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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 (PREMs) 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. 

PROMs 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)1.  

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 

 
1 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 databases3  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 disclosure4. 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 système 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 sectors5”. 

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/jcms/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 diseases6 (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-centred7. 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 quality8. 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. in diseases 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 providers9  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 used10. 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). 

 
6 https://www.ichom.org/standard-sets/ 
7 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. 
10 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-guidelines-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 member11.  

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 developed12; 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 PROMs 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 

 
11 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 12 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-Item 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, 
EQ-5D-5L 

PROMIS-29 PROMIS-10 
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 
easy 

Relatively 
easy 

Normal Relatively 
easy 

Relatively 
easy 

Number of dimensions 8 8 5 7 5 

Number of items: general health 6 1 1 - 1 

Number of items: physical health – 
symptoms 

2 1 1 8 2 

Number of items: physical health – 
capacity 

14 4 2 8 2 

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 
time 

Most of the 
time 

More than 
half the time 

Less than 
half the time 

Some of the 
time 

At no time 

 I have felt cheerful and in 
good spirits 
 

□ □ □ □ □ □ 

 I have felt calm and re-
laxed 
 

□ □ □ □ □ □ 
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 I have felt active and vigor-
ous 

□ □ □ □ □ □ 

 I woke up feeling fresh and 
rested 

□ □ □ □ □ □ 

 My daily life has been filled 
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 PROMs, 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 instruments13, 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 met14. 

 
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. 
14 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-PS15 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 
 

□ □ □ □ □ 

 Putting on socks/stockings □ □ □ □ □ 

 Rising from sitting □ □ □ □ □ 

 Bending to floor to pick up an object □ □ □ □ □ 

 Twisting/pivoting on your injured 
knee 
 

□ □ □ □ □ 

 Kneeling 
 

□ □ □ □ □ 

 Squatting 
 

□ □ □ □ □ 

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 
non-patients) 

 Applicable to specific patient groups (e.g.: pa-
tients, care sectors) 

Dimension  General dimensions 

 Questions potentially not very relevant for cer-
tain patient groups 

 Specific dimensions 

 Questions relevant for the patient groups con-
cerned 

 Major clinical value 

Comparison  Comparisons possible between different pa-
tient groups (e.g.: patients, care sectors) 

 Comparisons not always possible with other 
patient groups or with the general population 

Sensitivity  Not very sensitive for detecting specific prob-
lems 

 Sensitive for detecting and monitoring specific 
problems 

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

 

 
15 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 PROMs 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 PROMs 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 providers16”. 

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), 
USA 

National Health Service (NHS), 
England 

International Alliance of Patients’  
Organisations (IAPO) 

 Respect for patient’s values, pref-
erences and needs 

 Respect for patient’s values, pref-
erences and needs 

 Respect 

 Coordination and integration of 
care 

 Coordination and integration of 
care 

 Choice and empowerment 

 Information, communication and 
education 

 Information, communication and 
education 

 Patient involvement in health pol-
icy 

 Physical comfort  Physical comfort  Access and support 

 Emotional support and alleviation 
of fear and anxiety 

 Emotional support and alleviation 
of fear and anxiety 

 Information 

 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 

 
16 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? 

 □ Yes □ No □ I don't remember 

 

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

 □ Never □ Rarely □ Sometimes □ Often □ Always 

 

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

 □ Never □ Rarely □ Sometimes □ Often □ Always 

 

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

 □ Poor □ Marginal □ Fair □ Good □ Excellent 

 

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

 □ Poor □ Marginal □ Fair □ Good □ Excellent 

Source: e-Satis + 48 h MCO questionnaire17 

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 illness (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 PREMs 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 

 
17 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)18. 

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 
expected 

As expected A little worse 
than ex-
pected 

Quite a lot 
worse than 
expected 

Very much worse 
than expected 

 Administrative staff registered 
me quickly (short wait) 

□ □ □ □ □ 

 Administrative staff were helpful 
and kind 

□ □ □ □ □ 

 Concerning my care, the coordi-
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). 

 
18 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. 

2.4.1. 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 PREMs (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 

                                 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 
 

 
      

 
     

Netherlands (7, 16, 65, 69-71, 122, 126-
130) 

17 3.1 
 

 
      

  
    

Norway (16, 65, 70, 71, 131, 132) 5 3.5 
 

 
      

  
    

Germany (16, 70, 71, 122, 127, 130, 133-
135) 

83 8   
       

 
    

Denmark (16, 70, 136-141)    5.6 2.6   
      

  
    

Belgium (16, 69, 70, 142) 11.4 5.6 
         

 
    

France (16, 68, 70, 71, 143, 144) 70 6   
      

  
    

England (7, 16, 65, 70, 71, 126, 127, 130, 
135, 145-153) 

66 2.5 
 

  
     

  
    

Wales (16, 70, 152, 154)  3 4.4 
 

  
     

  
    

USA (14, 16, 65, 71, 122, 126, 127, 155-
165) 

327 2.8 
        

  
    

Canada (16, 31, 65, 70, 71, 126, 130, 166-
168) 

37.6 2.5  
      

 
      

Australia (7, 16, 70, 71, 122) 36.5 3.8 
 

 
            

New Zealand (16, 70, 71, 122, 169, 170) 4.8 2.6 
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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 

 

Comparison/benchmarking 

 : comparison+/- benchmarking 

: neither comparison, nor benchmarking 

Collection level 

 N: national 

 R: regional (or provincial) 

 L: local 
 

 

Collection situation 

: done 

  

Size 

 Pop. (M): population in the country 

 Beds/103 inhab: average number of beds 

per 1,000 inhabitants 
 
 
 

 
19 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 PREMs 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 PREMs, 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 PREMs, 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 
PROMs/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 approach20; 

‒ 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 population21 and the number of hospital beds per 1,000 inhabitants22. 

