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Abstract

In healthcare, the introduction of quality standards and
indicators to assess performance triggered the devel-
opment of multidimensional Performance Management
Systems (PMSs). The concept of performance in healthcare
has recently evolved and broadened its scope. One of the
current challenges of PMSs is measuring and integrating
the patient perspective into traditional measures. In the
regional healthcare system of Tuscany (Italy), a PMS has
been implemented and used since 2005. The PMS counts
on the systematic involvement of clinicians and managers.
Furthermore, the PMS also includes patients' perspective.
Moreover, Tuscany has recently implemented the first
regional permanent Patient-Reported Outcome and Expe-
rience Measures (PROMs and PREMs) Observatory in Italy.
This paper presents the results of an action research aimed
at analysing the integration of patient-reported outcome
and experience indicators into a consolidated PMS. The
study describes the process of identifying and discussing of
patient-reported indicators with practitioners and categoris-
ing findings into three domains: design of patient-reported
indicators, integration process into the PMS, and goal of

adoption of the patient-related indicators. The paper also
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describes facilitators, challenges, and lessons learnt with
respect to organisational, methodological, cultural, and
responsibility-linked factors. The study discusses the abil-
ity to agree on how to transform patient data, especially
PROMs, into effective performance indicators. The integra-
tion of patient-reported indicators into the PMS poses two
main challenges: one in terms of sustainability of the perfor-
mance system itself, and another regarding the attribution
of the responsibility for patient outcomes between care
settings and providers. This paper provides initial insights on
how the integration of patient-reported indicators can make
PMSs more inclusive and focussed on the patient-centred

perspective.

KEYWORDS
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Highlights

e A key challenge in the Performance Management Systems'
evolution is integrating the patient perspective.

o This action research provides insights from the process of actual
integration of patient-indicators into a consolidated Performance
Management System.

e The process of identification, discussion with practitioners, and
integration of patient-indicators is complex.

o Organisational, methodological, cultural, and responsibility-linked

determinants and lessons learnt are presented.

1 | INTRODUCTION: PERFORMANCE MANAGEMENT AND THE ROLE OF PATIENTS

Multidimensional Performance Management Systems (PMSs) are dominant in the public sector agenda as essen-
tial components for steering and controlling, as well as for learning and decision-making, or for simply monitor-
ing and accountability purposes.® In healthcare, PMSs have been greatly adopted and used for budget purposes at
their inception. They used to measure merely input and volumes of services' produced (output), and they focussed
mainly on relying on past performance and punishing loss in revenue, inefficiency, and under-productivity. Over time,
the evolution of the concept of performance in healthcare has determined an evolution of PMSs in response to a
wide range of weaknesses and unintended consequences occurring in different settings of care.>® This led to more
comprehensive performance systems aimed at considering of foremost importance health outcomes, incorporating
the multi-level (or multi-setting) and multi-stakeholder activities performed by healthcare organisations, following a

population perspective,*-¢ and including the users' voice.”
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The introduction of the patients' perspective into PMSs follows the evolution of healthcare performance linked
to value, where technical, allocative, personal, and societal value are key components to be measured and evalu-
ated for effective and high-quality healthcare systems.®-! To follow this conceptualisation of value-based healthcare
(VBHC), PMSs are expected to assess not only achievement of quality standards (technical value) and the correct
distribution of resources among subgroups to minimise inequity (allocative value), but also patient's preferences
(personal value) and the contribution of healthcare to social participation and connectedness (societal value).”

This broader definition of VBHC balances individual quality of care, patient experience, population health and
wellbeing outcomes with sustainability (financial, resource and environmental) and equity considerations. From the
VBHC perspective, the core aim of healthcare systems is to maximise patient health benefits and to improve care
experience. The latter can be achieved through the design and implementation of integrated care pathways, which
are also cost-effective and equitable in distributing resources according to needs and population subgroups. To this
end, the assessment of value should be incorporated in PMSs. Value can be assessed by comparing costs and patient
outcomes along the care pathway.'?'3 There are recent examples of patient perspective integrated into perfor-
mance systems, both as a dimension of performance, using indicators based on patient experience surveys’'4* and
patient-reported outcomes,’® and as a mechanism to present performance information following the main phases
of the patient care pathway.® However, current PMSs generally lack comprehensive measures able to reflect the
different values that come into play in determining performance; naturally, this depends also on different stakeholder
interests.'”1®

Embracing the value-based approach implies measuring the value produced for people, also from the people's
perspective, by considering what patients, citizens, and the society value most for their health in terms of experi-
ence, satisfaction, preferences, and self-reported outcomes. Engaging with patients is of foremost importance in
service systems where the patient often plays a co-design (patient consultation) and co-delivery role (for example,
peer-support groups) supporting the creation of public value.'?-%

Moreover, listening to the voice of patients is fundamental for accounting for the collaboration dynamics among
clinicians engaged in the care pathways. Care pathways entail multi-professional and multi-disciplinary collaboration.
Collaboration is often created informally through referral networks,>>2¢ or managed through virtual organisations
(e.g., clinical networks) based on the sharing of clinical management tools such as clinical guidelines and pathways.

Traditionally, PMSs were designed to account for a single organisation ('silos vision’) for which only results within
a specific area were reported and acted upon instead of focussing on the creation of value across the whole system
and for the entire population.”?¢ Putting the people's voices at the core of PMSs has also the potential of assessing
the collective achievements and interconnections occurring between the different parts of the care pathway. In fact,
patients move between care levels and settings, and can therefore provide feedback regarding the different services
and professionals encountered.

Notwithstanding the potential gains in including the patient's voice into PMSs, there are numerous challenges
in successfully incorporating patient-reported information into a PMS; these challenges may explain their current
rather limited use - despite the increased attention on collecting patient-reported data.'® This study aims at providing
a synthesis of the opportunities and challenges of the systematic inclusion of the patient's voice (or patient-reported
metrics) in PMSs. This is done by using the case study of a well-established multidimensional performance evaluation

system currently used by the regional healthcare system in Tuscany.

