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Summary

Today, quality of care is assessed by both healthcare professionals and patients

Measuring quality of care is a prerequisite for defining actions to be implemented and demonstrating
progress for the purposes of improving the service delivered to patients. This approach, which has long
been used by professionals to self-assess their practices, is enriched by the complementary vision of
patients.

Three types of measures are used to assess quality of care as perceived by patients, using different
tools: Patient-Reported Outcome Measures (PROMs) for care outcomes, Patient-Reported Experience
Measures (PREMSs) for the care experience and patient satisfaction questionnaires to assess meeting
of their expectations. Useful on an individual and collective level, patient-reported quality of care
measures are increasingly employed in routine clinical practice, but they are still relatively little known,
which justifies the publication of a series of clarifications on these new types of indicators by the HAS.

The growing number of initiatives in various countries demonstrates the benefits of these
measures and the value of rolling them out more widely

Based on research published in the literature and numerous illustrations, this report describes the
theoretical foundations and methodological approaches, accompanied by practical cases, as well as
the challenges relative to quality of care that could be met by proficiency in the use of these solutions.
In particular, the aim is to improve communication between patients and professionals, personalise
care and more effectively monitor patients' health. Hence, a large number of countries have already
adopted these types of measurement tools.

In a spirit of international comparison, the HAS examined the situation in 13 selected countries
(England, Wales, USA, Canada, Australia, New Zealand, Sweden, the Netherlands, Norway, Germany,
Denmark, Belgium and France). This panorama presents international experiences at various stages
of progress in terms of their deployment, uses and results, with France in an intermediate position.

The use of patient-reported quality measures in routine clinical practice can significantly im-
prove patient care

Various initiatives using patient-reported quality of care measures demonstrate improvements in terms
of quality of care, especially in routine clinical practice, with a direct impact on patients. These
improvements are facilitated by the standardisation of tools and the support of relays such as public
disclosure or quality-based funding.

PROMSs help patients to gain a clearer understanding of their disease/condition and their symptoms,
to identify their most important symptoms and to communicate them more effectively. By providing
patients and professionals with a shared vocabulary, PROMs facilitate communication.

PROMs help professionals discuss any care difficulties with patients. With the help of PROMs,
professionals are able to identify more symptoms or at an earlier stage, implement more effective
follow-up and propose more appropriate care, leading to very concrete and sometimes significant
clinical impacts, such as prolonging the life of patients or improving their quality of life.

PREMs, which are based on the analysis of patients' experiences, help healthcare professionals and
organisations improve on dimensions such as communication with patients, team responsiveness, pain
management or, more generally, patient preferences. They also enable care teams to engage in
approaches that improve the patient experience, such as coordination of care and teamwork.
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The public disclosure of patient-reported quality measures and their potential use for the payment for
care, such as bundled payment or pay for performance, provide incentives for healthcare providers to
improve their results.

However, facilitating the use of these measures by professionals and patients requires infor-
mation and support

Difficulties in overall perception - including confusion about the intrinsic objectives of each of these
three tools - and technical obstacles can sometimes hinder the use of patient-reported quality
measures in routine clinical practice, despite this being where they are most useful. Levers can be
implemented to overcome these obstacles and facilitate their use.

For patients and professionals alike, it is important to communicate the benefits of these measures,
particularly in terms of how they can meet their needs.

In order to help patients complete questionnaires, it is important to carefully choose questionnaires that
are easy to read and understand, also proposing a variety of methods of administration and the possi-
bility of assistance from a relative or a professional if necessary.

To help professionals adopt this method of collecting information from patients, it is necessary to de-
fine, by consensus, the instruments adapted to both their needs and those of patients, to offer them
training tools and decision-making support and to make the results available to them in a format ap-
propriate to patient care.

Aware of these issues, the HAS has decided to contribute to the promotion of these measures and is
developing a first set of actions to better inform and support professionals and patients.
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1. Introduction

1.1. Measuring quality of care to serve healthcare system players

Quality of care is crucially important for all healthcare system players. It is one of the five priority areas
of the strategy for transforming the French health system, in which quality of care is presented as the
“‘compass” that needs to guide health organisations (1).
Quality of care is defined as “the degree to which healthcare services for individuals and
populations increase the likelihood of desired outcomes and are consistent with current pro-
fessional knowledge” (2)".

Box 1. Dimensions of quality of care

Care systems can make improvements to each of the six identified dimensions of quality of care (2):

effectiveness, providing care that is based on scientific knowledge and that is relevant to the health needs of individ-
uals;

safety, providing care while avoiding any harm to the health of patients as far as possible;

timeliness/accessibility, providing the required care at the right time, within a reasonable period of time, delivered
by services located at reasonable geographic distances;

patient-centeredness/responsiveness, providing care that is respectful, taking into account individual patient pref-
erences and values;

efficiency, providing care making the best use of available resources;

equity, providing quality care for all, without any difference based on personal characteristics such as gender, ethnic-
ity, geographic location and economic status.

In practice, quality care is “the right care, at the right time, in the right place, for the right patient, at the
right cost” (4). To implement quality care, health professionals have several tools and methods at their
disposal: on the one hand, good practice guidelines and, on the other, tools for evaluating the quality
of care and monitoring its improvement, i.e. quality and safety indicators (see Box 2).

Box 2. Healthcare quality and safety indicators

Measuring the quality of care is a clear signal of its importance. In France, healthcare quality
and safety indicators are valid, reliable measurement tools. They are based on priority objectives
for public health and the organisation of care. For example, for care delivered within healthcare
facilities, these indicators concern pain management and the prevention of healthcare-associated
infections.

Quality of care is evaluated using three types of indicators: 1) structural indicators, assessing
the level of equipment and staff qualifications, for example; 2) process indicators, assessing
compliance of medical or care practices with medical knowledge and patient relationship rules;
and 3) outcome indicators, assessing the consequences of care on the health of an individual
or a population (5). These indicators are actioned to measure quality in various sectors, such as
hospital care and primary care.

Care pathway quality indicators concerning both the community and healthcare facility settings
have been developed as part of the healthcare system transformation strategy. Several chronic

' This definition of quality of care, proposed by the USA’s Institute of Medicine, is widely accepted internationally due to its flexibility
and adaptability to different contexts (3).
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condition care pathways are concerned, including the pathway for patients at risk of or with chronic
obstructive pulmonary disease (COPD) 2: this was the pilot pathway chosen to develop the
method for the definition of care pathway quality indicators (6).

The data sources used to produce quality and safety indicators have gradually diversified: since
2008, indicators have been derived from care facility questionnaires and patient records; since
2016, medico-administrative databases® and patient questionnaires have also been used as
sources.

Today, the HAS produces healthcare quality and safety indicators that enable inter-hospital com-
parison and public disclosure*. They may potentially be used in quality-based healthcare system
regulation schemes.

Quality of care is assessed from two different perspectives: that of healthcare professionals and that
of patients. Since each have their own perception of quality of care, these two perceptions are both
singular and complementary. They can be measured using quality of care indicators. Quality of care
indicators assessed by professionals have been being collected for longer (see Box 2). The more re-
cent patient-reported quality of care indicators highlight aspects of care that are important to healthcare
system users. The widespread implementation of patient-reported quality of care indicators is useful
for all players because it enables:
— users to participate more actively in their care, to be better informed, to have a more balanced
relationship with professionals and to judge the quality of care compared to their expectations;
— professionals to benefit from an aid to help improve their practices and an additional assessment
of their practices;
— public authorities to have access to an additional tool for steering health policy.

2 The other care pathway quality indicators concern the pathways of patients with chronic kidney disease, stable coronary heart
disease, stroke, obesity and breast cancer.

3 Several medico-administrative databases exist, including, in particular, the systéme nationale des données de santé (SNDS -
French National health data system), which will ultimately collate data from several databases, including the databases of the French
national health insurance system (SNIIRAM), hospitals (PMSI) and medical causes of death (CépiDC).

4 Healthcare quality and safety indicators are published on the Scope Santé website — https://www.scopesante.fr
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PROMs are good tools to facilitate the participation of users in the personal or collective improve-
ment of their care pathways.

They can also be a tool for health engagement, as developed by the HAS in its recommendation
of July 2020: “Supporting and encouraging user engagement in the social, medico-social and
health sectors®’.

The dynamics of engagement demand that patients do more than simply participate via the com-
pletion of a questionnaire. They require their involvement in the design of the collection tool, some-
thing that can easily be done in the context of the initiation of a specific PROM, for example.
However, if the tool already exists, in order to be considered a tool for user engagement in
accordance with the principles and values identified in the aforementioned recommendation, it
would be appropriate for patients - through their associations or through an ad hoc group set up
for such an approach, for example - to be involved in the implementation of this approach, its roll-
out drive, the analysis of its results and any corrective measures envisaged.

5 https://www.has-sante.fr/icms/p 3201812/fr/soutenir-et-encourager-l-engagement-des-usagers-dans-les-secteurs-social-medico-
social-et-sanitaire
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1.2. A gradual implementation of patient-reported quality measures

The measurement of patient-reported quality of care has been gaining momentum in numerous coun-
tries in the relatively recent past. Like other measures, it can be used to evaluate and improve the
quality of routine care and to assess the performance of healthcare providers and organisations, but
this requires routine and widespread measurement of patient-reported quality. This systematic meas-
urement of quality as perceived by patients is already in place in some countries.

1.2.1. A comparison of reinforced quality of care at country level

Countries that spend a lot on their health system are facing increasing pressures. This is primarily due
to the burden of chronic diseases and conditions, often lifestyle-related (e.g. smoking, alcohol, obesity)
and population ageing (7). These countries are therefore seeking to control their health spending. Re-
forms focus on measuring and improving the quality of care, the aim being to deliver care that is safer,
more effective and also more efficient (8).

Numerous quality of care indicators have been developed. They measure quality of care at different
levels: at the clinical practice level (e.g. individual, group), at the health facility level, and at the geo-
graphic level (e.g. regions, countries). At a country level, the comparison used to be confined to aggre-
gated measures rather than specific medical areas; for example, the health of countries' populations is
compared on the basis of mortality rates. The desire of countries to compare themselves on the basis
of more specific indicators relating to the quality of care led to the creation of the OECD Health Care
Quality Indicators (HCQI) project (8).

After an initial phase during which the main concepts and dimensions of healthcare performance were
defined (9), the HCQI project collected around 100 indicators, covering several topics (e.g. primary
care, acute care, mental health, patient safety, patient experience). As the number of indicators in-
creased and the methodology for collecting data for their calculation became more complex, one of the
challenges for the HCQI project was to prioritise the choice of indicators; this choice focused on the
indicators that were of most interest to decision-makers, i.e. indicators that had been shown to improve
the quality and outcome of care (10).

1.2.2. Patient-reported quality measures introduced into international
initiatives

In 2009, reforms aimed at making the use of resources more efficient or providing Value-Based Health
Care (VBHC) were proposed in the USA. The objective was to improve results (11), in relation to health
expenditure, focusing on access to care, patient preferences concerning their care and health out-
comes, and the importance of involving patients in shared medical decision-making (12, 13). To do
this, the first steps were to determine the health outcomes sought and then to measure them; a large
proportion of the recommended outcomes were patient-reported outcomes; the VBHC approach was
thus very closely linked to patient-reported outcomes (14). International initiatives have contributed to
this approach, in particular the ICHOM (15) and the PaRIS project (16).

Created in 2012, the International Consortium for Health Outcomes Measurement (ICHOM) proposes
to develop sets of disease-specific measures including valid outcome indicators for comparison. The
measures are selected using a consensus-based approach by multidisciplinary working groups com-
posed of international experts and patients. The measures recommended by the ICHOM are available
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for a list of diseases® (see Annexe 1). A collaborative process has been put in place between the
ICHOM and the OECD for studies concerning patient-reported quality measures.

In 2017, the health ministers of OECD member states declared that it was important to re-orient health
systems in order to improve knowledge and make care more people-centred’. Under the aegis of the
OECD, the Patient-Reported Indicators Survey (PaRIS) initiative has also been tasked with developing
comparative international indicators for patient-reported quality®. Guidelines have also been issued for
the implementation of patient-reported quality indicators in countries (16). It should be noted that this
willingness of countries to compare themselves in terms of care outcomes, and in particular patient-
reported care outcomes, is reflected in the 2018 name change of the HCQI project, now called HCQO
(Health Care Quality and Outcomes).

The OECD’s PaRIS project is developing indicators in two areas:

1. indiseases and conditions for which countries already measure patient-reported quality, in order
to accelerate the adoption of validated, standardised indicators that can be compared between
different countries. Working groups were set up from 2018 to discuss measurement instruments
and the definition of patient-reported care outcome indicators in three conditions: breast cancer,
hip and knee replacements and mental health. The first comparative results were published in
2019 (7);

2. in primary care, where the objective is to develop an international survey focusing on measuring
quality of care as perceived by patients being treated for one or more chronic diseases. This
survey aims to improve knowledge in the field of primary care where standardised information
between countries is still relatively unavailable (7).

The work being carried out as part of the ICHOM and the OECD’s PaRIS initiative is providing more
information about quality of care. It enables participating care providers® to compare themselves
against others. In addition to the impetus to encourage measurement given by these projects, they are
also driving the standardisation of the measures used'. They facilitate comparison, avoid fragmenta-
tion of effort and accelerate the adoption of patient-reported quality measures. Patient-reported quality
measures are very important in all respects; their implementation requires the commitment of several
players.

1.2.3. Patients, healthcare professionals and organisations involved in
promoting the deployment of patient-reported quality measures

The evaluation of quality of care by patients has historically been carried out in the context of clinical
research when new treatment strategies are tested. The impact of new treatment strategies on patients’
health is assessed via different measures: 1) biological and physiological variables, 2) symptoms, 3)
functioning, 4) patients’ perceptions of their health and their quality of life (17) (see Box 3).

8 https://www.ichom.org/standard-sets/

" Ministerial statement on health reforms, during the meeting of the ministers of the 35 OECD member countries and their counter-
parts in other countries — January 2017. www.oecd.org/fr/sante/ministerielle/declaration-ministerielle-2017.pdf.

8 https://www.oecd.org/health/paris/

9 Care providers include healthcare facilities (including hospitals and primary care structures) and healthcare professionals.

0 As part of the PaRIS project, working groups are organised by the OECD to develop outcome indicators for certain diseases or
conditions. These groups include international experts and patient representatives. Guidelines concerning patient-reported outcome
measures have been developed for hip and knee joint replacements. http://www.oecd.org/fr/sante/systemes-sante/ OECD-PaRIS-
hip-knee-data-collection-quidelines-fr-web.pdf
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Box 3. The concepts of quality of life and health-related quality of life

The World Health Organisation defines quality of life as “individuals’ perception of their position
in life in the context of the culture and value systems in which they live and in relation to their
goals, expectations, standards and concerns. It is a broad ranging concept affected in a complex
way by the person's physical health, psychological state, level of independence, social relation-
ships, personal beliefs and their relationship to salient features of their environment” (18).

Developed since the 1980s, Health Related Quality of Life (HRQoL ) is a multidimensional con-
cept encompassing the different assessable aspects of a patient’s life that can affect physical or
mental health; this includes physical and mental health perceptions and their correlates, including
health risks and conditions, functional status, social support, and socioeconomic status (19).

In addition to measuring the patient's health, assessment of quality of care by patients also concerns
their care experience. The care experience includes several dimensions. The dimensions studied par-
ticularly include those where improvements are expected, such as patients’ compliance with treatment
and consideration of patient preferences (20). Other dimensions, such as information and coordination
of care, are considered by patients as being dimensions of the care experience that could be improved
upon (21). In France, the priority dimensions of the patient experience have been defined by profes-
sionals and patients: they concern the quality of chronic disease pathways, early diagnosis, announce-
ment of the disease, patient involvement and long-term follow-up (1).

The evaluation of patient-reported outcomes, like the effectiveness and safety of care, is now well
established in the context of clinical research. It shows benefits, particularly in the field of oncology
(22), where recent clinical trials have demonstrated a link between the use of these measures in routine
clinical practice and improved patient survival (23, 24). These studies demonstrating positive impacts
support the interest of their widespread use in routine clinical practice.

To generalise the measurement of patient-reported quality, the involvement of all stakeholders is a
prerequisite. The role of patients is important since this measurement is only possible with their partic-
ipation. Similarly, the role of professionals is essential; these measures serve to give them additional
information to improve care; they could even contribute to improving the satisfaction of professionals
(25), but this will only be possible if professionals first have the intention, and then the means, to use
these measures, which are often new for them. Finally, organisations are impacted, since the collection
of these measures and their results may require adjustments to organisational processes and
practices. The implementation of patient-reported quality measures in routine clinical practice - poten-
tially beneficial on all levels - therefore requires collective participation.

The growing public interest in concepts such as quality of outcome and patient experience suggests
that it is useful to explicitly define these concepts and to clarify their challenges (chapter 2). The meas-
urement of care outcomes and patient experience quality is already implemented in clinical research
and is used in routine clinical practice to improve the quality and safety of care, in particular in initiatives
in other countries, which will be described in an international panorama, including France (chapter 3).
The main impacts of the use of these measures on the quality of care will then be described, as well
as the barriers and facilitators for their implementation in routine clinical practice (chapter 4).
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2. Quality of care as perceived by patients:
the different types of measures and their
challenges

Measuring the quality of care as perceived by patients includes three different approaches: 1) meas-
uring the care outcome, 2) measuring the care experience and 3) measuring satisfaction with care.

2.1. Patient-Reported Outcome Measures (PROMs)

The outcome as perceived by the patient is known as the Patient-Reported Outcome (PRO). This
covers “any report of the status of a patient’s health condition that comes directly from the patient,
(without interpretation of the patient’'s response by a clinician or anyone else)” (26, 27). There are
different types of patient-reported outcomes: symptoms experienced (e.g. pain, fatigue, anxiety), func-
tioning (e.g. washing, getting dressed, walking) and quality of life (see Box 3). These patient-reported
outcomes reflect patients’ vision of their disease and their treatments (20, 28).

2.1.1. Measuring patient-reported health outcomes

Instruments used to measure patient-reported outcomes (PROs) are known as Patient-Reported Out-
come Measures (PROMs). PROMs are questionnaires, accompanied by documentation specifying
information such as methods of administration scoring, analysis and interpretation. PROMs can be
used to obtain important information that is not collected using conventional clinical measurements.

PROMs can be administered in different ways: either via self-administered questionnaires by the pa-
tient; self-administration of the questionnaire is done on paper or on an electronic medium (e.g. com-
puter, mobile phone, tablet); or during interviews (e.g. patients are questioned and their answers are
entered by a professional during a face-to-face or telephone interview). If necessary, the patient's re-
sponses can be entered by a proxy such as a carer, relative or family member!".

PROMs can be collected at different times, enabling changes in the patient's health to be detected. To
use PROMs in clinical practice, it is necessary to: 1) collect PROMs on one or more occasions, 2) have
their results available at the right time. For example, to assess the efficacy of a surgical procedure, the
patient will be asked to respond to PROMs before and after the procedure; to monitor the health of a
patient with a chronic disease, the patient will be asked to respond to a PROM several times during
the course of the disease (31).

Numerous PROMs have been developed'?; there are thousands of them and their numbers are in-
creasing every day (32, 33). Depending on the type of population targeted by PROMs, these instru-
ments are described as either generic or specific.

2.1.2. Generic PROMs

Generic PROMSs are instruments measuring care outcome dimensions that are applicable in all clinical
situations. They can therefore be administered to all patient populations. In practice, the most widely

" Concerning possible differences according to the type of respondent, these are particularly observed in certain populations, such
as the elderly and people with disabilities, whose proxies tend to report more limitations (29). Patient-reported and proxy-reported
responses lead to similar results on average (30).

The 2 PROQOLID (Patient-Reported Outcome and Quality of Life Instruments Database) is a PROMs database. Mapi Research
Trust. https://eprovide.mapi-trust.org/
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used generic PROMs are PROMs measuring health-related quality of life. The 36-ltem Short Form
General Health Survey (SF-36) (34) and the EuroQol Group 5-Dimension Self-Reported Questionnaire
(EQ-5D) (35) are instruments that have long been used; other instruments are more recent, such as
the PROMIS-29 questionnaire derived from the Patient-Reported Outcomes Measurement Information
System (see Table 1).

Table 1. Examples of generic PROMs

Questionnaire Short Form (SF) EQ-5D PROMIS
Questionnaire version SF-36 SF-12 EQ-5D-3L, PROMIS-29 PROMIS-10
EQ-5D-5L GH
Measured outcome Health-related quality of life
Number of items 36 12 6 29 10
Administration time (minutes) 10 2 8 10-15 2
Adaptive questionnaire (minutes) - - - 2-3 -
French translation Yes Yes Yes Yes Yes
Reading difficulty Relatively Relatively Normal Relatively Relatively
easy easy easy easy
Number of dimensions 8 8 ) 7 5
Number of items: general health 6 1 1 - 1
Number of items: physical health — 2 1 1 8 2
symptoms
Number of items: physical health — 14 4 2 8 2
capacity
Number of items: mental health 12 5 1 8 2
Number of items: social health 2 1 1 4 2
Number of items: other - - - 1 1
Licence fees Applicable Applicable Applicable Free Free

SF-12: short version of the SF-36 questionnaire;
EQ-5D-3L and 5L: 3 and 5-level EQ-5D questionnaires;
PROMIS-10 GH: PROMIS-10 Global Health questionnaire

Source: adapted from Bryan et al (36)

Table 2. Example of questions from a generic PROM

The WHO-5 questionnaire (WHO well-being scale) is a short generic PROM that can be used in clinical practice as a screening
tool for depression in adults (37).

Over the past 2 weeks...: All of the Most of the More than Less than Some of the Atno time
time time half the time  half the time  time
— | have felt cheerful and in
O m] m] O m] m]
good spirits
— | have felt calm and re-
O m] m] O m] m]

laxed
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— | have felt active and vigor-

O [m] [m] O [m] [m]
ous
— | woke up feeling fresh and
O m] m] O m] m]
rested
— My daily life has been filled 5 . . 5 . .

with things that interest me
Source: WHO-5 questionnaire

Generic PROMs are used for making comparisons: between outcomes for the same individual, be-
tween outcomes for different patient and non-patient populations; over time and relative to reference
data. The results of these comparisons need to be interpreted with caution, however, due to certain
limitations (20):
— generic PROMs do not guarantee completely valid comparisons: comparisons are potentially
biased because the psychometric characteristics of generic PROMs may vary depending on the
groups analysed,

— generic PROMs may ignore some aspects that are important from the point of view of certain
patient subgroups, generic PROMs contain questions that may seem irrelevant to them, possi-
bly leading to missing or incorrect data;

— generic PROMs are not very sensitive for detecting specific problems; they therefore do not
enable the evolution of outcomes to be precisely monitored;

— the most commonly used generic PROMSs, such as the SF-36 and EQ-5D questionnaires, were
designed as “fixed” questionnaires. The latter are themselves adaptations of pre-existing ge-
neric instruments; however, they no longer evolve to take into account new issues or those
whose formulation changes over time.

In sum, generic PROMs have certain limitations that no longer encourage the development of this type
of questionnaire. They are increasingly giving way to new tools, such as item banks. Item banks can
have both generic and specific items, so they can be relevant to all patients.

2.1.3. Specific PROMs

Specific PROMs are instruments that measure outcomes that are important for particular target popu-
lations or particular outcome dimensions. These instruments focus either on a disease (e.g. depres-
sion, asthma, etc.), a group of patients (e.g. children, cancer patients, etc.), or an outcome dimension
(e.g. pain, mobility, etc.).

Specific PROMs are sensitive instruments™, i.e. they are able to precisely detect differences (e.g.
detection of a difference in outcome between two treatment strategies, monitoring of outcome over
time), which is one of the benefits of specific PROMs in terms of their use in clinical practice.

However, specific PROMs do not always enable comparisons to be made between the outcomes of
patients with different diseases, since the specific PROMs used may differ from one disease to another
(38). Where comparisons are possible, care should be taken to ensure that the following methodolog-
ical conditions are met'.

13 Specific PROMs are sensitive because they measure important dimensions of the outcome, hence the existence of different spe-
cific PROMs for different patient populations. Specific PROMs include questions that are relevant to the patients they target, and
therefore improve the acceptability of the questions (e.g. by increasing response rates and minimising missing data). To determine
important outcome dimensions, recommended questionnaire design methods include conducting interviews with patients, followed
by statistical analyses to ensure that the identified dimensions are measured comprehensively and consistently in the questionnaires.

4 New developments in scaling theory are in the process of being applied to enable this comparison; thus, comparison may become
possible provided that the specific instruments used measure the outcome based on the same statistical model (20).
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Table 3. Example of questions from a specific PROM

The KOOS-PS'5 questionnaire measures patients’ knee function by asking them the degree of difficulty they have
experienced when performing everyday activities.

The following questions concern what you are capable of doing.

For each of the following activities, please indicate the degree of difficulty you have experienced in the last eight days due
to your knee problem.

None Mild Moderate Severe Extreme
— Rising from bed 5 . 5 5 .
— Putting on socks/stockings 5 O 5 5 O
— Rising from sitting 5 . 5 5 .
— Bending to floor to pick up an object 5 . 5 5 .
— Twisting/pivoting on your injured - O - - O
knee

— Kneeling

O m] O O m]
— Squatting 5 . 5 5 .

Source: KOOS-PS questionnaire
Complementarity of generic and specific PROMs

Generic PROMs and specific PROMs are complementary instruments that present respective ad-
vantages (see Table 4. A few characteristics of generic and specific PROMs). It is useful to administer
them at the same time, as is usually the case in clinical research studies; this provides both a global
and an accurate vision of the patient's perceived health; the combination of generic and specific
PROMs is thus used to improve the quality of care (15, 39, 40).

Table 4. A few characteristics of generic and specific PROMs

Generic PROMs Specific PROMs
Population — Applicable to all populations (patients and — Applicable to specific patient groups (e.g.: pa-
non-patients) tients, care sectors)
B — General dimensions — Specific dimensions
— Questions potentially not very relevant for cer- — Questions relevant for the patient groups con-
tain patient groups cerned
— Major clinical value
Comparison — Comparisons possible between different pa- — Comparisons not always possible with other
tient groups (e.g.: patients, care sectors) patient groups or with the general population
Sensitivity — Not very sensitive for detecting specific prob- — Sensitive for detecting and monitoring specific

lems problems

Source: adapted from the PROMs Background Document produced by the Canadian Institute for Health Information (CIHI) (31)

5 The KOOS-PS (Knee injury and Osteoarthritis Outcome Score — Physical Function Short Form) has 7 items, which are part of a
subscale of the KOOS questionnaire, designed to assess difficulties experienced by patients during their activities due to their knees
problem. http://www.koos.nu/koospsfrench.pdf
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Combining generic and specific PROMs is useful to get a better understanding of the patient's per-
ceived health. However, the administration of several questionnaires can be cumbersome for both
patients and professionals. The process can be simplified thanks to new tools such as item banks.

PROMs item banks

An item bank is a catalogue of questions with, for each of them, a description of their content and other
measurement characteristics, such as validity, reliability, item difficulty (41).

Item banks offer several advantages over traditional questionnaires, including greater reliability for
comparison of outcomes and their ability to evolve (42):

— scores can be compared directly with each other, as all items are measured on the same scale,
thus eliminating the problems of comparing scores between different questionnaires;

— scores can be compared over time, as the measurement scale (mean and standard deviation)
remains stable over time, despite new versions or the addition of items;

— new measures (e.g. on specific dimensions or populations) can be easily constructed, based
on items with known characteristics.

Item banks enable adaptive administration using electronic media (Computerized Adaptive Testing,
CAT).

— The principle of CAT is to administer items selected on the basis of responses to previous items.
For example, if a first question asking the patient to rate their degree of perceived difficulty in
climbing stairs is answered with “extremely difficult”, then it assumes a low level of physical
function. The next question, chosen automatically by the algorithm, will be more adapted, this
time asking the patient to rate their difficulty for a simpler activity.

— The adaptive administration of items requires a small number of questions to obtain an accurate
score. The administration of items (usually about ten) continues until a score is obtained with a
predetermined level of precision. Compared to traditional questionnaires which can be lengthy,
adaptive administration reduces the burden and completion time for patients (43).

Item banks can be adapted over time, provided there is continuous development to test and add new
items. Development methods use measurement techniques such as the Rasch model and item re-
sponse theory (IRT).

An example of an item bank: the PROMIS bank

— The Patient-Reported Outcomes Measurement Information System (PROMIS) is a large collec-
tion of item banks including generic and disease-specific measures that address different di-
mensions of health-related quality of life.

— PROMIS is being developed as part of a programme of the National Institute of Health (NIH),
which creates item banks using modern development methods (e.g. IRT). The robust psycho-
metric properties of PROMIS are an advantage for its use. The item banks included detail the
functioning of PROMs in different populations. Several translations are available, including into
French.

— In PROMIS, item banks can be used for different needs, employing appropriate instruments:
short questionnaires to measure one dimension (Short Forms), adaptive questionnaires (CAT),
questionnaires to measure several dimensions (Profiles).
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Box 4. Example of chronic kidney disease and PROMIS-29

PROMIS-29 is one of the Profiles of the PROMIS system. This generic questionnaire assesses seven dimensions of
health-related quality of life: physical function, anxiety, depression, fatigue, sleep disturbance, ability to participate in so-
cial roles and activities, and pain. Each dimension has 4 items; each item is evaluated on a 5-level scale; in addition,
pain intensity is assessed on an 11-level scale.

PROMIS-29 is one of the PROMs recommended in chronic kidney disease

— In chronic kidney disease (CKD), the generic PROMIS-29 questionnaire is one of the measures for the follow-up and
improvement of care recommended by the ICHOM (44). PROMIS-29 is a questionnaire validated in the specific popu-
lation of kidney transplant recipients (45). This instrument is preferred to the specific PROMs that exist for chronic kid-
ney disease, such as the specific KDQOL-36 (46) questionnaire, which is not recommended by the ICHOM due to the
high number of items.

— In France, a national initiative aimed at bundled payment of CKD care envisages incorporating the use of PROMIS-29.
Other generic PROMs, such as EQ-5D-5L and SF-12 are recommended by professional organisations (47).