 

 

 
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 region23, 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)24 (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 ComPaRe25 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 Patient26 (“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 administered27. 

‒ As part of the national innovative organisations experimentations (article 51 of the LFSS 
2018) for payment per surgical care episode28 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 exist29. 

 
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.legifrance.gouv.fr/jorf/id/JORFTEXT000039699438?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 
29 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/iqss_2019_aide_utilisation_proms_eds.pdf 
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‒ As part of the ICHOM project30 (126, 171), some French healthcare facilities are participat-
ing in comparative analysis initiatives for several diseases or conditions: colorectal cancer31; 
breast and lung cancer32; cataract33. 

 

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 survey34); 2) in outpatient surgery (e-Satis chirurgie ambulatoire survey35), 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 ICHOM - colorectal cancer: IHU de Strasbourg. 
32 ICHOM - breast and lung cancer: Institut de cancérologie de l’Ouest (Nantes), Centre Léon Bérard (Lyon), Hôpital 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 François Chénieux (Limoges), CHU de Nantes. 
34 Link: https://www.has-sante.fr/jcms/c_2030354 
35 Link: https://www.has-sante.fr/jcms/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)36. 

 

Box 15. PREMs collection initiatives in France  

‒ As part of the national innovative organisations experimentations (article 51 of LFSS 2018): 

 payment per surgical care episode26 (article 51 of LFSS 2018), for three surgical proce-
dures (hip replacement surgery, knee replacement surgery, colectomy for bowel cancer). 

 incentives for shared care (IPEP)37, with financial incentives for health professional groups, 
to promote care coordination;  

 bundled payment in community healthcare professional teams (PEPS)38. 

‒ Patient associations such as Renaloo and its Moi Patient27 platform propose PREM-type ques-
tionnaires. 

‒ In the context of clinical research, such as the AP-HP’s ComPaRe26 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.  

 
36  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-ifaq 
37  Link: https://solidarites-sante.gouv.fr/systeme-de-sante-et-medico-social/parcours-des-patients-et-des-usagers/article-51-lfss-
2018-innovations-organisationnelles-pour-la-transformation-du/article/experimentation-d-une-incitation-a-une-prise-en-charge-
partagee-ipep 
38 In the PEPS project, the same PREMs questionnaire is used for the IPEP project. This is a developed and validated questionnaire.    



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   33 

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 regions39. 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.   

 
39 In Canada, regions include territories.  
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In Australia, there are patient experience comparisons between primary care networks40. 

 

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 PROMs 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 disclosure26 of PREMs results takes a variety of formats. 

‒ Results presented nationally:  

- for each hospital: USA (HCAHPS results in Hospital Compare41), England (NHS and Care 
Quality Commission (CQC)  45 websites), Sweden (reports available on the websites of 
each national quality registry (NQR) by disease/procedure45), Denmark45 (two websites 
publishing the results for somatic and outpatient care45; one website publishing the results 
of patient satisfaction surveys in the primary care setting), Norway and the Netherlands45, 
France45 (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 website45), USA (CAHPS results in Hospital Compare45).   

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

 

 
40 In 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:  

 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).  

 

 on a regional 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 reports42). 

- 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 websites43), USA (Hospital Compare48).  

- for each primary care structure: England (NHS website48).   

 

‒ Aggregated results reports:  

 on a national level:  

- concerning all hospitals:  

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

 
42 It 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.).  

 on a regional level:  

- in the USA:  

o the Minnesota Community Measurement publishes annual reports on indicator re-
sults, including PROMs – for all medical groups44 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.  

‒ In the 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, PROMs 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.  

 
44 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)45 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 
PROMs 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  IFAQ 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-ifaq 
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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 PREMs 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 

PROMs 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 

PROMs 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 
PROMs 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 PROMs 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). 

 

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 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   42 

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 
+++ 

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. 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   43 

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 illness 
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 illness 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). 

 

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 PROMs. 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). 

 

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, à 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 PROMs, 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). 

 

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). 

‒ Identify 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, PROMs 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 
PREMs 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 PREMs 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) 
PREMs, 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 PREMs 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). 

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 BPCI 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 PROMs 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 PREMs 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).  

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 PREMs 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 PROMs 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 PROMs, 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 PREMs, 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 PROMs, 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 Santé46 (“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 

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 PROMs by healthcare professionals and organisations. 

 

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. 

 

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. 

 

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 programmes47 or real-world studies48. 

 

Prospective actions for PREMs 

Extend the national e-Satis patient experience and satisfaction measurement system 

In France, the use of PREMs 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/guide_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 Recommended PROMs 

Primary care and prevention 

 General adult population (article 
pending publication) 

Over 18 years of age PROMIS-10 

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

WHO (Five) Wellbeing Index (WHO-5) 

 General paediatric population 
(250) 

Aged 6 to 12 years PROMIS Parent Proxy Scale v1.0 – Global Health 7+2 

PROMIS Parent Proxy Short Form v1.0 – Cognitive Function 7a 

Aged 13 to 17 years PROMIS Paediatric Scale v1.0 – Global Health 7+2 

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

Aged 18 to 24 years 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 

 General geriatric population (251) All patients SF-36 

University of California, Los Angeles – 3 Item Scale 

Adult Social Care Outcomes Toolkit 

Zarit Burden Interview (carer responses) 