2 | METRICS TO COLLECT PATIENTS VOICE

Indicators generated by patient-reported data are increasingly adopted in measuring and monitoring quality. They
are often used alongside process and structure indicators in healthcare PMSs following the VBHC paradigm.
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 system in general. In the seminal work of Donabedian
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dealing with performance measurement in healthcare, patient satisfaction is reported as an outcome indicator of
quality of care.?” However, no globally accepted formulation of patient satisfaction and measurement system exists
yet - also due to the subjective nature of satisfaction.?®?? Satisfaction is influenced by patients' individual expecta-
tions as well as by their preferences during the use of healthcare services.'* Nonetheless, researchers have developed
several instruments to measure patient satisfaction, and satisfaction has become an endpoint in outcome research
and benchmarking of health services, and it is often used as an evaluation of the perceived quality of services.

To partially overcome the limits of patient satisfaction measures, patient experience measures has gained atten-
tion as one of the six pillars of healthcare quality, together with patient safety, clinical effectiveness, timely, efficient,
and equitable care.° Patient-reported experience measures (PREMs) are collected through instruments that provide
the patient's view on the delivery of services. They are not a satisfaction score, but on the contrary they seek to elicit
what actually 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. Experience scales are designed and validated to minimise
the impact of patients' expectations and make measures objective. Thus, PREMs provide managers and clinicians
with specific information on what ‘does and does not work’ from the perspective of their patients.'* Patient expe-
rience questionnaires can be used to measure the experience of patients with the same service (i.e., hospital stay)
delivered by different providers for different health conditions in different phases of the care pathway. They are not
disease-specific; therefore, they can be widely and transversely used across patient subgroups, healthcare organ-
isations, and systems. PREMs are being increasingly used within quality improvement in relation to care delivery,
even if some barriers persist with respect to an effective use of data.®>*? Since PREMs refer to service-provision in
the patients' perspective, they provide key performance measures about the process (how the service is provided
in the patients' perspective), and about the outcomes (to what extent is care patient-centred). The definition of
patient-centredness refers to activities that can be measured by using PREMs, such as patient involvement, emotional
support, and informative support.®®

Another valuable patient-reported information are patient-reported outcomes (PROs) that typically addresses
self-reported symptoms, and the functional and emotional status. While PREMs can be collected referring to a single
service, patient-reported outcome measures (PROMs) are usually administered longitudinally at different points in
time to evaluate outcomes trends. A number of validated and standard PROs surveys are available. They collect the
patients' point of view on the outcomes of care pathways or conditions such as cancer or elective surgery, or measure
the general health status and well-being of patients suffering from different health conditions.®* While generic instru-
ments for measuring quality of life can be extensively proposed, one of the characteristics of PROMs is that they are
disease-specific, often implying a limited number of eligible patients. The number of respondents generally decreases
over time, due to the longitudinal nature of these surveys. Although they were originally developed to measure
health outcomes in the context of clinical trials or cost-effectiveness studies, since the early 2000s the systematic
use of PROMs in clinical practice has been increasingly proposed to promote value-based patient-centred care and,
along with PREMs, as a quality evaluation measure for healthcare services.®® Moreover, healthcare systems can use
PROs data to compare the outcomes of different providers, or to estimate health outcomes and cost-effectiveness
of interventions and treatments.

The joint collection of PREMs and PROMs for measuring and evaluating the results of the care delivery, especially
along care pathways, although appearing promising in literature, is rarely observed in practice.®® There is evidence
that patients' experience is associated with several variables, including clinical safety, outcomes (both clinical and
patient-reported), and cost.®”

The link between PROMs and PREMs suggest that their parallel improvement can lead to higher quality of
care.®8

In addition, looking at outcomes from the patients' perspective and recognising the relevance of patients' expe-
rience with care is key for adopting and deploying the patient-centred approach in practice.'”%

Patient-reported information can be used on a large scale within PMSs as a foundation for quality improvement,
supporting providers to identify areas in which they underperform - and to improve their performance accordingly.
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The paper provides suggestions on opportunities and challenges for the development, implementation, and system-
atic use of patient-reported information in PMSs by relying on the experience of the multidimensional performance
evaluation system (PES) established in 2005 in Tuscany. The ltalian National Health System is a decentralised system
that follows a Beveridge model, financed mainly by general taxation, and based on the principle of universal cover-
age. Tuscany is a large region in central Italy comprising three local health authorities, four teaching hospitals, and
26 health districts, which oversee the organisation and delivery of public health care and prevention, primary care,
outpatient/walk-in care as well as hospital services and long-term care.

The Tuscan PES was implemented in 2005 as a decision support tool at both the regional and the local manage-
ment level and was based on a specific willingness of the Regional Health Councillor. It was intended to measure
the quality of services and their capacity to meet citizens' needs, to achieve better health and quality of life, and
to preserve financial equilibrium.3’ The PES was developed by professionals from the health authorities and the
Regional Administration with the support and guidance of a group of researchers based within a public university in
Tuscany, that currently runs the PES.

The Tuscan PES measures and evaluates multiple health care performance dimensions of public health care
organisations, from financial viability to quality and patient satisfaction, through a systematic and publicly disclosed
benchmarking of data.*®*! The PES is designed to allow a user-friendly and practical reporting system based on a
dartboard with the identification and inclusion of performance targets/trends.

To date, the system includes 70 composite indicators and about 700 simple indicators which measure the perfor-
mance of each health care organisation. The measured dimensions include population's health status, capacity to
timely pursue regional strategies, clinical performance, efficiency and financial performance, patient satisfaction, and
staff satisfaction.*? Indicators are calculated yearly for each public health organisation by using anonymised adminis-
trative data. Each indicator is benchmarked considering international or national and local standards, and it is evaluated
by using five coloured bands (best performance is dark green while worst performance corresponds to red). As a result,
for each evaluated indicator, five different levels define the performance of each health organisation, from worst to
best on a scale from O (worst) to 5 (best). The performance information allows intra- and inter-organisational compari-
son, and therefore it eases the identification of unwarranted variation and of performance improvement actions.