— The use of different PROMSs for chronic kidney disease may impede comparison of results between different patients.
Nevertheless, in order to enable the comparison of results, scientific studies are seeking to validate the equivalence of
results from one instrument to another. Research has shown, for example, that it is possible to match the results of the
PROMIS-29 and EQ-5D-5L questionnaires (48).

Using measures such as PROMIS-29, in combination with clinical measures, makes it possible to assess
the overall quality of care, including health-related quality of life, and can improve the management of dial-
ysis patients.

— Dialysis outcomes are usually based on clinical measures, but the achievement of clinical goals is not always corre-
lated with an improvement in patients' quality of life, as measured with PROMIS-29, for example. Clinical outcomes
can thus be achieved without improving patient-reported outcomes, such as quality of life, hence the interest in the
complementary use of measures such as PROMIS-29 to implement interventions aimed at improving patient-reported
quality of dialysis care (49).

— The risk of falls in haemodialysis patients is associated with a deterioration in objective clinical measures such as pa-
tients’ muscle strength. The risk of falls is also correlated with patients' psychosocial difficulties (e.g. depression, isola-
tion), as demonstrated on subjective measures assessed by PROMIS-29. Using PROMIS-29 in this way can therefore
show how other strategies for improving the quality of care of dialysis patients can be identified (50).

Box 5. Example of the use of PROMs in Covid-19

In the management of Covid-19 illness, the use of PROMSs plays a central role according to some authors (51):

1. symptom reporting using PROMs can facilitate diagnosis of Covid-19; PROMs can help target individuals who
need to be tested and can thereby trigger the “tests-track-isolate” strategy for new patients;

2. by enabling remote monitoring of patients, electronic PROMs can help identify those patients with severe symp-
toms who are in need of urgent care and those with mild-to-moderate symptoms who can continue to be managed
at home.

— Remote monitoring of patients is illustrated by a French initiative at the Institut Gustave Roussy, where cancer patients
whose PROMs results suggest Covid-19 infection are either referred to the hospital or tested at home. Patients with a
positive Covid-19 test can enter a follow-up programme, after providing their consent, where they are initially assessed
by a nurse and then followed up with regular collection of PROMs. PROMs results automatically generate alerts, ena-
bling nurses to refer patients to the necessary care (52).

— Three months after the onset of Covid-19 symptoms, PROMs results from hospitalised patients, with or without pre-
existing comorbidities, may demonstrate the persistence of symptoms, including dyspnoea and deterioration in quality
of life. These results, which are consistent with previous results presented on other criteria, demonstrate the existence
of persistent symptoms following Covid-19 (53).
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2.2. Patient-Reported Experience Measures (PREMs)

Patient-reported experience can be defined in several ways. Different organisations have proposed
their own definitions of patient experience. The US Agency for Health Research and Quality (AHRQ)
proposes the following definition.
Patient experience encompasses “the range of interactions that patients have with the
healthcare system, including their care from doctors, nurses, and staff in hospitals, physician
practices, and other healthcare facilities. As an integral component of healthcare quality, pa-
tient experience includes several aspects of healthcare delivery that patients value highly
when they seek and receive care, such as getting timely appointments, easy access to infor-
mation, and good communication with healthcare providers'®”.

Box 6. Patient experience

All patients want to be treated with respect, dignity and courtesy, and have their rights to information and privacy respected.
Knowing that access to appropriate health services is available when needed, having physical and emotional support from
competent healthcare professionals, being listened to and treated with empathy and understanding, and having coordi-
nated care, delivered at the right time, are all elements of the expected patient experience.

Patient experience is a multidimensional concept; it therefore includes many aspects of care and its processes, such as
appointment booking, cleanliness of premises, waiting times, information received and interactions with staff such as
nurses and doctors.

Table 5. Patient experience dimensions

Institute of Medicine (IOM), National Health Service (NHS), International Alliance of Patients’
USA England Organisations (IAPO)
— Respect for patient’s values, pref- — Respect for patient’s values, pref- — Respect
erences and needs erences and needs
— Coordination and integration of — Coordination and integration of — Choice and empowerment
care care
— Information, communication and — Information, communication and — Patient involvement in health pol-
education education icy
— Physical comfort — Physical comfort — Access and support
— Emotional support and alleviation = — Emotional support and alleviation - Information
of fear and anxiety of fear and anxiety
— Involvement of family and friends - Involvement of family and friends

Transition and continuity of care
Access to care
Source: adapted from NICE clinical guideline, 2012 (56)

Different dimensions of patient experience have been defined to facilitate measurement. These different dimensions have
been formalised, on an international level or depending on context and priorities, by organisations such as academic
institutions, research projects or user associations. Building on early work in this area (57), the dimensions of patient
experience thus advocated are used in many countries, including England, to assess system performance (see. Table 5).

Patient experience dimensions are consensus-based. All the dimensions of the patient’s experience make it possible to
take into account the globality of the patient's interactions with the system; these dimensions are similar depending on the
proposed models and, furthermore, are confirmed since the same ones are found in surveys of international experts (58).

Not all dimensions of patient experience are equally measured; patient information is a more important dimension than
other dimensions, such as coordination and respect for patient preferences (59). Measuring patient experience remains
useful, however, because when it is good, it is associated with higher levels of patient compliance with the recommended

'8 This global definition of patient experience is similar to other definitions proposed by organisations such as the Beryl Institute (54).
For the WHO, patient experience is a process indicator and reflects the interpersonal aspects of quality of care received. This indicator
is broadly composed of three domains: effective communication; respect and dignity; and emotional support (55).
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medical treatment and it improves clinical outcomes, as well as safety, by reducing complications and/or side effects (60,
61). Similarly, when patient information is good - the patient understands and accepts the need for treatment - compliance
is improved. Improved patient experience also leads to better use of preventive services (e.g. screening for diabetes, high
cholesterol, colorectal, breast and cervical cancers), as well as a positive impact on the use of primary and secondary care
resources (e.g. reduced outpatient care, hospital admissions, readmissions) (61).

2.2.1. Measuring the patient-reported care experience

Numerous methods exist to assess the patient-reported experience; they all include the patient but
differ in their approach. For example, some methods adopt a qualitative approach, such as individual
patient interviews, narrative medicine, focus groups, analysis of administrative data, written complaints
or free comments. Other methods adopt a quantitative approach, such as analysis of questionnaires,
or a mixed approach (62).

Patient experience data can be used to improve the quality of care. This improvement of care via
patient experience feedback can be classed into 4 categories: 1) care provider-initiated quantitative
surveys, such as PREMs surveys in care facilities; 2) user-initiated qualitative feedback, such as com-
plaints or social media comments; 3) hospital-initiated qualitative feedback, such as the patient tracer
method; 4) other feedback, such as satisfaction scores (63).

Patient-Reported Experience Measures (PREMs) are instruments to measure the patient experi-
ence. These instruments, with their quantitative approach, are the most widely used method for as-
sessing the experience as perceived by the patient. Like PROMs, PREMs are usually self-administered
by the patient (64); the responses may also be entered by a proxy, such as the patient’s carer, if
necessary.

PREMs measure one or more dimensions of the patient experience (e.g. quality of information re-
ceived, attention paid to patient pain, waiting times, relationships and interactions with care providers).
PREMs are used more to measure quality of care at health organisation level, rather than clinical prac-
tice level.
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Box 7. Examples of PREM questions

PREMs measure the patient experience using either an objective or a subjective approach, sometimes combining both by
“drawing on both the factual elements of care episodes and patients' perceptions of the quality of care and services re-
ceived” (65).

For example, by asking the patient how long they waited, and then asking them if they thought the wait was too long, both
the length of the wait - objectively (e.g. on a time scale) - and the acceptability of the wait - which is a more subjective
measure - are measured (66). The objective approach is more easily interpreted (see examples 1 to 3) and is therefore
more likely to lead to improvement actions. Furthermore, subjective measures (see examples 4 and 5) generally give very
positive responses (ceiling effect) resulting in fewer improvement actions (67).

Example 1: - Did you receive a patients' welcome booklet?

o Yes o No o | don't remember

Example 2: Did the doctors or surgeons pay attention to what you said?

o Never o Rarely o Sometimes o Often o Always

Example 3: Did you spontaneously receive (without asking) explanations on your health treatments, care, etc.?

o Never o Rarely o Sometimes o Often o Always

Example 4: What do you think of the clarity of the answers given by the doctors or surgeons in the unit?

o Poor o Marginal o Fair o Good o Excellent

Example 5: What do you think of the support provided by the nurses or healthcare assistants in charge of your care?

o Poor o Marginal o Fair o Good o Excellent

Source: e-Satis + 48 h MCO questionnaire'”

2.2.2. Generic and specific PREMs

Like PROMs, PREMs may be generic or specific. They are commonly used, on a national level, in
some countries (69-71).

Generic PREMs are potentially relevant to all patients. They include questions that can be administered
to all patients, regardless of their iliness (e.g. did you feel worried or anxious during your hospital stay?).
They may focus on particular departments, sectors of care (e.g. hospital admissions, emergency care,
community care, home care, maternity care, psychiatric care, etc.).

Specific PREMs focus on patients' experience of particular diseases or conditions (e.g. diabetes, rheu-
matoid arthritis, asthma, mental health, cancer, etc.).

Patient experience dimensions are consensus-based (see Box 6). However, in practice they remain
difficult to capture and therefore to collect. This difficulty may impact the reliability of some PREMSs in
terms of capturing the dimension(s) studied, thus measuring experience with a certain degree of vari-
ability (72). According to the experts, it is important to first clearly define the concepts and dimensions

7 The e-Satis + 48 h MCO (medicine, surgery, obstetrics) questionnaire is administered to patients hospitalised for at least 48 hours
for medical, surgical and obstetrical care in a healthcare institution in France (68).
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to be measured (73), since they may differ depending on the contexts; adaptations are then recom-
mended (74).

The choice of PREMs is very important. It is crucial that PREMs measure experience dimensions that
matter to patients and those that are associated with quality of care. The choice of PREMs is even
more important when they are liable to be used for funding purposes (75, 76). Thus, PREMs with
verified psychometric properties should be chosen to ensure their reliability and validity (77).

2.3. Measuring patient satisfaction

Patient satisfaction is a multidimensional concept, which is not very clearly defined and for which there
is no scientific consensus as to its definition, or which dimensions should be included or considered
important (78, 79)'8.

Satisfaction is influenced by the patient's expectations and preferences; it reflects the degree
of congruence between expectations of care and the perceived quality of the care provided
(81).

Thus, in a situation where two patients receive exactly the same care leading to the same outcome,
the two patients may have different expectations, and their satisfaction with the treatment and its out-
come will therefore differ. Interpreting degrees of satisfaction is difficult because they depend on peo-
ple's preferences, health status, characteristics and culture, in addition to the quality and outcome of
care.

Patient satisfaction is measured by instruments such as patient self-administered questionnaires. Nu-
merous instruments measuring satisfaction have been developed and used for different diseases and
different sectors of care (see Table 6).

Table 6. Example of satisfaction questions

On my arrival at the hospital: Better than Asexpected A little worse Quite a lot Very much worse
expected than ex- worse than than expected
pected expected

— Administrative staff registered

m} O O m} O
me quickly (short wait)
— Administrative staff were helpful
m] O O m] O
and kind
— Concerning my care, the coordi- O - - O -

nation between the different ad-
ministrative departments was
good

Source: QSH-45 satisfaction questionnaire for hospital patients (82)

Satisfaction is associated with quality of care. Long a controversial issue, the relationship between
satisfaction and quality of care has now been established, but it still needs to be clarified. This complex
relationship is illustrated in the quality of surgical care (see Box 8).

'8 Satisfaction dimensions can address all aspects of care. Overall, patient satisfaction concerns: quality and accessibility of care,
availability of health services and structures, access to affordable care, patient information and participation. More specifically, sat-
isfaction relates to elements such as quality of care, which includes the skills of caregivers, particularly for appropriate diagnostic and
therapeutic care (80), appropriate information about the disease and its treatment, fair access to prevention, diagnosis and treatment
(81).
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Box 8. Satisfaction with surgical care

Studies based on robust data show that patient satisfaction with surgery is associated with better clinical outcomes. They
refute some of the previous literature rejecting this positive correlation. They show, for example, that satisfaction scores
are positively correlated with the quality of surgery, measured objectively by clinical outcome indicators such as occurrence
of complications, recovery from complications and death (83-86).

Patient satisfaction is closely correlated with a response to patients' pre-operative expectations, particularly with respect
to the degree of activity recovered, as in knee replacement surgery, for example. Patients with very high expectations, for
example expecting to return to strenuous activity after surgery, or those experiencing post-operative complications and
pain, are generally less satisfied with the outcome of the procedure (87, 88).

Patients' pre-operative expectations are not systematically correlated with PROMs after surgery. Some studies demon-
strate a correlation between fulfilment of expectations and improved PROMs; others demonstrate fulfilment of expectations
despite worse PROMs; and some studies find no link between pre-operative expectations and PROMs (88).

These results demonstrate the complex relationship between satisfaction and some quality of surgical care measures.
Satisfaction encompasses more than just the quality of care (89). Furthermore, this relationship is not linear; the best
degrees of satisfaction are not systematically associated with the best surgical quality outcomes; this may be due to sat-
isfaction being more related to the patient's expectations and present health; it may also be due to the fact that the patient
only remembers key periods rather than the entire care process. Finally, satisfaction remains difficult to capture because
it is closely linked to patient characteristics — such as age, gender, ethnicity and socio-economic status, which are inde-
pendent of the quality of care (90) — and because of its multiple dimensions and the different instruments used, which only
imperfectly measure patient satisfaction (85).

Given the limitations of satisfaction measurement (see Box 9), some authors propose not measuring
it. Others think, on the contrary, that it is still useful to measure satisfaction (91), while other experts
recommend other measures, such as the measurement of patient experience, which is a more discrim-
inating and relatively more objective measure of the quality of care. Indeed, satisfaction and experience
are different concepts (see Box 10); there are advantages and limitations to measuring them both,
making them measures that may be complementary (81, 92-96).

Box 9. Criticisms of patient satisfaction measurement

A first criticism is the lack of consensus with respect to the definition of satisfaction; this is explained by the multitude of
research studies that have been undertaken on patient satisfaction, before the concept was clearly defined; several defi-
nitions specific to each discipline have been proposed, without any real consensus-based definition having emerged (80).

A second criticism is the subjectivity of satisfaction, since the patient's perception and values are assessed. However, on
the contrary, this subjectivity can be seen as an advantage since it incorporates a psychological dimension into the patient’s
assessment of their care.

The limitations of instruments measuring patient satisfaction notably include their low discriminatory power; this is illus-
trated by high satisfaction scores; these very positive scores (e.g. 75% to 90% of patients satisfied or very satisfied) do
not identify problems relating to the quality of care.

Box 10. Distinction between the concepts of patient experience and patient satisfaction

Patient experience and patient satisfaction are often confused, but the two concepts are distinct. This stems from the
similarity between satisfaction questions and “subjective” experience questions, which are sometimes seen as being equiv-
alent (see Box 7).

Patient experience is different from satisfaction, as experience is considered to be less subjective. For example, a patient
may be satisfied with their care despite a negative experience; the reverse is also possible (67). By asking the patient
what happened during their care, the measurement of experience makes it possible to obtain a description of the facts.

Questions are considered to relate to satisfaction when a degree of satisfaction is specified in the response modalities
(e.g.: very dissatisfied; dissatisfied; satisfied, very satisfied) (97). Hence, despite being similar because of their common
approach, which is a subjective evaluation, the concepts of experience and satisfaction are actually quite distinct.

Although the measurement of satisfaction has limitations, it provides additional and useful information
on the quality of care. When satisfaction is combined with other patient-reported quality information
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such as outcome and perceived experience of care, then together they provide a more complete picture
of the quality of care. Overall, with a view to global assessment by the patient of the quality of care,
satisfaction measures, PREMs and PROMs appear to be complementary and of joint interest.

2.4. Measuring patient-reported quality to improve the overall quality
of care

Patient-reported quality measures such as PROMs, PREMs and satisfaction measures can be levers
for improving the quality of care at different levels. Three levels of use (micro-meso-macro) of these
measures are described in the literature (98-101):
1. the micro level concerns interactions in the clinical relationship between patients and healthcare
professionals;
2. the meso level concerns the description of practices and outcomes at health care provider level
(e.g. assessment of the level of health of patients in a healthcare facility);
3. the macro level concerns a description of the health of populations for epidemiological and
health policy purposes.

Several potential benefits on the quality of care are envisaged depending on these three levels of use.

2.41. Completing the clinical picture and supporting good professional
practice

In routine clinical practice, the patient's perspective provides additional information since it may differ
from that of the healthcare professional.

Indeed, since the patient's health can be assessed by the professional on the one hand and by the
patient on the other, there may be discrepancies between these two assessments. For example, when
assessing adverse effects, healthcare professionals may either under-diagnose them or grade them
on a lower severity scale than the level judged by the patient (102-105).

Similarly, there are differences between patients and healthcare professionals in terms of prioritising
aspects of care (106), hence the importance of improving engagement, in particular by developing
shared medical decision-making between professionals and patients (107, 108).

The improvement in the quality of care enabled by measurement of patient-reported quality may be
due to its impact on care. Patient-reported quality is an outcome that, when taken into account by
professionals, can influence their practices by generating actions such as the prescription of additional
tests, referral of the patient to a specialist, adaptation of medical or drug treatments, delivery of infor-
mation such as patient education, and adaptation of treatment goals to bring them into line with pa-
tients' needs and preferences (109).

Thus, measuring patient-reported quality may contribute to improving the quality of care on an individ-
ual level, via:
— a patient-centred approach through the implementation of personalised care, notably due to
consideration of patients' concerns and needs (110, 111);
— improved diagnosis of diseases and their severity, more regular or systematic assessment of
the effectiveness of care and monitoring of disease progression (112, 113);

— improved patient information, communication and shared medical decision-making (69, 114-
117).
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2.4.2. Participating in quality improvement processes

These measures are expected to provide information of interest to healthcare professionals and or-
ganisations. The expected benefits motivating their roll-out are as follows.

They are useful for healthcare professionals since they provide information on their practices or enable
them to compare themselves with their peers. They can highlight variations in practices and outcomes,
and help identify effective strategies at care provider level. All in all, they can be used to improve quality
of care in the same way as with other comparison-based quality assessment instruments (118).

The improvement mechanisms envisaged are the same as those used in other types of assessment:
the comparison of healthcare professionals and organisations, on the one hand, stimulates the ethos
of professionals to want to improve intrinsically, and, on the other, encourages improvement in order
to avoid the negative impacts of comparatively poorer outcomes, particularly in terms of reputation
(119).

Although the comparison of outcomes is not, in itself, a means of directly identifying the causes of
quality variations, it nonetheless provides an incentive to conduct internal assessments that are able
to identify the causes of variation. Furthermore, healthcare organisations and professionals can learn
from the best practices identified.

Thus, measuring patient-perceived quality helps to improve quality of care on a collective level, via:
— the transparency of outcomes, enabling comparison, highlighting variations and identifying best
practices, all useful information for implementing actions designed to improve quality of care
(98, 120);
— user choice, in favour of the care providers most likely to meet their expectations, with care
providers aiming to improve their services (118).

2.4.3. Supporting quality-based regulation by public authorities

Finally, these measures are also envisaged as an information tool for steering health policy at different
levels (national, regional, territorial, etc.) and as an aid to decision-making and impact measurement.
They can thus be used to 1) monitor the health of populations, and 2) identify improvement actions to
be implemented, including with respect to regulation (contractualisation, public disclosure, financial
incentives) (38, 98, 121).
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3. Panorama of international experiences

This quest for quality improvement is the main objective driving the implementation of patient-reported
quality measure initiatives in different health systems around the world, these sometimes having been
in place for several decades in some countries (see box 11).

Through a selection of 13 English-speaking and European countries with advanced healthcare sys-
tems, different methods of collection and uses of patient-reported quality measures are presented (see
table 7):

— seven European countries: Sweden, Netherlands, Norway, Germany, Denmark, Belgium, France;
— six English-speaking countries: England, Wales, USA, Canada, Australia, New Zealand.

These countries were chosen (see Box 11) because they report both PROMs and PREMs (details in
Tables 9 and 10 of Annexe 2) with sufficient information concerning the collection level and habitual
uses of quality measures to be able to list them (see Boxes 12 and 13) in an overall table (see table
7).

The impacts of use of PREMs and PROMs are detailed in part 4.

Box 11. History of research relative to the collection of the patient perspective

The earliest work relating to the collection of patients’ perspectives dates back to the 1970s (Sweden,
England, the Netherlands and the USA) and was based on registries in which patient-reported quality
measures were recorded. This is the case for Sweden, for example.

Routine use of these measures became more widespread from the mid-1990s onwards in English-
speaking countries (England, Wales, USA, Canada, Australia, New Zealand) and Northern Euro-
pean countries (Sweden, Norway, Denmark), followed in the 2000s by other European countries
(Germany, Belgium, France).

Most OECD countries have at least one national data collection of PREMs (Korea, Hungary, Israel,
Singapore, Czech Republic, Ireland, Finland, Italy, Spain, Portugal, etc.) and more and more coun-
tries are starting to set up compendia of PROMs (Ireland, Finland, Israel, etc.), but national initiatives
remain more limited than for PREMs.

In this report, only the most advanced initiatives are presented. They concern either countries that
are leaders in the collection of PROMs and PREMSs (national collection system or collection in na-
tional registries), or countries in which a national/regional collection system is in the process of being
developed.
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Table 7. Levels of collection and use of PROMs and PREMs in the 13 selected countries

This document is a translation of the original French document

Country PROMs PREMs
Size Collection level Use Collection level Use

Pop (M) | Beds/103 Inhab. N R L C/B AC PD PP N R L C/B AC PD PP
Sweden (7, 16, 70, 71, 122-127) 10 2.1 Q P @ ® © O 9 ¢ © ® © O
Netherlands (7, 16, 65, 69-71, 122, 126- | 17 3.1 Q 0 & ) QO ¢ (] € o O
130)
Norway (16, 65, 70, 71, 131, 132) 5 35 Q Q D IX® ® O] ¢ O ® O 2
Germany (16, 70, 71, 122, 127, 130, 133- | 83 8 P P®®® Q@ 9|9 O ® 0 ©
135)
Denmark (16, 70, 136-141) 5.6 2.6 Q  ®  ® ® @]9 ® 0 O ®
Belgium (16, 69, 70, 142) 1.4 5.6 Q919 ©®® O 9|9 O ® O O
France (16, 68, 70, 71, 143, 144) 70 6 1 O ® ® ®| 9 © 0 O 2
England (7, 16, 65, 70, 71, 126, 127, 130, | 66 25 Q QO ® G ®| ¢ QO ® & O
135, 145-153)
Wales (16, 70, 152, 154) 3 4.4 D XPX® I ®]| ¢ O ® ® ®
USA (14, 16, 65, 71, 122, 126, 127, 155- | 327 2.8 R/ 9 19 @ ® O & ¢ O ® & O
165)
Canada (16, 31, 65, 70, 71, 126, 130, 166- | 37.6 25 Q1 91 ©®@ ® ® | ® Q¢ 1 ©® © O O
168)
Australia (7, 16, 70, 71, 122) 36.5 3.8 P O ® ® @ ¢ ¢ 1 @210 0 ©
New Zealand (16, 70, 71, 122, 169, 170) | 4.8 2.6 9 @ ® ®I® 9 ® ® O O
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This document is a translation of the original French document

Key

Use

— C/B: comparison and/or benchmarking

— AC: accreditation of care structures (certification
in France)19

PD: public disclosure of results

PP: pay for performance

Use situation

. done

: not done

@: not done currently but scheduled

Collection level

— N: national

— R: regional (or provincial)
— L: local

Comparison/benchmarking

Q : comparison+/- benchmarking

®: neither comparison, nor benchmarking

Collection situation

9 : done

Size

— Pop. (M): population in the country

— Beds/10%inhab: average number of beds
per 1,000 inhabitants

9 See definition of accreditation in Annexe 2.
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Box 12. Method used to analyse the countries selected

The choice of countries was based on the accessibility of information in scientific article databases,
such as PubMed, and the grey literature; availability in English or French; and how long patient-
reported quality measures have been used.

For each country, the PROMs and PREMSs collection levels were specified since they varied from
one country to another. These indicate the degree to which these measures are coordinated.
Three levels were identified:

— national (country or federation);
— regional (region, state or province, territories, defined administrative areas);
— local.

The national level refers either to a national mechanism for coordinating the collection of validated
PROMs and/or PREMSs, or to the collection of PROMs/PREMs in at least one national registry.

The regional level refers to at least one regional mechanism for coordinating the collection of val-
idated PROMs and/or PREMSs, or to the collection of PROMs/PREMs in at least one regional reg-
istry. It can also concern a mechanism for coordinating the collection of PROMs in health territories
(specific administrative division within a region).

The local level refers to the collection of PROMs/PREMs developed, validated and collected lo-
cally, in a hospital or a group of hospitals; to be distinguished from the local deployment of
PROMSs/PREMs that are part of a national initiative (e.g.: CMS). Only local initiatives found in the
literature are reported in Table 7.
The uses of patient-reported quality measures investigated in each country are as follows:

— comparison with or without a benchmarking approach?;

— accreditation of care structures (certification of healthcare facilities in France);

public disclosure;

pay for performance.

PROMs and PREMs uses are described in detail in the introduction to Annexe 2. In principle, they
concern all care providers: healthcare facilities/hospitals and/or primary care structures in the com-
munity setting.

Additional information on the size and health capacity of countries is presented to support the
comparison of countries and to estimate the level of difficulty in terms of organising the collection
of measures: the country’s population?' and the number of hospital beds per 1,000 inhabitants??.

20 A benchmarking approach is an ongoing effort to measure the results of care providers, compare them with other care providers,

learn how these results are achieved and apply the lessons learned in order to improve.

21 Different data sources: Eurostat in Europe, Office for National Statistics (ONS) in the UK, the World Bank, the Census Bureau in

the USA, INSEE in France.
22 OECD data for 2019 or the most recent year available. Link: https:/data.oecd.org/fr/healtheqt/lits-d-hopitaux.htm
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3.1. PROMs and PREMs collection initiatives

3.1.1. PROMs

Regarding patient-reported outcome measures (PROMs), the majority of countries have structured
national initiatives (9 countries/13), sometimes accompanied by local initiatives (5 countries/13: Swe-
den, Netherlands, Norway, Australia, New Zealand), or even local and regional initiatives (2 coun-
tries/13: Belgium and USA).

Canada has initiatives in place at regional and local levels.

Germany and Denmark do not report initiatives at national and regional levels, allowing local develop-
ment to take place. In Denmark, the National Health Data Authority has set up a working programme
to establish a national routine PROM collection system in the near future.

In France, in addition to local initiatives and a regional initiative in the Aquitaine region?®, a reflection
process is ongoing to develop a regional - or even national - mechanism, particularly in the context of
the experimentations being conducted under Article 51 of the French Social Security Financing Act for
2018 (LFSS 2018)%* (see box 13) or as part of research projects (see table 9, Annexe 2).

Box 13. PROMs collection initiatives in France

— The AP-HP’s ComPaRe? public research platform enables patients with chronic diseases
to voluntarily participate in research projects by completing online PROMs questionnaires.

— Patient associations such as Renaloo and its Moi Patient?® (“Me Patient”) platform propose
PROM-type questionnaires.

—  Within the framework of the bundled payments allocated for the care of chronic kidney dis-
ease patients, the PROMIS-29 questionnaire will be administered?’.

— As part of the national innovative organisations experimentations (article 51 of the LFSS
2018) for payment per surgical care episode® for three surgical procedures (hip replace-
ment surgery, knee replacement surgery, colectomy for bowel cancer), healthcare profes-
sionals will be able to implement an approach for administering and using PROMs
questionnaires, using tools that already exist?°.

23 Implementation of a PROMs collection initiative in HIV patients, as part of a project led by the ANRS, in 2018, in 13 Aquitaine
hospitals.

24 These experiments are as follows: Care episodes (EDS), incentives for shared care (IPEP), bundled payment in community
healthcare professional teams (PEPS), bundled payments allocated to hospitals (chronic kidney disease) and PROMIS-29).

25 ComPaRe research project website: https://compare.aphp.fr/

26 Moi Patient platform website: https://www.moipatient.fr/

27 Order of 27 December 2019 amending the order of 25 September 2019 relating to the bundled payments allocated to healthcare
facilities for the care of chronic kidney disease patients, pursuant to Article L. 162-22-6-2 of the French Social Security Code. Link:
https://www.leqifrance.gouv.fr/jorf/id/lJORFTEXT000039699438?r=bYoZwNi5FZ

28 Link to the presentation sheet of the payment per surgical care episode project: https:/solidarites-
sante.gouv.fr/IMG/pdf/20191011_eds fiche faq vf.pdf

2% User guide for patient questionnaires to measure care outcomes in the context of the “Care episode” trial - About 3 care episodes:
elective total hip replacement; elective total knee replacement; colectomy for cancer. Link: https://www.has-sante.fr/upload/docs/ap-
plication/pdf/2019-10/igss 2019 aide utilisation proms eds.pdf
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— As part of the ICHOM project®® (126, 171), some French healthcare facilities are participat-
ing in comparative analysis initiatives for several diseases or conditions: colorectal cancer®’;
breast and lung cancer®?; cataract®.

3.1.2. PREMs

Regarding patient-reported experience measures (PREMs), the majority of countries analysed have
structured national initiatives (12 countries/13), sometimes accompanied by a local initiative (1 coun-
try/13: Sweden), or a regional initiative (3 countries/13: Belgium, Germany, New Zealand), or local and
regional initiatives (1 country/13: Australia).

France has had a national system for measuring hospital patient satisfaction and experience (e-Satis)
since 2016 (see box 14). In addition, a national system for collecting PREMs is currently being tested
in the context of Article 51 of the 2018 French Social Security Financing Act (LFSS) (see box 15).

In Belgium, data collection is coordinated in the Flemish and Walloon regions, but there is national
centralisation of PREMs data, in the Health Information Survey (HIS) (see table 10, Annexe 2).