Cardiovascular and circulatory diseases 

 Hypertension (252) All patients EQ-5D-3L SF-12 VR-12 PROMIS-10 

Men PROMIS (one single item on erectile function) 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   62 

Disease or population Population concerned Recommended PROMs 

 Heart failure (253) All patients PROMIS Physical Function Short Form 4a 

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

Patient Health Questionnaire (PHQ-2) 

 Atrial fibrillation (254) 

 

All patients PROMIS-10 

 Stroke (255) All patients PROMIS-10 

Simplified modified Rankin Scale Questionnaire 

Hormonal and metabolic disorders 

 Diabetes (256) All patients WHO-5 Well-Being Index 

Problem Areas in Diabetes Questionnaire (PAID) 

Patient Health Questionnaire (PHQ-9)  

 Chronic kidney disease (44) All patients PROMIS-29 + PROMIS Global Health RAND-36 SF-36 

Musculoskeletal disorders 

 Osteoarthritis of the hip or knee 
(257) 

All patients EQ-5D-3L + EQ-VAS 

Veterans RAND 12 (VR-12) 

Patients affected primarily by osteoarthritis 
of the hip 

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

Patients affected primarily by osteoarthritis 
of the knee 

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

Vision disorders 

 Cataract (258) All patients Catquest-9SF 
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Disease or population Population concerned Recommended PROMs 

 Age-related macular degeneration 

(259) 
All patients Brief Impact of Vision Impairment Profile (B-IVI) 

Malignant diseases 

 Cancer of the colon and rectum 

(260) 
All patients EORTC QLQ-C30 

EORTC QLQ-CR29 

Patients treated by surgery and/or radiother-
apy 

EORTC QLQ-CR29 

MSKCC Bowel Function – Dietary Subscale 

Patients treated by systemic chemotherapy EORTC QLQ-LMC21 (one single item) 

 Breast cancer (261) All patients EORTC QLQ-C30 

EORTC QLQ-BR23 

Patients treated by surgery and/or radiother-
apy 

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

Patients treated by systemic chemotherapy EORTC QLQ-LMC21 (one single item) 

Functional Assessment of Cancer Therapy Endocrine Subscale (FACT-ES) (one single item) 

 Lung cancer (262) All patients EORTC QLQ‐C30 

EORTC QLQ‐LC13 

Mental health 

 Depression and anxiety (263) All patients 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 Population concerned Recommended PROMs 

Medical Outcomes Study: Social Support Survey (MOS-SSS) 

Patients with social phobia Social Phobia Inventory (SPIN) 

Patients with agoraphobia Mobility Inventory for Agoraphobia (MIA) 

Patients with post-traumatic stress disorder Impact of Event Scale – Revised for Post-traumatic Stress Disorder (IES-R) 

Patients with panic disorder Panic Disorder Severity Scale (PDSS-SR) 

Patients with obsessive-compulsive disor-
der 

Obsessive-Compulsive Inventory (OCI-R) 

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

Children and adolescents 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) 

Patients with post-traumatic stress disorder Children’s Revised Impact of Events Scale – 8-
item version (CRIES-8) 

CRIES parent-report 13 items (CRIES-13) 

Patients with obsessive-compulsive disor-
der 

Obsessive Compulsive Inventory – Child Version (OCI-CV) 

Patients over the age of 10 Columbia Suicide Severity Risk Scale (C-SSRS) 

 Personality disorders (article 
pending publication) 

All patients 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) 

WHO Disability Assessment Schedule 2.0 – 12-item version (WHO-DAS-12) 
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Disease or population Population concerned Recommended PROMs 

PROMIS Short Form v2.0 – Social Isolation 4a 

Children and adolescents KIDSCREEN-10 Index (KIDSCREEN10) 

 Psychotic disorders (265) All patients Patient Health Questionnaire 9-item (PHQ-9) 

Modified Colorado Symptom Index (MCSI) 

Recovering Quality of Life – 20-item version (ReQoL20) 

PROMIS Short Form v1.0 – Sleep Disturbance 4a (PROMIS-Sleep) 

WHO Disability Assessment Schedule 2.0 – 12-item version (WHO-DAS-12) 

Patient Health Questionnaire 15-item (PHQ-15) 

Patients treated with antipsychotic drugs Glasgow Antipsychotic Side-Effect Scale (GASS) 

Patients with type I bipolar disorder Altman Self-Rating Mania Scale (ASRM) 

Children and adolescents KIDSCREEN-10 Index (KIDSCREEN10) 

Respiratory diseases 

 Covid-19 (article pending publica-
tion) 

All patients PROMIS Global Health 

PROMIS Short Form v2.0 – Social Isolation 4a 

Influenza Patient-Reported Outcome (FLU-PRO) 

Neurological diseases 

 Parkinson’s disease (266) All patients 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) 

 Dementia (267) including Alz-

heimer’s disease, vascular 
All patients Quality of Life in Alzheimer’s Disease (QOL-AD) 

Quality of Wellbeing Scale-Self Administered (QWB-SA) 
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Disease or population Population concerned Recommended PROMs 

dementia, Lewy body dementia 
and frontotemporal dementia  

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 PREMs 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:  

 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 PREMs, 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 providers49 (table 9)  

 Generic: health status assessment questionnaires (SF-36, SF-12, EQ-5D);  

 Specific:  

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

 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 (CQI) in the Neth-
erlands, CAHPS in the USA (outpatient, primary, hospital, nursing care, dialysis centres), etc.);  

 by type of care:   

 general medicine (e.g. Denmark);  

 hospital care (e.g. England, Australia);   

 outpatient care (e.g. Denmark, New Zealand);   

 mental health (e.g.: Denmark);  

 primary care (e.g. England, Australia, New Zealand, etc.).  
    

 by disease:  

 cancer (e.g. Canadian Partnership Against Cancer in Canada);  

 
49 Health facilities/hospitals and/or primary care structures.  
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 psychiatry (e.g. Denmark);  

 rheumatoid arthritis (e.g. England, Wales);  

 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:  

 care structure results:  

- hospital; 

- primary care structure (private practice, health centre, healthcare network); 

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

 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 50; 

 comments/verbatims: summary of patient comments. 

