
the burden caused by breast cancer. Indeed, the diagnostic and treatment for breast cancer
has several physical, emotional and social effects proving to be detrimental to the QoL of
many women. Also, the complexity and multidisciplinary nature of the care pathway propose
an interesting case where interactions with multiple professionals and services spanning
across organizations provide the ground to explore actionability of patient-reported
information in a multi-stakeholder and multi-level perspective.

The article is organized as follows: Section 2 provides the current state-of-the-art in
collection and use of patient-reported data in breast cancer care and summarize the
challenges and way forward. Section 3 describes the research method. Section 4 reviews the
main theoretical concepts supporting the study. Section 5 presents the study findings.
Finally, drawing on such findings, the following sections discusses the results, offers a
framework about possible triggers and provides managerial implications as well as the
limitations of the study.



2. The case of patient-reported data in breast cancer care

The performance of breast cancer has traditionally considered input and process indicators
following international clinical guidelines (EUSOMA, ESMO) which suggest evidence-based
qualitative and quantitative quality indicators used also to support the identification of
Breast Unit (BU) [1]. Performance indicators include volume of activity, surgery procedure,
post-surgery assistance and timeliness of medical therapy or radiotherapy beginning.
Moreover, national and European-level-based indicators monitoring the roll out of breast
screening program are well established. To a lesser extent performance information about the
whole care pathway have been developed. An example of multidimensional performance
system for cancer care is reported in the performance management system (PMS) of Tuscany
regional healthcare system [2] that adopts a patient-centred and inter-organizational
perspective in the assessment of care along the patient care journey (Nuti et al, 2018, 2017a, b).
More recently, to have a complete and integrated vision of the patients’ pathway, also PRO
and PRE data are jointly collected to support quality improvement strategy in cancer care
(Ferre et al., 2021; De Rosis et al., 2022).

PRO for breast cancer have been collected in Tuscany starting in 2016 with a first pilot
phase in the BU of the Teaching Hospital of Pisa, that collected pre-operative data in hospital
using the digital version of the BREAST-Q validated survey via tablet, with follow-up surveys
issued by email. Results from the preliminary study justified the scale-up to regional level (Ghilli
et al, 2020). At this point it was decided to additionally integrate PRE in the data collection. In
2018 clinicians were engaged via site visits about survey design and roll-out and the data
platform and web-based recruitment tool were developed. A one-year pilot study occurred in 7
out of the 14 BU of Tuscany, focusing on engagement with professionals and increasing BU
participation. In 2019, the survey was rolled out in all participating BUs with real-time
monitoring of results. This regional-based study was designed as a regional-based continuous
and routine collection of patient-reported information on breast cancer care, integrating
outcome and experience data. The study protocol is publicly available (Ferre ef al, 2021).

The use of PRO and/or PRE data for specific care paths is a routine that is progressively
getting widespread within healthcare systems and organizations, due to the ability of these
instruments to provide insights on patients’ perceptions about their health status (functional,
but also social and psychosocial aspects) during their care path and about their experience
and satisfaction with healthcare services. Breast cancer is one of the conditions where patient-
reported data have been extensively collected, as reported by recent reviews that synthesize
the diffusion of studies on this topic (Char et al,, 2021; Seth et al., 2021; OECD, 2021) and by the
existence of many PRO surveys validated at an international level (e.g. BREAST-Q, EORTC
QLQ BR-23). Despite this diffusion, research typically focuses its attention on the scores
about patients’ QoL or wellbeing, analysing their trends either comparing the outcomes for
different types of surgeries (Lagendijk et al, 2018; Cogliandro et al., 2022; Ghilli et al., 2023) or
studying the recovery of the same sample over time (Gjerset ef al, 2022; Nelson et al., 2022).
Although these contributions provide interesting insights in terms of benchmarking and
expectations about patients’ pre- and post-operative wellbeing, their significance at system
level is still limited, as they are primarily used for clinical study or for personalized medicine
when informing clinical decision (Ghilli et al, 2020). When exploring patient experience along
the care pathway, research is concerned around assessing breast cancer women experience of
care with specific services, such as chemotherapy or breast biopsy (Liu et al, 2021; Soo
et al,, 2019).