The Tuscan PES is dynamic - it allows updates and the development of new indicators and settings of evaluation.
Clinical professionals, managers, and regional policy makers are involved in the proposal of new indicators, sugges-
tions for measurement, and interpretation.

Some patient-reported indicators have been included into the Tuscan PES since its establishment.
Patient-reported indicators were used mainly to measure quality of care, with the goal to make care more
patient-centred. Patient-reported indicators initially included in the PES assessed performance in terms of general
satisfaction (i.e., overall assessment of the care assistance received), patients' experience with some dimensions of
care (i.e., evaluation of team working between doctors and nurses), and specific domains of care (i.e., access, waiting
time, pain management, patient-doctor relation, patient-nurse relation, communication between patients, families
and healthcare providers, ward condition and discharge). Some risk-adjustment at individual and organisation level
were applied to allow comparison (age, gender, perceived health status, previous care experience and type of health
organisation).*-4

Starting from 2017, the PES has gone under a revision regarding the collection and use of patient-reported
data.’7¢ A permanent and digital observatory on patient experience and outcomes measures was established. Its
aim is to include all eligible patients in giving feedback on services and their health status and quality of life over
time (census-like surveys). The healthcare organisations of the Tuscan regional healthcare system, as well as of other
regional systems or single organisations, have progressively adhered to the Observatory. PREMs and PROMs surveys
within the Observatory have different extensions in terms of number of healthcare organisations and professionals

involved, and reference patient populations as well.
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The PREMs survey currently regards the experience with hospitalisation. 28 hospitals in Tuscany joined the
Observatory. Patients discharged from an ordinary hospital stay are the reference population. Each patient is informed
during the hospital stay that she can take part to the survey; after the discharge, a personal invitation to an online
questionnaire is sent by email or SMS; while the patient is filling in the questionnaire, data are digitally collected and
reported real-time to healthcare organisations.'” The magnitude of the PREMs survey, in terms of number of hospi-
tals, units, professionals and patients involved, is large, as reported in De Rosis and colleagues.’ In 2020, the number
of involved units of Tuscan hospitals in the PREMs survey was 433 out of 699; eligible patients, meant as the number
of patients discharged alive by the involved units, were more than 245,000 (https:/performance.santannapisa.it/pes/
start/start.php). The PREMs questionnaire on hospital stay includes questions related to aspects that are relevant to
patients,’**” and namely: access to care (i.e. reasons for choosing a specific provider, waiting time for access); inform-
ative support from healthcare professionals to patients; patient involvement (i.e. shared decision-making between
patient and healthcare professionals); coordination and teamworking (i.e. between doctors and nurses); comfort of
the environment (i.e. ward hygiene and silence); pain management; and emotional support and relational aspects (i.e.
respect and dignity of the person; anxiety and fear management). The questionnaire and the kind of patient-reported
information collected are described in-depth by De Rosis and colleagues.’”

The PROMSs survey in the Observatory encompasses different surveys targeted to specific groups of patients:
those suffering from cancer, specific chronic conditions, as well as patients undergoing hip or knee replacement
surgery.“8=°0 For this reason, PROMs surveys are carried on by involving single clinicians instead of whole hospitals.
Clinicians are those who take care of patients involved in the specific care pathways, and these patients are the
reference population for the data collection. Currently, 49 clinicians are actively involved in the PROMs surveys. In
the surgical pathways, each clinician, or her relative surgical unit, is responsible for informing and enrolling patients
before surgery; after the enrolment, the patient receives a personal invitation to the online questionnaire by email
or SMS; since PROMs are longitudinal surveys, patients receive different invitations over time; while the patient fills
in the questionnaire, data are digitally collected and reported real-time to healthcare professionals. In this paper,
the focus on PROMs will be on orthopaedic and breast cancer surveys because of their well-established use both in
Tuscany and internationally, and according to their advancements in terms of integration inside the Tuscan PES.*¢4?
The patient-reported information collected includes specific scores of health outcomes (i.e., functional status,
relational wellbeing, mental health), and are computed and reported also in terms of health gain or loss over time.
The questionnaires and the kind of patient-related information collected are in-depth described in De Rosis and
colleagues*® and Ferré and colleagues.*

Over time, the tools for collecting and reporting patient-reported measures evolved following the growth
of health information technologies that provide today unprecedented opportunities to systematically collect
patient-reported surveys across the whole targeted population.” All surveys within the Observatory are web-based,
and data are reported real-time in aggregated form to clinicians and managers. This allows the prompt use of infor-
mation. The available data includes raw PREMs data on hospitalisation and crude scores of PROMs, and raw PREMs
covering experiences throughout the care pathway and services. The transition from periodic, sample-based surveys
to continuous and systematic surveys is aimed at making patient-reported data available for developing performance
indicators and for supporting improving actions as well.*® Moreover, the availability of real-time updated data from
the Observatory allows managers and professionals to monitor both the progress (i.e., how much it is extended,
how many patients are involved) and the outcome of surveys (i.e., how patients are evaluating their experience or
outcome).

The systematic collection and reporting of patient-reported experience/outcome at system level aims at encour-
aging the use of measures across the full pathway of patients' care, consistently with the fact that the systematic
inclusion of the patients' voice in PMSs is considered relevant to VBHC.8-1°

Consequently, the identification and agreement on new measures of the patients' voice is a key step forward
towards a multi-stakeholder PMS.
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This paper is based on an action research design aiming at reviewing challenges and opportunities that emerged
when designing the systematic integration of patient-reported measures into the Tuscan PES. 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.”" In the first phase, researchers gathered input from several sources on the topic of patient-report meas-
ures, design, implementation, and use, by exploring peer-reviewed articles as well as books and grey literature.
As a second step, practitioners and managers were involved by the researchers in workshops to design, imple-
ment, and discuss the results of patient-reported measures, and to reach an agreement for the integration of
patient-reported indicators within the Tuscan PES—while not forgetting the role of these measures for quality
improvement actions. Several workshops have taken place periodically in the 2018-2021 period. The following
table (Table 1) reports the meetings that were organised to define and integrate patient-reported indicators into
the PES.