 

6. The objectives of use of PROMs and PREMs results  

‒ Comparison/benchmarking 

  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 

 
50 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/jcms/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 (national, regional/pro-
vincial, local)  

 

                      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 

                                                                                                                                          European countries  

Sweden 

 

 

 

 

 

 

 

 

 

 

 

 

 

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

 There are around 108 national 
quality registries (National 
Quality Registry (NQR)) 96 of 
which include PROMs and 
PREMs:  

 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: Catquest-
9SF;  

 hip arthroplasty; 

 stroke;  

 rheumatology:  

 surgeries;   

 chronic diseases;  

 psychiatric disor-
ders;  

 cancers;  

 etc. 
 

 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. 

 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:  

 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 52 . 
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:  

 
52 The obligation to indicate the results of PREMs and PROMs and how they are used dates back to 2014.  
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 Management of each regis-

try by experts51: 

 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.  

 International initiative: partic-

ipation in the ICHOM project. 

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

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

 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 

 
51 Patients can participate in the management of certain registries. 
53 The package of care services includes diagnosis, surgery, all post-operative care, all prosthetic joint care and patient follow-up.   
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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 201554. 

 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 

  Benchmarking:  

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

 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 

Voluntary ap-
proaches:  

 lung cancer: 
EORTC QLQ-C30 & 
LC1; 

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

 THR: Harris Hip 
Score (HHS);  

 TKR: WOMAC55; 
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. 

 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 PROMs) 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 

 
55 Western Ontario and McMaster Universities Osteoarthritis Index.  
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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 

 

 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. 

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

 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.  

 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 PROMs: 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:  

 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.  

 Bundled payment system: 
in the 2000s, the  West Ger-

man Headache Centre 
adopted a bundled payment 
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system using the results of 
PROMs 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 

physiotherapist56. 

 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 patient57 and costs related 
to drug treatment.  

 
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.  
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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 PROMs: in-
formation not found. 

Specific PROMs (on-
going projects): 

 Priority fields:  

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

 apoplexy;  

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

 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. 

 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).  

 Improvement of quality of 
care/regional initiative:   

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

 

 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 PREMs 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.  

 Local PROMs collection ini-

tiatives:  

 healthcare facilities: detection 
of symptoms for patient follow-
up/improvement of doctor-pa-
tient communication;  

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-
sation of collection of 
PROMs data from 

 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.  

 

 Outcomes directly 
calculated in the HIS 
and reported back in 

 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). 

 Pay for performance:  

 PROMs data could be used 
in reimbursement deci-
sions taken by solidarity 
funds or the National 
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 other institutions: research or-
ganisations and structures.  

 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 
PROMs). 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.  

 National initiatives launched 

to date58:  

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. 

 
58 See box 9, page 39.  
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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.  
 

 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.  
 

 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.  

 

 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-
tion level (national, re-
gional/provincial, local)  

                      PROMs collected 

 

 

Method of collection and data 
sources used 

 

Website(s) for public disclo-
sure/method of presentation 
of results 

Uses: comparison and/or 
benchmarking, accreditation, 
pay for performance 

                                    English-speaking countries   

England 

 

 National system for the 
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. 

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

 International initia-
tive: participation in the 

ICHOM project. 

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

Generic PROMs/manda-
tory national collection:  

 EQ-5D;  

 EQ-VAS.  

 Used for 4 procedures 
(specific PROMs) appended.    

 

 

 

 

Specific PROMs/man-
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-

Questionnaires sent by 
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. 

NHS Digital61:     

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

 results tables for download: 

‒ funnel plots and visual-

isation of outliers62; 

‒ 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. 

 Comparison between NHS 

hospitals.  

 Benchmarking to study 

variations in practices and im-
prove them, to conduct follow-
up analyses of PROMs 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
0Annual%20Re-
port%202020.pdf 

 Gradual decline in pay 
for performance, since the 

trials implemented by the NHS 
Quality and Outcome 
Framework in 2004, particu-

larly in primary care.  

 

 
61 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. 
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arthroplasty, breast can-
cer/breast surgery, mental 
health).  

 Other initiatives:   

 Local/voluntary: col-

lection of PROMs 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 
Partnership59.  

 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 PROMs 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 PROMs60 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.  

 

 

 
59 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-
search and epidemiology on 
a national level. 

 Collection of PROMs for 
the OECD panorama (hip 
arthroplasty, breast can-
cer/breast surgery). 

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

Last accessed: 
12/11/2020. 

 

NJR: OHS, OKS.  

Wales 

 

 National initiative:  

 Patient-Reported 
Outcome Measures 
(PROMs), 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.  

 There are proposed 
tools for the collection 
of PROMs: orthopaedic 

surgery, tonsillectomy, pae-
diatrics, lung cancer, 
asthma, and cataract.  

 Voluntary process: col-

lection of PROMs on pain in 
specialist pain clinics in col-
laboration with England 

PPEP: new national sys-

tem for the collection of 
PROMs (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
l 

Last accessed: 
12/11/2020. 