2.1 The use of patient data: challenges and way forward
Despite the numerous cases and studies reflecting the interest of various stakeholders to
consider strategic the person-centred care model, what patient value is still unsystematically
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measured and reported at system level (Rodriguez et al,, 2022). Difficulties are often attributed
to measurement challenges and a relative lack of trials that formally incorporate measures of
patient experience and outcome in quality improvement framework. It appears that patient-
centred care may be overshadowed by other aspects of quality such as efficacy and safety or
by individual or service-level barriers (OECD, 2019; Rodriguez et al, 2022; Nguyen et al., 2021).
Indeed, PMSs which inform health systems and their stakeholders about the quality
achieved, are multidimensional systems that hardly integrated patient-reported data thus
producing limited support for addressing the patient value and have impact on system’s
improvement, especially when PRO are measures (De Rosis ef al, 2022).

Challenges arise with respect to stakeholders’ engagement for data collection both
considering the need to have adequate response rates from patients and enrolment rate from
professionals, to goal alignment between the multiple uses of patient-reported information, a
problem of attributions of responsibility for outcome, as borders between the organisations
involved in the care pathway are often blurry thus creating ambiguity in accountability. In
addition, surveys used for the collection of PROs—which often use condition-specific
scales—require some specific knowledge for their interpretation. Also, there is the risk to
select to many items or scales which can cause information overload. On a more technical
side, there are measurement challenges, inadequate information technology infrastructure to
enable easy collection and use of patient-reported information and questions about the
sustainability of data collection to inform PMS.

These are some of the most recurrent challenges reported to have reduced or slow down
the adoption on a large scale of patient-reported data (Flott ef al, 2017; Lungu et al, 2020;
Stover et al, 2021; Glenwright et al., 2023) thus reducing the impact to small scale clinical
studies or representing formal fulfilments not contributing to improving efficiency,
effectiveness and accountability of organizations (Sharifi and Bovaird, 1995). Even when
patient-reported data for cancer care are collected on a large scale at international (OECD,
ICHOM), national level such as in the United Kingdom, the United States, Canada, the
Netherlands, Australia, Germany or Sweden, or regional level (e.g. Italy) there is a lag in the
use of such information as source of intelligence for improving quality of care and designing
actions by policymakers (OECD, 2021; Di Maio et al, 2022; Minvielle et al., 2022b). Health
policy purposes is still unusual, the reporting use are for accreditation or public reporting,
only to a small extent for performance-based payment initiatives (Minvielle et al, 2022b).

A meta-analysis of the literature confirms that measuring performance may not be enough
to improve it (Gerrish, 2016), while using performance measures may, under some conditions,
contribute to enhance it. Indeed, scholars have pointed out that performance measurement
adoption may rather be followed by poor implementation, resistance, manipulation
(Broadbent et al, 2001; De Lancer and Holzer, 2001; Moynihan et al, 2012), or limited use
of performance measures (Van Dooren ef al, 2015). Public management theory suggest that
performance needs to be incorporated into the management and policy system to be used
(Van Dooren et al., 2015). Incorporation means the intentionally importing data in documents
and procedures with the potential and purpose of using them. The purpose is to create the
possibility of including patient-related information in the discourse and ultimately in the
culture and the memory of professionals and organization similarly as the processes used for
incorporating traditional performance-related information based on input, process and
clinical outcome indicators. Tools and techniques can be used to anchor information in
procedures, documents and organizations, although different organizations can displace
different incorporation capacity, which makes it possible to use information functionally. The
capacity of anchoring instruments to institutionalized patient-reported information will
create condition for use. Examples can be incorporation in clinical health records for
monitoring patient health and well-being during treatment and follow-up, in annual patient-
based performance reports to professionals for whom feedback on their own delivered care



may facilitate tailoring treatment to different patient groups and to the context for process
improvements, in quality improvement plan as a foundation for quality improvement, or in
strategic planning to support the introduction of new models of care (e.g. digital health
solution), releasing capacity for the system, thus incentivizing best practice (Stover ef al,
2021; Minvielle et al., 2022a, b). So, there are different levels and degree of incorporation.
Incorporating patient information is necessary but not sufficient for using such information.
Indeed, simple formal compliance drives the development of this performance tools with
limited impact on practice.

There is more at the back to have patient-reported data used for system improvement;
there is a need for a “fit-for-purpose data infrastructure and for an accommodating and
motivating performance culture as superstructure” (Van Dooren ef al, 2015, p. 8). Using the
case of the Tuscany breast cancer patient, we explore the trigger for institutionalized the use
of patient-reported data in breast cancer care. The interest is in looking at patient-reported
information for internal use to improve system performance, so with an orientation to change.