Australia and New Zealand report national and regional initiatives; Australia also has local initiatives.

Canada and Germany report regional initiatives. Germany is planning to implement a national voluntary
PREMs collection scheme (Patient Experience Questionnaire (PEQ)), following the creation of the In-
stitute for Quality Assurance and Transparency in Health Care (IQTIG) in 2016 to coordinate quality
management throughout the German healthcare system. The routine collection of PEQs is based on
the voluntary participation of healthcare facilities. Data collection is coordinated at a regional level (see
table 10, Annexe 2).

Canada also reports local initiatives.

Box 14. : The French national e-Satis system

The e-Satis system enables the collection of patient satisfaction and experience on a national level
for hospital patients. This measurement is standardised through the use of validated patient ques-
tionnaires, common operational procedures for the hospitals involved and the patient respondents,
and continuous assessment throughout the year. It is deployed across the country in three sectors:
1) in medicine-surgery-obstetrics for patients hospitalised for more than 48 hours, since 2016 (e-Satis
+48h MCO survey®*); 2) in outpatient surgery (e-Satis chirurgie ambulatoire survey®®), since 2018; 3)
in follow-on care and rehabilitation, since October 2020. Further work is underway for home hospital
patients and mental health inpatients.

30Link to ICHOM project: https://www.ichom.org/

31 |CHOM - colorectal cancer: IHU de Strasbourg.

32 |CHOM - breast and lung cancer: Institut de cancérologie de I'Ouest (Nantes), Centre Léon Bérard (Lyon), Hépital européen
George Pompidou (AP-HP).

33 |ICHOM - cataract (Catquest): the Value-Based Health Care Consortium (VBHC) France - an association tasked with accelerating
the creation of standardised registries, evaluating care outcomes - has launched a trial to collect ICHOM indicators for cataracts
(Catquest 9-SF) and has brought together around 40 ophthalmologists from 3 healthcare facilities: Polyclinique Atlantique (Nantes),
clinique Frangois Chénieux (Limoges), CHU de Nantes.

34 Link: https://www.has-sante.fr/jcms/c 2030354
35 Link: https://www.has-sante.fr/icms/c_ 2844894
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The results, enabling comparison and ranking, are made available to healthcare facilities. They are
made public by the HAS. They are also used in a quality-based funding mechanism: the financial
incentive programme to improve healthcare quality (IFAQ)?®.

Box 15. PREMSs collection initiatives in France

— As part of the national innovative organisations experimentations (article 51 of LFSS 2018):
e payment per surgical care episode®® (article 51 of LFSS 2018), for three surgical proce-
dures (hip replacement surgery, knee replacement surgery, colectomy for bowel cancer).
e incentives for shared care (IPEP)%¥, with financial incentives for health professional groups,
to promote care coordination;
e bundled payment in community healthcare professional teams (PEPS).

— Patient associations such as Renaloo and its Moi Patient?” platform propose PREM-type ques-
tionnaires.

— In the context of clinical research, such as the AP-HP’s ComPaRe?® public research platform,
patients with chronic diseases voluntarily participate in research projects by completing online
PREMs questionnaires.

3.2. The different uses of PROMs and PREMs in the 13 countries
studied

3.2.1. PROMs and PREMs are often used for comparison, with or without
benchmarking

Ten countries report the use of PROMs to compare their care providers.

This is the case of England, which compares the results of PROMs between National Health Service
(NHS) care structures and carries out benchmarking in order to identify the strengths and weaknesses
of care services and improve their quality. Wales also conducts outcome comparisons and benchmark-
ing between healthcare facilities that supply their data to English providers (NHS databases or NHS
registries (e.g. National Joint Registry).

In the USA, PROMs results are used in Centers for Medicare & Medicaid Services (CMS) programmes
to perform inter-hospital comparisons and benchmarking analyses in models that can be adapted to
national, regional or local levels. For example, in the AJRR Model, PROMs data collected for total hip
replacement (THR) and total knee replacement (TKR) procedures is used for inter-hospital compari-
sons, and for benchmarking on a national, regional or local level or as a function of patient risk profile.
Analyses are carried out to understand variations in quality of care and complications after THP or
TKR.

3 Link: https:/solidarites-sante.gouv.fr/professionnels/gerer-un-etablissement-de-sante-medico-social/qualite-dans-les-etablisse-
ments-de-sante-sociaux-et-medico-sociaux/article/incitation-financiere-a-l-amelioration-de-la-qualite-ifag

87 Link: https:/solidarites-sante.gouv.fr/systeme-de-sante-et-medico-social/parcours-des-patients-et-des-usagers/article-51-Ifss-
2018-innovations-organisationnelles-pour-la-transformation-du/article/experimentation-d-une-incitation-a-une-prise-en-charge-
partagee-ipep

% |n the PEPS project, the same PREMs questionnaire is used for the IPEP project. This is a developed and validated questionnaire.
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In Sweden, outcome comparisons and benchmarking are carried out in more than 100 national clinical
registries in which PROMs are collected.

In the Netherlands, private insurance companies and patient organisations can use PROMs data pub-
lished on an open-access basis by the Dutch Institute for Clinical Reporting to make comparisons and
produce rankings of hospitals. An initiative was launched in 2010 in the field of mental health (Routine
Outcome Monitoring), to perform benchmarking between care providers.

Australia also performs benchmarking of mental health facilities.

Australia and New Zealand conduct outcome comparisons and benchmarking between follow-on care
and rehabilitation structures.

In Canada, comparisons of outcomes and benchmarking are conducted between providers within and
between certain provinces. Structuring on a national level is expected.

Belgium and France run some initiatives for comparing outcomes and benchmarking between
healthcare facilities.

In addition to national initiatives, international projects such as the ICHOM project offer standardised
sets of PROMs that enable healthcare facilities in different countries, such as Belgium, the Netherlands,
France, Sweden, England, Wales, the USA, Canada and Australia, to assess their clinical practices
and compare themselves with each other.

Twelve countries report using PREMs to compare their care providers.

The Netherlands and Norway have a ranking system to compare the performance of each hospital
against an expected national level. In the Netherlands, this takes the form of a star rating system, which
shows the performance of a hospital in relation to the national average (one star: below the national
average; two stars: at the national average; three stars: above the national average). In Norway, the
results of each hospital are compared against a national level, using a traffic light system (colours).

In France, the results of the e-Satis indicators are used for national comparison and ranking of
healthcare facilities. The ranking methodology is described in the appendices (see table 10, Annexe
2).

In Sweden, Germany, England and Denmark, comparisons of PREM results are made between hos-
pitals, but also between private practices and/or primary care facilities.

Wales participates in comparisons and benchmarking analyses of NHS databases or shared registries
with England (e.g. National Pain Audit, National Joint Registry).

In the United States, the CMS publishes the results of the Consumer Assessment of Healthcare Pro-
vider and Systems (CAHPS) survey in “Hospital Compare”, four times per year. Inter-hospital compar-
isons are made at national, regional and local levels, with standardised formats for the presentation of
results. Benchmarking is also carried out against the CAHPS national database and automated reports,
as well as customised analyses, can be downloaded online by the public.

In Canada and Belgium, PREMs are used to benchmark within regions®. In Canada, comparisons of
results are also made between regions that coordinate centralised surveys. To date, no national struc-
turing has been reported, but work is underway to harmonise the analysis of results on a national level.

%9 |n Canada, regions include territories.
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In Australia, there are patient experience comparisons between primary care networks*.

Furthermore, no initiatives using PROMs and PREMs to compare healthcare professionals with
each other were found.

3.2.2. Their use in accreditation mechanisms is rare

No countries report the use of PROMSs results in accreditation mechanisms for hospitals or
primary care structures, whereas four countries use PREMs results in these mechanisms.

These may be mandatory national compendia of PREMs:

— In France, the results of the national e-Satis system are used in the accreditation of healthcare
facilities to guarantee healthcare professional engagement in any actions to be taken.

— In Denmark, the results of national patient experience surveys in psychiatric and acute care
facilities are taken into account in the accreditation of healthcare facilities, along with the results
of satisfaction surveys among the relatives of psychiatric facility inpatients.

— In Australia, feedback from the results of national surveys measuring patient experience in hos-
pitals and primary care settings is mandatory as part of the accreditation of these facilities.

There may also be mandatory regional collection of PREMs: this is the case in some Canadian prov-
inces, where the results of patient experience surveys in acute care facilities are used in accreditation.
The results of surveys conducted in 2015 in long-term care facilities were also used for accreditation
purposes. Eventually, there will be a requirement to include survey results in all care sectors (long-
term, home, primary, mental health) in the Canadian accreditation system.

3.2.3. Public disclosure of outcomes is not systematic

12 out of 13 countries publish PREMs results and 4 out of 13 countries (Sweden, UK, Nether-
lands, USA) publish PROMs results.

Public disclosure® of PREMs results takes a variety of formats.
— Results presented nationally:

- for each hospital: USA (HCAHPS results in Hospital Compare*'), England (NHS and Care
Quality Commission (CQC) *° websites), Sweden (reports available on the websites of
each national quality registry (NQR) by disease/procedure*®), Denmark* (two websites
publishing the results for somatic and outpatient care**; one website publishing the results
of patient satisfaction surveys in the primary care setting), Norway and the Netherlands*,
France® (results of the e-Satis survey published by the HAS).

- for each primary care structure: Sweden (two sites publishing results from primary care
units in all counties and reports from surveys conducted by different organisations), Eng-
land (NHS website*®), USA (CAHPS results in Hospital Compare*®).

In Canada, public disclosure of results by healthcare facility is scheduled for 2022.

40 |n Australia, there are six major provinces divided into 31 geographic areas, where primary care networks are structured.
41 Inter-hospital comparisons and rankings.
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Results presented on a regional level:

for each hospital: Germany (two Bertelsmann Stiffung websites publishing the results of
hospitals on a voluntary basis), Belgium (“zorgkwaliteit” website for the Flemish region).

Aggregated results reports:

e on a national level:

concerning all hospitals: Sweden (Swedish Association of Local Authorities and Regions
website), England (NHS and CQC websites), Australia (Australian Institute of Health and
Welfare (AIHW)), New Zealand (Health Quality & Safety Commission New Zealand
(HQSCNZ)), France (HAS website).

concerning all primary care structures: England (NHS and CQC websites), Australia (Aus-
tralian Bureau of Statistics (ABS) and AIHW).

e on aregional level:

concerning all hospitals: Germany (Robert Koch Institute reports, health insurance funds,
scientific institutes, health insurance system physicians’ associations, private organisa-
tions, etc.), USA (the IHA’s Value Based Pay for Performance county quality reports),
Canada (results of the CPES-IC survey conducted in 5 provinces on the ICIS-CIHI web-
site), Australia (ABS and AIHW reports); New Zealand (HQSCNZ reports*?).

concerning all primary care structures: in Australia (ABS and AIHW reports).

Patient comments/verbatims published on specific websites: in the Netherlands (patient com-
ments on care providers and physicians) and in Sweden (surveys on patient habits).

In France, the results of the e-Satis system are made public for each hospital by the HAS. As the
surveys also collect comments (verbatims) from patients, a national analysis is envisaged.

For each country, the detailed format of the published results (national, regional level) is presented in
table 10, in Annexe 2.

Similarly, public disclosure of PROMs results takes a variety of formats.

Results presented nationally:

for each hospital: Sweden (reports available on the website of each national quality reg-
istry (NQR) by disease/procedure), Netherlands (ranking of hospitals by private insurance
companies and patient organisations, based on raw data from the Dutch Institute for Clin-
ical Reporting), England (NHS Digital and NHS websites*?), USA (Hospital Compare*?).

for each primary care structure: England (NHS website*®).

Aggregated results reports:

e on a national level:

concerning all hospitals:
o England: annual reports on NHS Digital, survey results on the NHS website.

42 |t is possible to select the results for a health district and compare them with the national average, using a drop-down menu.
43 Individual results detailed by hospital, inter-hospital comparison, visualisation of outliers.
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o USA: reports from hospital networks of the WSC national databases (e.g. FORCE-
TJR aggregated annual results report; AJRR Model national benchmarking anal-
yses, etc.).

e on aregional level:
- in the USA:

o the Minnesota Community Measurement publishes annual reports on indicator re-
sults, including PROMs — for all medical groups* and for all healthcare facilities.

o the AJRR Model publishes benchmarking analyses by region (e.g. California).

For each country, the detailed format of the published results (national, regional level) is presented in
table 9, in Annexe 2.

3.2.4. Pay for performance schemes use these measures

More than a third of the countries analysed (5/13) use PROMs results in pay-for-performance
models.

In some countries, these are mandatory national models, in which the diseases vary depending on the
initiatives:

In Sweden and the Netherlands, pay-for-performance schemes are linked to the achievement of quality
improvement targets.

— In Sweden, the Ortho-Choice programme offers a bundled payment model with a package that
includes all treatment phases for a total hip or knee replacement, including diagnosis, surgery,
all post-operative care (the prosthesis and patient follow-up) and a care guarantee for compli-
cations within two years of surgery. Hospitals are rewarded to the tune of 3.2% of the bundled
payment if quality improvement targets are met, based on indicator results, including PROMs,
collected in clinical registries.

— Inthe Netherlands, the Dutch Institute for Clinical Reporting, which coordinates the collection of
indicators in hospitals, has decided to link payments for diagnosis-related groups (DRGs) to the
achievement of indicator results, including outcome indicators such as PROMs (e.g. ICHOM)
collected in clinical registries. When a registry is operational, the costs related to the collection
of indicators are integrated into the financing of DRGs and the fixed and prospective payments
for patient care, depending on the diagnosis. If care providers do not measure these indicators
correctly, they also risk losing the funding linked to collection of the data.

In Sweden, there is also a national platform for monitoring reimbursements (SVEUS) with the aim of
improving quality of care and reducing healthcare spending. Performance is monitored through the
analysis of a number of process and outcome indicators, including PROMs. Some countries are con-
sidering adopting this system, including Norway and Denmark.

In Belgium, PROMSs results are used in the reimbursement decisions taken by the National Institute for
Health and Disability Insurance. For the time being, this approach is limited to PROMs used in the
context of clinical trials, but it could be extended to routine use, especially for procedures that are
already reimbursed.

4 Physician partnerships in charge of a medical practice.
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In the USA, the healthcare system is financed by numerous health programmes or plans, commercial
programmes or private insurance. This includes CMS-led health programmes that use pay-for-perfor-
mance models to leverage care providers in order to improve quality of care. For example, the Com-
prehensive Joint Replacement Care (CJR) Model is a health programme that links hospital payments
to a composite score taking into account three measures, including PROMs (see table 9, Annexe 2)
for a care episode linked to THR or TKR. The model takes into account PROMs results published in
Hospital Compare for the hospitals concerned.

In Australia, trials are scheduled to integrate PROMs into pay-for-performance models.

For each country, the detailed description of the pay-for-performance models is presented in table 9,
in Annexe 2.

More than two thirds of the countries analysed (9/13) use PREMs results in pay-for-performance
models.

The results of PREMs are integrated into pay-for-performance programmes for institutional care in
seven countries (Norway, Netherlands, Belgium, France, England, USA, Canada) or primary care cen-
tres in four countries (Sweden, USA, England, New Zealand).

The types of care included in these programmes vary depending on the initiatives (e.g. in the USA,
acute care, home care, dialysis, etc.; in Denmark, psychiatric care; in Canada, cancer care, etc.).

In the United States, there are several pay-for-performance programmes. In the CJR Model, cited
above, the composite score takes into account the results of PREMs from the Consumer Assessment
of Healthcare Provider and Systems (CAHPS), for a care episode related to a THR or a TKR (see table
10, Annexe 2).

In France, the results of the e-Satis system in acute care have been integrated into the financial incen-
tive model for quality improvement (IFAQ)*° since 2016. In parallel, the experimentations conducted in
the context of article 51 of the French Social Security Financing Act, dating from 2018, envisage funding
adjustments based on PREMs results.

In Australia, trials are scheduled to integrate PREMs into pay-for-performance models.

For each country, the detailed description of the pay-for-performance models is presented in table 10,
in Annexe 2.

This international panorama sheds light on patient-reported quality measure initiatives and their uses
in different health systems, in order to improve quality of care. PROMs are less often used than PREMs
in comparison and benchmarking or pay-for-performance initiatives; and the results of PROMs are
never used in healthcare structure accreditation initiatives, in contrast with PREMs results.

France is revealed as being one of the most advanced countries in terms of the collection (national
level) and use of PREMs (comparison/benchmarking, certification of healthcare facilities, public disclo-
sure and pay for performance). It is less advanced when it comes to the collection of PROMs, but
PROMSs collection initiatives - such as the ComPaRe project, the Moi Patient platform (Renaloo), the
care episode project in the context of article 51 (financing reform), the ICHOM project - are being

45 |FAQ link: https://solidarites-sante.gouv.fr/professionnels/gerer-un-etablissement-de-sante-medico-social/qualite-dans-les-eta-
blissements-de-sante-sociaux-et-medico-sociaux/article/incitation-financiere-a-l-amelioration-de-la-qualite-ifag
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developed. A regional initiative to collect PROMs in HIV patients was set up in Aquitaine (13 hospitals)
in 2018 as part of a project led by the ANRS.

The longstanding nature of the many initiatives enables us to identify the strengths and weaknesses
of the measures carried out and of their uses (see section 4).
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4. Main lessons learned

There is now a certain amount of experience with the use of patient-reported quality measures such
as PROMs and PREMs in the pioneering countries. The literature includes several studies describing
the impacts of the use of PROMs and PREMs enabling lessons to be learned.

The lessons presented in this section are the main impacts of the use of PROMs and PREMs on quality
of care, which began to be identified more than a decade ago (120, 172) and have been summarised
in recent work consolidating knowledge of these impacts (69). Next, impacts on the results of patient-
reported quality measures via the use of PROMs and PREMs, health system regulation mechanisms
and the public disclosure of quality of care results and care funding are presented. Finally, the main
barriers to the implementation of PROMs and PREMSs in routine clinical practice are presented, as well
as facilitators that may aid their implementation.

4.1. Impacts of patient-reported quality measures in routine clinical
practice

Measuring patient-reported quality with PROMs and PREMs and using these in routine clinical practice
are actions liable to have an impact on the quality of care. These impacts occur 1) on an individual
level, i.e. directly for professionals and patients, and 2) at a collective level, e.g. at the level of a group
of patients, a physician, a team, a pathway or an organisation, where patient-reported quality measures
can also be used for quality improvement purposes (118, 173, 174).

4.1.1. Main positive impacts of PROMs

PROMSs are used for a variety of purposes (see chapter 3) but they are most often used directly at the
individual level as an aid to professional practice for the direct benefit of patients. Patients usually
complete PROMs at one or more times, depending on the objectives and contexts. The idea is to
evaluate and/or monitor care outcomes using indicators, including PROMs, to enable adaptation of
care. PROMs results are interpreted by professionals who can use them to discuss with patients and
improve clinical care.

4.1.1.1. Impacts on the clinical care of patients

Improved communication
PROMs help focus professional and patient attention on symptoms

PROMs help professionals gain a better understanding of the symptoms experienced by patients, their
clinical view being supplemented by the patients' perspective. This enables professionals to engage
with patients more effectively and, where necessary, to initiate care and treatment aimed, for example,
at alleviating symptoms reported by patients in this way (175, 176).

PROMs help patients gain a better perception of their symptoms, through the analysis of their experi-
ences. Thanks to PROMs, patients have a better understanding of how the disease affects their lives,
they identify the symptoms that seem most important to them and they are able to express them better.
PROMs also facilitate communication by linking the perceptions and understanding of symptoms by
professionals and patients (175, 176).

PROMs help encourage discussion and guide consultation
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Sometimes patients refrain from talking about their health problems for fear of bothering professionals.
PROMs help to remove this inhibition for some patients and also help professionals to engage discus-
sions based on the importance of the symptoms, to ensure they go through all potential problems.
Patients are willing to discuss PROMs results with professionals. This discussion is more likely to take
place when there is a relationship of trust between professionals and patients (175-181).

PROMs help patients in several ways during discussions with professionals. They help patients to
remember points to be covered, to organise their train of thought, and to describe their symptoms more
easily using PROMs terms; PROMs therefore enable patients to increase their capacity to engage in
their own care (176, 179, 180).

By listing symptoms reported by patients, PROMs help professionals identify important issues for dis-
cussion. They make it possible to have more effective consultations, primarily by encouraging the dis-
cussion of complicated problems. PROMs enable professionals to more effectively monitor patients’
symptoms (176, 179, 180).

PROMs facilitate communication between professionals

PROMs facilitate the communication of patient information between healthcare professionals by stand-
ardising patient follow-up information (176, 180).

Improved identification of health problems and follow-up of patients

PROM:s help to identify health problems that may not be spontaneously addressed by patients
and to personalise the clinical management of patients

The use of PROMs makes it possible to identify more symptoms or at an earlier stage (103, 179, 180,
182, 183).

The use of PROMs can lead to changes in clinical care, including changes in drug prescriptions, refer-
rals to other healthcare professionals, advice to improve quality of life (183).

For example, in the management of cancer patients, clinical decisions made as a result of the use of
PROMs may include referral to a psychologist for support or prescription of medication for pain relief
(176, 179).

PROMs improve patient health monitoring

The use of PROMs enables better follow-up of cancer patients treated with outpatient chemotherapy,
since PROMs incorporate questions relating to the monitoring of symptoms, side effects and toxicity;
follow-up is further improved when the use of PROMs is implemented in real time (182).

4.1.1.2. Impacts on care outcomes

PROMs sometimes significantly improve patients' health outcomes but this positive impact,
where found, remains heterogeneous and modest overall

The use of PROMs reduces the presence and intensity of physical symptoms, such as pain or fatigue
(176, 180, 183). This impact is shown particularly in frail patients with active disease, such as cancer
patients and palliative care patients (182, 184). For these patients, an improvement is shown for emo-
tional and psychological quality of life (183). The use of PROMs in routine paediatric clinical care also
demonstrates a positive impact on health-related quality of life (185).

PROMs have a greater impact when they are integrated into patient follow-up

For the care of cancer patients, recent studies demonstrate interesting results relative to the use of
PROMSs for remote monitoring: PROMs are completed online by patients. This use leads to improved
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patient survival (23, 24). This important result may be due to early detection of adverse events, through
remote monitoring of regularly reported symptoms, enabling rapid treatment where necessary.

— Improved patient survival, improved quality of life, reduced symptom severity and reduced emer-
gency hospitalisations are demonstrated in a US randomised clinical trial testing electronic symp-
tom monitoring of patients treated with chemotherapy for metastatic solid tumours (23).

— Improved patient survival is also demonstrated in a multicentre randomised trial in France testing
remote symptom monitoring in patients with advanced lung cancer (24, 186). It is also demon-
strated the cost effectiveness and cost utility of web-based monitoring via PROMs, based on widely
accepted thresholds (187).

— Improved survival is demonstrated for cancer outpatients when PROMs are used in a study in Can-
ada that retrospectively compared two comparable patient populations that differed in whether or
not they had responded at least once to the Edmonton Symptom Assessment System (ESAS)
(188).

— The use of PROMs in routine clinical practice also demonstrates indirectly positive impacts for
patients by reducing the need for care: in particular, a reduction in emergency department visits,
and a reduction in consultations for psychosocial and palliative care were demonstrated in a real-
world study in three regional cancer treatment centres in Canada trialling the use of PROMs by cli-
nicians (189).

PROMs can help improve patients' health in certain conditions

For psychiatric and mental health care, the PROMs results of monitored patients are predictive of psy-
chiatric re-hospitalisation, suggesting the value of using PROMs to avoid readmission to hospital (190).

For the primary care of patients with depression or anxiety, the use of PROMSs in routine clinical prac-
tice, however, does not demonstrate any positive impact on patient health outcomes. For the authors,
this use could nonetheless be beneficial for certain patient populations, such as patients who find it
difficult to spontaneously communicate their symptoms or articulate how they are feeling when asked
in an open-ended manner, and patients who are unsure can thus realise how many symptoms they
have and the need for the proposed treatment (191).

Simply having the information to identify or monitor a patient with depression, for example, is not
enough to improve the outcome of complex care; but it can help inform an overall action strategy
(shared medical decision-making, patient education, care pathway, etc.) (182).

The need for a comprehensive management strategy that integrates the use of PROMs into routine
clinical practice is illustrated in psychiatry, where PROMs results are significantly better when PROMs
data is both fed back to and discussed by professionals and patients, compared to the situation where
PROMs results are neither fed back nor discussed. This suggests the value of feedback and discussion
of PROMs results between professionals and patients (192, 193).

I Summary of the impacts of the use of PROMs in routine clinical practice

The use of PROMs in routine clinical practice demonstrates positive impacts on the quality of
care and health of patients. A major impact is the improved survival of patients. This key result
is demonstrated in the follow-up of cancer patients, when PROMs are used in remote
monitoring, enabling the rapid identification of situations requiring adapted care.

The positive impact on patient health of the use of PROMs in routine clinical practice can also
be seen by the demonstration of benefits in other fields and diseases. However, these have
been less clearly demonstrated to date, for reasons including greater difficulty in showing
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visible health benefits to patients, methodological limitations in some studies and a still limited
knowledge of how PROMs work.

Improved communication between professionals and patients is another clearly demon-
strated positive impact of the use of PROMs by professionals in routine clinical practice. Bet-
ter communication through the use of PROMs is very often demonstrated in various contexts.
Better communication helps both professionals and patients. It makes consultations more
efficient, professionals better informed and patients more able to make decisions and take
action.

Table 8. Summary of the impacts of the use of PROMs

Impacts of PROMs Evidence of the impact of
PROMs

Impacts on the clinical care of patients

— Communication (patient-professionals, professionals-professionals)

+++
— Management of symptoms (diagnosis, follow-up, etc.) ++
— Clinical actions generated (treatment modification, referral to other health pro- +

fessionals, etc.)

Impacts on care outcomes
— Physical symptoms (reduced severity, reduced prevalence, etc.) +
— Psychological symptoms (reduced anxiety, etc.) +
— Patients’ quality of life +
— Patient satisfaction o+
Impacts on healthcare system performance and regulation
— Public disclosure (transparency), external evaluation, quality-based payment +

(spending control), population-based monitoring

Interpretation of table: +: positive impact sometimes demonstrated; + + + +: positive impact very often demonstrated
Source: adapted from Chen et al (182)

4.1.2. Main positive impacts of PREMs

PREMs are used for different purposes (see chapter 3). They are generally used in large-scale surveys
designed by organisations external to the healthcare team liable to use the data (64). The idea is to
evaluate the quality of the organisations over time and to improve clinical care.
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4.1.2.1. Impacts on teams and healthcare organisations

PREMs can help identify areas for improvement, but their use by healthcare teams still needs
to be developed

Care teams are provided feedback from PREMs in various ways, depending on the type of data col-
lected and the survey methods: they enable care teams to identify areas for improvement and to assess
the impact of changes.

The impact of PREMs on improving quality of care is often analysed qualitatively; it is therefore difficult
to interpret and reach any conclusions with respect to the impact of PREMs (64). PREMs results are
generally not specific enough or do not enable targeting of certain areas of interest to healthcare teams
in order to inform them sufficiently about the quality of the service provided to the patient (194). Care
teams generally find patients’ comments more interesting than quantitative data, although analysis of
these comments is more difficult (64).

The collection and availability of PREMs alone is not enough to improve care. PREMs results should
be discussed by health professionals in order to implement improvement actions (194, 195).
Healthcare professionals are generally in favour of measuring patient experience; however, this does
not guarantee that feedback will lead to action; indeed, only a minority of healthcare providers take the
opportunity to use PREMs to implement actions to improve the quality of care (196, 197).

PREMs enable healthcare organisations to improve progressively, especially when they are
committed to a long-term approach

The impact of PREMs is greater when the improvement actions implemented involve small incremental
changes, as in all quality improvement processes (64).

The improvement actions implemented tend to be concentrated on care organisations with low scores
or on areas already identified as being problematic. The improvement actions most often concern the
admission process and the production of information documents for patients (64).

Implementing improvement actions requires sufficient resources, in terms of knowledge, time and staff,
as well as PREMs data of sufficient quality and that is interpreted and monitored over time (198).

To remain relevant, PREMs surveys must be able to evolve to meet the needs and expectations of
healthcare professionals and health system users (199).

Nevertheless, it should be noted that PREMs appear to have little correlation with the level of
commitment of healthcare facilities to the inclusion of patient experience in the assessment of the
quality of care, or to the level of maturity of the healthcare facilities in terms of quality management
(200).

4.1.2.2. Impacts on patient experience

Patient experience can be improved with the implementation of actions identified by PREMs. Improving
important dimensions for patients, such as communication and care coordination, promotes a better
experience of care.

Coordination improves the experience of hospital care

Coordination of care improves the experience of patients. Healthcare facilities that have put in place
actions to promote coordination have better PREMs results than facilities where there are no such
actions. It is also suggested that coordination actions that improve patient experience are those actions
that involve interaction with patients. For example, at patient discharge, the involvement of discharge
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coordinators, the supply of a discharge letter and calling patients 48 hours after discharge are actions
that improve patient experience (201).

Communication improves the experience of care in emergency departments

Communication improves patient experience: communication between professionals and patients is
the action most often found to improve patient experience in emergency departments. Other aspects
impacting on patients' experience in emergency departments include patients' perceived waiting times
and professionals' empathy and compassion towards patients (202).

It is suggested that communication, empathy and compassion from professionals make patients more
understanding of other aspects that are more difficult to improve, such as waiting times. Conversely, a
patient who feels ignored or disregarded, for example, will not perceive their wait in the emergency
department as a good experience, even though it may objectively be a short one; the same goes for
spacious and clean premises. Communication and empathy are thus the actions that have the greatest
impact on patients' experience in the emergency department (202).

Teamwork improves the experience of cancer patients

Teamwork improves the experience of patients. Teamwork brings professionals together around com-
mon goals and the quest for solutions in order to improve patient care by collaborating with other play-
ers within the hospital and with sectors outside the hospital. Teamwork in cancer care has been shown
to improve patient experience dimensions, such as access to care and communication (203).