PPEP: Specific 

PROMs:  

 orthopaedic surgery; 
OHS, OKS;  

 tonsillectomy (paedia-
trics) ; 

 lung cancer; 

 asthma; 

 heart failure;  

 cataract. 

 

 

 

 

National platform for the 

collection of PROMs and 
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. 

 

Participation in the collection 

of information on total hip, knee, 
ankle, elbow or shoulder 

No website found/ information 

not available. 

 Comparison and bench-
marking:  participation in anal-

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
0Annual%20Re-
port%202020.pdf 

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

 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 

 

 

 

 

 

 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/TKR63. 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 

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. 
 

Other mental health 
disorders: variation in 

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 programme66. 

 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.  

 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 

 
63 Data collected: practices, comorbidities, average hospital stays.  
66 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.  

 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-

tjr.org/force-qi/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 

 

 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 programme64 

that helps share infor-
mation to improve health 
outcomes for the people 
of Minnesota.  

 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/KOOS) 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 PROMs 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 

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

 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 PROMs, 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 

PROMs65.  

the total payments received by 
a centre. The application of the 

penalty67 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 

 various collection meth-

ods: paper, telephone, online, 

registries. 

 Variation of choice as a func-
tion of provinces. 

  Collection of PROMs in 
registries: 

- Alberta Hip and Knee Registry;   

- Alberta Hip and Lung Trans-
plant collection;  

 No public disclosure of 

outcomes per hospital or 
in the form of aggregated 
reports.  

 

 

 

 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. 

 
65 PROMs are calculated for populations, chronic conditions, physical health, and mental health. A platform enables data collection, storage and searches. 
67 Only a minority of dialysis centres are concerned by the maximum 2% penalty.  
68 In this programme, the organisations set up correspond to a grouping of dialysis centres, nephrologists and other health professionals. 
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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-

plantation69);  
 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 
PROMs 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. 

 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. 

 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.  

 

 

 
69the Edmonton Heart and Lung Transplant Clinic Project includes PROMs 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). 

 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 

PROMs 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 
into 31 primary care 
zones.  

 Initiatives for the collection 
of PROMs in certain na-
tional registries.  

 At this stage, no routine 
national collection in all reg-
istries.  

 The Australian Com-
mission on Safety and 

Generic PROMs:  

 EQ-5D; 

 SF-36; 

 PROMIS;  

 WHOQOL;  

 pain: BPI, MPQ,  
WHYMPI, etc.; 

 mental health: BSI, HADS;  

 chronic diseases: FACIT, 
etc. 

 
 

Find out more:  

Specific PROMs:  

 prostate cancer;   

 thyroid cancer;  

 mental health; 

 palliative care; 

 rehabilitation; 

 cardiovascular di-
seases:  

 respiratory diseases:  

 neurological diseases;  

 endocrine diseases:  

 gastrointestinal di-
seases; 

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);  

 Palliative Care Outcomes 
Collaboration (PCOC); 

Reflection in progress on the 
method of dissemination/report-
ing of the results.  

 

 

 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-
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.  

 Local initiatives: col-

lection of PROMs in certain 
hospitals or certain depart-
ments/units. 

 International initia-
tive: participation in the 

ICHOM project. 

 Collection of PROMs 
for the OECD panorama 
(hip arthroplasty, breast 
cancer/breast surgery, men-
tal health). 

 

 

 

 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. 

 

 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 70 voluntary hospitals, includ-

ing PROMs on pain in the Elec-
tronic Persistent POC 
(ePPOC).  

Collaboration (ePPOC) is 

an information system that 
makes it possible to perform 
these analyses.  

 

 Trials envisaged to integrate 
PROMs into pay-for-perfor-
mance models, in particular 
bundled models, including 
PROMs, outcome indicators, 
and survival or cost data.  

 

 
70The following data are collected by the PCOC information system:  
1) provide clinicians with a systematic approach to assess individual patient experience;  
2) include routine collection of PROMs on symptom-related distress;  
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 PROMs), it is necessary to log in with a password: https://www.uow.edu.au/ahsri/pcoc/reports/ 
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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.  

 

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 in regis-
tries:  

 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 

health71: 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/ infor-
mation not available. 

 

 

 Inter-hospital compari-

son for certain diseases or 
treatments;  

 e.g. Otago Condition 
Specific Questionnaire (in 
surgery).  

 Benchmarking: follow-on 

care and rehabilitation services 
carry out benchmarking anal-
yses, sharing PROMs data with 

the Australian Rehabilitation 
Outcomes Centre.  

 

 
71 Request by the Ministry of Health in 2015 
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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 
(national, 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 and/or pay for perfor-
mance 

Sweden 

 

 

 Leading country for the collection of 
PREMs in national clinical registries by 
speciality and disease since the early 
1970s. 

 Inclusion of PREMs in around 40% of na-
tional registries. 

 

Participation in the collection of PREMs 
data for the OECD panorama (mental 
health). 

 

 

 

 

 

 

 

 

 

 

 

 

Information not available. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Collection of PREMs in 40% of 
national registries. 

 96 out of 108 national regis-
tries include PROMs or PREMs. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 For each NQR registry, 

PREMs 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.  

 

 Results per primary care unit, for 

all counties of Sweden, available 

on the following websites72:   

- https://www.1177.se/ 

- https://www.indikator.org/ 

Last accessed: 16/11/2020. 

 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.   

 Comparison of outcomes:   

 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).    

 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.) 

 
72 Information not available in English. 
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Website (information not availa-
ble in English):  
https://skr.se/tjanster/english-
pages.411.html 

Last accessed: 16/11/2020. 