3. Research method

The contribution is based on an action research design that aimed at discussing possible
triggers for the use of patient-reported data when a systematic collection is available for a
specific clinical pathway. Action research is a strategy for social research based on intense
interactions between researchers and stakeholders/experts/practitioners in a cyclical process
aiming at applying findings of the research to improve practical, real-world issues
(Denscombe, 2017). The cues of action research are the involvement with practitioners about
phenomena which actually matter to them and the intent to take action in the domain of study
(Eden and Huxham, 1996). In the first phase, researchers gathered input from several sources
on the topic of patient-report measurements, incorporation and use at system level, by
exploring peer-reviewed articles as well as books and grey literature. As a second step,
multidisciplinary professionals of the regional breast cancer network were involved by the
researchers in exploring the real applications (so the incorporation) of patient-reported
information into the real practice both as single professionals and as professionals forming a
clinical network so looking both at organizational and system level. This phase was
conducted during the monthly coordination meeting organized by the regional breast cancer
network in 2021 and 2022: one clinical professional for each of the 14 BUs in Tuscany takes
part in the meeting which are coordinated by a clinical leader. Clinical professionals included
are mainly senior clinicians with a leadership/managerial role within their BU. A process of
identification and discussion of incorporation tools and possible uses of patient-reported data
was conducted with professionals during these meetings in an unstructured way. The
discussion process was supported by PRE and PRO data collected in Tuscany for breast
cancer women with the aim of providing organizations and professionals with first-hand
information to be used to achieve improvement along the care pathway (Pennucci et al., 2019).
This is in line with the need to support changes in practice that characterizes action research
(Somekh, 1995).

4. Literature review

4.1 Scan of factors supporting performance information use in public sector

The first phase included a literature search about what are key factors that have repeatedly
shown a strong positive impact on performance information use in public management. In
short, the literature stress that there are successful factors at environmental, organizational
and individual level (Moynihan and Pandey, 2010; Taylor, 2011; Moynihan and Hawes, 2012;
Moynihan and Lavertu, 2012; Saliterer and Korac, 2013; Kroll, 2015; Zhang et al.,, 2016; Nitzl
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et al, 2019). Namely, at macro level stakeholder involvement and participation. At
organizational level linked to performance management measurement system maturity, trust
in the source of information, information availability, leadership role, support capacity,
ability to link measures to action. Other organizational determinants are an innovative
(organizational) culture, a unified organizational culture, goal orientation/clarity,
administrative flexibility. Finally, at individual level prosocial motivation, familiarity and
attitude towards performance management.

Public management literature often considers unidimensional performance and internal
source of information. The use of patient-reported or user reported information is not yet well-
studied. In addition, the interest is confined to single organization or homogeneous
independent organizations. This contribution considers the actionability of information from
a multi-stakeholder and multi-level public organization perspective: the perspective of a
clinical network thus building also on collaborative governance. Scholars interested in
collaborative governance have stressed the importance of understanding the collaborative
nature and measuring the collaborative endeavours thus developing framework or matrix for
collaborative performance management (McGuire, 2006; Klijn ef al, 2010; Emerson and
Nabatchi, 2015; Cepiku, 2017). Collaborative performance management is a process that help
to formalize mechanisms to share goals even among cross-border actors and consequently is
a way to enhance accountability both for performance management and collaboration (Choi
and Moynihan, 2019). Such arrangements call for the development of performance
measurement following an integrated and holistic performance systems-based framework
with multiple data sources, including collection of primary data from survey, interviews or
focus group, in addition to archival data (Emerson and Nabatchi, 2015) thus supporting the
collection of effectiveness of outcomes information both from the judgement of the
participating organizations but also from the final recipient/user of the service (Vainieri
et al, 2020).

4.2 Clinical network in cancer care
The organizational model for breast cancer management in Italy focuses on the development
of an integrated territory-hospital network, which is organized according to specific
diagnosis and treatment services (Ministry of Health, 2014), and the institution of BUs. BU
entails a multidisciplinary team approach with clinical coordinator, dedicated radiologist and
imaging equipment, dedicated breast surgeon guaranteeing a minimum caseload, often
integrated with local services for the delivery of decentralized services including
chemotherapy and supportive services to ensure homogenous level of assistance across
the territory. There are different organizational models supporting intra and inter-
organizational and multi-professional work required in cancer care, often resulting in the
development of clinical network. The clinical network configuration has gained prominence
as an innovative organizational model for coordinating services across pre-existing vertical
or functional boundaries to become more “joined up” (Pettigrew and Fenton, 2000; Addicott
et al., 2006), by leveraging collaboration instead of market or quasi-market mechanisms.
Different forms of clinical cancer network exist in Italy from simple links between
professionals to managed care network where collaboration is based on organizational
routines, or other more structured models based on the sharing of practices and path
assistance management tools with the introduction of the clinical paths for taking charge of
patients and therefore the overall management in a multidisciplinary perspective (Tozzi and
Lega, 2009).