A process of identification and discussion of patient-reported indicators for performance evaluation was
conducted with practitioners during the workshops. The discussion process was aimed at providing professionals
with resources that they could use to improve practice by using patient-centred information included in the PMS.
This is aligned with the need to support changes in practice—one of the main features of action research.®? Two
kinds of indicators were proposed and discussed, namely process and outcome indicators based on both PREMs
and PROMs. As reported by Noto and colleagues,* in performance measurement and evaluation, process metrics are
one of the pillars due to their capacity of measuring outputs, and their importance in the efficiency and productivity
perspective; at the same time, outcome measures have increasingly gained relevance for organisational performance
evaluation and management in healthcare and to ensure the application of VBHC principles.

A comparative analysis has been conducted to highlight similarities and differences among the process of devel-
opment and introduction of indicators based on patient-reported outcomes and experience measures within the
Tuscan PES.

The analysis of the clinicians' feedback collected during the workshops focuses on three main aspects:

a) Design of the system in terms of indicators' definition in two perspectives:
i. Technical aspects
ii. Reporting aspects

b) Process of integration of patient-reported indicators into the PMS

c) Goals of patient-reported indicators

5 | RESULTS

Two kinds of indicators were presented and discussed by researchers and practitioners, and analysed to understand

how they could be useful for performance evaluation:

TABLE 1 Number of meetings conducted to discuss the introduction of patient indicators inside the PMS and
total number of participants to this process

Number of workshops Mean number of participants Total number of participants
PROMs 3 17 27
PREMs 21 45 945

Overall 24 62 972
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process indicators - related to the survey roll out and aimed at monitoring survey extension as well as patients'
response to the survey;

outcome indicators - related to the specific patients' evaluations of experience (PREMs) with care and health
outcomes (PROMs).

Process indicators collect, on the one side, the level of reach (hereafter extension) of the surveys and, on the other
side, the response rate by patients. The first aims at monitoring and evaluating the engagement of clinicians in collect-
ing the patients' perspective. The extension of the survey measures both the managerial commitment in the initiative
- since the engagement of units or professionals in enrolling patients depends also on the willingness of the manage-
ment and on the importance given to the collection of patient-reported data by the management - and the level of
engagement of single practitioners to the initiative, the agreement on its goals and potential outcomes, including
changing the practice according to patient-reported indicators. Previous research on organisational climate surveys
showed that indicators measuring clinicians' participation to the survey (i.e., the response rate) is a proxy measure of
organisational commitment, since evidence suggests that organisations with best performance are often those that
invest more on professional engagement.>®

The process indicator on patients' participation to the surveys are proxies of their level of involvement in the
process of contributing to performance evaluation, or co-assessment process.*® Public participation in surveys can
have different determinants.”® One of the key levers is the role that professionals play in informing patients and
presenting the survey. This depends on their trust and attitude towards patient-centredness. Indicators of patient
participation and extensions of the survey are a good proxy of both patients' involvement in this co-assessment initi-
ative and of the potential impact of the initiative.

Outcome indicators aim at measuring results in terms of patients' feedback on care quality. Outcome indi-
cators derived from patient experience surveys measure the experience of care in several standard care dimen-
sions. #1746 Qutcome indicators include a few indicators of satisfaction with care, such as a general evaluation
of the care received and the willingness to recommend the ward.’” Outcome indicators from the PRO survey
regard the final outcome of care, and consist of the health condition and wellbeing of patients.>®>°> Since PROs
use disease-specific questionnaires, indicators are specific for healthcare pathways (i.e. orthopaedic and breast
cancer). Moreover, each disease-specific PRO questionnaire can provide a global score or several scores meas-
uring different dimensions such as health, well-being, and psycho-social status. In the latter case, the selection
of the most informative PRO score for the creation of indicators can be a complex process. The process can be
informed by both literature (i.e., most used indicators in other systems) and clinical practice (i.e., most useful
indicators).

Table 2 includes the list of indicators that were proposed to practitioners and managers, with the last column
indicating their eventual inclusion in the PES. Currently, only a part of patient-reported measures is integrated in the
Tuscan PES. The discussion with professionals led to the introduction of 23 indicators, namely:

17 indicators from PREMs proposed by the researchers, with some indicators listed that were also computed as
sub-indicators for specific healthcare professional groups (i.e., doctors, nurses, physical therapist, health-social care
workers);

6 indicators from PROMs, all declined for single care pathway. The orthopaedic PROMs questionnaire provides
one single score; the breast cancer PROMs questionnaire provides different scores for the different dimensions of
outcome. In this latter case, one specific score has been selected for the integration within the PMS, since it is the

most commonly used at the international level, and is more relevant at the regional level.

During the workshops, participants discussed about the introduction of patient-reported measures into the PES.
Table 3 reports a classification and summary of topics, with some quotes, around the three dimensions: indicators
design, process of indicators' introduction, and goals of the indicators' integration into the PES.
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TABLE 2 List of patient-reported indicators which could be included into the Tuscan PES

Measures
PREMs Process
PREMs QOutcome

PROMs (per each Process

pathway)

PROMs Orthopaedic
surgery

Type of indicator

Qutcome (OXFORD
Hip/Knee survey)

What is it measuring

Managerial
commitment

Professionals
and patients'
participation

Emotional support

Informative support

Physical environment

Technical and
competence
aspects

Satisfaction

Professionals
and patients'
participation

Indicator name

Extension rate (n. of invited
patients/total patients in
population)

Participation rate (n. of
respondent patients/n. of
invited patients)

Experience of being respected as
a human being?