Teamwork of professionals impacts the experience by improving patients' perception of how easy it is
to contact a professional, whenever the need arises, at any time of the day or week. Teamwork im-
proves the patient experience through better communication between professionals and patients,
through listening to patients and through shared medical decision-making (203).

4.1.3. Barriers and facilitators

Barriers related to the use of patient questionnaires have also been identified in the literature. The
difficulties are similar for both types of questionnaires, PROMs and PREMs, and the barriers are also
similar for the different patient populations and fields of care where these questionnaires have been
used. The facilitators described in the literature depend on the use contexts (204-207).

The barriers related to the use of questionnaires on an individual level can be divided into two types:
1) technical barriers, related to the practical use of the questionnaires; 2) perceptual barriers, related
to what patients and professionals think of the questionnaires.

4.1.3.1. Barriers and facilitators related to use of questionnaires

Difficulties obtaining complete questionnaires

Patients may have difficulty completing the questionnaires for various reasons. These difficulties can
lead to low response rates or low degrees of completion of questionnaires. For example, using methods
such as online surveys only, patient response rates to PROMs are relatively low in routine clinical
practice, demonstrating the need for organisations wishing to collect them to give early consideration
to this aspect for successful implementation (208, 209)

The questionnaires sometimes take a long time to complete. They are difficult for some patients to
read and understand; yet there are guidelines and rules for designing questionnaires that are
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accessible to all (210, 211). Some patients may have difficulty remembering their past health or may
not feel well enough to complete the questionnaire, especially patients who are frail due to their iliness
and treatment. Some patients may not be able to answer the questionnaires due to a technological
barrier, especially patients who are not comfortable with computers and where the interface is not easy
to use (212).

Some patients do not answer questionnaires because they may feel anxious about doing so because
it makes them think about their ililness and symptoms. Conversely, some patients do not think it is
useful to complete the questionnaire when they feel it is not appropriate, for example when they do not
feel sick. Similarly, patients who do not feel concerned by the questionnaires do not take the time to
respond (213).

Maintaining long-term patient compliance for completion of disease monitoring questionnaires, while
avoiding problems related to missing data, can be difficult since patient engagement tends to decline
over time (214).

I Facilitators to help patients complete questionnaires

Use questionnaires that are easy to read and understand
— Choose questionnaires that are simple for patients (e.g. questionnaires that have been
verified as being easy to understand by patients; questionnaires designed with pa-
tients) and, ideally, metrologically validated tools recommended by professionals and
patients.

Help patients to respond
— Allow patients to respond on site (e.g. on an electronic tablet in the waiting room before
the consultation) and/or at home (e.g. online survey before and between visits).
— Suggest that patients fill in the questionnaire with someone in their entourage (family
member, friend, carer, etc.), or with the help of a professional.

Provide patients with an easy-to-use interface

Difficulties encountered by professionals with respect to adoption of question-
naires
Difficulties finding the time

To use PROMs, clinicians must invest time: consulting PROMs data, interpreting it, discussing the
results with patients, following up with useful actions. Each of these steps takes time.

There are differing views on the benefit of PROMs compared to the time spent on them: some
professionals consider that PROMs are difficult to use in routine clinical practice due to a lack of time
(173, 212). Others see PROMs as time-saving or time-efficient: they avoid the need for clinicians to
ask patients questions that PROMs already address and enable them to focus on the problems
identified.

In fact, there does not seem to be any difference in terms of time between consultations using or not
using PROMSs. In addition, it may be possible to postpone consultation appointments and reschedule
them for a later date when patients do not report any problems between visits, thus saving time slots
for patients who need them most (179, 192, 215).

Difficulties acting on the questionnaires
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Professionals do not immediately have the knowledge or adequate tools to interpret the data from the
questionnaires and to modify their practices; the implementation of training programmes for clinicians
can remedy these shortcomings (216).

I Facilitators to help professionals use the questionnaires

Propose training tools for professionals
— Provide training that covers the whole process of using the questionnaires (administra-
tion, analysis, interpretation of data and management of identified problems).
— Offer flexible training arrangements: e.g. short, a la carte, group or individual, distance
learning, which can be included as part of ongoing staff development (e.g. case study
videos).

Provide professionals with decision-making aids
— Provide professionals with detailed and summarised results, accompanied by aids for
interpreting the results and clinical decision-making aids (e.g. calculation of scores in
real time, score monitoring, easy-to-interpret graphs, recommendations, decision
trees, practical guide sheets).

Involve professionals and help them choose tools

— Provide professionals with a choice of validated, relevant and useful tools for their
needs (e.g. list of validated PROMSs, user guide, etc.).

Provide professionals with an easy-to-use interface

Barriers to integration of questionnaires within healthcare organisations

Integrating questionnaires into practices requires investment on the part of professionals and organi-
sations. This integration can be an additional constraint, especially if the use of questionnaires requires
organisational arrangements that are too complex, difficult to put into practice or do not correspond to
needs.

It is therefore a question of integrating the questionnaires into routine clinical practice, taking into
account what already exists and allowing for flexibility. For example, proposing questionnaires in line
with consultations and allowing flexibility in their use by professionals can facilitate implementation
(205).

In some cases, once problems are identified by questionnaires, particularly health problems identified
by PROMs, it is not always possible to treat patients immediately due to the unavailability of services
or healthcare professionals to whom patients could be referred; this may also raise liability issues (212).

I Facilitators for the integration of questionnaires into practices

Define use objectives, the populations concerned and methods
— Define the objectives of the measure, which, broadly speaking, are: 1) individual pa-
tient care, 2) improvement of quality of care in organisations, 3) quality-based pay-
ment, 4) clinical research. These objectives are not exclusive; a care organisation may
target one or more of these objectives.
— Define the target populations since these will impact the choice of methods, such as
the frequency and duration of collection.
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— Define questionnaire collection times, which are generally either at regular intervals or
coinciding with visit times.

Provide resources facilitating the use of questionnaires

— Have information systems in place enabling the creation of an electronic database of
collected questionnaires and generation of automatic functionalities (e.g. online plat-
form, data visualisation tools, alerts if PROMs results exceed a certain threshold).

— ldentify people in charge of implementing the questionnaires; support a data collection
culture at governance level, support long-term investment and have a clear strategy
for the use of questionnaires (e.g. define the objectives of data collection, integrate the
use of PROMs into consultations, set up dedicated times to discuss the results in
teams).

— Refer to dedicated services and available healthcare professionals (such as a coordi-
nating nurse), who are part of a care network, for example, to receive and manage
patients as soon as particular problems are identified.

Adapt the use of questionnaires to needs and the context

— Propose simple and flexible implementation methods (collection time, administration
methods, etc.) that are adapted to the needs of professionals.

— Present results that are relevant to professionals (e.g. PREMs results are relevant to
a professional, a team, a care service, etc.) and report the results on a regular basis
to enable improvement.

— Involve professionals in the choice and implementation of tools.

4.1.3.2. Barriers and facilitators related to the perception of questionnaires

Patients and professionals may not perceive the value of questionnaires for a variety of reasons.

Barriers related to what patients think about questionnaires

The vast majority of patients are in favour of completion of questionnaires, especially PROMs; for ex-
ample, cancer patients are willing to fill in a questionnaire for each consultation and almost all of them
see the benefits of electronic administration (179).

However, some patients may have doubts about the pertinence and value of questionnaires to their
care; this is particularly the case when they feel that some of the questions are not relevant to them
and when they do not see the point of filling in questionnaires due to a lack of explanation (212).

Furthermore, patients who are initially in favour of a questionnaire collection process may later lose
interest, particularly if they find that professionals do not take the time to discuss the results with them
or if there is no coordination between professionals, asking patients the same questions again; all of
this may lead to patients refusing to take part in further PROM collection (217).

Facilitators to promote patients' understanding and acceptance of question-
naires

Communicate the value and discuss questionnaire results with patients
— Inform patients and explain the value of questionnaires to them.

— Discuss questionnaire results with patients, in order to maintain their long-term com-
mitment.
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Choose questionnaires that correspond to patients’ expectations
— Select questionnaires that are relevant to patients, for example questionnaires that
have been designed with patients, and that are easy to read and understand.
— Propose different administration methods and the possibility of help from a relative or
professional.

Barriers related to what professionals think about questionnaires

Professionals have differing views on the value of using questionnaires such as PROMs, which may
be considered either good and useful or, conversely, useless or even harmful to their relationship with
patients.

On the one hand, professionals who support the use of PROMs see them as a tool that complements
their clinical judgment. Thus, PROMSs are seen as having the potential to improve the care process by
supporting better communication, promoting patient education, shared medical decision-making, diag-
nosis of health problems, monitoring of the disease and response to treatment, and aiding better plan-
ning of care.

On the other hand, some professionals doubt that PROMs can help them and consider that these
questionnaires are of no interest since they do not provide any new information. Furthermore, PROMs
may be perceived as intrusive, in relation to patients' privacy and the patient-professional relationship,
since the questionnaires may focus the discussion on certain issues only and thus prevent discussion
of other potentially more important issues (173).

Facilitators to promote professionals' understanding and acceptance of ques-
tionnaires

Communicate the value of the questionnaires to professionals
— Inform professionals about the value of PROMs as an aid to clinical practice and
PREMSs as an aid to improving the organisation of care.
— Raise awareness of the use of questionnaires and encourage professionals to discuss
the results with their patients.

Choose questionnaires that correspond to professionals’ expectations

— Select questionnaires that are validated and relevant for professionals (e.g. combina-
tion of a generic PROM and a PROM specific to the professional's field of interest),
with acceptable costs, that can be easily integrated into routine clinical practice (rea-
sonable number of items, several possible methods of administration) and also used
by other organisations (comparison of results).

4.2. Impacts of regulation mechanisms incorporating patient-
reported quality measures on quality improvement

The regulatory mechanisms put in place in health systems are progressively including PROMs and
PREMs; these mechanisms thus differ in their age and in the objectives sought (see chapter 3).

The impacts of these mechanisms on PROMs and PREM s results are less well documented than those
relative to use in routine clinical practice.
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In addition, the impacts described relate more to certain regulatory mechanisms. For example, in the
accreditation of healthcare providers (certification in France), where PROMs and PREMs are still little
used, the impacts of this mechanism are rarely described. Conversely, the impacts of public
dissemination and funding models incorporating PROMs and/or PREMs are more often described in
relation to recent quality-based payment initiatives (218-220).

4.2.1. Impacts of public disclosure of outcomes

It is becoming increasingly common for the results of indicators of the quality of care delivered by
healthcare providers to be published in health systems. This public disclosure is a facilitator for the
improvement of quality of care. Public disclosure is expected to improve the quality of care by encour-
aging healthcare providers to implement actions on the basis of three mechanisms: 1) patient choice,
comparing and selecting care providers based on the quality of care; 2) identification by care providers
of quality domains to be improved upon; 3) the reputation of care providers (221, 222).

Public disclosure encourages care providers to improve quality of care

In general, the impact of public disclosure on user choice and patient health outcomes is either not
demonstrated or exists but with a low level of evidence (223). Although this impact seems limited,
public disclosure nevertheless provides a strong incentive for healthcare providers to implement
actions to improve the quality of care (224).

More specifically, the public disclosure of PREMs data provides an incentive for healthcare institutions
to improve, which in turn leads to better PREMs results. All dimensions of the patient experience are
improved (nursing communication, team responsiveness, pain management, communication about
medication, hospital environment, discharge), except for communication with physicians. And as with
any quality improvement initiative, improvements in patient-reported experience outcomes are greatest
in facilities with initially lower scores (225-228).

Comparative analysis is a lever for improvement

Comparative analysis encourages practitioners to improve in order to be as good as or better than their
peers and to learn from best practice, especially when it is data where practitioners have been involved
in the processes of selecting and defining indicator methods (229, 230).

4.2.2. Impacts of healthcare funding arrangements

Innovative models complementing fee-for-service payment are used to finance healthcare spending.
In these models, quality measures including those based on patient perception are used to assess the
quality of care. In general, these new models aim to make economic savings and are also designed to
provide incentives for professionals and organisations to improve the quality of care. Initial evaluations
show that these objectives are being met. Trialled payment models demonstrate a reduction in care
spending that is sometimes significant, at the same time improving the quality of care or at least main-
taining it at a comparable level.

Impacts of the payment models of the Centers for Medicare & Medicaid Ser-
vices (CMS), USA
In 2015, the majority of Medicare fee-for-service payments already had a link to quality of care. A first

objective was to extend the proportion of fee-for-service payments tied to quality and a second objec-
tive was to increase the proportion of care funded through new payment models (231). Examples of
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these new payment models include bundled payments, Accountable Care Organizations (ACOs), ad-
vanced primary care medical homes and pay for performance.

Since 2013, CMS are funded by a pay-for-performance mechanism for a share of spending on acute
hospital care. This pay-for-performance mechanism is dependent on outcomes, including patient-re-
ported experience outcomes, adopting the Value-Based Health Care (VBHC) approach rewarding
quality of care.

Hospital pay-for-performance model
Example 1: the HVBP pay-for-performance model

The Hospital Value-Based Purchasing (HVBP) initiative is a CMS programme aimed at improving the
performance of hospitals and the experience of hospitalised patients. Pay for performance based on
outcomes, including Hospital Consumer Assessment of Healthcare Providers and Systems (HCAHPS)
PREMSs, encourage hospitals to implement strategies designed to improve patient experience. Hospi-
tals are remunerated according to their position in the overall hospital ranking, or according to their
progress, based on indicators including PREMs (there is also an incentive mechanism for maintaining
performance scores above the national median) (232).

The HVBP programme accounts for almost 2% of the funding of CMS hospitals and, since 2015, the
weight of the hospitals' PREMs score in the overall performance score is 25%. Even before the intro-
duction of the HVBP initiative, PREMs outcomes were improving, and there is no evidence that the
introduction of HVBP has accelerated the improvement of the inpatient experience; if anything the pace
has slowed. When the PREMs results of hospitals participating in the HVBP initiative are compared
with non-participating hospitals, the only difference in favour of HVBP hospitals concerns the cleanli-
ness of the hospital environment (232).

Several reasons are put forward to explain the slowdown in the improvement of PREMs and the low
impact of the HVBP programme, compared to the earlier simple measure of publicly reporting PREMs
results, which had led to significant progress. First of all, the financial incentive may have been too
modest to encourage hospitals to act. Secondly, there may be a “ceiling effect” for patient experience.
Finally, a third explanation is that the PREMSs results may strongly depend on aspects that cannot be
modified by hospitals, such as their activities (e.g. intensive care, teaching, etc.) or the type of popula-
tions the hospitals serve. Thus, to enable improvements in the quality of care, the authors suggest that
the model needs to evolve, towards greater simplification and stronger financial incentives (232, 233).

I The HVBP initiative does not demonstrate any improvement in patient experience

Bundled payment models for hospital care episodes and outpatient care episodes

A bundled payment or care episode-based payment model makes it possible to link all the payments
of the different care providers during a care episode. Outside a care episode, providers are separated
and seek to increase their respective care volumes. Care episode-based payment reduces this incen-
tive to increase volumes and instead provides an incentive to improve the efficiency, coordination and
quality of care.

The CMS Innovation Center has designed three care episode-based payment models: the Bundled
Payments for Care Improvement (BPCI) model, the Comprehensive Care for Joint Replacement (CJR)
model, and the Oncology Care Model (OCM). These models share a common principle: the responsi-
bility for most care during an episode rests with a single provider.
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Example 2: the BPCI initiative for care episode-based payment following hospitalisation

The Bundled Payments for Care Improvement (BPCI) initiative is a CMS programme for the bundled
payment of 48 care episodes, triggered following hospitalisation for certain types of medical or surgical
care. The BPClI initiative includes four episode-based payment models, including hospitalisation, any
re-hospitalisations and follow-on care depending on the model chosen by the care providers.

It is shown, for example, that in the model including inpatient and follow-on care (2 ACH model), there
is a reduction in care consumption. The hospital stays of the patients included in this model are shorter
than the stays funded via the traditional fee-for-service payment system. This cost reduction is
achieved while maintaining patients' perceived quality of care, since SF-36 PROMSs scores are stable.
Similarly, although very slightly lower, the results for PREMs and patient satisfaction remain high (234).

Example 3: the CJR initiative for care episode-based payment for hip and knee replacement
surgeries

The Comprehensive Care for Joint Replacement (CJR) initiative is a CMS programme for the bundled
payment of care episodes for hip replacement (THR) and knee replacement (TKR) surgeries. Partici-
pating providers are responsible for the quality and cost of care episodes. The CJR model encourages
care providers to coordinate with each other and avoid unnecessary spending during the care episode.
At the end of the year, if the total actual spending for an episode of care is below a predetermined
expenditure, then the provider will receive a share of the savings (235).

The impact on spending of the CJR model is demonstrated. Savings are made, in particular by reducing
spending on follow-on care. While reducing expenditure, the CJR model does not affect the quality of
care. Following THR or TKR performed within or outside the CJR model, the medical or surgical com-
plication rates are comparable (236). Similarly, the quality of care reported by patients is similar
whether the payment is bundled or fee-for-service. PROMs results for THR and TKR evaluated by
HOOS, KOOS and PROMIS-PH questionnaires do not differ from one payment type to another (235).

The BPCI and CJR initiatives demonstrate a reduction in healthcare spending, while
maintaining the same levels of patient-reported quality

Example 4: the OCM initiative for care episode-based payment in cancer

The Oncology Care Model (OCM) initiative is a CMS programme for incentive payment for the first six
months of medical care for cancer patients. Healthcare providers receive monthly remuneration for
care coordination on a per capita basis, while continuing to bill for all care provided on a fee-for-service
basis. At the end of the episode, if the total cost of care billed is less than a risk-adjusted benchmark
amount, and if quality goals are met, the health provider will receive a performance-based payment
(237).

According to the results of the evaluation of the OCM model, the total cost of care episodes is only
slightly higher, but, overall, the OCM model is in deficit; PREMs results remain at very high levels. The
OCM model prioritises issues such as access to care, coordination of care and shared medical deci-
sion-making, which can reduce emergency care and hospitalisations. On these aspects, the results of
the OCM model evaluation do not demonstrate any impact (238).

The OCM initiative does not demonstrate any reduction in care spending or impact on
patient experience
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Quality-based payment models for dialysis care

Since 2011, CMS dialysis centres have received bundled payment to deliver dialysis care, including
medicines and complementary examinations. This bundled payment is linked to quality of care
measures. Since 2012, the QIP programme has complemented the bundled payment model, for the
first time introducing a mandatory federal pay-for-performance programme, with the aim of ensuring
that the quality of care remains high. Since 2015, in order to improve transparency and inform users,
the performance scores and ranking of dialysis centres on a one to five-star scale have been publicly
reported (239).

Example 5: the ESRD QIP initiative for dialysis centres

The End-Stage Renal Disease Quality Incentive Program (ESRD QIP) initiative is a CMS programme
for the performance-based payment of dialysis centres. A penalty system applies to the quality-based
payment part, which represents up to 2% of the total payments received by a dialysis centre. The
application of the penalty reducing payments is determined by the attainment or otherwise of prespec-
ified performance thresholds. In actual fact, the majority of facilities receive no penalty, and only a
minority have received a full 2% penalty (239).

The ESRD QIP model is adaptive. The model’'s benchmarks evolve in line with improvements in na-
tional performance rates. New indicators are incorporated as the ESRD QIP model is revised. Patient-
reported quality measures, which were initially absent, have subsequently been incorporated into the
model. For example PROMs assessing pain and symptoms of depression in patients were introduced
after it was realised that these issues were given inadequate consideration (239).

Several PROMs measuring health-related quality of life, such as the Kidney Disease Quality of Life
(KDQOL-36), SF-12 and PROMIS, have been recommended for inclusion in the ESRD programme.
The choice and implementation of PROMs is left to the discretion of teams and dialysis centres. Simi-
larly, several PROMs measuring pain or depression symptoms, including the Patient Health Question-
naire (PHQ-9) have been recommended for inclusion in the ESRD QIP model.

The specific In-Center Hemodialysis Consumer Assessment of Healthcare Providers and Systems
(ICH-CAHPS) PREM has been included in the ESRD QIP model since 2016. Dialysis centres receiving
fewer than 30 patients per year are exempted from administering the PREM to their patients; these
centres therefore do not obtain a PREMs score. The PREMSs results identified the patient characteris-
tics and dialysis centre statuses with lower scores. These differences in PREMs results can guide
choices in order to guarantee equitable access to and experience of care (240).

The free choice of measures or the absence of collection of patient-reported quality
complicate the evaluation of the impact of the ESRD QIP programme

Example 6: the ESCO pay-for-performance initiative for dialysis care

The ESRD Seamless Care Organizations (ESCO) initiative is a CMS programme aimed at reducing
dialysis care spending, reducing hospitalisations and improving the health outcomes of patients treated
in these organisations. ESCOs are rewarded or penalised on the basis of clinical outcomes, quality
indicators and spending. ESCOs cover all costs related to care, including hospitalisation, but exclude
costs related to drugs and transplants. ESCOs receive financial incentives to meet minimum quality
targets in order to receive their share in any financial savings made; if these targets are not met, their
share of these potential savings is reduced (241).
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In the ESCO model, for PREMs, the ICH-CAHPS score is heavily weighted against other quality
measures, demonstrating the importance of taking into account patient experience; for PROMs, the
KDQOL-36 is administered to all patients included in the ESCOs. The impact of the model on PROMs
results shows that patients treated with ESCOs have fewer symptoms and better physical function than
patients treated outside ESCOs, but this difference in outcomes in favour of the ESCO model is small
and this improvement may not be clinically significant for patients (241).

I The ESCO initiative demonstrates improved health outcomes for patients

Per capita payment model for patients with chronic diseases
Example 7: the ACO per capita payment initiative for patients with chronic diseases

The Accountable Care Organizations (ACO) initiative is a CMS programme intended to coordinate care
within patients’ care pathways. ACOs are grouped care providers, often including physicians and
healthcare facilities, who are jointly responsible for the quality and costs of their patients' care. ACOs
are remunerated on a per capita basis through a global payment and are interested in the financial
results. For ACOs whose spending is below the fixed threshold, a share of the savings made is paid to
them, and conversely, for those with expenses exceeding the threshold, a share of the excess must
be reimbursed (242).

The ACO model may lead care providers not to offer their patients certain services that may appear to
be important to them. It is therefore important for ACOs to maintain, if not improve, the experience of
their patients, otherwise their patients might seek care elsewhere, which would reduce the value of the
model. This challenge explains the significant weighting in the model of the PREMs score, representing
25% of the overall quality score (242). ACOs therefore develop strategies to engage patients, improve
quality of care and reduce costs. Due to epidemiological factors, lifestyles and associated health care
costs, the success of the model depends on the ability of ACOs to improve the engagement of patients
in their primary care, particularly those with chronic diseases such as diabetes, cardiovascular disease
and mental health problems (243).

Strategies to improve patient engagement are implemented by the majority of ACOs. The results
demonstrate the need for professionals to emphasise aspects such as shared medical decision-making
and the involvement of patients in the development of care plans, as well as the benefits to profession-
als of being involved in the governance of ACOs and in actions to improve the quality of care. Further-
more, the results show that ACO professionals are more involved in the coordination of hospital care,
in particular thanks to better communication between non-hospital professionals and hospital profes-
sionals at the time of patient admission and discharge. Collaboration between professionals, facilitated
by being in the same place and/or by the presence of care coordinators, promotes the quality of care
by freeing up time for professionals (244).

The impact of ACOs on patient engagement demonstrates an improvement in PROMs results. PHQ-4
(4-items Patient Health Questionnaire) and PROMIS items PROMs, measuring patients’ physical, emo-
tional and social functions, are improved when there is a patient-centred culture within ACOs (245).
The impact of ACOs on PREMSs results, measured via the Consumer Assessment of Healthcare Pro-
viders and Systems (CAHPS), demonstrate that the patient experience within ACOs is substantially
improved, particularly as concerns access to care and organisation of care dimensions (242).

The ACO initiative demonstrates the implementation of organisational strategies that
improve the patient experience
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Impacts of payment models in the Stockholm region, Sweden

Example 1: the OrthoChoice initiative for care episode-based payment in orthopaedic sur-

gery
The OrthoChoice initiative is a programme in the Stockholm region of Sweden that aims to improve
access to hip (THR) and knee (TKR) replacement surgery for eligible patients by allowing them to
choose where to undergo surgery from among pre-approved providers. The approval of healthcare
providers is subject to several criteria, including the declaration of quality of care measures and a
volume of at least 50 surgeries per year per surgeon. Care providers are remunerated per care episode
via bundled payment (246).

In order to reconcile facilitated access to surgery with the risks of inducing wider and more premature
surgical indications than would be medically required, financial penalties are scheduled to prevent pa-
tients' pathways from being initiated outside the primary care setting. Healthcare providers are respon-
sible for the risk of surgery-related complications occurring up to two years after the operation; or up
to five years afterwards in the case of antibiotic-treated surgical site infections occurring in the first two
years. The share of performance-based payment is 3.2%. This is received by care providers if they
reach predetermined quality targets (246).

The impact of the OrthoChoice model on PROMs is neutral. No difference was demonstrated for pa-
tients' health-related quality of life (EQ-5D) or pain (visual analogue scale). In a comparison between
care providers based on changes in their activity, it was demonstrated that PREMs results were better
for providers who increased their activity. Expenditure was reduced by up to 20% per care episode. In
the Stockholm region, total spending relating to hip and knee replacement surgeries fell by 3% despite
an increase in procedure volume of around 20% (246).

The OrthoChoice initiative demonstrates a reduction in health spending and an im-
provement in patient experience

Example 2: Stockholm VBRP initiative for care episode-based payment in spinal surgery

The Stockholm Value-Based Reimbursement Program (STHLM-VBRP) is a programme in the Stock-
holm region of Sweden that combines both a bundled payment model and a pay-for-performance
model for spinal surgery care episodes, such as herniated disc and lumbar spinal stenosis surgery.
The bundled payment is intended to cover all the care for the episode, including any complications for
a period of one year. In addition to bundled payment, the performance-based payment is prospective
and is adjusted on the basis of the PROMSs score, obtained by a general assessment question asking
the patient how their back or leg pain is currently compared to before the operation. The prospective
performance-based payment is calculated based on national benchmark results. At the end of the care
episode, it is adjusted based on the PROM results: if the PROMs results are better than expected, the
performance-based payment is increased, and conversely a reimbursement will be requested in the
event of worse than expected results (247).

The impact of the STHLM-VBRP programme is neutral on patient-reported quality of care. The PROMs
results (general pain assessment, EQ-5D-3L, Oswestry Disability Index) are compared over time. Be-
tween before and after the introduction of the STHLM-VBRP, it is demonstrated that the PROMs results
show the same trend over the two periods (247).

The STHLM-VBRP initiative does not demonstrate any improvement of patient health
outcomes
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Summary of impacts of healthcare funding arrangements

The initiatives described integrating patient-reported quality into care payment models demonstrate
positive impacts on improving the quality of care, reducing health spending, or both, depending on
the case. Although these are only a selection of initiatives, their positive results illustrate the value
of quality-based financial regulation. These results are obviously limited to the specific contexts in
which these initiatives have been introduced and therefore cannot be automatically generalised.
However, it is interesting to note that some models have had their results replicated in different
contexts, such as the reduction in spending in care episode-based payment for hip and knee surgery
in the USA and Sweden. When the different initiatives do not demonstrate positive results in terms
of quality improvement, their results remain at least neutral in this respect. And without prejudging
the impact, these initiatives also show that quality-based financial regulation provides an incentive
to improve targeted areas, such as patient experience. Professionals are adapting by implementing
changes in their practices and organisations. The example of the USA, where numerous initiatives
have been introduced, is instructive in that it demonstrates that the expected results are not always
achieved or that successes can then be replicated. This demonstrates the value of proceeding by
means of trials, in which the various models could be improved along the way in an incremental
manner. It is also interesting to note that one of the levers for facilitating the evaluation and compar-
ison of outcomes is the standardisation of the measures used, made possible by the coordination of
initiatives.

4.3. Levers to promote the widespread use of patient-reported
quality measures

Countries that have succeeded in introducing and widely using PROMs and PREMs either have
medical registries in which these measures can be collected, or have strong incentives, including
financial incentives, or even an obligation to collect them (see chapter 3. Panorama of international
experiences). However, these provisions alone do not always ensure that the use of PROMs and
PREMs is properly implemented to achieve the hoped-for improvement in quality of care.

At routine clinical care level, the use of PROMs and PREMs by professionals could become an
established practice provided that professionals perceive the value of these instruments in the
management of patients and that professionals are helped by having the tools to facilitate their use.

At the level of regulation through quality of care, mechanisms such as public reporting or benchmarking
of outcomes can be facilitators for improvement, provided that common instruments are used to allow
comparison of outcomes.

To reconcile these two levels of use, it is necessary to involve professionals and patients in the choice
and definition of the methods of use of these instruments, so that they are relevant and adapted to their
needs. Once the instruments have been agreed, the next step is to implement a broad roll-out that
multiplies the beneficial impacts of patient-reported quality measurement.

The deployment of patient-reported quality measurement initiatives that do not use the same PROMs
and PREMs complicates comparisons that are nonetheless useful for improving the quality of care. A
coordinated approach thus contributes to the choice of standardised measures enabling comparisons
and the use of the results in quality improvement mechanisms.
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Initiatives such as ICHOM and the OECD provide guidance on the choice of these measures for
healthcare providers interested in comparing themselves internationally. Some countries are adopting
this nationally coordinated approach to measuring patient-reported quality; the example of Wales
shows that this type of harmonisation is possible and useful with the initial results.

Example of a standardised approach to the national use of PROMs and PREMs
in Wales, UK

The All Wales PROMs, PREMs and Effectiveness Programme (PPEP) initiative is a programme in
Wales, UK to develop a platform for the electronic collection of PROMs and PREMs for all secondary
care patients. Ultimately, the idea is to propose the completion of PROMs to all patients receiving
secondary care before and after treatment, as well as PREMs after their care experience. Within NHS
Wales, the collection of PROMs and PREMs has existed for several years but has been conducted via
local initiatives without a systematic and fully coordinated approach, which has now been made possi-
ble by the implementation of the PPEP programme.