The breast clinical network coordinates the nodes that deal with the treatment of breast
cancer with reference to the BUs. The regional breast cancer network in Tuscany [3] provides
coordination among the 14 BUs and is included in a multi-layer structure for cancer provision.



At the top the regional health administration plays an oversight role on the organization of
cancer delivery to ensure equity and high-quality care, then the regional Cancer Network is
the governing body for cancer care which provides cancer care strategic and scientific
directions and support appropriateness along the cancer journey. Within the Cancer Network
the Breast Network is included as a dedicated clinical network for breast cancer. The
leadership of the Breast Network is left to a clinical leader (breast surgeon or breast oncology)
and the BUs are linked by weak ties (Granovetter, 1973) even though BUs linked to the same
Local Health Authority are more goal-aligned, showing higher co-operative links.

5. Qualitative findings from the action research study

Transcripts of meetings have been analysed and coded with reference to the research
objectives. Coding was open and general, proceeding to the identification of categories using
the constant comparative method (Glaser, 1995). Categories were grouped together leading to
the identification of key themes. Data collection continued until saturation occurred. The
validity of the key categories was reviewed by showing the set of overriding themes to
professionals of the Tuscany breast clinical network. In the end, five main themes related to
recurrent challenges in the use of patient data in multi-stakeholder and multi-layer
organization emerged.

5.1 Overriding theme: goal setting

What is the purpose(s) of patient-reported data? There are multiple uses of patient-reported
information to tackle different needs and most often professionals are interested in the patient
feedback for clinical decisions, not the aggregate information for quality improvement. At
breast cancer network level, the interest is still around the clinical impact of treatment
decisions more than care pathway improvement especially for clinical professionals not
engaged in management practices. On the contrary, doctor-manger or hybrid professionals
have a two-fold—professional and managerial—role thus they are much engaged in
discourse around their unit or organization quality improvement but still under-recognize the
potential use for system improvement.

5.2 Quverriding theme: measurement challenges

How to make sense of the data and ensure they are reliable and valid? Scepticisms arise
around data provided in feedback collection, especially when professionals and staff have not
been trained in the method used in the collection. Even with training, understanding larger
surveys is complex and demands strict, time-consuming attention to details. Professionals
often raise concerns about issues of representativeness and bias in survey data collection.
Namely, the response rate and selection bias are often pointed out as limiting the validity of
data. In the case study, data is digitally collected thus increasing a possible digital divide
effect while response rate depends a lot on the clinical professionals in charge of enrolling
patients. A dual strategy to limit these challenges have been proposed over time: include a
performance target related to the annual enrolment rate to stir professionals to be inclusive
and increase representativeness and support patients in providing their feedback via
reminders.

5.3 Overriding theme: information overload

What to look at? Both PRO and PRE measures are routinely collected in Tuscany for breast
cancer women in four different time point, pre-operative and three follow up survey resulting
in almost 200 items each patient replies in one year time-frame. The amount of information
collected is huge and the longitudinal nature of data make data reporting challenging.
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Different reporting instruments have been developed: a real-time data platform which provide
each professional and health manager with the possibility to visualize aggregated responses
(both PRE item and PRO score) for the women they have enrolled. The digital platform allows
for punctual and longitudinal views and basic filters/selection. In addition, during the first year
of implementation the annual performance report was produced for single BU, then it has been
collated in a regional annual patient-based performance review which provides benchmarking
and trend results for significant care pathways including breast cancer. Despite the different
reporting instruments, it remains difficult for professionals to understand saliency in
interpreting data, which requires a multidisciplinary approach and ability to look outside their
organizational boundaries. Also, where to focus improvement requires some analytical skills
to clearly identify space for improvement and target setting which should consider
benchmarking performance, trend and variability (Vainieri et al, 2021).