Healthcare professionals talking
in front of the patient as s/he
was not present

Fear and anxiety management by
healthcare professionals

Kindness of welcoming in the
ward

Clear answers by healthcare
professionals

Communication with caregivers
Involvement of patients

Clearness of information at
discharge about education
and self-management

Clearness of information
at discharge about
pharmacological treatments

Quietness of the ward
Cleanliness of the ward

Pain management by the
healthcare professionals

Teamwork between clinicians
and nurses

Overall evaluation
Willingness to recommend

Enrolment rate

Response rate at baseline (first
questionnaire)

Percentage of patients who
reported an improved
outcome 6 months after the
surgical procedure

WILEY——

Integration
into the
PMS

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes
Yes
Yes

Yes

Yes
Yes
Yes

Yes

Yes
Yes
Yes

Yes

No

(Continues)
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TABLE 2 (Continued)

Integration
into the
Measures Type of indicator What is it measuring  Indicator name PMS
Percentage of patients who No

reported an improved
outcome 12 months after the
surgical procedure

Health gain index 6 months after No
the surgical procedure

Health gain index 12 months No
after the surgical procedure
PROMs Breast cancer Outcome (BREAST-Q Satisfaction with breast 3 and No
survey) 12 months after breast

reconstruction

Psychosocial well-being 3 and No
12 months after breast
reconstruction

Physical well-being 3 and No
12 months after breast
reconstruction

Satisfaction with care 3 and No
12 months after breast
reconstruction

6 | FACILITATORS

The findings from the action research, supported by observations collected during the workshops and by concrete
integration of patient-indicators within the PES, showed that PREMs indicators are more acceptable than PROMs
ones. Previous national and international experiences were a key reference for professionals, as they were aware
of the importance of having the patients' point of view in the PESs. Professionals are used to handling patient
satisfaction and experience indicators, since these measures have been being collected, reported, and evaluated
within the Tuscan PES for years. This made the integration of patient experience indicators highly acceptable.
Moreover, PREMs seemed more acceptable to practitioners since they are generally measures of processes of
care, referring to a specific service. PREMs indicators appear to healthcare professionals as less close to their
core mission that is saving lives and caring for diseases. Experience measures within a performance evaluation
system can affect organisational models and processes within wards and units, but potentially cannot affect clin-
ical practice.

PROMs appear of great interest for professionals and managers, with positive reactions to the possibility of
having additional longitudinal and more granular data on outcomes reported directly by patients, which cannot
be measured in other ways. In fact, outcome measures already used by healthcare professionals are only those
computed from health administrative data, such as hospital readmission rates and reintervention rates, mortality
rates, and complications rates. Those hard endpoints are not able to catch the outcomes of care before a read-
mission or a reintervention. Conversely, PROMs provide information over time on the various aspects of the
patient's recovery of functionality, daily activities, specific health conditions and quality of life, and psychosocial

well-being.
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TABLE 3 List of topics that were discussed about the introduction of patient measures into the PES and
comparison between PREMs and PROMs.

Topic
Design

Previous international experiences

Previous national experiences

Managerial levers (i.e., targets link to
incentives)

PREMs

Professionals were aware of
international experiences of PREMs
use for computing indicators
of performance evaluation, in
healthcare systems that are either
similar to the Italian one (i.e., UK)
or very different (i.e., USA).

‘We can measure patient-centredness as
the UK’

Professionals were used to working
with patient-reported indicators
from satisfaction and experience
surveys. PMS in Tuscany includes
patient-reported measures since
the early 2000s.

‘While using patient-indicators,
we identified some problems
and implemented a process of
change with a specific training for
professionals’

Accreditation, targets, and
performance evaluation in Tuscany
include patient-reported measures
since the early 2000s.

‘We need PREMs for accrediting our
hospital’

However, currently targets and
incentives are only related to
process indicators.

‘We have first to push professionals to
increase the number of patients
participating into PREMs, in order
to provide them enough data on the
real-time updated web platform’

PROMs

Professionals were aware of
international experiences of
PROM s use for computing
indicators of performance
evaluation, particularly in the UK.

‘For research purpose, we already use
Oxford scales as a parameter to
evaluate individual patient recovery
or to compare different prostheses’

Computing patient-reported
indicators from PROMs was
totally new for professionals since
the only outcome measures used
in Italy and Tuscany are computed
by using administrative healthcare
data within the National Outcome
Programme (Programma
Nazionale Esiti - PNE).

Professionals tend to consider the
introduction of performance
targets linked to PROMs
more complicated. Indeed,
the responsibility of outcome
improvement is shared among
providers/professionals and
outcome improvement depends
on patients' expectations and
their prior health status.

Currently targets and incentives have
been included in some hospitals
only for process indicators.

(Continues)
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TABLE 3 (Continued)

Topic

Technical aspects

Reporting aspects

DE ROSIS €T AL

PREMs

Indicators are computed from
data collected with the same
questionnaire, including questions
related to the specific service
(i.e., hospital stay) that are valid in
every hospital. Process indicators
are computed using data from
the PREMs survey and the
consolidated administrative flow
on discharge (Scheda di Dimissione
Ospedaliera - SDO).

Outcome indicators of experience are
all standardised from 1 to 100.
The evaluation has been computed
on fixed levels of performance.
However, the methodology
of data collection is a concern
since it is not based on a random
representative sample.

‘Maybe only unsatisfied or very satisfied
patients respond’

The statistical techniques for
reporting data to the reference
population and risk-adjusting
them for comparison are not well
understood and accepted.

‘Yes, we have a lot of data, but can we
really compare our results with other
hospitals?’

PREMs on hospital stay are punctual,
relating to a single experience.
Both process and outcome data
are permanently collected and
reported real-time on a web
platform. Indicators from PREMs
are computed yearly, and refer
to all patients experiencing the
service the past year.

An inconsistency between crude data
reported real-time and the yearly
computed indicators produced
some concerns in terms of
actual possibilities of monitoring
the performance over time by
professionals and managers' staff.