National coordination on the joint choice and use of PROMs and PREMs agreed with profes-
sionals and patients

To facilitate the benchmarking of care organisation outcomes and learning from best practice, the
PROMs and PREMs used in the PPEP programme are common at national level. The selection pro-
cess for PROMs and PREMs instruments, supported by the Welsh Government, involves professionals
and patients (248).

For the generic PROMSs, the instruments chosen are the EQ-5D-5L and the Work Productivity and
Activity Index (WPAI), which enable comparisons between diseases, medico-economic analyses and
the identification of the impact on productivity and work activity limitations respectively.

Regarding specific PROMs, it is envisaged that common instruments will be used on national level for
each disease or treatment. For each field concerned, professionals are consulted and their agreement
sought. The Welsh Government determines the fields where the collection of PROMs and PREMs is
prioritised. The government order is thus to focus first on orthopaedic and cataract surgery, heart failure
and lung cancer. In total, professionals have so far agreed on more than 30 PROMs for different dis-
eases (248).

For PREMs, working groups with patients have led to the definition of nine common patient experience
questions to be used universally. Other questions can be added to these nine experience questions,
to make them more relevant to different diseases and specific local needs. In addition, qualitative anal-
ysis of patients' experiences at a national level is also a long-term objective (249).

The relevance of the national implementation of patient-reported quality measures demon-
strated by the early results of the programme’s impact

In practice, patients receive their PROMs results, which are also automatically integrated into the pa-
tient's electronic health record and can therefore be used by the care team for follow-up and during
consultations to improve communication and shared medical decision-making.

The impact of the use of PROMs and PREMs through the PPEP programme demonstrates an im-
provement in the relevance and outcome of care. Initial results suggest that: 1) the number of ortho-
paedic consultations considered to be of little relevance has decreased by about 70%; 2) the results of
PROMs collected six months after surgery, determining the need for a hospital visit or not, seem to
indicate that fewer patients need to come for a consultation (248).
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5. Conclusion

Measuring patient-reported quality is essential to improve quality of care. PROMs and PREMS ques-
tionnaires are instruments that measure patient-reported health outcomes and patients’ experience of
care in a quantitative, accurate and comparative manner. Useful for both patients and professionals,
these measures are still not widely used in routine clinical practice, but the number of initiatives imple-
menting them is steadily increasing.

Initiatives outside France are heterogeneous; they differ in terms of the objectives pursued, the ap-
proaches adopted, whether they are mandatory or not, the scales of deployment, the instruments used,
the methods of administration, the uses and the results obtained. These differences make it difficult to
assess the impact of PROMs and PREMs on quality of care. However, the benefits so far demonstrated
in terms of quality and costs across different populations and different areas of care suggest the value
of continuing the measurement of patient-reported quality. This requires choosing useful, relevant and
standardised measures, based on existing recommendations, and supporting their roll-out so they can
benefit as many patients as possible.

One difficulty lies in the practical implementation of these measures, especially PROMs, but levers,
such as technology, exist to facilitate their use in routine clinical practice, the first place where such
use is desired and has been shown to improve quality of care.
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6. Work in the pipeline at the HAS

In France, progress to be continued and ambitions to be realised

With regard to PREMSs, there is now widespread measurement of hospital patient experience and sat-
isfaction in France, and this is continuing to be extended in order to reach more patients and to be
promoted within various mechanisms designed to improve quality of care. Hence France is one of the
most advanced countries when it comes to measuring patient experience, this having been imple-
mented on a national level for a number of years already. This contrasts with national progress con-
cerning the implementation of PROMSs, with France currently lagging behind some other countries
making very active use of PROMs.

There is already a clear ambition to make progress in terms of the use of these two measures. This is
illustrated by voluntary and dedicated local initiatives on the one hand and initiatives within the frame-
work of national and regional trials, led by the Ministry of Health and the national health insurance
system, on the other, which could be generalised in the coming years. The acceleration of digital health
care and the forthcoming implementation of the Mon Espace Santé*® (“My Health Space”) platform
should also make it possible to address the challenges and expectations of patients and professionals,
in which the HAS is closely involved to fulfil its mission of improving the quality of care for all.

The HAS is continuing its actions and reinforcing its support for patient-re-
ported quality measurement

Prospective actions for PROMs
I Identify French initiatives using PROMs

In France, there are both international (ICHOM, PaRIS OCDE) and national (IPEP, PEPS,
EDS) ongoing PROMs initiatives. Other initiatives exist, either local or regional, but there is
no centralised information on their number and characteristics. Before considering any large-
scale roll-out, a first step is to have an overview of the PROMs situation in France, which
could potentially help guide such a roll-out.

The HAS therefore plans to conduct a national survey in order to identify and describe French
initiatives collecting and using PROMSs by healthcare professionals and organisations.

I Support projects using PROMs

It is often difficult to use PROMs in routine clinical practice. These difficulties are either com-
mon or context-dependent. It is important to identify barriers to their use, as well as facilitators
that can be used by the players involved to encourage their routine implementation.

The HAS thus intends to support initiatives in the community setting or in hospitals. Its main
objective is to learn from initiatives already launched locally or regionally to improve the qual-
ity and safety of care. Feedback from professionals concerning their use of PROMs will make
it possible to assess the feasibility of a national roll-out.

I Produce guides to assist in the use of PROMs

46 https://esante.gouv.fr/mon-espace-sante
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Numerous PROM questionnaires exist already. One of the objectives of the HAS is to make
available practical guides to help those who want to understand and deploy PROMs locally.
The first three guides have already been published. One explains the theoretical concepts
and operational criteria. The other two have a specific context: one presents what exists for
total hip replacement, knee replacement and colorectal cancer; the other is part of the work
on pathways for patients with chronic obstructive pulmonary disease. Other guides are al-
ready planned.

I Use PROMs to assess health products

The HAS recommends the integration of PROMs to assess health products in routine clinical
practice, in the context of early-access programmes*’ or real-world studies®.

Prospective actions for PREMs
I Extend the national e-Satis patient experience and satisfaction measurement system

In France, the use of PREMSs is well established in healthcare facilities, thanks to the HAS's
national e-Satis system, which has been gradually rolled out. Since 2016, the e-Satis system
has concerned patients hospitalised in medical, surgical and obstetrical departments (e-Satis
+ 48 h MCO); since 2018, surgical outpatients (e-Satis CA); since 2020, patients hospitalised
for follow-on care and rehabilitation (e-Satis SSR).

The HAS is continuing to extend the measurement of patient experience and satisfaction,
developing PREMs questionnaires for patients hospitalised at home (HAH) and for patients
receiving care in psychiatric facilities.

Complement the measurement of experience and satisfaction with analysis of patient
feedback

Within the framework of the HAS e-Satis system, the questionnaires contain closed questions
on patient experience and satisfaction, the answers to which are analysed by the HAS, with
constant feedback to healthcare facilities. At the end of the questionnaires, patients can also
give free comments, which, to date, have been kept and used by the health facilities only.

The HAS plans to conduct a descriptive and qualitative analysis of the information contained
in the patients' comments on a national level. This analysis will first of all provide profession-
als, patients and facilities with information about what is important to patients. It is envisaged
that this work will subsequently be continued, helping health facilities exploit patient feedback.

47 https://www.has-sante.fr/upload/docs/application/pdf/2021-06/acces precoces - doctrine.pdf
48 https://www.has-sante.fr/upload/docs/application/pdf/2021-06/quide _etude en vie reelle medicaments _dm.pdf
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Annexe 1. Examples of PROMs recommended by the ICHOM

Disease or population Population concerned

Primary care and prevention

— General adult population (article

Over 18 years of age
pending publication)

— General paediatric population

Aged 6 to 12 years
(250)

Aged 13 to 17 years

Aged 18 to 24 years

— General geriatric population (251) Al patients

Cardiovascular and circulatory diseases

~ Hypertension (252) Al patients

Men

Recommended PROMs

PROMIS-10

WHO Disability Assessment Schedule 2.0 (WHO-DAS-12)

WHO (Five) Wellbeing Index (WHO-5)

PROMIS Parent Proxy Scale v1.0 — Global Health 7+2

PROMIS Parent Proxy Short Form v1.0 — Cognitive Function 7a
PROMIS Paediatric Scale v1.0 — Global Health 7+2

NIH Toolbox Self-Efficacy CAT Ages 13-17 v2.0

Assessment of Quality of Life (AQoL) — 8D

PROMIS Short Form v1.0 — Sleep Disturbance — 4a

PROMIS Pool v2.0 — Sexual Function and Satisfaction: Screeners
PROMIS Short Form v2.0 — Cognitive Function 4a

SF-36

University of California, Los Angeles — 3 ltem Scale

Adult Social Care Outcomes Toolkit

Zarit Burden Interview (carer responses)

EQ-5D-3L SF-12 VR-12 PROMIS-10

PROMIS (one single item on erectile function)
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Disease or population
— Heart failure (253)

All patients
— Atrial fibrillation (254) All patients
= el ) All patients

Hormonal and metabolic disorders
— Diabetes (256)

All patients
— Chronic kidney disease (44) All patients
Musculoskeletal disorders
— Osteoarthritis of the hip or knee Al patients

(257)

Patients affected primarily by osteoarthritis

Patients affected primarily by osteoarthritis

of the hip
of the knee
Vision disorders
— Cataract (258) Al patients

Population concerned

Recommended PROMs

PROMIS Physical Function Short Form 4a

Kansas City Cardiomyopathy Questionnaire-Short Version (KCCQ-12)

Patient Health Questionnaire (PHQ-2)

PROMIS-10

PROMIS-10

Simplified modified Rankin Scale Questionnaire

WHO-5 Well-Being Index
Problem Areas in Diabetes Questionnaire (PAID)
Patient Health Questionnaire (PHQ-9)

PROMIS-29 + PROMIS Global Health RAND-36

EQ-5D-3L + EQ-VAS
Veterans RAND 12 (VR-12)

Hip Disability and Osteoarthritis Outcome Score —
Physical Function Shortform (HOOS-PS)

Knee Injury and Osteoarthritis Outcome Score —
Physical Function Shortform (KOOS-PS)

Catquest-9SF

SF-36
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Disease or population

— Age-related macular degeneration
(259)

Malignant diseases

— Cancer of the colon and rectum
(260)

— Breast cancer (261)

— Lung cancer (262)

Mental health
— Depression and anxiety (263)

Population concerned

All patients

All patients

Patients treated by surgery and/or radiother-
apy

Patients treated by systemic chemotherapy

All patients

Patients treated by surgery and/or radiother-
apy

Patients treated by systemic chemotherapy

All patients

All patients

Recommended PROMs

Brief Impact of Vision Impairment Profile (B-IVI)

EORTC QLQ-C30

EORTC QLQ-CR29

EORTC QLQ-CR29

MSKCC Bowel Function — Dietary Subscale

EORTC QLQ-LMC21 (one single item)

EORTC QLQ-C30
EORTC QLQ-BR23

BREAST-Q Patient Reported Outcomes Instrument (BREAST-Q)

EORTC QLQ-LMC21 (one single item)
Functional Assessment of Cancer Therapy Endocrine Subscale (FACT-ES) (one single item)
EORTC QLQ-C30

EORTC QLQ-LC13

Patient Health Questionnaire (PHQ-9)
Generalized Anxiety Disorder (GAD-7)

World Health Organization Disability Assessment Schedule 2.0 (WHO-DAS 2.0)
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Disease or population

— Anxiety, depression, obsessive-
compulsive disorder and post-
traumatic stress disorder in chil-
dren and adolescents (264)

— Personality disorders (article
pending publication)

Population concerned

Patients with social phobia

Patients with agoraphobia

Patients with post-traumatic stress disorder
Patients with panic disorder

Patients with obsessive-compulsive disor-
der

Children and adolescents

Patients with post-traumatic stress disorder

Patients with obsessive-compulsive disor-
der

Patients over the age of 10

All patients

Recommended PROMs
Medical Outcomes Study: Social Support Survey (MOS-SSS)
Social Phobia Inventory (SPIN)
Mobility Inventory for Agoraphobia (MIA)
Impact of Event Scale — Revised for Post-traumatic Stress Disorder (IES-R)
Panic Disorder Severity Scale (PDSS-SR)

Obsessive-Compulsive Inventory (OCI-R)

Revised Children’s Anxiety and Depression Scale — 25-item version (RCADS-25)
KIDSCREEN-10 Index (KIDSCREEN10)

Children’s Anxiety Life Interference Scale

(CALIS)

CALIS — Parent-report Scale

Children’s Global Assessment Scale (CGAS)

Children’s Revised Impact of Events Scale — 8- CRIES parent-report 13 items (CRIES-13)

item version (CRIES-8)

Obsessive Compulsive Inventory — Child Version (OCI-CV)

Columbia Suicide Severity Risk Scale (C-SSRS)

Level of Personality Functioning Scale — Brief Form (LPFS-BF)

Recovering Quality of Life — 10-item version (ReQoL10)

Difficulties in Emotion Regulation Scale — 16-item version (DERS-16)

Columbia Suicide Severity Rating Scale — Screener/Recent — Self-report (C-SSRS)
Modified Overt Aggression Scale (MOAS)

WHQO Disability Assessment Schedule 2.0 — 12-item version (WHO-DAS-12)
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Disease or population

— Psychotic disorders (265)

Respiratory diseases

— Covid-19 (article pending publica-
tion)

Neurological diseases

— Parkinson’s disease (266)

— Dementia (267) including Alz-
heimer’s disease, vascular

Population concerned

Children and adolescents

All patients

Patients treated with antipsychotic drugs
Patients with type | bipolar disorder

Children and adolescents

All patients

All patients

All patients

Recommended PROMs
PROMIS Short Form v2.0 — Social Isolation 4a
KIDSCREEN-10 Index (KIDSCREEN10)
Patient Health Questionnaire 9-item (PHQ-9)
Modified Colorado Symptom Index (MCSI)
Recovering Quality of Life — 20-item version (ReQolL20)
PROMIS Short Form v1.0 — Sleep Disturbance 4a (PROMIS-Sleep)
WHQO Disability Assessment Schedule 2.0 — 12-item version (WHO-DAS-12)
Patient Health Questionnaire 15-item (PHQ-15)
Glasgow Antipsychotic Side-Effect Scale (GASS)
Altman Self-Rating Mania Scale (ASRM)

KIDSCREEN-10 Index (KIDSCREEN10)

PROMIS Global Health

PROMIS Short Form v2.0 — Social Isolation 4a

Influenza Patient-Reported Outcome (FLU-PRO)

Movement Disorder Society (MDS-UPDRS)

International Parkinson’s and Movement Disorders Society (IPMDS) Non-Motor Symptoms Ques-

tionnaire (NMSQ)
Parkinson’s Disease Quality of Life Questionnaire (PDQ-8)
Quality of Life in Alzheimer’s Disease (QOL-AD)

Quality of Wellbeing Scale-Self Administered (QWB-SA)
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Disease or population

dementia, Lewy body dementia
and frontotemporal dementia

Population concerned Recommended PROMs
Caregivers EQ-5D-5L Veterans RAND 12 (VR-12)
All patients Neuropsychiatric Inventory (NPI)

Clinical Dementia Rating (CDR)
Bristol Activity Daily Living Scale (BADLS)

Montreal Cognitive Assessment (MoCA)
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Annexe 2. Detailed tables of initiatives using PROMs and PREMs in 13 countries

Annex 2 refers to tables 9 and 10, which are detailed tables of initiatives measuring and using PROMs
and PREMSs in 7 European countries and 6 English-speaking countries. These tables contain more
detailed information than that in table 7 in part 3.

1. Organisation and collection level

For each country, the following are indicated:
— the name(s) of the organisation(s) tasked with collecting PROMs and/or PREMs;
— the level of coordination of PROMs and/or PREMs collection:
e national (country or federation);
e regional (region, state or province, territories, defined administrative areas);
e local.

The national level refers either to a national mechanism for coordinating the collection of validated
PROMs and/or PREMSs, or to the collection of PROMs/PREMs in at least one national registry.

The regional level refers to at least one regional mechanism for coordinating the collection of validated
PROMs and/or PREMs, or to the collection of PROMs/PREMs in at least one regional registry. It can
also concern a mechanism for coordinating the collection of PROMs in health territories within a region.

The local level refers to the collection of PROMs/PREMs developed, validated and collected locally,
in a facility or a group of facilities; to be distinguished from the local deployment of PROMs/PREMs
that are part of a national initiative (e.g.: CMS). Only local initiatives found in the literature are reported
in tables 8 and 9.

2. The list of the main PROMs collected by care providers*° (table 9)
— Generic: health status assessment questionnaires (SF-36, SF-12, EQ-5D);
— Specific:

e by disease (e.g. QLQ-C30 for cancers);

e by surgical procedure (e.g. Oxford Hip Score (OHS) for hip replacements).

3. The list of the main PREMs collected by care providers (table 10)

Different types of PREMs questionnaires are found:
— standardised and adapted to different types of care (e.g. Consumer Quality Index (CQl) in the Neth-
erlands, CAHPS in the USA (outpatient, primary, hospital, nursing care, dialysis centres), etc.);
— by type of care:
e general medicine (e.g. Denmark);
e hospital care (e.g. England, Australia);
e outpatient care (e.g. Denmark, New Zealand);
e mental health (e.g.: Denmark);
e primary care (e.g. England, Australia, New Zealand, etc.).

— by disease:
e cancer (e.g. Canadian Partnership Against Cancer in Canada);

* Health facilities/hospitals and/or primary care structures.

HAS - Quality of care as perceived by patients — PROMs and PREMs indicators * July 2021 67



e psychiatry (e.g. Denmark);
e rheumatoid arthritis (e.g. England, Wales);
e depression (e.g. USA).

4. The administration methods and formats used

Questionnaires may be administered:

— during a face-to-face interview;

— by telephone (PDA/smartphone);

— by interactive voice response system (IVR);

— self-administered by the patient (paper (Pdf), online, or received by post).

Questionnaires may be administered in the following formats:

— paper/pen (Pdf);

— online questionnaire (PC/laptop/tablet);
— telephone (PDA/smartphone);

— interactive voice server (IVS).

5. The websites for public disclosure of PROMs/PREMs results and method(s) of presentation
of results

Public disclosure corresponds to providing public access to quality of care indicator results. These
indicators may include patient-reported quality measures.
This public disclosure may correspond to various formats for the presentation of results:
e care structure results:
- hospital;
- primary care structure (private practice, health centre, healthcare network);

e Aggregated results: national, regional, by provinces, hospital networks (for a given care),
insurance schemes, healthcare programmes, associations, etc. ;

e comparative results:
- comparison/benchmarking: star-rating system relative to a mean or a performance target;

- funnel plots: visual representation of statistical data in a scatter plot showing facilities that
are outliers °°;

e comments/verbatims: summary of patient comments.

6. The objectives of use of PROMs and PREMSs results

— Comparison/benchmarking

e Comparison of the results of care providers and a description of results may be performed
using a cross-sectional or longitudinal analysis.

- Cross-sectional comparison

Comparisons may be described at the same time, based on the geography of care providers (care
providers from the same local area, region (state, province) or an inter-regional, national (country or

%0 Tendency for a facility to have a higher or lower than expected mortality rate, for example.
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federation) or even international comparison). Comparisons may concern care providers from a spe-
cific care sector (e.g. community care, hospital care, mental health, cancer, etc.).

Comparisons are presented in the form of care provider rankings. The benchmark may be a national
mean or an expected target objective, for example.

- Longitudinal comparison

This is the monitoring of the results of healthcare providers over time, enabling comparisons with them-
selves.

A benchmarking approach is an ongoing effort to measure the results of care providers, compare them
with other care providers, learn how these results are achieved and apply the lessons learned in order
to improve (268); hence benchmarking encompasses the following actions:

- regular comparison of outcomes with those of the best care providers;

- identification of causes of differences between care providers;

- the search for new approaches to implement quality improvement strategies;
- the monitoring of indicator results.

— Accreditation of healthcare structures

In the majority of countries, healthcare structure accreditation is a system for assessing the
quality of healthcare activities for both hospitals and primary care structures. The level of assess-
ment chosen depends on the organisation of the country analysed.

In France, the term “accreditation” corresponds to the accreditation of physicians and medical
teams for certain so-called risk activities. It is a voluntary risk management approach that consti-
tutes a method of  continuous professional development. https://www.has-
sante.fr/icms/c_428381/fr/accreditation-des-medecins-et-equipes-medicales

For the assessment of healthcare facilities/hospitals, since 2007, the term used has been “certifi-
cation” (initially called “accreditation” in 1999), which is a mandatory external assessment proce-
dure by appointed professionals.

— Pay for performance

Pay for performance means taking into account the outcomes of healthcare providers in order to fi-
nance them. Pay for performance models are based on the results of indicators, including patient-
reported quality indicators. The models observed consist of a contract between an insurer and a cho-
sen care provider based on the attainment of objectives in terms of improving quality of care (130).
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Table 9. Summary of initiatives measuring and using PROMs in 7 European countries and 6 English-speaking countries

Country

Organisation and collection
level
vincial, local)

(national, regional/pro-

PROMs collected

Method of collection and
data sources used

Website(s) for pub-
lic disclo-
sure/method of
presentation of re-
sults

Uses: comparison and/or
benchmarking, accredita-
tion, pay for performance

Europea

n countries

Sweden | o

National initiative: leading

country in the routine collection
and use of PROMs in national
clinical registries by specialisa-
tion/disease since 1975.

e There are around 108 national
quality
Quality Registry (NQR)) 96 of
which

PREMs:

registries (National

include PROMs and

cataract: Cataract Registry;
rheumatology: National
Quality Registry for Rheumatic
Diseases;

hip arthroplasty: Swedish
Hip Arthroplasty Register (or-
thopaedic units/voluntary par-
ticipation of patients);

spine: Swedish Rheumatol-
ogy Quality Registry;
intensive care: National Qual-
ity Registry for Intensive Care,
etc.

Generic PROMs in

50% of registries:

— EQ-5D-5L/EQ-5D-
VAS: hip arthro-
plasty; stroke;
pain.

— SF-36/RAND-36.

Specific PROMs col-

lected in more than

50% of national clinical

registries:

— cataract:
9SF;

— hip arthroplasty;

— stroke;

— rheumatology:

— surgeries;

— chronic diseases;

— psychiatric disor-
ders;

— cancers;

— etc.

Catquest-

= More than 100 regis-
tries covering these dif-
ferent diseases and
hospitalisation rea-
sons.

Collection of PROMs in
registries:

e.g. hip arthroplasty

— self-administered patient
questionnaires before
surgery (1 year before)
and repeated at fixed time
intervals after surgery (1
year, 6 and 10 years);

— sent by post (paper
questionnaire) or electro-
nic collection (tablet).

Healthcare facilities organ-
ise the collection of PROMs
and send data to web appli-
cations.

= 96 out of 108 registries in-
clude PROMs or PREMs.

52 The obligation to indicate the results of PREMs and PROMs and how they are used dates back to 2014.

e For each NQR reg-
istry, the results of
PROMs are pub-
lished in the form of
an annual report, spe-
cific to each disease,
on a website:

— standardised for-
mats for the presenta-
tion of results:
hospital average
compared to an ex-
pected target value
and the national aver-
age

— e.g. pain following
a hip joint replace-
ment in the Swe-
dish Hip
Arthroplasty Regis-
ter.

The same is true for
generic PROMs:

e Comparison and bench-
marking: more than 100 regis-
tries compare the costs and
results of treatments, for nu-
merous diseases (dementia
and mental disorders).

= Computer tools adapted to
disease follow-up and patient
involvement.

¢ Financing of registries: in
their annual applications for
registry funding, hospitals
must indicate what their
PROMs and PREMs results
are and how they can be used
to improve quality of care®2.
There is also a consideration of
results compiled at regional
level, by dedicated expert
groups. The registries are
funded by the state (70%) and
the regions (30%).

¢ Pay for performance:
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e Management of each regis-

try by experts®':

— 50% of national registries use
generic PROMs (EQ-5D/SF-
36) and more than half of them
include specific PROMs;

— 20% of national registries in-
clude patient-reported data to
improve quality of care on a lo-
cal level: i) improve shared
medical decision-making at
clinical meetings; ii) inform/in-
volve patients in their care
plans; iii) improve the precision
of surgical indications and the
follow-up of post-discharge
complications.

e International initiative: partic-
ipation in the ICHOM project.

e Launch of a project to monitor
the quality of care in the manage-
ment of psychotherapy in adult
patients.

e Participation in the collection of
PROMs for the OECD panorama
(hip arthroplasty, breast can-
cer/breast  surgery, mental
health).

51 Patients can participate in the management of certain registries.
%3 The package of care services includes diagnosis, surgery, all post-operative care, all prosthetic joint care and patient follow-up.

— e.g. pain manage-
ment: outcomes of
a hospital com-
pared to expected
outcomes and the
national average
for hospital out-
comes.

— OrthoChoice (Stockholm —
2009): a bundled payment
model with a package that
includes all care services for
all treatment phases for a to-
tal hip or knee replace-
ment 53 AND guarantees
care for complications for 2
years after surgery.

= Rewarded to the tune of
3.2% of the bundled payment if
quality improvement targets
are met (EQ-5D and VAS).
This is a financial compensa-
tion for performance mea-
surement.

— Stockholm-VRBP: pay-for-
performance model com-
bines with a bundled pay-
ment model for spinal,
herniated disc and lumbar
spinal stenosis surgery care
episodes.

= The bundled payment co-

vers all care episodes and all

complications for a period of
one year.

= Prospective performance-
based payment adjusted on
the basis of PROMs results:
leg and back pain is compared
before and after surgery. Pay-
ment is adjusted based on
PROMs results: if the
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outcomes are better than ex-
pected, the performance-
based payment is increased,
and if they are worse than ex-
pected a reimbursement will
be requested.

— SVEUS = collaborative pay-
ment trial tested between
2013 and 2015%.

= National platform for moni-
toring reimbursements: objec-
tive of improving quality of care
and reducing spending.

= Healthcare system perfor-
mance measure results are
taken into account: process in-
dicators, outcomes (PROMs,
etc.);

= Norway, Denmark, the UK
and the Netherlands will soon
use this model.

Nether- °
lands

National initiative: leading
country in the routine collection
and use of PROMs in national
clinical registries by specialisa-
tion and disease since the 1970s.

— 2009: creation of the Dutch
Surgical Colorectal Audit
(DSCA), of the of the Associa-
tion of Surgeons of the Neth-
erlands.

Generic PROM: EQ-
5D.

— An EQ-5D collec-
tion test was rou-
tinely performed in
the national trau-
matology registry.

Specific PROMs:

Routine collection:

— THR: HOOS, OHS;

- TKR: KOOS, OKS;

— dermatology: Skin-
dex for skin disease,
Dermatology Life
Quality Index.

Collection of PROMs in na-
tional or local clinical regis-
tries:

— questionnaires are sent
online or by post, and in-
tegrated into national
registries, to be adminis-
tered at specific times
during a treatment.

— The DICA pub-
lishes all the
PROMs data col-
lected in registries,
in the form of Ex-
cel files, containing
the raw data, as
open data on the
following link:
www.zorginzicht.nl

= The DICA is

against the ranking of

e Benchmarking:

— ROM: initiative launched in
2010, to use PROMSs in
mental health facilities (diag-
nosis, monitoring of symp-
toms and treatment
progress) and to enable
quality benchmarking be-
tween care providers.

e Comparison:

54 This platform has been tested for the following conditions: osteoarthritis, spine, hip, knee and bariatric surgery, obstetrics, myocardial infarction, diabetes, osteoporosis, breast cancer.
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— 2011: creation of the Dutch
Institute for Clinical Reporting
(DICA) responsible for the de-
velopment and collection of
indicators in hospitals.

= Setting up of national clinical
registries (diseases, oncology -
breast, colorectal, surgery) in
charge of collecting process indi-
cators, outcomes and hospital or-
ganisation data. At present, the
DICA manages more than 23 na-
tional clinical registries (e.g.
Dutch Surgical Spine Registry).

— 2011-2012: the DICA imple-
ments the routine collection of
PROMs in national clinical
registries.

= The first PROMs related to
mental health: Routine Outcome
Monitoring (ROM) project. At pre-
sent, the majority of registries in-
corporate PROMs.

Other bodies:

— Netherlands Institute for
Health Services Research
(NIVEL): research institute re-
sponsible for the development
of PROMs.

— Consensus-based standards
for the Selection of health
Measurement Instruments
(COSMIN): research group

55 Western Ontario and McMaster Universities Osteoarthritis Index.

Voluntary ap-
proaches:

— lung cancer:
EORTC QLQ-C30 &
LC1;

— prostate cancer:
EORTC-QLQ-PR25;
SHIM; ICIQ; IPSS;
EPIC;

— THR: Harris Hip
Score (HHS);

— TKR: WOMACSS;
Knee Society Score
(KSS);

— spine surgery:
Neck Disability;
Oswestry Disability
Index;

— Stroke: PROMIS-10
Global.

hospitals and the
published raw data is
difficult for patients to
interpret.

— Rankings pro-
duced by private in-
surance
companies and pa-
tient organisations,
based on this raw
data, are published
on their respective
websites.

Last accessed:
12/11/2020.

— private insurers, patient as-
sociations, etc. can freely
use data published as open
data to produce and analyse
their own results and pro-
duce their own hospital
rankings.

e Pay for performance:

— The DICA, in partnership
with the ICHOM, has de-
cided to link payments for di-
agnosis-related groups
(DRGs) to indicator results
and to incorporate all out-
come indicators (including
ICHOM-type PROMSs) in
clinical registries.

= When a registry is opera-
tional, the costs related to the
collection of indicators are inte-
grated into the financing of
DRGs and the fixed and pro-
spective payments for patient
care, depending on the diag-
nosis.

= If care providers do not
measure these indicators cor-
rectly, they risk losing the reim-
bursements related to
collection of the data.

— Mental health services are
obliged to introduce PROMs
into their clinical practice
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that proposes a manual of
guidelines to assess existing
PROMs.