 Results of telephone surveys as-
sessing citizens' habits, knowledge 
and expectations of the Swedish 
healthcare system. 

Website: www.vardbarome-
tern.se 

Last accessed: 16/11/2020. 

Nether-
lands 

 The Ministry of Health introduced a 
standardised patient experience question-

naire in 2006: the Consumer Quality In-
dex (CQI), to accelerate the public 

reporting of information on quality of care. 
This is an adaptation of the CAHPS.  

 Government funding.  

 National collection of PREMs in clinical 
registries since the creation of the CQI in 
2006. 

 Participation in the collection of PREMs 
data for the OECD panorama (mental 
health). 

 

 

 

 

 

CQI: 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. 

 
 
 
 
 
 
 
 
 
 
 
 
 

 

  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. 

 Patient comments on care provid-
ers and doctors:  

 Inter-hospital compari-
son: system for ranking hospi-

tals against the national value 
(CQI).   

 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. 

 Website on shared medical deci-
sion-making support:  

https://patientplus.info/en 

 accessible reports. 

Last accessed: 16/11/2020. 

Norway 
 Expertise in patient experience and 
PREMs measurement and research.  

 Funding by the Norwegian Knowledge 
Centre for the Health Services (created 

in 2004): responsible for measuring quality 
and patient experience.  

 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. 

 

 

 

 

 

 

 

 

 

 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: traffic 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).  

 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 
PREMs 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 

PREMs in outpatient and 
hospital care:  

 oncology:  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 care: Prema-
turity Risk Evaluation 
Measure;  

 cancer: Cancer Registry;  

 arthroplasty: German Joint 
Replacement Register;  

 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 more: 
https://www.weisse-
liste.de/de/service/ueber-
krankenhaussuche/versi-
chertenbefragung/downloads/ 

Last accessed: 16/11/2020. 

 

 The Robert Koch Institute 
organises a patient 

 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. 

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 
websites74:  

 Comparison and bench-

marking between hospitals 
and private practices in pub-
licly disclosed survey reports 
(including PEQ).  

 
74 The two sites correspond to groups of different funds.  
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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 
Foundation73, 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.   

 The Bertelsmann Stiftung 

Foundation also publishes its 
own outcomes in the following 
report: https://www.bertelsmann-
stiftung.de/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. 

 National system for the collection 
of PREMs and patient satisfaction  

 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 

 
73 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.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

‒ since 2009: annual 

collection in 
healthcare struc-
tures (funded by 5 
regions).  

 

 General 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 information: 
https://patien-
toplevelser.dk/files/doku-
menter/artikel/lup_pixi_uk.pdf 

Last accessed: 17/11/2020. 

 Danish Patients Evaluate 
General Practice Survey: 
PREMs 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. 

(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 Patiëntenpeiling 

(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.  

 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 
PROMs). 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 

PREMs.  

Flemish region: 

National online collection in the 
Vlaamse Patiënten 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.  

 

 

 Inter-hospital compari-

son; 

 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.  

 PREMs integrated into the 

set of indicators of the pay 
for performance pro-
gramme since 2018. 

Indicators proposed in 
2019: 
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 PREMs 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%2Fe-
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 

 
 National patient experience measure-
ment policy for more than 20 years. 

 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 Europe75, 
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:  

 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. 

 

 Other standardised NHS 
questionnaires:  

 National Clinical Audit Pro-
gramme: surveys accessible on 

the HQIP website.  

Link:  https://www.hqip.org.uk/a-
z-of-nca/#.X7upamSWzmI 

Last accessed: 23/11/2020. 

 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/
Bulletin_2018_IP_FINAL.pdf 

Last accessed: 23/11/2020. 

Uploading of NHS structure 

 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.    

 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. 

 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). 

 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.  
 

 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. 

 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. 

 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:  

 Patient-Reported Outcome 
Measures (PROMs), Patient-Re-
ported Experience Measure 
(PREMs) and Effectiveness Pro-
gramme (PPEP):  initiative put in place 

in 2016, with a national platform for the 
collection of PROMs and PREMs, for pa-
tients receiving primary or secondary 
care.  
 

  Other national surveys:  

 Introduction of a national survey in 2012 
on local health services.  

 A patient experience survey in the field 
of oncology includes questions pro-
posed by the OECD.  

 Collection of a PREM on rheumatoid ar-

thritis in 2015 (National Clinical Audit in 
England and Wales).  

 National patient experience 
survey: Patient Experience Sur-
vey:  

 set of 7 questions. 

 Some of the questions proposed 

by the OECD are included, particu-
larly in the field of oncology. 

 

 National Clinical Audit in Eng-
land and Wales: PREMs on rheu-

matoid arthritis (2015). 

 

 Collection of PREMs to measure 

patient experience in chronic dis-
eases.  

 E.g. Parkinson’s disease, low 

back pain. 

 

 Collection in paper/electronic for-
mat. 

 National online collection 
platform (2015): NHS Wales 

Informatics Service (NWIS). 

 Application usable at home or in 
hospital.  

 

 

 

 

 

 

 

 

 

 

 No website found/ information 
not available. 

 

 

 

 

 

  

 

 

 

 

 

 

 

 

 Benchmarking: the inclu-
sion of PREMs in the plat-
form enables the 
identification of areas of ex-
cellence or those requiring 
improvements in care, via a 
more in-depth survey. 

 Comparison:  the inclu-
sion of PREMs in the plat-
form makes it possible to 
compare patient experience 
in Welsh hospitals. 