PROMs

Data collection is based on the
fundamental role of professionals
in involving patients to take
part in the surveys. Therefore,
especially when reference
population is small for a care
pathway, it can be hard to reach
a minimum number of responses
to make analyses robust and
statistically significant.

‘We cannot read outcomes with this
response rate, since there could be
only respondents who are in a good
shape’

The use of a web-based survey
system is often claimed to be a
barrier by the professionals who
assist older populations.

‘You will not have any response from
our patients, they are not able to
browse the Internet’

The validity of using these measures
to assess outcomes is still
discussed by professionals in
terms of performance evaluation.

‘PROMs are perceptions of patients;
they cannot be used as an objective
measure of our performance’

PROM s are longitudinal surveys,
with at least three questionnaires
administered over time to each
patient (usually 12 months
follow up period). They are
systematically collected and
reported real-time on a web
platform. The interpretation of
scores over time is still a barrier
to use since not all scales have
a reference threshold to detect
significant changes.

Process indicators are calculated
yearly, and refer to patients
treated the past year.
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TABLE 3 (Continued)

Topic

Process

Discussion with professionals before

the indicators' uptake

Process of indicators' integration in
the PMS

PREMs

PREMs outcome indicators were
already present among indicators
for accreditation, evaluation,
incentives. Professionals already
knew them and found them
fitting with their informative and
managerial needs. Thus, they
did not ask for discussion on the
indicator computing.

‘Why should we change the indicators?
They have always worked fine’

A dialogue was opened only with
regard to minor exceptions on
numerators and denominators of
the PREMs process indicators.

‘We should exclude from the
denominator of the participation
rate children who were discharged
by the birth department, since the
respondents to the questionnaire
are the women discharged for the
delivery, already counted in the
denominator.

PREMs process indicators were
presented to middle managers and
professionals during management
control meetings. Targets to
be reached were shared and
discussed, for process indicators
only.

Some concerns emerged from
managers of specific units, such as
geriatric, psychiatry, medical care.

‘We cannot reach the same results in
terms of patient participation of the
other wards that have younger and
healthier patients.’

As anticipated, PREMs outcome
indicators were already known
to healthcare managers and
professionals. The process of
introduction of these indicators
into the PES was already addressed
in the past, while their confirmation
and communication were managed
through meetings with an early
sharing of raw results prior to the
indicators' integration within the
PES and their public disclosure.

WILEY—2

PROMs

PROM s process indicators were
included top-down with the
aim of pushing the enrolment of
patients by professionals. There
were no concerns about these
measures.

On the other side, PROMs outcome
indicators were proposed to
professionals during specific
workshops and were deeply
discussed to evaluate the
affordability of introducing them
into the Tuscan PMS and to reach
a shared decision on this.

PROM s process indicators were
presented to middle managers
and professionals during
management control meetings, as
the PREMs indicators.

PROMs outcome indicators were
presented and discussed to
professionals by researchers
during specific workshops, with
some concerns and doubts by
professionals.

‘We do not have enough data to
compute the indicators.’

‘How can we evaluate an improvement
of 5 points on a 48-long scale?
There is no clear reference on this
point.

(Continues)
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TABLE 3 (Continued)

Topic PREMs PROMs
Goals

The purpose of PREMs indicators is The purpose of PROMs indicators

to evaluate the process of services
and patient satisfaction. The
aggregation of these patient-
reported indicators can indicate
the degree of patient-centredness
of a healthcare organisation, at
various levels up to the ward or
micro level. The benchmarking and
the evaluation can help healthcare

is to evaluate the quality of life
and well-being of patients after
receiving a specific procedure
along a care pathway. They

can add longitudinal and

punctual information about

the consequences of receiving
specific care over time, not only at
‘the end of the story’.

organisations identify rooms for
improvements at the hospital,
organisation, or system level.
However, PREMs are mainly meant
as a support for the micro-level
quality improvement actions of
services and processes.

The aggregate use for benchmarking
providers is fundamental to
evaluate quality, effectiveness,
and efficiency of care from the
patient perspective, allowing also
to monitor intermediate outcomes
that are generally not measurable
from the administrative flows.

‘One year after they are all able to walk’

7 | BARRIERS AND CHALLENGES

The higher degree of acceptance of PREMs did not exclude them from several challenges.

In the Tuscan experience described in this action research, managerial levers such as targets and incentives are
only linked to PREMs process indicators, namely the extension and adhesion rate. The actual results of patient evalua-
tion on experience are not included into those managerial mechanisms that can really orient professionals' behaviours.

In fact, with regard to PREMs indicators of outcome, representativeness and benchmarking are key concerns of
managers and professionals. The new digital and permanent method of data collection and the related statistical tech-
niques to be used on raw data, such as weighting methodologies, risk-adjustments, multilevel models,'”#¢ are not fully
accepted yet, neither totally clear nor well understood by the potential users of this data. The credibility of the meth-
odological robustness is a key aspect to be considered: professionals must be convinced of the scientific soundness of
the method, especially when they are used to data collected with other methods, such as the sample-based surveys.

The skewed distribution of patient evaluation of experience is a critical aspect of evaluation and data use. Due to
skewness, positive assessments by patients have been translated into very negative indicators, with very negative evalu-
ations of hospitals that report a value under 80 on a scale from 1 to 100. The actual use and usability of this data is a key
issue. They can push healthcare organisations to be excellent in the patient perception of the experience with services,
which appeared relatively acceptable by professionals in a context of high pressure for performance results' achievement.
The discussion on the possibility of changing what is being measured or the way in which evaluation is applied to indica-
tors remained open. Another key challenge is the ability to use positive data to learn from excellence. With this regard,
patient-reported indicators of experience are usually more positive for hospitals with small volumes, and more negative
for hospitals with high volumes. This kind of data can be inconsistent with indicators on volumes, which generally show
a positive association between outcomes and high volumes of patients. These contradictory results can reflect the fact
that these indicators are measuring different dimensions of value (technical and personal dimensions).