¢ Local initiative: routine collec-
tion of PROMs on total hip re-
placement (Harris Hip Score
(HHS)/Oxford Hip Score (OHS)),
knee replacement (WOMAC;
Knee Society Score (KSS)) in the
orthopaedic registry of Radbou-
dumc university hospital (1993).

¢ International initiative: partic-
ipation in the ICHOM project.

¢ Participation in the collection
of PROMs for the OECD pano-
rama (hip arthroplasty, breast
cancer/breast surgery, mental
health).

even if services are free to
choose them from a set of
proposed measures.

= The incentive to comply with
collection is strong: mental
health services face sanctions
if they do not achieve the de-
sired response rates.

= The objective of insurance
companies is to use the data-
base results to compare men-
tal health services and sign
contracts with the most cost-ef-
fective services.

Norway

e There are 19 national regis-
tries, some of which include
PROMs:

— Centre for Rehabilitation in
Rheumatology: PROMs on
low back pain (collaboration
with the ICHOM project).

¢ Local initiatives: numerous re-
search and experimental projects
to introduce the routine collection
of PROMs in other disciplines.

— QUASER project: multi-level
analysis (national, hospital,
department) of quality of care
policies and practices through
longitudinal case studies in 10
hospitals in 5 European

Generic PROMs:
— SF-36;
- EQ-5D.

Specific PROMs:

— low back pain:
ICHOM;

— anxiety;

— depression;

— pain.

Collection of PROMs in

registries:

— routine collection in na-
tional registries;

— local initiatives.

No public disclosure
site found.

e QUASER project: prescrip-
tive system with health plans,
increased self-regulation by
operators on quality and safety
of care.

e Norway will soon use the
SVEUS model for monitoring
healthcare reimbursements.
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countries (Norway, UK, Portu-
gal, Sweden, Netherlands):
conduct of semi-structured in-
terviews.

— Desire to set up a national
mental health registry, incor-
porating indicators, including
PROMs.

e A national survey was con-
ducted by the Norwegian Institute
of Public Health, between Sep-
tember 2018 and August 2020 on
patient experience following
treatment in rehabilitation facili-
ties (private and public). The
questionnaire  included both
PREMs and PROMs (results not
yet available).

Ger-
many

A healthcare system shared be-
tween the federal government
and 16 states, and a health insur-
ance system managed either by
public (government) funds or by
private (non-government) for-
profit funds.

¢ No national system for the col-
lection of PROMs/local initia-
tives.

Generic PROMSs: in-
formation not found.

Specific PROMs:

— adverse events after
cancer  treatment:
PRO-CTCAE;

— long-term  survival
following allogenic
stem cell transplant:
PROVIVO;

— prostate cancer;

— migraine;

— EORTC QLQC30.

Information not found.

No public disclosure
site found.

Local initiatives:

e Improvement of quality of
care: the Martini clinic per-
forms 2,000 prostate cancer
operations per year and organ-
ises the collection of survival
data, as well as data on symp-
toms (incontinence/sexual
function) and quality of life after
each operation (annual collec-
tion of PROMs after initial re-
covery). It performs better than
other clinics for prostate can-
cer care indicators.

e Bundled payment system:
in the 2000s, the West Ger-
man Headache Centre
adopted a bundled payment
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56 Proposed strategies: (i) follow-up by a network of specialised neurologists; (ii) patient education programme; (iii) hospitalisation.
57 The percentage of patients with 6 days off work per month decreased from 58% to 11% after the implementation of the programme.

system using the results of
PROMSs to measure the quality
of migraine care, looking at the
number of days off work
saved after a change in man-
agement AND the evolution
in spending on medication in
the community medicine set-
ting.

= A patient-centred ap-
proach was put in place by
the centre's manager,
through a care contract with
KKH Insurance, which was
later extended to the majority
of insurance companies. In-
stead of a medical follow-up
in the community setting, 3
strategies were proposed to
each patient, after consulta-
tion with a neurologist, a psy-
chologist and a
physiotherapist®®.

= Data on the number of days
off work saved was reported in
the PROMs questionnaires.

= The centre demonstrated
better care outcomes in terms
of reduction in days off work
per patient®” and costs related
to drug treatment.
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Den-
mark

Country divided into 5 regions
since 2007, following the merger
of 5 counties.

— No national or regional sys-
tem for the collection of
PROMs/local initiatives.

— At this stage, there are local
initiatives or research pro-
jects.

— Creation of an expert group
in 2016, to assess the ben-
efits, needs and barriers for
the implementation of rou-
tine national collection of
PROMs.

— The National Danish PRO
Secretariat and National PRO
Working Group is responsible
for the standardisation of the
questionnaires that will be
used on a national level.

— The National Health Data Au-
thority has set up a working
programme to establish a na-
tional routine PROMs collec-
tion system. It concerns
information systems, the de-
velopment method for PROMs
and the clinical fields of appli-
cation.

¢ Projects / studies conducted:

— National Clinical Indicator Pro-
grams for Adult Patients Diag-
nosed with Depression and
Schizophrenia: work in

Generic PROMSs: in-
formation not found.

Specific PROMs (on-
going projects):

e Priority fields:

— osteoarthritis of the
hip /(HAQ-DI);

— apoplexy;

— mental health: anxi-
ety/depression,
schizophrenia (na-
tional project in pro-
gress).

o Other fields:

— epilepsy;

— prostate cancer:
EPIC-26;

— breast can-
cer (chemotherapy);

— lung cancer;

— myeloma;

— general medicine:
depression/blood
pressure problems;

— herniated disc/low
back;

— psoriasis;

— THR;

— EORTC Short Form;

— obesity surgery
(BODY Q);

— stoma;

— menopause;

— medicinal treatment
of thyroid problems;

— dermatology: psoria-
sis (PASI, DLQI).

Collection of PROMs in
registries: psychiatry/men-
tal health, cancer, etc.

To date, no public
disclosure site: the
national system for
collection and public
disclosure is in the
process of being de-
veloped.

e Improvement of quality of
care/local initiatives:

— general medicine get pa-
tients more involved in their
care (depression/blood
pressure);

— outpatient care: epilepsy,
cancer (prostate and
breast).

e Improvement of quality of
care/regional initiative:

— mental health: PROMs
used to improve decision-
making on a regional level.

e Denmark will soon use the
SVEUS model for monitoring
healthcare reimbursements.
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progress to set up the national
collection of mental health
PROMs in 2 registries on de-
pression/schizophrenia.  Ulti-
mately, national collection will
be mandatory.

— Routine Outcome Monitoring
(ROM): implementation of a
programme for the collection
of mental health PROMs in
2000 (Copenhagen).

— Collection of PROMs following
prostate cancer surgery in the
Danish Prostate Cancer Re-
gistry, for a period of 5 years
(2010 — 2016), to study the
evolution of patients’ symp-
toms.

— Collection of PROMs on pso-
riasis in the Danish National
Registry for 5 years.

Belgium

PROMs less frequently meas-
ured than PREMSs in Belgium.

¢ National (federal) system for
the collection of PROMs, in the
context of the Health Information
Survey (HIS), deployed in the in
the Flemish and Walloon re-
gions.

e Local PROMs collection ini-
tiatives:
— healthcare facilities: detection

of symptoms for patient follow-
up/improvement of doctor-pa-

Generic PROMs:

- PROMIS;

- EQ-5D;

— SF-36;

— SCL-90, etc.

Specific PROMs:
= TKR:

KOOS;

EORTC BR23;
EORTC CR29;
EORTC QLQ C30;
EORTC QLQ 30
Short Form / four-
item scale (EF4);
POKIS;

— REPOS.
= Cancer: EORTC
QLQ-C30; EORTC

BR23 (breast cancer).

Different collection
methods: paper, internet,
tablet.

— Patient level: PROMs
are integrated into the
electronic health record
(EHR) and other data-
bases, such as clinical
registries, to measure the
impact of treatments on a
larger scale.

— National level: centrali-

e There are results
presented in the form
of reports, summar-
ies, or feedback to
hospitals, but no pub-
lic disclosure site was
found for the publica-
tion of results by hos-
pital, or region.

Feedback needs to
be standardised.

e Qutcomes directly
calculated in the HIS

e Inter-hospital comparison
and benchmarking: a few initi-
atives.

¢ Lack of standardisation in the
use of PROMs, making bench-
marking difficult.

° Repeated measures:
chronic diseases and complex
procedures (ICHOM).

e Pay for performance:

— PROMs data could be used
in  reimbursement deci-
sions taken by solidarity

tient communication; sation of collection of ) funds or the National
PROMs data from and reported back in
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— other institutions: research or-
ganisations and structures.

e International initiative: partic-
ipation in the ICHOM project.

= Diabetes: Diabetic
foot ulceration.

= Pain.

Flemish region:

PROMs are part of the
Flemish indicator pro-
ject, VIP, which is re-
sponsible  for  the
development of pro-
cess and outcome indi-
cators (PREMs and
PROMSs). It includes
several platforms for
collecting indicators
(including the VIP plat-
form).

E.g. Flemish version of
the Juvenile Arthritis
Multidimensional  As-
sessment Report.

French/Walloon re-
gion: use of PROMs in
theAttentes et satisfac-
tion des Patients et de
leur entourage
(ASPE) coordinated by
Be Service Minded
(BSM) since 2005.

hospitals on a voluntary
basis, within the Health
Information Survey (HIS),
which is a national survey
database.

aggregated form to
volunteer hospitals.

Institute for Health and Disa-

bility  Insurance (RIZIV-

INAMI).
= For the time being, this ap-
proach is limited to PROMs
used in the context of clinical
trials, but it could be extended
to routine use, to assess new
treatments or reassess treat-
ments that are already reim-
bursed.

France

No national or regional system
for the routine collection of
PROMs.

e National initiatives launched
to date®:

%8 See box 9, page 39.

Generic PROMs:

- EQ-5D;
— SF-36;
- SF-12;
— PROMIS.

Specific PROMs:

— chronic kidney di-
sease;

— breast cancer;

— colectomy for colo-
rectal cancer;

Collection of data specific
to local initiatives of facili-
ties.

Specific information sys-
tems for research projects,

No public disclosure
of outcomes.

Variable results de-
pending on the initia-
tives (local,

Comparison and bench-
marking: local initiatives.
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— The AP-HP’s ComPaRe
research platform enables
patients with chronic dis-
eases to participate in re-
search projects by
collecting PROMs;

— the Renaloo association pro-
poses the Moi Patient PROMs
collection platform for patients
with diseases;

— bundled payments allocated
for chronic kidney disease pa-
tients (PROMIS-29);

— article 51 of the LFSS 2018:
national innovative organisa-
tions trials for payment per sur-
gical care episode for three
surgical procedures (hip re-
placement surgery, knee re-
placement surgery, colectomy
for bowel cancer), healthcare
professionals will be able to
implement an approach for ad-
ministering and using PROMs
that already exist.

e Regional initiative: collection
of PROMs for HIV patients,
tested from December 2017 to
May 2018, as part of an ANRS
study concerning a cohort of 13
hospitals, in the Aquitaine region.

e International initiative: partic-

ipation in the ICHOM project:

— facilities are participating in
benchmarking initiatives for

lung cancer;
THR/TKR;

HIV: WHOQOL-HIV;
BREF;

mental health;
cataract.

bundles and innovative tri-
als.

= For the Aquitaine initia-
tive, an information system
was created for the collec-
tion of PROMs relating to
HIV.

regional)/survey  in
progress.

— ANRS Co3 co-

hort: the infor-
mation system will
enable PROMs re-
sults to be reported
in a format accessi-
ble to all clinicians.
It will be used for
future research in
HIV patients.
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several diseases or conditions:
colorectal cancer; breast and
lung cancer; cataract.

e Participation in the OECD
panorama: collection of PROMs
for hip arthroplasty, breast can-
cer/breast surgery.
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Table 9. Summary of initiatives measuring and using PROMs in 7 European countries and 6 English-speaking countries

Country | Organisation and collec- PROMSs collected Method of collection and data | Website(s) for public disclo- | Uses: comparison and/or
tion level (national, re- sources used sure/method of presentation | benchmarking, accreditation,
gional/provincial, local) of results pay for performance

English-speaking countries
England | « National system for the | Generic PROMs/manda- | Specific PROMs/man- | Questionnaires sent by | NHS Digital®': o Comparison between NHS

routine collection of
PROMs in all National
Health Service (NHS)

structures, coordinated by
the Department of Health,
supported by NHS Digital.

= A small number of Welsh
patients were included in
the data analyses, where
these were carried out by
English providers.

e Collection of PROMs
in national registries:
National Joint Registry
(NJR).

¢ International initia-
tive: participation in the
ICHOM project.

o Participation in the col-
lection of PROMs for the
OECD panorama (hip

tory national collection:
— EQ-5D;
- EQ-VAS.

= Used for 4 procedures
(specific PROMs) appended.

8" Former NHS Digital website: Health Social Care Information.

62 These are hospitals whose results are above or below the national average. Hospitals identified as “outliers” should check the accuracy of the data on which the analyses are based (confidence
intervals and data quality). It is their responsibility to implement quality improvement strategies.

datory national col-
lection:

— total hip replacement
(THR):  Oxford Hip

Score (OHS);

— total knee replacement
(TKR): Oxford Knee
Score (OKS);

— varicose vein surgery:
Aberdeen Varicose
Vein Questionnaire
(AVVQ);

— inguinal hernia.

Link: https://digi-
tal.nhs.uk/data-and-in-
formation/areas-of-
interest/hospital-
care/quality-ac-
counts/domain-3-help-
ing-people-to-recover-
from-episodes-of-ill-

post to patients’ homes:

- preoperatively (18 weeks
before the procedure: se-
cure link to the Hospital Ep-
isodes Statistics
(HES) administrative  data-
base;

— postoperatively(3 to 6
months after the proce-
dure): digitised and linked to
the preoperative question-
naires, by the PROM serial
number (identical for the 2
questionnaires), in the HES
system.

= Questioning of patients
about difficulties moving
around, their ability to carry out
usual activities, possibility of re-
turning to work, assessment of
pain, etc.

— aggregated annual perfor-
mance reports for all NHS
hospitals;

— results tables for download:

— funnel plots and visual-
isation of outliers®?;

— hospital comparison
tool available: position
on funnel plots and de-
tailed funnel results.

— individual results de-
tailed per hospital
(score, mean, confi-
dence interval).

Link: https://digi-
tal.nhs.uk/data-and-infor-
mation/publications/statistic
al/patient-reported-out-
come-measures-proms

Last accessed: 19/01/2021.

hospitals.

o Benchmarkingto study
variations in practices and im-
prove them, to conduct follow-
up analyses of PROMSs results
over time (NHS hospitals and
National Joint Registry).

Link to NJR 2020 report:
https://reports.njrcen-
tre.org.uk/Portals/0/PDF-
downloads/NJR%2017th%2
O0Annual%20Re-
port%202020.pdf

e Gradual decline in pay
for performance, since the
trials implemented by the NHS
Quality and Outcome
Framework in 2004, particu-
larly in primary care.
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arthroplasty, breast can-
cer/breast surgery, mental
health).

e Other initiatives:

— Locall/voluntary: col-
lection of PROMSs on pain
in specialist clinics (Eng-
land and Wales), be-
tween 2011 and 2013, in
a national database as
part of the National Pain
Audit, led by the Health
Quality  Improvement
Partnership®.

= Objective: collect
PROMs on a national level,

in all clinics (Eng-
land/Wales).
— Research pro-

gramme in progress:
trialling the collection of
PROMs for long-term
mental health patients,
coronary revascularisa-
tion and cancer care.

— Trialling a PROMSs collec-
tion system in cancer
treatment (ePOCS).

= Objective: link data in
cancer registries, in order to

health-or-following-in-
jury

Last accessed:
30/10/2020.

Other PROMSs® usable
in NHS structures:

— chronic kidney disease;

— heart failure;

— asthma;

— epilepsy;

— stroke;

— paediatrics;

— chronic obstructive pul-
monary disease
(COPD);

— diabetes;

— cancer: colorectal, lung,
prostate, breast;

— surgery: heart, carpal
tunnel, prostate, gynae-
cology, cosmetic;

— cholecystectomy;

— mental health: depres-
sion, anxiety, severe
mental health disor-
ders(Improving  Ac-
cess to Psychological
Therapies);

— pain.

The National Joint Registry
collects information on total hip,
knee, ankle, elbow or shoulder
replacements (arthroplasty) in
all participating hospitals in
England and Wales, etc.

NHS website:

— survey results accessible in
public NHS databases, after
retrieving data from HES da-
tabases;

— possibility for patients to
choose a hospital, a
healthcare professional (gen-
eral medicine, primary care)
on the basis of indicator re-
sults.

Link:

https://www.nhs.uk/about-

us/nhs-website-datasets/

Last accessed: 05/11/2020.

The National Joint Registry
produces results reports, in-
cluding PROMs results in par-
ticular.

Link: https://www.njrcen-
tre.org.uk/njrcentre/Reports-
Publications-and-Minutes

Last accessed:
19/01/2021.

%9 Independent organisation created in 2008, directed by the Academy of Medical Royal Colleges, the Royal College of Nursing and National Voices. It is responsible for promoting quality and
measuring the impact of clinical audits on improving the quality of care.

60 These PROMs questionnaires are not part of the mandatory national system and are not routinely collected. They can be used by health facilities that wish to do so.
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ultimately inform care plan-
ning and information shar-
ing (symptom/psychosocial
difficulties) or for use in re-

Find out more:
https://phi.uhce.ox.ac.u

k/newpubs.php

search and epidemiology on Last accessed:
a national level. 12/11/2020.
— Collection of PROMs for
the OECD panorama (hip
arthroplasty, breast can- NJR: OHS, OKS.
cer/breast surgery).
Wales ¢ National initiative: e PPEP: new national sys- e PPEP: Specific | * Natlo.nal platform for the | |\, \ebsite found! information | o Comparison and bench-
tem for the collection of PROMs: collection of PROMSs and not available. marking: participation in anal-

- Patient-Reported
Outcome Measures
(PROMSs), patient-re-
ported experience
measure (PREMs)
and Effectiveness
Programme (PPEP):
initiative put in place in
2016, with a national plat-
form for the collection of
PROMs and PREMs, for
patients receiving sec-
ondary care.

e There are proposed
tools for the collection
of PROMs: orthopaedic
surgery, tonsillectomy, pae-
diatrics, lung cancet,
asthma, and cataract.

e Voluntary process: col-
lection of PROMSs on pain in
specialist pain clinics in col-
laboration  with  England

PROMSs (33 questions):

— EQ-5D: 5 questions;

— EQ-VAS: 1 question;

— Work Productivity and
Activity Impairment
(WAPI): 16 questions to
measure the health-related
work productivity of the
working population;

— About You: questions
about factors that can affect
health  outcomes (e.g.
comorbidities).

WAPI website:
http://www.reillyassoci-
ates.net/WPAI General.htm
|

Last
12/11/2020.

accessed:

— orthopaedic
OHS, OKS;

— tonsillectomy (paedia-
trics) ;

— lung cancer;

— asthma;

— heart failure;

— cataract.

surgery;

PREMs set up in 2015:

NHS Wales Informatics Ser-

vice (NWIS).

— Collection in paper or elec-
tronic format.

= Use for the collection of
PROMs at home (copy inte-
grated into the patient's file) or
in hospital (questionnaire ac-
cessible by each professional in
a dedicated portal).

= The data is stored in a na-
tional database (National Data
Warehouse).

Link: Home | Patient Re-
ported Outcome Measures

(nhs.wales)
Last accessed: 16/03/2021.

e Participation in the collection
of information on total hip, knee,
ankle, elbow or shoulder

yses carried out in databases or
registries shared with England:

— National Pain Audit;
— National Joint Registry.

Link: https://reports.njrcen-
tre.org.uk/Portals/0/PDF-
downloads/NJR%2017th%2
OAnnual%20Re-
port%202020.pdf

Last accessed: 16/03/2021.
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between 2011 and 2013
(see above).

e International initia-
tive: participation in the
ICHOM project.

— Use of tools in Parkin-
son’s disease, low back
pain and cataract.

replacements (including
PROMs) in the National Joint
Registry.

Link: https://www.njrcen-
tre.org.uk/njrcentre/News-
and-Events/NJR-responds-
to-NHS-Englands-PROMs-
consultation

Last accessed: 20/01/2021.

USA

o National initiatives:
Health programmes led

by the CMS:
— American Joint Re-
placement Registry

(AJRR): national regis-
try created in 2009, with
the American Academy
of Orthopedic Sur-
geons, ensuring the col-
lection of data relating to
THR/TKR®3, It represents
32% of total hip/knee re-
placements performed in
the USA.

- Function and Out-
comes Research for
Comparative Effec-
tiveness in Total
Joint Replacement

63 Data collected: practices, comorbidities, average hospital stays.

Generic PROMs:

SF-36;

SF-12;

VR-12;

PROMIS Global Health,
etc.

Specific PROMs:

Asthma:

— Optimal Asthma Con-
trol;

— Patient Health Ques-
tionnaire 2 (PHQ-2);

— PROMIS-Global (VR-
12).

Depression:

— PHQ-2: Depression
Remission at 6/12
months;

— Depression Re-
sponse at 6
months/12 months-Pro-
gress Towards Remis-
sion.

health
variation in

Other mental
disorders:

Standardised surveys:
electronic data collection (Elec-
tronic Health Record) in real
time:

- PROMs completed by the pa-
tient and/or caregiver, depend-
ing on the disease, patient
situation and state of health.

- PROMs collected in different
ways: 1) medical visit (e.g. tab-
let or paper/in the waiting room);
2) home (e.g. tablet or paper
(postal follow-up, 3) online por-
tal; 4) phone call/text message.

e.g.

— PROMIS: computer format
(Computer Adaptive Test-
ing), with administration of
questions adapted to the

Variation in the level of pub-
lication of results depending
on the CMS programme®®,

¢ Health programmes:
THR/TKR:

— AJRR Model: publication of
results by hospital, reports
specific to the patients man-
aged at a site, benchmarks
(country, state, region, or pa-
tient risk profile level) and
summary results for each
PRO-PM.

Link:
https://www.aaos.org/regis-
tries/publications/ajrr-an-

nual-report/
Last accessed: 04/04/2021

¢ Inter-hospital compari-
son.

e Benchmarking: national,
by state, regional, local or by
patient risk profile:

THR/TKR:

— AJRR: PROMs data used to
compare hospitals and con-
duct benchmarking analyses.

= Analyses of variations in
quality of care and complica-
tions after THR/TKR: publica-
tion of outcomes for each
hospital and benchmarks for
each PROM (see public disclo-
sure).

- FORCE-TJR: incentive
linked to 1 composite score of

86 In this column, only programmes for which publicly disclosed reports exist are indicated. There may be internal publication within health programmes: that is the case for the IHA/PBGH ACO
Measure Set, which conducts private publication of a report on the outcomes of all medical groups (quality measures, including PROMs on depression). The AHIP/CMS does not publish its results

either.
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(FORCE-TJR): pro-
gramme for bundled pay-
ment of care episodes, for
THR/TKR. This is the first
national cohort with risk-
adjusted outcomes after
THR/TKR: 790 hospitals,
250 surgeons, > 30,000
patients in 28 US states.
Comprehensive Care
for Joint Replace-
ment (CJR): pro-
gramme concerning the
bundled payment of care
episodes, including
THR/TKR (April 2016 —
December 2020). It is
mandatory for around 500
hospitals covering 67
geographic zones.
Bundled Payments
for Care Improve-
ment (BPCI): pro-
gramme for the bundled
payment of 48 care epi-
sodes.

End-Stage Renal Dis-
ease Quality Incen-
tive Program (ESRD
QIP): financial incentive
programme to promote
the quality of care in kid-
ney dialysis centres (In-
Center Hemodialysis
(ICH)). The system is
adaptive and the pro-
posed indicators vary

initiatives dependent on
the US healthcare system
and the strategies put in
place at state level.

Cardiovascular di-

seases:

— Seattle Angina ques-
tionnaire;

— Kansas City Cardio-
myopathy question-
naire;

— Rose Dyspnea Scale.

Orthopaedic surgery:
THR: HOOS;

TKR: KOOS;
Arthritis: WOMAC.

= AJRR Model et CJR
Model: collection of
VR12 and/or PROMIS and
HOOS/KOOS.

patient’s capacities or symp-
toms.

— AJRR: implementation of
an infrastructure for the col-
lection of PROMs.

e The NQF approves the use of
PROMs for public disclosure
and pay for performance.

= Provision of a methodologi-
cal report on PROMs for perfor-
mance management.

Link: http://www.qualityfo-
rum.org/Publica-
tions/2012/12/Patient-
Reported Out-
comes_in_Perfor-

mance Measurement.aspx

— FORCE-TJR:

= Aggregated annual reports:
risk-adjusted outcomes com-
pared to the national average.

Link: https://force-
tir.org/force-gi/analysis-

benchmarking/

— CJR Model:

= Consideration of results
published in Hospital Compare
(KOOS/HOOS):
https://data.medi-
care.gov/d/tgkv-mgxg/vi-
zualization

¢+ Commercial programme:

— Minnesota Community
Measurement  publishes
annual indicator result re-
ports (PROMs) at medical
group level.

— 2018 results:

https://www.leg.state.mn.us/
docs/2019/man-
dated/190469.pdf

3 measures (PROMs, ab-
sence of complications, im-
plant longevity) for one care
episode (THR/TKR).

DEPRESSION:

- IHA/PBGH ACO Measure
Set: measures integrated
into the IHA-PBGH Com-
mercial ACO Measure-
ment & Benchmarking
Initiative.

= Since 2018, approximately
30 indicators (including
PROMs) have been proposed
in the set. The aim is to harmo-
nise efforts to measure and im-
prove quality of care, the
efficiency of structures and to
understand the outcomes by
hospital.

Link:
https://www.pbgh.org/wp-

content/up-
loads/2020/12/iha-

pbgh _commer-
cial_aco_measure-
ment_benchmarking_initiati

ve 2017.pdf

o Pay for performance:
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from year to year, leading
to payment reductions in
the year following meas-
urement if targets are not
met.

Health plans:

— America’s Health In-
surance Plans (AHIP)
CMS Core Quality
Measures Collabora-
tive (CQMC): national
association providing ser-
vices that improve the
health and financial secu-
rity of consumers, fami-
lies, businesses,
communities and the na-
tion. It is in partnership
with the National Qual-
ity Forum, which devel-
ops quality measures.

Regional health pro-
grammes:

- Minnesota Commu-
nity  Measurement:
commercial programme®4
that helps share infor-
mation to improve health
outcomes for the people
of Minnesota.

64 The programme includes medical groups, clinics, physicians, hospitals, health plans, employers, user representatives and quality improvement organisations.

— THR/TKR: CJR Model
(2016-20) = payment model
tested for care episodes re-
lated to THR/TKR, from ad-
mission until 90 days after
discharge. Funding of a care
episode is linked to a compo-
site score of 3 measures: 1)
CAHPS; 2) complication/re-
admission rates up to 90
days after discharge; 3)
PROMs (VR12/PROMIS and
HOOS/KOQOS) and variables
on the risk for a care episode.

= 10% of the score takes into
account the collection and pub-
lication of PROMs results in
Hospital Compare. Hospitals
not submitting PROMSs results
cannot achieve a maximum
quality score above 90%.

Link: https://innova-
tion.cms.gov/innovation-
models/cjr

— DEPRESSION:

1. AHIP/CMS CQMC: obtain
a consensus on the choice of
measures, harmonise their use
between payers (public/pri-
vate).

= Objective: leverage care
providers, using the results of
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- I[HA’s Value Based
Pay for Performance
(VBP4P) program:
non-governmental perfor-
mance measurement and
financial incentive pro-
gramme. The following
are targeted: prevention
indicators, process, rele-
vance, patient experi-
ence, outcomes, cost-
effectiveness analyses.

— Integrated Healthcare
Association (IHA)
and Pacific Business
Group on Health
(PBGH) ACO Meas-
ure Set: private insurer
responsible for imple-
menting cost and quality
measures in Accounta-
ble Care Organizations
(ACO) to address the
needs of purchasers,
health plans, care provid-
ers and to improve the
quality of care. In Califor-
nia, there is a contract
with 10 health plans and
200 physician organisa-
tions.

e International initia-
tives:

— ICHOM: non-profit or-
ganisation responsible for

PROMs in P4P, to improve the
quality of care.

Link:
https://www.ahip.org/wp-
content/up-
loads/2018/03/Core-Quality-
Measures-Collaborative-Re-
search-Findings Executive-

Summary.pdf

2. IHA’s Value Based Pay
for Performance (VBP4P)
program: the financial incen-
tive is linked to 1 composite
score of 3 types of indicators: 1)
clinical practices (60%), 2) pa-
tient experience (30%), 3) infor-
mation systems (IS)/health
technologies (HT) (10%). It
could incorporate PROMSs, such
as PROMIS, and target themes
such as anxiety, depression,
pain and physical function.

DIALYSIS:

— ESRD QIP: the programme
links quality indicators to a
payment. The indicators in-
cluded vary from one year to
another: process, safety, co-
ordination of care, outcomes
(including PROMs) and
PREMs (see table 8).

= A penalty system applies to
the quality-based payment part,
which represents up to 2% of
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the  development of
PROMs.

— PROMIS: five-year re-
search programme of the
National Institute of
Health (2004), tasked
with developing, validat-
ing and standardising a
bank of items to measure
PROMs®S.

the total payments received by
a centre. The application of the
penalty®” reducing payments is
determined by the attainment or
otherwise of prespecified per-
formance thresholds.

— ESRD Seamless Care Or-
ganizations (ESCO):
another programme to reduce
dialysis spending and hospital
admissions and improve health

outcomes for treated patients
68

= A quality score is calculated
by weighting different quality
measures (process, safety, out-
comes (including PROMs), pa-
tient experience).

° Last accessed:

08/03/2021.

Canada

6 regions grouping to-
gether 10 provinces and 3
territories (regional level),
themselves including cen-
sus divisions (local level).

¢ Regional and local
PROMs collection initia-
tives.

- The collection and use
policy varies depending on
the province. It was noted

4 generic PROMs selected

for all regions of Canada (CIHI

incentive report — 2015):

- VR-12;

— SF 36 (adapted from the
American VR-12);

— EQ-5D (3L and 5L);

— Health Utilities Index (HUI);

— PROMIS-10 Global Health.