Link: 

http://www.wales.nhs.uk/n
hswalesaboutus 

Last accessed: 
23/11/2020. 

 

USA 

 

 

 National PREMs collection sys-
tem: Consumer Assessment of 

Healthcare Provider and Systems 
(CAHPS): initiative created in 1995 by the 

AHRQ, responsible for measuring patient 

Collection of PREMs as part of 
the CAHPS programme: 

 hospital care (HCAPHS): hospitali-
sation (adults/paediatrics), surgery 
(hospitalisation), outpatient 

Standardised CAHPS question-
naires: https://hcah-
psonline.org/home.aspx 

 

 The CMS publishes the re-
sults of CAHPS national sur-

veys in Hospital Compare, 4 

times per year.  

 Comparison and 
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. 

 

 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. 

 

 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. 

 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 

 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 76  (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 period77.  

 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 

 
76 Hospitals affiliated to the Medicare programme. 
77 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. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

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 penalty78 

reduces payments.  
6. ESRD Seamless Care 
Organizations (ESCO): 

see table 9.  

 The quality score calcu-
lated includes patient expe-
rience measures (CAHPS).  

 
78 Only a minority of dialysis centres are concerned by the application of a maximum 2% penalty. 
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Last accessed: 
04/03/2020. 

  Canada 6 regions grouping together 10 prov-
inces and 3 territories (regional level), 
themselves including census divisions 
(local level).  

 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; 

‒ or in 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. 

 

 

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 provinces79  between 2003 and 

2016.  

 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 

 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.  

 Comparisons be-

tween provinces (see re-

sults of the survey in 5 

regions), territories and 
peer groups in territories 
that coordinate centralised 
surveys. 

 Difficulties conduct-
ing comparisons and 
benchmarking between 
regions: work ongoing to 

harmonise analyses on a 
national level.  

 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 

 
79 Eight provinces: Alberta, Manitoba, Nova Scotia, Ontario, Saskatchewan, British Columbia, Newfoundland and Labrador and Prince Edward Island.  
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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. 

 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. 

 It 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 accessed: 
03/11/2020. 

 In some provinces, 
hospital funding is 
linked to PREMs results.  

 

 

 

 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   110 

 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.  

 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).   

 

Regional 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 
(PEx): 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 

 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. 

Local 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. 
 

 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/ahpeqs 

 

 https://www.safetyandqua-
lity.gov.au/sites/de-
fault/files/2019-
09/australian_hospital_pa-
tient_experience_ques-
tion_set_ahpeqs_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 80 (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 and community 
care. Coordination by the 
AIHW. 

Last accessed: 23/11/2020. 
 

 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 

 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 PEx.  
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)).  

 National patient experience mea-

surement system since 2011 (care path-
way).  

 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). 

 
 
 
 
 
 
 

 PREMs for hospitalised patients.  

 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.hqsc.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.hqsc.govt.nz/o
ur-programmes/health-qua-
lity-evaluation/projects/pa-
tient-experience/adult-
inpatient-experience/sur-
vey-results/ 

 By district (DHB): 
https://www.hqsc.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.hqsc.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.hqsc.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.hqsc.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. 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   114 

Bibliographic references 
 

 

1. Le Guludec D, Ceretti A-M, Lyon-Caen O, Car-
ricaburu J, Fouard A, Motyka G, et al. Stratégie 
de transformation du système de santé. Inscrire 
la qualité et la pertinence au coeur des organisa-
tions et des pratiques. Rapport final. Paris: Minis-
tère des solidarités et de la santé; 2018. 

https://solidarites-
sante.gouv.fr/IMG/pdf/masante2022_rapport_per
tinence-2.pdf 

 

2. Institute of Medicine. Crossing the quality 
chasm: a new health system for the 21st century. 
Washington: National Academies Press; 2001. 

https://www.ncbi.nlm.nih.gov/books/NBK222274/
pdf/Bookshelf_NBK222274.pdf 

 

3. Or Z, Com-Ruelle L. La qualité de soins en 
France: comment la mesurer pour l'améliorer ? 
Journal d'économie médicale 2008;26(6):371–85. 

 

4. Michel P. « Le bon soin, au bon moment, au 
bon endroit, au bon patient, au bon coût ».  
2019;(3):135-7. 

 

5. Donabedian A. Evaluating the quality of medi-
cal care. Milbank Q 2005;83(4):691-729. 

 

6. Haute Autorité de Santé. Indicateurs de qualité 
du parcours de soins. Patients à risque ou atteints 
de Bronchopneumopathie Chronique Obstructive 
- BPCO. Saint-Denis La Plaine: HAS; 2020. 

https://www.has-sante.fr/jcms/p_3151500/fr/pa-
tients-a-risque-ou-atteints-de-bronchopneumo-
pathie-chronique-obstructive-bpco-indicateurs-
de-qualite-du-parcours-de-soins 

 

7. Organisation de coopération et de développe-
ment économique. Panorama de la santé. Paris: 
OCDE; 2019. 

https://www.oecd.org/fr/sante/panorama-de-la-
sante-19991320.htm 

 

8. Mattke S, Epstein AM, Leatherman S. The 
OECD health care quality indicators project: his-
tory and background. Int J Qual Health Care 
2006;18(suppl_1):1-4. 

 

9. Arah OA, Westert GP, Hurst J, Klazinga NS. A 
conceptual framework for the OECD health care 
quality indicators project. Int J Qual Health Care 
2006;18(suppl_1):5-13. 