Previous experience and known levers that allowed the introduction of PREMs measures into the PES were not
enough to promote the integration of PROMs indicators into the PES. Despite professionals mainly referred to the

English experience with PROMs adoption as a positive one, ignoring critics and criticisms emerged in the UK, there
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was a lower agreement on introducing patient-reported measures on the intermediate and final outcomes of the care
pathway. This was linked to both technical and methodological issues, for instance in terms of comparability with
other measures. Moreover, issues on the validity of data collection emerged regarding the sample size and potential
biases related to the digital divide effect in the older population. Some of the key issues that emerged during the
discussion with professionals about the PROMs indicators of outcome are (i) How to select the patient cohorts to
compute indicators; (i) How to adjust respondents' data considering the overall reference population and the multi-
level approach when adequate; (jiii) What is the minimum number of responses needed to compute the indicator, as
this is a critical aspect when there are small groups of eligible patients for a certain surgical procedure or condition;
(iv) How to ensure comparability among providers that care different populations in terms of volumes and charac-
teristics; (v) How to choose the PROMs score to be computed as indicator when the PROMs survey collect data on
multiple dimensions, so providing multiple scores. This is the case of breast cancer where the PRO survey selected,
BREAST-Q, provides from 4 up to 6 independent scores and no overall score summarises the health gains or losses
perceived by patients. The same researchers found it hard to evaluate the impact of different enrolment behaviours
on sample selection bias and on the computation of patient-reported indicators.

Another key barrier is the real trust of some professionals in the patients' ability to correctly report their health
status and quality of life. This result is to some extent surprising, since PROMs have been usually integrated into
clinical studies to evaluate different treatments or drugs, so professionals should be familiar with and use this kind
of data within clinical trials and HTA studies. However, PROMs are less frequently utilised to monitor health status
of individual patients over time in a performance assessment perspective. As a consequence, professionals are more
sceptical about the introduction of outcome indicators from the patient's perspective as an information useful to
evaluate the performance. Moreover, some of the dimensions that are measured with PROMs seem to be not directly
affected by the professionals' activity. With this regard, PROMs indicators concern both the medium-term effects of
the healthcare care service (i.e., therapy effectiveness, recovery of functionality after surgery) and the longer-term
impacts of the healthcare care service (i.e., self-confidence, social well-being). Since PROMs are able to longitudinally
capture the value produced to patients along their journey across settings and providers, they are a measure of part
of the whole-life experience of the service user. For instance, a chronic patient is assisted by several services and
each of these steps contributes to her/his daily life with the disease. Patients' social and emotional health status are
fundamental to foster autonomy and active lifestyle and are impacted by the sum of professionals and services' inter-
ventions. Measuring this kind of long-term outcomes is interesting for professionals from a scientific point of view,
while their evaluation into a performance system appears problematic, especially in terms of long-term responsibility.

8 | DISCUSSION

In Tuscany, the established PES has shown that systematic benchmarking and public disclosure of multidimensional
performance data support a balanced and sustained improvement of healthcare, but only if they are integrated
with the regional governance mechanisms (e.g. targets and priority setting).*° The PES encompasses a systematic
involvement of clinicians and managers in an improvement process informed by the performance results, which
is fundamental to enhance performance.>® Professionals' involvement is a key step into the process of including
patient-reported indicators into a PES. However, the collaborative processes that characterised this research action
were also aimed at providing and sharing knowledge and skills with professionals, which are key elements for a
cultural change. Consequently, the topic of patient contribution to performance evaluation and management should
be systematically integrated into the standard and continuous training of healthcare professionals and managers,
as currently occurs in the mandatory executive managerial courses in Tuscany. The Tuscan PES allows for intra-
and inter-organisational comparison as well, which is fundamental for patient data interpretation and actual use.®!
The integration of patient-reported feedback with appropriateness and quality and safety indicators from admin-
istrative and clinical sources in a multi-dimensional performance evaluation system could enable a more effective

use of these data.®*2 In addition, by incorporating feedback on outcomes and experience with care in the PES,
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patients can effectively contribute to assessing the collaboration network? Of the different professions, provid-
ers and institutions involved along the care pathway, and to overcoming the silos-vision and fostering integration
and continuity of care.®”?744>’ The role of patients becomes not merely informative, but co-creative,>'” supporting
the enhancement of value creation in the system. This stakeholder-oriented approach implies a more collaborative
orientation of the healthcare system in including patients' feedback as an information source that is valid to evaluate
performance.®®47°¢ |n this sense, the integration of patient-reported indicators can make the PES more inclusive and
focussed on the patient-centred perspective. The Tuscan experience analysed in this work highlights the complexity
of integrating patient-reported indicators into a well-established PES.

In fact, effective inclusion of patient-reported indicators into established PESs needs to be supported both by
bottom-up processes to engage practitioners and by top-down actions that encourage and sustain the adoption of a
more people-centred perspective in performance evaluation and management. The integration of PES with regional
and organisational governance mechanisms (e.g. targets and priority setting) is key to drive professionals' behaviour
by communicating the vision and the related actions to be taken.*®

Firstly, the findings of this research suggest that computing and integrating patient-reported indicators into PESs
requires a process of sharing, discussion, and consensus with practitioners and managers. Their involvement is crucial
in reaching a shared definition of how to include patient-reported measures inside the PES and to foster their use in
quality improvement actions.'” According to the Tuscan experience, it seems that collaborating with faithful profes-
sionals can lead the others to accomplish more in including PROMs indicators alongside traditional indicators.>”
However, the findings of the Tuscan experience show that several efforts are needed to engage healthcare profes-
sionals in each phase, especially for the PROMs survey, and, nevertheless, the process seems to be not rapid nor
resolutive enough for the annual evaluation purpose of the PES.