Specific PROMs:

— arthritis: Western On-
tario and McMaster
Universities Osteoar-
thritis Index (WOMAC);

— TKR: OKS, KOOS;

— THR: OHS, HOOS;

= OKS and OHS are the
most widely used PROMs

e various collection meth-
ods: paper, telephone, online,
registries.

= Variation of choice as a func-
tion of provinces.

e Collection of PROMs in
registries:

- Alberta Hip and Knee Registry;

- Alberta Hip and Lung Trans-
plant collection;

e No public disclosure of
outcomes per hospital or
in the form of aggregated
reports.

65 PROM s are calculated for populations, chronic conditions, physical health, and mental health. A platform enables data collection, storage and searches.
57 Only a minority of dialysis centres are concerned by the maximum 2% penalty.

58 |n this programme, the organisations set up correspond to a grouping of dialysis centres, nephrologists and other health professionals.

¢ Inter-hospital comparison
and benchmarking: within a
region or between regions;

— Difficulty conducting bench-
marking between institutions
and regions;

= This can be explained by a
lack of funding, competing prior-
ities and a lack of coordination
between provinces.
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that there is a lack of stand-
ardisation of the PROMs
collected between prov-
inces (see CIHI incentive
report 2015). Often, re-
gional surveys are con-
ducted, such as the
Canadian Community
Health Surveys.
Advanced provinces:

— Alberta: collection of
PROMs for a number of
years for population sur-
veys (THR/TKR, trans-
plantation®®);

— British Columbia:
routine collection of EQ-
5D (2016), VR12 (2015)
in acute care (cancer,
THR/TKR) and ongoing
work to adapt VR12 in
long-term care.

= Forecast: expansion of
routine collection of PROMs
and regular use for cardio-
vascular disease, COPD
and other chronic diseases.

= Some provinces have im-
plemented the collection of
PROMSs in pain and symp-
tom management in oncol-
ogy/palliative care (e.g.
Ontario).

The experts recommend the
use of VR-12 and EQ-5D,
which are more suitable for
periodic collections, with a
view to standardised national
implementation in Canada.

See CIHI incentive report
(2015).
Link:
https://www.cihi.ca/sites/de-

fault/files/document/vision-
ing-day-paper-en-web.pdf

Last accessed:
02/06/2020.

in Canada, in front of
KOOS and HOOS.

- British Columbia PEAK pro-
ject;

- Knee arthroplasty;

- British Columbia Spinal Cord
Injury Registry;

- Manitoba-Winnipeg Joint Re-
placement Group/Saskatche-
wan joint replacement and
spinal surgery;

- Rick Hansen Spinal Cord Reg-
istry;

- Statistics Canada Community
Health Survey;

- Ontario Electronic Rheumatol-
ogy Collection;

- Ontario Initiatives Research
Program.

e The CIHI has developed a
methodological guide for the
collection of PROMs on THR
and TKR (OHS and OKS):
https://www.cihi.ca/sites/de-
fault/files/document/proms-
data-collections-manual-
2019-en-web.pdf

Last accessed: 02/11/2020.

e Statistics Canada collects
indicators on the Canadian pop-
ulation or outcomes — including
PROMs - in the Canadian

— The experts stress the need
to coordinate a national ap-
proach to compare regions
with one another, with re-
spect to the national and in-
ternational level.

8%the Edmonton Heart and Lung Transplant Clinic Project includes PROMSs on transplantation, including the Health Utilities Index (HUI), to measure the pre- and postoperative satisfaction of patients

on a transplant list.
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= Drive to standardise

the collection of

PROMs nationally:

— the CIHI report calls for
national coordination of
all initiatives and stand-
ardisation of the PROMs
collected;

— 2019: a committee formu-
lated recommendations
to harmonise the collec-
tion of PROMs (national,
regional, local levels).

= Participation in the
collection of PROMs for
the OECD panorama:
hip replacement, breast
cancer/breast surgery, men-
tal health (Alberta and Man-
itoba).

e International initia-

tive: participation in the

ICHOM project.

Community Health Surveys
(CCHS), using the Health Utili-
ties Index (HUI), a tool designed
for the collection of PROMs in
Canada (e.g. SF-36).

This module is optional and
cannot be used by all prov-
inces/territories (sampling and
cost limitations).

¢ Routine national collection of
PROMSs and regular use is en-
visaged:

chronic diseases: renal
failure, congestive heart fail-
ure, mental health care,
COPD, cancer treatments.

elective surgery:
THR/TKR, cataract, angio-
plasty, coronary artery by-
pass surgery, major surgery.

Australia

6 large provinces divided
infto 31 primary care
zones.

e |nitiatives for the collection
of PROMs in certain na-
tional registries.

= At this stage, no routine
national collection in all reg-
istries.

= The Australian Com-

Generic PROMs:

— EQ-5D;

— SF-36;

PROMIS;

WHOQOL;

— pain: BPI, MPQ,
WHYMPI, etc.;

— mental health: BSI, HADS;

— chronic diseases: FACIT,
etc.

Specific PROMs:

prostate cancer;

thyroid cancer;

mental health;

palliative care;
rehabilitation;
cardiovascular di-
seases:

respiratory diseases:
neurological diseases;
endocrine diseases:

Collection of PROMs in na-
tional registries or data-
bases:

Prostate Cancer Outcomes
Registry (PCOR-ANZ);

South Australian Prostate
Cancer Clinical Outcomes
Collaborative (SA-PCCOC);
Australian Mental Health Out-
comes and Classification
Network (AMHOCN);

Reflection in progress on the
method of dissemination/report-
ing of the results.

o National benchmarking:

mental health, palliative care,

follow-on care and rehabilita-
tion:

— e.g. The aim of the PCOC is
to improve patient outcomes,
including pain and symptom
control, by comparing/bench-
marking against the out-
comes of specialist palliative
care pain management ser-
vices. The Electronic Per-

mission on Safety and — gastrointestinal di- | — Palliative Care Outcomes
Find out more: seases; Collaboration (PCOC); sistent Pain Outcomes
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Quality in Health Care
(ACSQHC) has developed a
strategy to implement the
routine national collection of
PROMs, to improve hospital
quality and ensure patients'
voices are heard.

e Local initiatives: col-
lection of PROMs in certain
hospitals or certain depart-
ments/units.

¢ International initia-
tive: participation in the
ICHOM project.

e Collection of PROMs
for the OECD panorama
(hip arthroplasty, breast
cancer/breast surgery, men-
tal health).

"0The following data are collected by the PCOC information system:

— https://www.safe-
tyandquality.gov.au/list-

generic-proms

Last accessed:
04/11/2020.

— kidney and urinary di-
seases;

— oral and dental disor-
ders, etc.

Find out more:
https://www.safe-
tyandqual-
ity.gov.au/condition-
specific-proms

Last accessed:
04/11/2020.

1) provide clinicians with a systematic approach to assess individual patient experience;

2) include routine collection of PROMs on symptom-related distress;

— Australasian  Rehabilitation
Outcomes Centre (AROC),
etc.

Ongoing work: setting up of
a national programme to collect
PROMs:

— choice of collection tools;

— target the needs of clini-
cians/services;

— method of reporting results
(clinicians/departments);

— transfer of knowledge to dis-
seminate results;

— change of clinical practices,
funding mechanisms, re-
search programmes/policies
that can incorporate PROMs.

= Palliative care: Palliative
Care Outcomes Collaboration
(PCOC) is a national bench-
marking programme proposing
the collection of 4 types of data
in 7% voluntary hospitals, includ-
ing PROMs on pain in the Elec-
tronic  Persistent POC
(ePPQOC).

3) define a common clinical language to enable palliative care providers to communicate with each other;

4) facilitate the routine collection of data on palliative care on a national scale, for reporting and comparative analysis, and ultimately to improve care.
To access detailed outcome reports (including PROMSs), it is necessary to log in with a password: https://www.uow.edu.au/ahsri/pcoc/reports/

Collaboration (ePPOC) is
an information system that
makes it possible to perform
these analyses.

e Trials envisaged to integrate
PROMs into pay-for-perfor-
mance models, in particular
bundled models, including
PROMs, outcome indicators,
and survival or cost data.
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= Oncology: ongoing re-
search to use more PROMs
(based on the literature and
ICHOM). National working
group set up (strategic partners
with ICHOM).

New Zea-

land

¢ National initiatives for

the collection of

PROMs in national reg-

istries:

- Patient Cancer Out-
comes Registry ANZ;

- Prostate Cancer Out-
comes Registry: collab-
oration with Australia to

collect PROMs on pros-
tate cancer;

— New Zealand total joint
arthroplasty (TJA) reg-
istry:

= hip and knee replace-
ment: NHS PROMs
adapted to New Zealand
(OHS and OKS).

¢ Local uses of PROMs:

mental health, cataract

(Catquest).

Information not found.

" Request by the Ministry of Health in 2015

Specific PROMs:
— cataract:

= measuring the impact of

the operation on lifestyles

and activities of daily liv-

ing;

— ophthalmology:
Catquest-9SF.

— THR: adapted OHS;

— TKR: adapted OKS;

— general surgery: Otago
Condition Specific
Questionnaire;

— mental health;

— cancer,

— follow-on care and re-
habilitation.

Data collected
tries:

in regis-

— national:

— THR
(OHS)/TKR (OKS),

— oncology: Patient
Cancer Outcomes
Registry ANZ,

— arthroplasty
(hip/knee): New Zea-
land Joint Registry.

— Healthcare providers can
hold their administration ac-
countable for the results of
their patients' PROMs;

— drive to introduce national
data reporting in mental
health”": outpatient addiction
treatment.

= Objective: study the pro-
gress observed after treatment
of patients with alcohol depend-
ency or other addictions: life-
style, well-being, satisfaction,
recovery (such as the Austral-
ian AMHOCN registry).

No website found/
mation not available.

infor-

¢ Inter-hospital compari-
son for certain diseases or
treatments;

— e.g. Otago Condition
Specific Questionnaire (in
surgery).

e Benchmarking: follow-on
care and rehabilitation services
carry out benchmarking anal-
yses, sharing PROMs data with
the Australian Rehabilitation
Outcomes Centre.

HAS - Quality of care as perceived by patients - PROMs and PREMs indicators « July 2021

93



Table 10. Summary of initiatives measuring and using PREMs in 7 European countries and 6 English-speaking countries

Country | Organisation and collection level | PREMs collected Method of collection and | website(s) for public disclo- Uses: comparison and/or
(national, regional/provincial, local) data sources used sure/method of presentation benchmarking, accredita-
tion and/or pay for perfor-
of results
mance
Sweden Information not available. « Comparison of outcomes:

e Leading country for the collection of
PREMs in national clinical registries by
speciality and disease since the early
1970s.

e Inclusion of PREMs in around 40% of na-
tional registries.

Participation in the collection of PREMs
data for the OECD panorama (mental
health).

72 Information not available in English.

Collection of PREMs in 40% of
national registries.

= 96 out of 108 national regis-
tries include PROMs or PREMs.

e For each NQR registry,
PREMSs results are published in the
form of an annual report, specific to
each disease, on a website: patient
satisfaction results are indicated.

= Standardised formats for the
presentation of results: hospital av-
erage compared to the expected tar-
get value and the national average.

e Results per primary care unit, for
all counties of Sweden, available
on the following websites2:

- https://www.1177.se/

- https://www.indikator.org/

Last accessed: 16/11/2020.

e The Swedish Association of Lo-
cal Authorities and Regions pre-
sents national patient experience
data on a specific website. This data
is compared with data from units or
hospitals in different counties.

= Decision-making aid to help the
public choose primary healthcare.

— between primary care units (all
counties);

— between hospitals or units (all
counties).

¢ Funding of registries: na-
tional registries must indicate in
their annual funding applications
how PROMs and PREMs are
used to improve quality of care
(since 2014).

o Pay for performance: remu-
neration of primary care provid-
ers according to PREMs results
(taking into account waiting
times, preventive care, prescrip-
tions for generic medicines, etc.)
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Website (information not availa-
ble in English):
https://skr.se/tjanster/english-
pages.411.html

Last accessed: 16/11/2020.

e Results of telephone surveys as-
sessing citizens' habits, knowledge
and expectations of the Swedish
healthcare system.

Website:
tern.se

www.vardbarome-

Last accessed: 16/11/2020.

Nether-
lands

e The Ministry of Health introduced a
standardised patient experience question-
naire in 2006: the Consumer Quality In-
dex (CQl), to accelerate the public
reporting of information on quality of care.
This is an adaptation of the CAHPS.

e Government funding.

e National collection of PREMs in clinical
registries since the creation of the CQl in
2006.

e Participation in the collection of PREMs
data for the OECD panorama (mental
health).

CQl: standardised PREMs
questionnaire, covering top-
ics such as the competence
of the nursing staff, infor-
mation given to patients, or
the accessibility of the prem-
ises (adaptation of the
CAHPS and of a Dutch pa-
tient experience measure
(Quality of Care through
the Patient’s Eyes
(QUOTE)).

= Questionnaire accompa-
nied by a rigorous scientific
methodology for conducting
surveys (data collection/anal-
ysis).

= Variation in PREMs used
depending on diseases, de-
partments and treatments.

Sectors:

Collection of PREMs in national
clinical registries.

— Questionnaires are sent online
or by post, and integrated into
national registries, to be ad-
ministered at specific times
during a treatment.

e CQI outcomes by healthcare facil-
ity, on the following website (infor-
mation not available in English):
http://www.kiesbeter.nl

Last accessed: 05/11/2020.

— Standardised formats for the
presentation of results: star rating
system demonstrating the perfor-
mance in relation to the national
average (open data):

*: value below average;
**: value equal to the average;

***: value above average.

— Bar charts describing the frequen-
cies of positive and negative pa-
tient experiences.

e Patient comments on care provid-
ers and doctors:

¢ Inter-hospital compari-
son: system for ranking hospi-

tals against the national value
(cai).

o Pay for performance: use
of PREMs results to inform
healthcare funding agencies on
the basis of selective contracts.
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— cataract surgery;

— hip and knee replacement;
— general medicine;

— physiotherapy;

— cancer;

— emergency care;

— hospitalisations;

— asthma;

— heart failure;

— retirement home.

Specific conditions:
— diabetes;

— breast cancer;

— disability.

— https://www.zorgkaartneder-
land.nl/

— https://www.zorginzicht.nl/ont-
wikkeltools/prom-tool-
box/prom-cycle-summary-in-
english

Last accessed: 16/11/2020.

o Website on shared medical deci-
sion-making support:

https://patientplus.info/en

= accessible reports.

Last accessed: 16/11/2020.

Norway

e Expertise in patient experience and
PREMs measurement and research.

e Funding by the Norwegian Knowledge
Centre for the Health Services (created
in 2004): responsible for measuring quality
and patient experience.

e National online indicator collection sys-
tem since 1995 with several question-
naires (see below).

¢ A national survey was conducted by
the Norwegian Institute of Public
Health, between September 2018 and
August 2020 on patient experience
following treatment in private or public
rehabilitation facilities. The

National online survey:
standardised patient ques-
tionnaire entitled Patient Ex-
periences Questionnaire
(PEQ).

= 35 questions on the fol-
lowing topics:

— communication;

— competence of the nursing
staff;

— pain management;

— medical equipment quality;

— overall assessment of ser-
vices received.

Derived questionnaires:

— Outpatient  Experiences
Questionnaire (OPEQ);

National system for the routine
collection of indicators.

National patient experience sur-
vey conducted every year: Pa-
tient Experience Survey.

e Results by hospital, on the follow-
ing website (information not availa-
ble in English):
https://helsenorge.no/other-lan-

guages/english

— comparison of the results of each
hospital compared against a na-
tional level: ftraffic light system
(colours);

— indication of the statistical profile
and the performance score: hos-
pital managers or healthcare pro-
fessionals can quickly understand
their hospital’s performance com-
pared to that of other hospitals.

Last accessed: 16/11/2020.

¢ Inter-hospital compari-
son: comparison of the perfor-
mance of each hospital
compared to that of other hospi-
tals (see column 4).

e Pay for performance, based on
comparison of patient experience
between hospitals.
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questionnaire included both PREMs and
PROMs (results not yet available).

— Parent Experiences of Pe-

diatric Care (PEPC);

— Rehabilitation Patient Ex-

periences Questionnaire

(Re-PEQ).

Other surveys/diseases
(adult or child):

— mental health care (hospi-

talisation/outpatient);

— oncology (hospitalisation).

Germany

A healthcare system shared between
the federal government and 16 states,
and a health insurance system man-
aged either by public (“legal health insur-
ance”) funds or by private (“private
health insurance”) for-profit funds. There
are numerous health insurance funds
corresponding to different professions
across the whole country.

- National system for routine collection of
PREMSs based on the voluntary participa-
tion of hospitals.

- Patient experience surveys are coordi-
nated at regional level (based on the vol-
untary participation of hospitals).

- Since it was created in 2016, the Institute
for Quality Assurance and Transparency
in Health Care (IQTIG) has sought to

74 The two sites correspond to groups of different funds.

— oncology:

PREMs in outpatient and
hospital care:

tool including
PROMs and PREMs trans-
lated from Danish into Ger-
man (Danish National
Cancer Patient Ques-
tionnaire), sent to all can-
cer patients at all the
oncology sites concerned
and covering the entire
care pathway;

neonatal Prema-
turity Risk Evaluation
Measure;

cancer: Cancer Registry;
arthroplasty: German Joint
Replacement Register;

care:

— multiple sclerosis, etc.

Three health insurance
funds (Barmer, AOK, KKH)
have proposed a standardised
satisfaction and patient experi-
ence questionnaire to their bene-
ficiaries since 2011: the Patients'
Experience Questionnaire
(PEQ).

= PEQ collected from healthcare
facilities on a voluntary basis.

Find out
https://www.weisse-
liste.de/de/service/ueber-
krankenhaussuche/versi-
chertenbefragung/downloads/

more:

Last accessed: 16/11/2020.

— The Robert Koch Institute
organises a patient

e Public disclosure of results on
patient experience and/or satis-
faction within different organisa-
tions: Robert Koch Institute,
health insurance funds, scientific
institutes, health insurance phy-
sicians’ associations (Associa-
tion of  Statutory  Health
Insurance Physicians), private
organisations, etc.

e PEQ: the results (AOK, Barmer
and KKH health insurance funds)
of surveys of hospitals are cen-
tralised by the Bertelsmann
Stiftung Foundation, which then
publishes them on the following
websites”#:

e Comparison and bench-
marking between hospitals
and private practices in pub-
licly disclosed survey reports
(including PEQ).
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monitor the quality and safety of care on a
national level and obtain exhaustive data.

- Surveys on the satisfaction of outpatients
and inpatients are carried out twice a year
by some health insurance funds, in coop-
eration with the Bertelsmann Stiftung
Foundation”, and healthcare profession-
als from the National Association of Stat-
utory Health Insurance Physicians.

- Robert Koch Institute: organisation in
charge of the national collection of patient
experience data since 2009, carried out on
a non-regular basis.

Standardised satisfac-

tion and patient expe-

rience questionnaire
since 2011: Patients‘ Ex-
perience  Questionnaire

(PEQ):

— 15 questions: medical
care in hospital, nursing
care, the hospital stay,
overall assessment of the
stay.

experience and health sur-
vey every 2/3 years: Ger-
man Health Interview and
Examination  Survey for
Adults.

— https://www.weisse-
liste.de/de/kranken-
haus/krankenhaussuche/

— https://weisse-liste.kranken-
haus.aok.de/

= It is possible to choose a hos-
pital and access its individual
outcomes.

e The Bertelsmann Stiftung
Foundation also publishes its
own outcomes in the following
report: https://www.bertelsmann-
stiftung.def/filead-
min/files/BSt/Publika-
tionen/GrauePublikationen/VV
SG_KhQualitaet-aus-

PatSicht _en.pdf
Last accessed: 16/11/2020.

Denmark

Country divided into 5 regions (since
2007), following the merger of 5 coun-
ties.

o National system for the collection
of PREMs and patient satisfaction

o Center for Experience and Evalua-
tion: patient experience research centre.
This centre collaborates with Public
Health and Quality Improvement, to
conduct evaluations, surveys/studies,

National patient expe-
rience surveys:

— Hospital and outpa-
tient somatic care:
National Danish Survey
of Patient Experiences:
national patient experi-
ence survey (1 part on
hospital care and 1 part on
outpatient care) created in
2000;

National surveys:

— Hospital and outpatient so-
matic care: National Danish
Survey of Patient Experi-
ences;

= LUP questionnaire:
https://patientoplevel-
ser.dk/files/dokumenter/ar-
tikel/q_uk lup10.pdf

Hospital and outpatient so-
matic care: National Danish
Survey of Patient Experiences:

-https://patientoplevelser.dk/
- https://www.sundhed.dk/

— Standardised formats for the
presentation of PREMs results.

— National, regional results, by hos-
pital, by care unit.

Comparison/benchmar-

king:

— use of the results of the na-

tional patient experience sur-
vey in somatic and psychiatric
care facilities: benchmarking
analyses and inter-hospital
comparisons (outcomes re-
ported by unit and by care de-
partment);

— use of the results of the na-

tional primary care survey

3 Independent private foundation created in 1977. It supports and finances projects to measure quality of care and provides training for healthcare professionals. It has developed health outcomes
portals, which help users find a physician, hospital, retirement home or nursing services (weisse-list).
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research projects on patients' experiences
in the Danish healthcare system.

— General

— since 2009: annual

collection in
healthcare struc-
tures (funded by 5
regions).

medicine:
Danish Patients Evalu-
ate General Practice
Survey: national primary
care survey; PREMs re-
sults are reported by prac-
tice, by region and by
physician.

National survey on pa-
tient satisfaction in
primary care led by
Danish Patients Evalu-
ate Practice (DANPEP)
since 2001: collection of
questions about the quality
of primary care, including
the patient's experience of
the care pathway, and the
degree of involvement in
decisions about care coor-
dination.

National survey on the sat-
isfaction of relatives of pa-
tients  hospitalised in
psychiatric facilities.

Other national sur-
veys:

= 23 questions targeting
the following fields: clinical
services, patient safety, continuity
of patients and staff, co-involve-
ment and communication, infor-
mation, conduct of treatment,
discharge, cooperation between
sectors, etc.

— Questionnaires sent by post to
patients’ homes a few months
after their discharge or hospital
visit.

— Manual collection or online en-
try.

— Collection period defined to ob-
tain sufficient questionnaires.

Last accessed: 17/11/2020.

— National survey on pa-
tient satisfaction in pri-
mary care led by
DANPEP: adaptation of the

EUROPEP survey to assess
general medicine practices.

= 23 questions targeting
the following fields: relation-
ship with the physician, quality of
medical care, information and
support, organisation of services
and accessibility of care, involve-
ment of the patient in decisions
and coordination of care.

For more
https://patien-
toplevelser.dk/files/doku-

menter/artikel/lup_pixi_uk.pdf

Last accessed: 17/11/2020.

— Danish Patients Evaluate
General Practice Survey:
PREMSs results by practice, by re-
gion and by primary care struc-
ture.

—  Website not found.

— Danish Patients Evaluate
Practice (DANPEP):

— Website not found.

— National survey on the satis-
faction of relatives of patients
hospitalised in psychiatric fa-
cilities.

— Website not found.

— National survey on patient ex-
perience in acute and psychi-
atric facilities: publication of
results by unit and by care de-
partment.

— Website not found.

information:

(Danish Patients Evaluate
General Practice Survey).

¢ Accreditation of hospitals:

— use of the results of the na-
tional satisfaction survey of
relatives (family members),
for care in psychiatry;

— use of national surveys on
patient experience in acute
and psychiatric care facili-
ties.
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— Acute care: emer-
gency and maternity
care;

— psychiatric  outpa-
tient and hospital
care (adults/chil-
dren).

= Collection every 3 years.

Belgium

National system for the collection of
PREMs as part of the Health Information

Survey (HIS), relative to the general pop-
ulation.

¢ 2 major PREMs collection initia-
tives:

- Flemish region: Flemish indicators pro-
ject, the Vlaamse Pati€ntenpeiling
(VIP);

- French region: Attentes et satisfaction
des patients et de leur Entou-
rage (ASPE) project run by the independ-
ent consultancy, Be Service Minded
(BSM) Management.

Centrum Klantervaring Zorg (CKZ):
centre for patient experience analysis.

e Participation in the collection of PREMs
data for the OECD panorama.

Flemish region:

— PREMs are part of the
Flemish indicator project,
VIP, which is responsible
for the development of pro-
cess and outcome indica-
tors (including PREMs and
PROMSs). It includes sev-
eral platforms for collecting
indicators (including the
VIP platform).

— 60 other PREMs are col-
lected (use of validated
questionnaires, including a
questionnaire adapted
from the HCAHPS for
acute care facilities).

— HCAHPS validated in the
field of paediatrics in the
Flemish region.

French/Walloon region:

- ASPE project coordi-
nated by BSM since
2005: Generic and specific
PREMSs.

Flemish region:

National online collection in the
Vlaamse Patiénten Peiling, a col-
lection module put in place in
2013 in the Health Information
Survey (HIS).

= This tool is used for the collec-
tion of most of the PREMs ques-
tionnaires in hospitals, on a
voluntary basis.

= Data collection is coordinated
by the Flemish healthcare agency
(Vlaams Agentschap Zorg en
Gezondheid).

French/Walloon region:

- ASPE project coordinated by
BSM;

- project led by the Platform to im-
prove the quality and safety of pa-
tient care (PAQS).

National coordination:
PREMs data included in the
Health Information Survey

(HIS), a national survey data-
base.

Flemish region:

Public disclosure of the results of a
series of VIP indicators, including
PREMs:
https://www.zorgkwaliteit.be/

— possibility of comparing any hos-
pital with a choice of another 2
hospitals;

— availability of results based on
the voluntary participation of hos-
pitals.

= Each hospital also receives de-
tailed aggregated results, in
which the names of the other
hospitals are hidden.

= Standardised formats to present
results.

Last accessed: 16/11/2020.

French/Walloon region:

— No public disclosure of outcomes.

e Inter-hospital
son;

compari-

e Benchmarking:

— Flemish region: VIP provides
feedback and benchmarking
reports to care providers and
institutions;

— French region: benchmark-
ing analyses conducted by the
BSM every year or every 2
years in specific fields (some
ASPE project questionnaires).
The hospitals receive detailed
individual results and anony-
mised aggregated results.

= The lack of standardisation in
the use of PREMs in hospitals
makes benchmarking difficult in
the hospital sector.

e PREMs integrated into the
set of indicators of the pay
for performance pro-
gramme since 2018.

Indicators
2019:

proposed in
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— PREMSs collected on the
platform to improve the
quality and safety of pa-
tient care (PAQS).

— Assistance in the choice of

questionnaires, methodo-
logical tools, statistical
analyses, benchmarking

between hospitals.

Objective: harmonise the
collection tools for the whole
of Belgium.

— 1 process indicator: proportion
of general hospitals measuring
PREMs after a bed C or D
stay).

— 6 outcome indicators: ques-
tions sent to patients.

France

HAS:

— Measurement of patient expe-
rience and satisfaction (e-Satis
+48h MCO, e-Satis chirurgie ambu-

latoire, and e-Satis SSR).

= Mandatory national collection system
(e-Satis).

— National

experimentations (art.

51 - LFSS 2018):

payment per surgical care
episode (EDS) for three surgical
procedures (hip replacement sur-
gery, knee replacement surgery,
colectomy for bowel cancer);

incentives for shared care
(IPEP), with the involvement of
groups of health professionals, to
promote care coordination;

bundled payment: community
healthcare professional teams
(PEPS).

— e-Satis system: com-
plete, reliable question-
naires, metrologically
validated by the HAS.

— Questions on patient ex-
perience and satisfaction.

e-Satis national data collec-

tion platform:
https://cas.atih.sante.fr/cas/lo-
gin?ser-

vice=https%3A%2F %2F e-
satis.atih.sante.fr%2F

— collection of patients’
comments at the end of
questionnaires.

Last accessed: 16/11/2020.

— Collection methods common to
all French hospitals.

— Continuous assessment of the
patients concerned:

— results reported in the
form of a score out of 100
and continuously de-
tailed by the hospital;

Scope santé: https://www.sco-

pesante.fr/#/

— e-Satis results by healthcare fa-
cility: score and ranking from A to
D.

— Dynamic regional mapping: “re-
gional focus” part.

= Classes are defined by an “as-
cending hierarchical classifi-
cation” method, which makes it
possible to create homogeneous
score classes;

— class A corresponds to the best
class, in terms of satisfaction;

— class D corresponds to the least
good class (hospitals not respond-
ing to the collection).

A descriptive and qualitative analy-
sis of the comments collected by pa-
tients at the end of the questionnaire

e-Satis system:

— inter-hospital comparison;

— incorporation of e-Satis results
in health facility certification re-
sults;

— integration in the IFAQ finan-
cial incentive to improve qual-
ity. See order of 18/06/2019
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— Other mechanisms for the collec-
tion of PREMs questionnaires:

Renaloo patient associa-
tion: the MoiPatient platform
proposes PREMs-type question-
naires;

clinical research: the AP-HP’s
ComPaRe public research plat-
form, in which patients with
chronic diseases voluntarily par-
ticipate in research projects by
completing online PREMs ques-
tionnaires.

is planned in the near future, and it
is intended to produce a national re-
port.

Calculation methods and clas-
sification methodology availa-
ble on the following link:
https://www.has-sante.fr/up-
load/docs/application/pdf/2017-
02/modalites _cal-
culs_esatis48hmco_vf.pdf

Last accessed: 16/11/2020.
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Table 10. Summary of initiatives measuring and using PREMs in 7 European countries and 6 English-speaking countries

Country | Organisation and collection level (na-
tional, regional/provincial, local)

PREMs collected

Method of collection and data
sources used

Website(s) for public disclo-
sure/method of presentation
of results

Uses: comparison and/or
benchmarking, accredita-
tion, pay for performance

English-speaking countries

England
o National patient experience measure-

ment policy for more than 20 years.

e The NHS national patient experience
measurement surveys (NHS Patient Sur-
vey Programme) have been coordinated
since 2009 by the Care Quality Commis-
sion (CQC), an independent healthcare
regulation organisation that works
closely with the Picker Institute Europe™,
using a standardised collection methodol-
ogy:

— The CQC assesses the quality of hospi-
tal (inpatient and outpatient) and com-
munity care, dental care, ambulance
services, psychiatric services, retire-
ment homes and home care.