5.4 Overriding theme: accountability

How responsibilities for outcomes along multi-setting and multi-provider care pathways can
be defined? There are still high professional boundaries along the breast cancer care path, for
instance mammography screening is often insufficiently integrated into breast centres
(Deandrea et al, 2022), which makes the definition of responsibility for outcomes (especially
not functional or clinical outcome but emotional outcome) difficult also when considering the
experience for the whole care path. Indeed, PRO and PRE can be considered core elements of
the performance both of a public service in general of the different healthcare organisations
providing the services along the pathway and of the single healthcare professional
responsible of the diagnosis, surgery, prescription and so on (De Rosis et al, 2022).
Accountability to the broader network is important but can produce tensions when
performance collaboration and agency performance are not aligned or have different priority
(Choi and Moynihan, 2019) especially when the formal accountability dynamics continue to
focus managers primarily on agency goals as in Tuscany where the multidimensional PMS is
still built around organizational performance (Vainieri et al, 2023) even if an inter-
organizational perspective in the assessment of care along the patient care journey for cancer
care has been introduced (Nuti ef al, 2018, 2017a, b).

5.5 Quverriding theme: actionability

Who can support changes/transformations in the care pathway? The actionable nature of
quality indicators reflects the ability to move from a measurement-based assessment
approach to an improvement approach. Even if PRE turn out to be more exploitable than the
PRO data (Zhang et al., 2018; De Rosis et al.,, 2022), in most cases, the transformation of a
measure into improvement actions represents a challenge. The Tuscany breast cancer
network is organized in a regional clinical network, that is characterized by
interdependencies, complexity and continuous change (ie. network instability). The
network is included in a multi-layer structure with the regional health administration, the
Cancer Network, the hospitals and Local Health Authorities, the BUs, the clinical leaders and
patients. It has developed within the broader regional Cancer Network and is governed by a
clinical leader. It should have a “goal-directed” mission, but goals are too many and attention
is often limited to clinical aspects. It is multi-professionals where health administrators,
clinical professionals with specific health competencies (oncologist, surgeon, etc.) should
interact with each other. However, the clinical network is loosely managed, scares resources
available and not all stakeholders are represented in the clinical network coordination
meeting (traditionally medical oncologist or surgeon, no radiologist, pathologist, psycho-
oncologist, breast nurse, nutritionist, nor patient representatives) making changes happening
across discipline and across organization difficult.



6. Discussion, implications and limitations

The qualitative observation allows the identification of significant triggers for the
actionability and use of patient-reported data for quality improvement in a multi-level,
multi-stakeholder and inter-organizational care path. Figure 1 summarized the factors for
successful use at macro- and meso level based on the action research conducted in Tuscany.

Namely, at meso level the case suggests that there is a need for communication and
engagement of stakeholders, professionals in the first place for PRO data collection, but multi-
stakeholder engagement and representation is needed for making information actionable in a
multi-level, multispecialty care pathway organized in a clinical network. Moreover, political
and managerial support from higher level governance is a vital trigger for legitimizing the use
of patient-reported data for quality improvement. Support must be empowering rather than
directive, enabling people on the front line to innovate without fear of disincentives if things
do not turn out as expected. Collaborative governance literature supports the assumption
that investment in performance systems is positively associated with collaboration to achieve
intra and inter-organizational priority goals (Choi and Moynihan, 2019).

At the organizational level, an external facilitator (third party) disclosing results and
discussing real-world uses is patient data is deemed to provide support in the critical
interpretation and use of the information collected thus providing simple and actionable
solutions for quality improvements. Technical guidance also about the methodological
aspects is crucial to mediate the scepticism about survey results and enhance process
improvements. Overall, feedback collections must balance robust methods against a strategy
that will produce timely and easily digestible results (Flott et al.,, 2017).

Moreover, literature already reports that dedicated champions have positive influence on
changes (Coulter, 2012). In the case of breast cancer care a dynamic clinical champion that
convey trust about robustness and validity of PRO and PRE surveys to other peers and whose
focus is to enhance patients’ value is essential for driving change at the operational and system
level. In the Tuscany breast cancer network, which is characterized by infrequent interactions
(low structural link) non-coercive practices (trust building, reputation and closure) should be
favoured (Milward and Provan, 2003; Turrini ef al, 2010). In this case, a peer clinical champion
is favourable since top-down decisions (coercive practice) may be detrimental to achieve
mutual interests. In collaborative governance such as clinical network, also goal salience is a
key feature supporting inter-agency collaboration (Choi and Moynihan, 2019). To this end,
clear goals and standards on the use(s) of patient-reported data is key. Goal-setting theory has
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a long tradition (Latham et al, 1988; Erez et al,, 1985). Stakeholders should be committed to
shared goals, plus effective methods for communicating these at every level, help spread and
reinforce patient centred values and procedures. Of course, stakeholders expected positive
benefits deriving from the collection of such data, so expectations should be constructed to
allow a balance trade-off between professional and system-level expectations.