Secondly, methodological issues emerged during the discussion of patient-reported indicators with profes-
sionals,. This challenging aspect is associated with the sustainability of the PMS, for instance in terms of number
of indicators, time and dimensions of evaluation, patients' cohorts to be considered, pathways to be covered by
patient surveys and indicators, global or specific scores to be computed as outcome indicators, and so on. These
findings have a twofold implication, practical and cultural. If managers and professionals do not trust the robustness
of the patient-reported indicators, doubts regarding the appropriateness to introduce outcome indicators reported
by patients in the PES can emerge. Even if they believe in these measures, it can be argued that the sustainability of
PES can be challenged by the integration of indicators for every dimension of experience or outcome, for all patients,
for all surgeries, and for all care pathways. In fact, practitioners proposed to reflect on what is valuable and useful
to measure. This is a challenge, especially with respect to disease-specific outcome indicators from PROMs. Their
condition-specificity implies, on the one hand, sustainability issues for the little sample size reachable, while on the
other hand, it comes with comparability concerns in a broader population perspective (i.e., comparison with outcome
indicators related to other conditions or pathways). With this respect, generic or condition-independent PROMs
could be more appropriate for performance evaluation, although not concretely actionable in quality improvement
process at the micro level, or for individual care purposes.'® A large portion of money is spent on people with multiple
conditions. Generic PROMs may also be more appropriate for measuring outcomes of patients with multiple health
conditions. Finally, practitioners wondered if patient-reported indicators are more able to change practice if integrated
into the PMS rather than outside. Further research is needed to understand how and when the call for patients' voice
inclusion in performance measurement and evaluation systems will be applicable, especially for PROMs indicators of
outcome. >0 However, avoiding to compute patient-reported indicators for the above mentioned challenges implies
the risk of ‘measuring the most easily measurable’ and not what is really valuable.®*

Thirdly, the greater complexity entailed by the integration of patient-reported indicators into the PMS concerns
the definition of responsibility for outcomes, as borders between the organisations involved in the care pathway are
often blurry. This has consequences also for accountability since multi-professionals and multi-setting actors are
involved in the care of the patient. Indeed, PROMs 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
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of the single healthcare professional responsible of the diagnosis, surgery, prescription, and so on.®”*% This makes it
challenging to define who is responsible for short, medium and long-term outcomes, and how to evaluate the inter-
action among actors providing services along and across pathways.

PREMs measures have been integrated easier into the Tuscan PES. The attribution of responsibility is easier
when the evaluation refers to punctual, concrete, and factual aspects of service delivery, in a short-term perspec-
tive. Experience measures are internationally used within performance evaluation and management systems with
benchmarking and public disclosure of data.®>-%> This aspect was also relevant for the acceptability of the PREMs
indicators' integration into the PES. On the PROMs side, few examples of systematic collection of patient-reported
data have been available.®® All professionals were aware of the previous key experience of PROMs integration into
the English PESs,®’-7! with systematic benchmarking and public disclosure of data,’? with a low awareness of the
criticisms emerged also in UK.'® Practitioners were familiar with the experience of international benchmarking of
patient-reported indicators promoted by the OECD.”° Despite this, the acceptability of integrating PROMs indicators
into the PES was much lower than the PREMs ones. However, we argue that among the facilitators of the PREMs
integration there was a narrow cultural vision of the practitioners on experience with care.

The fourth key aspect emerged in this action research is cultural. It seems that practitioners consider the eval-
uation of patients' perception of their experience with services further from their core mission (that is caring for
people) than the patients' perception of outcomes that are clinically, not only organisationally, produced by prac-
titioners. The experience and satisfaction measures are not perceived as associated with the key activities of the
healthcare professionals' work and only marginally to the deontological aspects of their job. Therefore, being a low
performer in patient experience indicators can be a critical but acceptable consequence of the evaluation. PREMs
indicators are generally meant as process and not as outcome measures. Thus, their evaluation by patients seems
to be more acceptable. This result can veil a cultural problem, which is a still narrowed vision of patient-centred
care. The definition of patient-centredness includes positive patient experience with care,*® and can be meant as
one of the outcomes of the care delivery that is strictly linked with the creation of personal value.>”’4 On the other
side, PROMs are perceived as closer to the main mission of providers: caring for people and improving their health
status. Muller®! reports that the experiences of performance evaluation systems most frequently cited as effective
are those more strictly linked to the deontological mission of clinicians. He wrote that ‘when we dig more deeply,
we find that the metrics matter because of the way they are embedded into a larger institutional culture’.®® In order
to make PESs work as positive change, they should be incorporated into the deontology of professionals, and PMSs'
metrics should be a support to the intrinsic motivation and the ethos of professionals (crowding in).”> Accordingly,
professionals perceive PROMs indicators of outcome as very relevant for their work and mission, mainly if used at
the individual level to improve quality and personalisation of care for individual patients. However, their systematic
use for evaluation purposes is not easily accepted by professionals. The main resistance is linked to the individual
professionals or units evaluation, since practitioners welcomed the integration of PROMs indicators of outcome
at Tuscan regional level within the OECD publication Health at a Glance,’”® which compares indicators of different
countries over time. Involving professionals in the PMSs' design and implementation is necessary but not enough.
Future research should investigate what are the key cultural, process, and managerial levers which can make possi-
ble a concrete, acceptable, useable, and actionable integration of PROMs measures of outcome into the PESs.

Using PROMs indicators for performance evaluation implies shifting from the individual-patient to the
population-based and value-based healthcare approaches.® Healthcare systems need to adopt and share a cultural
vision that embeds the population approach and the multi-stakeholder view into the institutional culture of profes-
sionals.! They must recognise how to ‘read’ PROMs in a wider view as opposed to the traditional use of these meas-
ures in clinical and cost-effectiveness contexts.’®**7¢ To do so, practitioners should recognise that PROMs can be
used to create not only personal value, but also allocative and social value as well.

Despite the few experiences of integration of patient-reported metrics into PESs, the systematic collection and
reporting of outcomes and experience in Tuscany and the initial integration of patient-reported indicators into the
Tuscan PES are a solid step forward that values the role of citizens in evaluating and managing healthcare performance.
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