— It runs annual surveys on patient experi-
ence and quality of care for the following
services: emergency care, community
care, adult inpatient care, quality of
emergency calls, maternity care, child
and adolescent care, mental health.

« National PREMs collection sys-
tem (NHS): NHS Patient Survey
Programme;

— management of patient experience
surveys by the CQC;

— the following types of care: primary
care, short-term hospitalisation,
emergency, maternity, mental
health, outpatient care, ambulance
services, child and adolescent
care.

=Questions on satisfaction
cover the following themes: lis-
tening to patients, respecting their
values, explanations of treatments
provided by medical teams, waiting
time in healthcare services, organisa-
tion of healthcare services or other
questions about care.

- Other standardised NHS ques-
tionnaires:

o National patient experience
measurement system:

— NHS Patient Experience Sur-
vey: surveys accessible on the
NHS website.

Link: https://nhssurveys.org/sur-

veys/

Last accessed: 23/11/2020.

e Other standardised NHS
questionnaires:

— National Clinical Audit Pro-
gramme: surveys accessible on
the HQIP website.

Link:__ https://www.hqgip.org.uk/a-

e NHS website: results of na-
tional surveys (CQC) for each
type of care.

Overall results:

— Patient experience scores by
dimension and overall
scores (out of 100);

— benchmarking analyses:
distribution curves of overall
scores by hospital.

Link: https://www.eng-
land.nhs.uk/statistics/statisti-

cal-work-areas/pat-exp/

Report example (patients
hospitalised in 2018):
https://www.eng-

land.nhs.uk/statistics/wp-con-
tent/uploads/sites/2/2019/06/

z-of-nca/#.X7upamSWzml

Last accessed: 23/11/2020.

Bulletin 2018 IP_FINAL.pdf

Last accessed: 23/11/2020.
=Uploading of NHS structure

e Comparison of results
between hospitals and pri-
mary care structures.

¢ Benchmarking in out-
come reports by NHS hospi-
tal or primary care structure
depending on the type of
care; distribution of overall
hospital scores.

e Pay for performance:

— NHS Outcomes frame-
work (2012/13): taking
into account the results of
PREMs in primary care
(respect for patient val-
ues, preferences, coordi-
nation of care, emotional
aspects, involvement of
carers).

— Commissioning for
Quality and Innovation
Payment Framework:
pay for performance

75 |Institute tasked with developing standardised patient experience questionnaires and conducting national surveys in Europe. The Picker Patient Experience (PPE) questionnaire includes 40 questions
relating to 7 patient experience dimensions, as well as a question concerning the overall assessment of the services received and one question to know whether patients would recommend the
hospital where they received their care to family or friends. A short 15-question version exists, the validity of which has not been demonstrated. This questionnaire has been used in surveys conducted
in several countries (England, Germany, Sweden, Switzerland and USA, etc.) but has not been the subject of international comparisons. Other countries have also used and adapted it.
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= Questions asked to patients on the fol-
lowing topics: listening, respect, explana-
tion of treatments given to patients by
medical teams, waiting times in depart-
ments, good organisation of care services,
etc.

e Since 2011, the Commissioning for
Quality and Innovation payment
framework (CQUIN) has taken into ac-
count the results of the PREMs developed
by the CQC, to reward patient-centred care
in hospital (behavioural and relationship
aspects with clinicians).

e Participation in the collection of PREMs
data for the OECD panorama (mental
health).

— National Clinical Audit Pro-
gramme: clinical audits which are
part of the national NHS pro-
gramme and enable regional bod-
ies to organise local surveys.

= Diseases/conditions con-
cerned: falls and fractures, heart dis-
ease, heart surgery, diabetes (adults
and children), asthma, breast cancer,
end of life, dementia, psychosis,
rheumatoid arthritis, laparotomy, epi-
lepsy, gastrointestinal, lung and pros-
tate cancer, maternity/perinatal care,
vascular disease, intensive care,
stroke.

e Other survey:

— Friends and Family Test (FFT):
a new national survey created by
the NHS, based on a marketing
concept, to assess whether a care
facility can be recommended to
friends or family. Concerns most of
the abovementioned care.

= Possibility of leaving comments.

— Friends and Family Test
(FFT): survey accessible on
the NHS website.

Link: https://www.nhs.uk/using-
the-nhs/about-the-nhs/friends-
and-family-test-fft/

Last accessed: 23/11/2020.

results via a tool (Diagnostic
Tool):

Link: https://www.en-
gland.nhs.uk/statistics/sta-
tistical-work-areas/pat-
exp/sup-info/

Last accessed: 23/11/2020.

e CQC website: other annual
outcome reports, for each type
of care.

= Satisfaction questionnaire
analyses and use of Picker In-
stitute Europe sampling meth-
ods.

= For each type of care, the
following are found:

— a report on the overall satis-
faction results;

— benchmarking analyses by
hospital.

Link:
https://www.cqc.org.uk/publi-
cations/surveys/surveys

Last accessed: 23/11/2020.

e Other surveys:

Cancer Patient Experience
Survey:

— patient experience scores by
dimension and overall scores
(out of 100);

— benchmarking: distribution of
overall scores by hospital.

model used for the differ-
ent types of CQC care,
taking into account the re-
sults of structural, pro-

cess and outcome
indicators (including
PREMs).

= Model 2010/2012: 5
PREMs were taken into ac-
count in the CQC hospital
survey. An aggregated
score was calculated from
the scores of the 5 PREMs,
and used for performance-
based payment of each fa-
cility, taking into account 1
to 2% of the overall income.

= Model 2017-2019: 3
mental health patient expe-
rience indicators and one
acute care patient experi-
ence indicator were consid-
ered from a set of 13
indicators. The financial in-
centive was 2.5% of overall
income, of which 1.5% took
into account the results of

quality indicators (clinical
and organisational prac-
tice).

Link: https://www.eng-

land.nhs.uk/nhs-standard-
contract/cquin/cquin-17-
19/
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Link:
https://www.ncpes.co.uk/201
9-national-level-results/

FFT: https://www.nhs.uk/us-
ing-the-nhs/about-the-
nhs/friends-and-family-test-fft/

= Overall score published on
the NHS website.

Last accessed: 23/11/2020.

Wales « National initiative: o National patient experience | ® Collection in paper/electronic for- | e No website found/ information | e Benchmarking: the inclu-
— Patient-Reported Outcome | survey: Patient Experience Sur- mat. not available. sion of PREMs in the plat-
Measures (PROMs), Patient-Re- | Vey: - National online collection .form” .enables the
ported Experience Measure | — set of 7 questions. platform (2015): NHS Wales Identification of areas Of. o
(PREMs) and Effectiveness Pro- Informatics Service (NWIS). cellence or those requiring
PPEP): initiati tin ol = Some of the questions proposed improvements in care, via a
gramme (. ) nitiafive putin place | yhe OECD are included, particu- | = Application usable at home or in more in-depth survey.
in 2016, with a national platform for the . ) hosnpital
) larly in the field of oncology. ospital. . . .
collection of PROMs and PREMs, for pa- e Comparison: the inclu-
tients receiving primary or secondary sion of PREMs in the plat-
care. « National Clinical Audit in Eng- form makes it possible to
land and Wales: PREMs on rheu- compare patient experience
o Other national surveys: matoid arthritis (2015). in Welsh hospitals.
— Introduction of a national survey in 2012 Link:
on local health services http://www.wales.nhs.uk/n
) . ’ . i e Collection of PREMs to measure hswalesaboutus
— A patient experience survey in the field . . . . . -
. ) patient experience in chronic dis-
of oncology includes questions pro- cases Last accessed:
posed by the OECD. ’ . . 23/11/2020.
— Collection of a PREM on rheumatoid ar- | ~— E.g. Par.'klnson s disease, low
thritis in 2015 (National Clinical Auditin |  °2ck pain.
England and Wales).
USA o National PREMs collection sys- | Collection of PREMs as part of o Comparison and

tem: Consumer Assessment of
Healthcare Provider and Systems
(CAHPS): initiative created in 1995 by the
AHRQ, responsible for measuring patient

the CAHPS programme:

— hospital care (HCAPHS): hospitali-
sation (adults/paediatrics), surgery
(hospitalisation), outpatient

Standardised CAHPS question-

naires: https://hcah-
psonline.org/home.aspx

e The CMS publishes the re-
sults of CAHPS national sur-
veys in Hospital Compare, 4
times per year.

benchmarking: online re-

ports, personalised anal-
yses, use of data for
research.
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experience in outpatient, primary, hospital
or nursing care or in dialysis centres.

— Continuous collection of PREMs by care
structures (healthcare facilities);

— Data stored in the CAHPS national data-
base.

e Local initiatives: in some healthcare fa-
cilities.

— E.g. the Cleveland Clinic a implementa-
tion of a patient experience programme,
with measures and improvement action
plans.

Link: https://experiencepatient.fr/lexpe-
rience-patient-made-in-usa

Last accessed: 08/12/2020.

e There are numerous CMS programmes
(see table 9)

— Hospital Value-Based Purchasing
(HVBP): programme to ensure better
quality of care and enhance the patient
experience.

surgery and care, follow-on care
and rehabilitation;

— care providers (CAHPS): home
care, retirement homes, in-centre
haemodialysis, dental care, com-
munity care.

A certain number of care sec-
tors are targeted: mental health,
oncology, etc.

CAHPS questionnaire = 32 ques-
tions applied to a sample of pa-
tients in various care sectors:

— Hospital CAHPS (HCAHPS);

— Home Health CAHPS;

— Home and Community-Based Ser-
vices Survey CAHPS (HCBS
CAHPS);

— Fee-for-Service CAHPS;

— Medicare Advantage and Prescrip-
tion Drug Plan CAHPS;

— In-Center Hemodialysis CAHPS;

— Nationwide Adult Medicaid
CAHPS;

— Hospice;

— CAHPS® Survey for Accountable
Care Organizations Participating in
Medicare Initiatives;

— Outpatient and Ambulatory Sur-
gery CAHPS;

Different methods of admin-
istration: email, telephone, email
followed by telephone, interactive
voice server.

— National results, or by state
(downloadable versions).

— Inter-hospital (or inter-struc-
ture) comparisons.

= Standardisation of presenta-
tion formats.

Link: https://data.medi-
care.gov/browse?q=Pa-
tient%20survey%20(HCAHP
S)%20-%20Hospi-
tal&sortBy=relevance

Last accessed: 08/12/2020.

e Integrated Healthcare As-
sociation (IHA)’s Value
Based Pay for Performance
(VBP4P) program: public dis-
closure of results every year.
= A quality report compares the
performance of physician or-
ganisations by county, showing
overall performance and indi-
vidual clinical quality scores,
patient experience and total
cost of care measures.

Link:
https://www.iha.org/our-
work/accountability/value-
based-p4p/results-public-re-
porting

e Pay for performance:

1. Inpatient Prospective
Payment System (IPPS):
the hospitals in this pro-
gramme not publishing their
results in Hospital Compare
may have their funding re-
duced by 2%.

2. Hospital Value-Based
Purchasing™ (HVBP): re-
muneration based on a 2%
reduction in the Medicare
hospital base payment, and
depending on the severity of
diagnoses of hospitals par-
ticipating in the one-year pe-
riod. The total amount of
savings (expenditure reduc-
tion) is redistributed based
on the total hospital perfor-
mance scores achieved
over a one-year period”’.

= The remuneration of the
hospitals is based on their
position in the general rank-
ing or on the improvement
of the results of the quality
of care measures (including
PREMs), and on an addi-
tional incentive to maintain

6 Hospitals affiliated to the Medicare programme.

" The hospitals are paid based on their performance for quality measures and the use of resources. A performance score is calculated based on several types of indicators: 1) Mortality and
complications; 2) Healthcare-associated infections; 3) Patient safety; 4) Patient experience; 5) Efficacy and cost reduction. For each indicator, there are two measures: one for success and one for
improvement. For more information: Hospital Value-Based Purchasing | CMS
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— CAHPS for Merit-based Incentive
Payment System (MIPS);
— Emergency Department CAHPS.

Link: https://www.cms.gov/Re-
search-Statistics-Data-and-Sys-
tems/Research/CAHPS

Last accessed: 08/12/2020.

8 Only a minority of dialysis centres are concerned by the application of a maximum 2% penalty.

Last accessed: 18/11/2020.

scores above the national
median (see 2.4).

3. IHA’s VBP4P program:
incentive related to 1 com-
posite score of 3 types of
indicators: 1) clinical prac-
tices (60%), 2) patient expe-
rience (30%), 3) information
systems (IS)/health technol-
ogies (HT) (10%).

4. CJR Model: payment for
a care episode (THR/TKR)

linked to a composite score

including the results of
CAHPS indicators (see ta-
ble 9).

5. ESRD QIP:.

= The indicators used (see
table 9) include CAHPS
PREMs (ICH-CAHPS).

= A penalty system applies
to the quality-based pay-
ment part, which represents
up to 2% of the total pay-
ments received by a centre.
Application of the penalty”
reduces payments.

6. ESRD Seamless Care
Organizations (ESCO):
see table 9.

= The quality score calcu-
lated includes patient expe-
rience measures (CAHPS).
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Last
04/03/2020.

accessed:

Canada

6 regions grouping together 10 prov-
inces and 3 territories (regional level),
themselves including census divisions
(local level).

e Lack of standardisation of collec-
tion on a national level: uneven collec-
tion between and within provinces
(regions).
— Some provinces: longitudinal sur-
veys conducted:
— either at province level;

— orin selected care sectors, in one
or more provinces: acute care,
emergencies, rehabilitation, long-
term care, mental health, cancer,
community care, primary care.

= Centralised coordination, facili-
tating comparisons between prov-
inces, regions and peer groups.

— Other provinces: surveys at terri-
tory level (within a province) or in
certain hospitals of a region.

e Cross-sectional surveys or
by care sector (acute care, can-
cer, geriatrics, etc.).

CIHI: Canadian Patient Experi-
ence  Survey-Inpatient Care
(CPES-IC), comparable to the
CAHPS-IC Survey, developed
with accreditation experts.

It includes 48 questions:

— 22 from the CAHPS-IC Survey;

— 19 linked to the Canadian context
(discharges, transfers, etc.);

— 7 on demographics.

Cancer: the most advanced sec-
tor.

— Ambulatory Oncology Patient
Satisfaction Survey: satisfaction
survey in patients receiving outpa-
tient oncology care developed by
the National Research Corpora-
tion Canada and implemented in
8 provinces”® between 2003 and
2016.

e Diversity of survey tools between
provinces and care sectors. Lack of
standardisation of surveys between
different provinces and differences
in data collection methodologies.

— CPES-IC survey:
https://www.cihi.ca/sites/de-
fault/files/document/pa-
tient_expsurvey_inpatient_fr.
pdf

— Different methods of ad-
ministration: email, tele-

phone, postal. See procedure
manual:

https://www.cihi.ca/sites/de-
fault/files/document/cpes-ic-
procedure-manual-2019-fr-

web.pdf

= Survey tested in 5 provinces:
Manitoba and Alberta (2014), New
Brunswick (2015), Ontario and Brit-
ish Columbia (2016).

= There is an ad hoc infor-
mation system for the

o Lack of standardisation
of formats for the presen-
tation of results: province,
region, or hospital/unit level. In
some provinces, jurisdictions
require that global results be
supplied for the province.

— The results of the CPES-IC
survey conducted in 5 prov-
inces can be accessed on
the ICIS website.

Link:
https://www.cihi.ca/fr/experi-
ence-des-patients/experi-
ence-des-patients-dans-les-
hopitaux-canadiens

Last accessed: 03/11/2020.

= By 2021, the CIHI will pro-
duce detailed public reports by
province, with the results of 5
survey questions: 1) communi-
cation with nurses; 2) doctors;
3) participation in decision-mak-
ing; 4) discharge management;
5) overall hospitalisation experi-
ence.

79 Eight provinces: Alberta, Manitoba, Nova Scotia, Ontario, Saskatchewan, British Columbia, Newfoundland and Labrador and Prince Edward Island.

e Comparisons be-
tween provinces (see re-
sults of the survey in 5
regions), territories and
peer groups in territories
that coordinate centralised
surveys.

o Difficulties conduct-
ing comparisons and
benchmarking between
regions: work ongoing to
harmonise analyses on a
national level.

e Accreditation of hos-

pitals:
- CPES-IC survey: pa-
tient experience

measures are used in the
accreditation of acute
care healthcare facilities
in some provinces
(Prince Edward Island,
Nova Scotia, Ontario).

= The results of a patient
experience survey should
normally be included in
each accreditation cycle
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= The survey focuses on 2 phases of
cancer care: i) detection/diagnosis
then ii) treatment. Patients are asked
about their experience for six dimen-
sions: access to care, coordination
and continuity of care, emotional sup-
port, information, communication and
patient education, physical comfort,
respect for patient preferences.

= Questions targeting the following
topics: diagnosis, treatment planning,
tests, surgery, chemotherapy, radio-
therapy, symptom management, care
delivery and general patient percep-
tions.

— In 2016, the Canadian Partner-
ship Against Cancer on the ex-
perience of cancer patients in
transition from a cancer care sys-
tem to a broader care system in 10
provinces across the country.

- In 2015, the Regional Geriatric
Programs of Ontario launched
a survey entitled
https://www.rgptoronto.ca/wp-
content/uploads/2019/04/RGP-
Webinar-SGS-Patient-
Experience-Survey-Develop-
ment-March-29-2019.pdf

16 questions concerning 6 topics: i)
access to care; ii) communication
with doctors; iii) trust; iv) patient feed-
back on the impact of care; v) ex-
haustiveness of care; vi) continuity
and coordination of care.

collection of data and reporting of
results: Canadian Patient Expe-
riences Reporting System.

Last accessed: 05/11/2020.

= The results by hospital will
soon be published on the CIHI
website: http://yourhealthsys-
tem.cihi.ca/hsp/in-

depth?lang=fr#/)
Last accessed: 03/11/2020.

For more information:
https://www.cihi.ca/fr/experi-
ence-des-patients/donnees-
canadiennes-sur-lexperi-
ence-des-patients-diffusion-
publique-a

Last accessed: 03/11/2020.

e The ICIS is also working on
the public disclosure of the re-
sults of 5 patient experience in-
dicators, by hospital in the Web
tool Your health system: in

depth.

= The online results will allow
comparisons to be made at na-
tional, provincial and hospital
levels.

Last accessed: 03/11/2020.

e |t is possible to access tools,
reports, surveys or other patient
experience documents using
the following link:

https://www.cihi.ca/fr/ac-
ceder-aux-donnees-et-aux-

rapports
Last accessed: 03/11/2020.

(every 4 years), in provinces
with this requirement.

= The requirement to in-
clude experience surveys in
the Canadian accreditation
system is gradually being
extended to all care sectors:
long-term, home, primary,
mental health, etc.

Links:

— https://www.cihi.ca/site
s/default/files/docu-
ment/visioning-day-pa-
per-en-web.pdf

— https://www.oecd-ili-
brary.org/fr/social-is-
sues-migration-
health/measuring-pa-
tient-experiences-
prems_893a07d2-en

Last
03/11/2020.

accessed:

e In some provinces,
hospital funding is
linked to PREMSs results.
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= Questionnaire developed between
2015 and 2018, tested at the end of
2018 (in the process of being final-
ised/soon to be rolled out).

— Participation in the Common-
wealth Fund International
Health Policy surveys, con-
cerning 11 countries.

Australia

6 large provinces divided into 31 primary
care zones.

e Centralisation of patient experience
measures at national level in the Austral-
ian Bureau of Statistics (ABS), respon-
sible for collecting, processing and
publishing the results of national patient
experience surveys, in liaison with the
Australian Institute of Health and Wel-
fare (AIHW).

¢ National system for the measurement of
patient experience in hospitals and in pri-
mary care (community).

eRegional initiatives for the measurement
of patient experience in hospitals and in pri-
mary care.

— Numerous provinces collect data on
the common questions defined by the
Patient Experience Information Devel-
opment Working Group (PEIDWG), a
non-mandatory, national questionnaire,
seen as a benchmark for measuring pa-
tient experience in hospitals. Ultimately,

Collection of PREMs on primary
or hospital care. Several stand-
ardised questionnaires.

Primary care:

— Patient  Experience  Survey
(PEXx): patient experience survey
for hospital care.

= Several modules: general

medicine, specialised, dental,
chronic diseases, imaging, emer-
gencies, hospital admission,

other healthcare professionals,
private insurance, etc.

Hospital care:

— Patient Experience Informa-
tion Development Working
Group (PEIDWG): 18 questions
measuring patient experience in

the form of a retroactive feedback
system.

— overall satisfaction (1 ques-
tion);

Different methods of adminis-
tration: online, paper, telephone,
tablet).

Primary care:
— Patient Experience Survey
(PEX)).

Link:
https://www.abs.gov.au/statis-
tics/health/health-services/pa-
tient-experiences-australia-
summary-findings/latest-re-
lease#survey-material

Last accessed: 19/11/2020.

— Hospital care:
PEIDWG questionnaire:

Link: https://www.safetyandqua-
lity.gov.au/sites/default/files/mi-
grated/National-set-of-core-
common-patient-experience-
questions-%E2%80%93-for-

¢ No site for public disclosure
by healthcare facility found.

¢ Publication of national re-
sults: aggregated survey re-
ports.

¢ National reports:

Primary care:

— Patient Experiences in Aus-
tralia: Summary of Findings

experience with general
practitioners, specialists,
dental care, admissions (hos-
pital and emergency), coordi-
nation of care, other
healthcare professionals.

Use of the PEx.

— Coordination of health
care: experiences of infor-
mation sharing between
providers for patients aged
45 and over 2016: conti-
nuity of care and information
sharing between healthcare

e Comparison of patient ex-
perience with respect to in-
formation from their primary
care physicians on their fol-
low-up needs after hospita-
lisation, a visit to the
emergency department, etc.
between primary care net-
works (see 2016 survey
among patients aged 45 or
over attached).

° Accreditation of
healthcare facilities:

— Measurement of patient
experience mandatory in
the accreditation of hospi-
tals and primary care
structures: consideration
of feedback from the re-
sults of the Accreditation
and Improvement Sur-
vey, which collects com-
ments  from  patients
having received hospital
and primary care (accre-
ditation standards).
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national collection is scheduled. There
are also other questionnaires used in na-
tional surveys.

eLocal initiatives for the measurement of
patient experience in hospitals and in pri-
mary care.

— To date, many local initiatives use vari-
ous collection tools and methodologies,
without a national approach. Hospitals
are increasingly using the common
questions defined by the PEIDWG (see
attached description).

— Local initiatives use the Patient Experi-
ence Survey (see below) to model
health personnel planning.

e Participation in the collection of PREMs
data for the OECD panorama (mental
health).

— patient experience (12 ques-
tions);

— 5 general questions;

— 7 questions from the Picker
Institute.

— South Australian Consumer
Experience Surveillance Sys-
tem (SACESS) survey: hospital
telephone survey.

= 5 areas:
— general questions (Picker
Institute);
— composite patient expe-

rience indicator: involvement
in decision-making relative
to care and treatments;

— other questions: hospital en-
vironment, healthcare con-
sumer feedback, patient
rights and engagement,
open disclosure, emergen-
cies, staff, hand hygiene;

— questions defined by the
PEIDWG (see above);

— questions on overall satis-
faction.

Last accessed: 18/11/2020.

— Australian Hospital Patient Ex-
perience Question Set

overnight-admitted-patients-Pen-
and-Paper.pdf
Last accessed: 19/11/2020.

— Australian Hospital Patient Ex-
perience Question Set
(AHPEQS).

Links:

— https://www.sur-
veymonkey.com/r/ahpegs

— https://www.safetyandqua-
lity.gov.au/sites/de-
fault/files/2019-
09/australian _hospital pa-
tient_experience ques-
tion_set_ahpegs_technical_sp
ecifications_august 2019.pdf

— The collection of data is
voluntary but is encoura-
ged as it relates to quality
and safety of care mea-
sures.

— Some regions use other
patient experience sur-
veys.

Last accessed: 19/11/2020.

professionals & (national re-
sults and by health territory).

= Use of the 2016 Survey of
Health Care: specific survey
conducted in 2016.

Last accessed: 23/11/2020.

Hospital care:
— AHPEQS: results available

soon.

— SACESS Survey 2018 re-

sults

Last accessed: 18/11/2020.

Primary and hospital care:
— Australia’s

health
snapshots 2020 - Australian
Institute of Health and Wel-
fare: experience with general
practitioners, specialists and
coordination of care.

= Overall compilation of results
for hospital
care.

AIHW.
Last accessed: 23/11/2020.

and community
Coordination by the

¢ Regional reports:
— Primary care: Patient Expe-

rience in Australia by small
geographic _areas in 2017-
18: assessment of the
health and quality of care of

e Experimentations envisa-
ged to integrate PREMs into
pay-for-performance  mo-
dels.

80 Information sharing between healthcare professionals: general practitioners and specialists, and between general practitioners and hospital professionals (including emergency departments).
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(AHPEQS) survey: new survey
with 12 questions on patient expe-
rience of treatment, the most im-
portant care, pain management.

patients in 31 primary care
areas.

= Use of the PEXx.

Last accessed: 03/11/2020.

¢ Regional or local results:

— Hospital care:

PEIDWG questionnaire: pu-
blication of results at regional
level, by hospital or de-
partment/unit (most regions
are involved in the collection).

= No reports available.

New Zea-
land

There are 6 states and 10 territories.
There are 20 health districts (District
Health Boards (DHB)).

o National patient experience mea-
surement system since 2011 (care path-
way).

e 2 surveys led by the Health Quality

and Safety Commission every quarter:

— Hospital patient experience survey
launched in 2014 (National Inpatient
Experience Survey).

— Primary care survey launched in 2016
(Integrated Performance and Incen-
tive Framework).

o PREMs for hospitalised patients.

e PREMs for patients treated in the
primary care setting.

National initiatives: performance
of patient experience surveys every
3 months for community and hospi-
tal care:

— Experience of hospitalised
patients: surveys conducted in
the DHBs since 2014.

= Methodology via the following
link:
https://www.hgsc.govt.nz/our-
programmes/health-quality-eval-
uation/publications-and-re-
sources/publication/1658/

— Experience of patients
treated in the primary care
setting: surveys conducted in
private practices since
2015/2016.

¢ No site for public disclosure
by healthcare facility found.

¢ Results for inpatient expe-
rience in 4 main areas
(score out of 10 per quar-
ter): communication,
partnership, coordination and
physical and emotional needs.

— National:
https://www.hgsc.govt.nz/o
ur-programmes/health-qua-
lity-evaluation/projects/pa-
tient-experience/adult-
inpatient-experience/sur-
vey-results/

— By district (DHB):
https://www.hgsc.govt.nz/o
ur-programmes/health-
quality-evaluation/publica-
tions-and-resources/publi-
cation/3936/

Integration of PREMs in
primary care quality re-
gulation mechanisms:
Integrated  Performance
and Incentive Framework.
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— Methodology via the fol-
lowing link:
https://www.hgsc.govt.nz
[our-programmes/health-
quality-evaluation/pro-
jects/patient-experi-
ence/adult-primary-care-
experience/survey-infor-
mation-and-methodol-

ogy/

— Experience of patients with

Covid 19:
https://www.hgsc.govt.nz/our-
programmes/health-quality-
evaluation/projects/patient-ex-
perience/covid-19-patient-ex-

perience-survey/

= Graphs: comparison of the
results of each DHB with res-
pect to a national level: traffic
light system (colours).

¢ Results by district for the
experience of patients
treated in the primary care
setting:
https://www.hgsc.govt.nz/our-
programmes/health-quality-
evaluation/projects/patient-
experience/adult-primary-
care-experience/survey-re-
sults/

= Graphs: comparison of the
results of each DHB with res-
pect to a national level (traffic
light system).

Last accessed: 03/11/2020.
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Abbreviations and acronyms

AHRQ
AIHW
COPD
CAHPS
CAT
CIHI
CMS
cQcC
DICA
EDS
EQ-5D
e-Satis
HAS
HCaQl
HCQO
HRQoL
IAPO
ICHOM
IOM
IPEP
IQTIG
IRT
KCE
CKD
NHS
NIH
NQR
OECD
P4P
PaRIS

Agency for Health Research and Quality

Australian Institute of Health and Welfare

Chronic obstructive pulmonary disease

Consumer Assessment of Healthcare Provider and Systems
Computerised Adaptive Testing,

Canadian Institute for Health Information

Centers for Medicare & Medicaid Services

Care Quality Commission

Dutch Institute for Clinical Auditing

Episodes de soins (Care episode)

EuroQol Group 5-Dimension Self-Reported Questionnaire

National system for the measurement of patient experience and satisfaction

Haute Autorité de santé (French National Authority for Health)
Health Care Quality Indicators

Health Care Quality and Outcomes

Health Related Quality of Life

International Alliance of Patients’ Organisations

International Consortium for Health Outcomes Measurement
Institut Of Medicine

Incitation a la prise en charge partagée (incentive for shared care)
Institute for Quality Assurance and Transparency in Health Care
Item Response Theory

Belgian Health Care Knowledge Centre

Chronic kidney disease

National Health Service

National Institutes of Health

Swedish National Quality Register programme

Organisation for Economic Cooperation and Development
Pay for Performance

Patient-Reported Indicators Survey
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PEPS Paiement forfaitaire en équipe de professionnels de santé en ville (bundled payment
in community healthcare professional teams)

PREMs  Patient-Reported Experience Measures

PROMs  Patient-Reported Outcomes Measures

PROMIS Patient-Reported Outcomes Measurement Information System
TKR Total knee replacement

THR Total hip replacement

SF-36 36-Item Short Form General Health Survey

SVEUS  National collaboration for value-based reimbursement and monitoring of health care
in Sweden

VBHC Value-Based Health Care
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