On a technical side, also the availability of information tool(s) supporting the
incorporation of this data for different purposes was reported to be a trigger for the
effective use of such information. There is a preference to use data for monitoring activities
and services provided during the care pathway, to a lesser extent to suggest hospital or
system-based improvements. In the future PRO can become an instrument to aid
communication about patient’s health in multidisciplinary teams and can provide evidence
of patients’ expectations/needs when discussing service innovation with the regional breast
cancer network. Another trigger of a strategic approach to improving patient’s experience
and outcomes is the adequate resourcing (e.g. time and human resources) for more refined
understating of patient-data at organizational level and for systems that help improve care—
for example, introducing new appointment and scheduling systems, improving access
arrangement, enhancing clarity of discharge information, developing programs for earlier
rehabilitation and so on.

Many of the key findings are intuitive but still relevant to document. For example, the
health systems should invest in diffuse the desire to learn from other peers in terms of
possible actions to promote. To the extent that such information is also available across
professionals and/or organizations benchmarking, and bench learning could be used to
upgrade systems to specific standards, to adjust standards or even to adjust systems
constantly as learning how to learn. Education and learning routine to stimulate a culture
around patient-related indicators is a key element support knowledge and trigger use.

The present study does not come out without limitations due to its explorative nature. First,
the present research refers to a specific context where patient-reported information has received
attention over time at regional level and within the healthcare organization in charge of the
management and delivery of inpatient care. Tuscany region has a long tradition is monitoring
and assessing patient value including traditional satisfaction and experience measures and
outcome-reported information (De Rosis et al, 2020). The context where the application and
discussion took place is mature thus can limits its generalizability to context where the culture
around patient-reported information is not well established or the collection of data is not
systematic thus the purpose of information use is (probably) a mere conformance use (e.g. for
accreditation purposes) or are used within clinical studies. Second limitation, the case for cancer
care and the organization around a clinical network is quite specific both for the sensibility
around patient-reported inform in cancer care which is quite established and the organizational
model. There are different clinical network models possible (vertically integrated, hub and
spoke, managed clinical networks) thus the implications found should be carefully transfer to
other disciplines and organizational models. Third limitation, the perspective gathered focuses
on clinical managers (senior clinicians with a managerial role in the BU) but no patient
representatives, other health professionals (e.g. nurses) or regional healthcare manager have
been involved, thus limiting the views. Finally, in the current study patient-reported data
cannot be linked to other quality indicators like patient safety and clinical effectiveness thus
restricting the potential use, for example to understand of how patients’ experience is linked to
clinical outcomes and service administration.

7. Conclusion
Measuring and leveraging on patient-reported performance information to stir health
systems toward high-quality care becomes crucial in the era of value-based healthcare.



Patient’s information can be used on a large scale within PMSs as a foundation for quality Patient-
improvement, supporting providers to identify areas in which they underperform, to improve d

X . ) ) N reporte
their performance accordingly and to push an increasing uptake of activities and enablers of ~ : S

; ; : information in
patient-centredness. It seems that measurement is necessary, but that change will not happen health
without some triggers including effective leadership, goal-clarity and cultural orientation. calthcare
This work is particularly relevant for the implications it carries, especially for policy-makers
and public sector managers when confronting with the gap in patient-reported measure use 33
(non-use of patient-reported data) for quality improvement. Discussion on possible
incorporation strategies of patient-reported data in mature performance tools is ongoing
(De Rosis et al., 2022). There are complexity issues on the implementation side, but also
important trade-offs in a multi-level and multi-professional context where the cultural
orientation towards patient-reported data is still in its early stages.

Notes

1. BU should be the clinical reference point for the management of the diagnostic and treatment phase
and indicators.

2. https://performance.santannapisa.it/pes/start/start.php

3. The Tuscany regional resolution 272/2014 envisaged the establishment of the network of Breast
Centers within the Tuscan oncological network, providing a Breast Center with a catchment area of
no less than 250,000-300,000 inhabitants.
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