 

10. Carinci F, Group oBoTOHCQIE, Van Gool K, 
Group oBoTOHCQIE, Mainz J, Group oBoTO-
HCQIE, et al. Towards actionable international 
comparisons of health system performance: ex-
pert revision of the OECD framework and quality 
indicators. Int J Qual Health Care 2015;27(2):137-
46. 

 

11. Porter ME. What is value in health care? N 
Engl J Med 2010;363(26):2477-81. 

 

12. Gentry S, Badrinath P. Defining health in the 
era of value-based care: lessons from England of 
relevance to other health systems. Cureus 
2017;9(3). 

 

13. Gray M, Airoldi M, Bevan G, McCulloch P. De-
riving optimal value from each system. J R Soc 
Med 2017;110(7):283-6. 

 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   115 

14. Porter ME. A strategy for health care reform. 
Toward a value-based system. N Engl J Med 
2009;361(2):109-12. 

 

15. Porter ME, Larsson S, Lee TH. Standardizing 
patient outcomes measurement. N Engl J Med 
2016;374(6):504-6. 

 

16. Organisation for Economic Co-operation and 
Development. Strengthening the international 
comparison of health system performance 
through patient-reported indicators. Recomman-
dations to OECD Ministers of Health from the high 
level reflection group on the future of health sta-
tistics. Paris: OECD; 2017. 

https://www.oecd.org/els/health-systems/Recom-
mendations-from-high-level-reflection-group-on-
the-future-of-health-statistics.pdf 

 

17. Wilson IB, Cleary PD. Linking clinical varia-
bles with health-related quality of life. A concep-
tual model of patient outcomes. JAMA 
1995;273(1):59-65. 

 

18. World Health Organization. The World Health 
Organization quality of life assessment 
(WHOQOL): position paper from the World Health 
Organization. Soc Sci Med 1995;41(10):1403-9. 

 

19. Centers for Disease Control Prevention. 
Measuring healthy days: population assessment 
of health-related quality of life. Atlanta: CDC; 
2000. 

https://www.cdc.gov/hrqol/pdfs/mhd.pdf 

 

20. McKenna SP. Measuring patient-reported out-
comes: moving beyond misplaced common sense 
to hard science. BMC Med 2011;9:86. 

 

21. Tran V-T, Riveros C, Péan C, Czarnobroda A, 
Ravaud P. Patients’ perspective on how to im-
prove the care of people with chronic conditions 

in France: a citizen science study within the Com-
PaRe e-cohort. BMJ Qual Saf 2019;28(11):875-
86. 

 

22. Bottomley A, Reijneveld JC, Koller M, Flecht-
ner H, Tomaszewski KA, Greimel E, et al. Current 
state of quality of life and patient-reported out-
comes research. Eur J Cancer 2019;121:55-63. 

 

23. Basch E, Deal AM, Dueck AC, Scher HI, Kris 
MG, Hudis C, et al. Overall survival results of a 
trial assessing patient-reported outcomes for 
symptom monitoring during routine cancer treat-
ment. JAMA 2017;318(2):197-8. 

 

24. Denis F, Basch E, Septans AL, Bennouna J, 
Urban T, Dueck AC, et al. Two-year survival com-
paring web-based symptom monitoring vs routine 
surveillance following treatment for lung cancer. 
JAMA 2019;321(3):306-7. 

 

25. Rotenstein LS, Huckman RS, Wagle NW. 
Making patients and doctors happier - the poten-
tial of patient-reported outcomes. N Engl J Med 
2017;377(14):1309-12. 

 

26. Food and Drug Administration, U.S. Depart-
ment of Health and Human Services, Center for 
Drug Evaluation and Research, Center for Biolog-
ics Evaluation and Research, Center for Devices 
and Radiological Health. Patient reported out-
come measures: use in medical product develop-
ment to support labeling claims. Guidance for 
industry. Silver Spring: FDA; 2006. 

https://www.fda.gov/media/77832/download 

 

27. Minvielle E, Fourcade A, Ferrua M. Des en-
quêtes de satisfaction aux patient-reported out-
comes : histoire des indicateurs de qualité du 
point de vue du patient et perspectives. Risques 
& Qualité 2019;16(4):225-32. 

 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   116 

28. Committee for Medicinal Products for Human 
Use, European Medicines Agency. Reflection pa-
per on the regulatory guidance for the use of 
health-related quality of life (HRQL) measures in 
the evaluation of medicinal products. London: 
EMEA; 2005. 

https://www.ema.europa.eu/en/documents/scien-
tific-guideline/reflection-paper-regulatory-gui-
dance-use-healthrelated-quality-life-hrql-
measures-evaluation_en.pdf 

 

29. Li M, Harris I, Lu ZK. Differences in proxy-re-
ported and patient-reported outcomes: assessing 
health and functional status among medicare ben-
eficiaries. BMC Med Res Methodol 2015;15:62. 

 

30. Roydhouse JK, Wilson IB. Systematic review 
of caregiver responses for patient health-related 
quality of life in adult cancer care. Qual Life Res 
2017;26(8):1925-54. 

 

31. Canadian Institute for Health Information. 
PROMs background document. Ottawa: CIHI; 
2015. 

https://www.cihi.ca/sites/default/files/rot/rot-docu-
ment/proms_background_may21_en-web.pdf 

 

32. Black N, Burke L, Forrest CB, Sieberer UHR, 
Ahmed S, Valderas JM, et al. Patient-reported 
outcomes: pathways to better health, better ser-
vices, and better societies. Qual Life Res 
2016;25(5):1103-12. 

 

33. Pinotti R. PROQOLID. J Med Libr Assoc 
2016;104(1):91-2. 

 

34. Ware JE, Sherbourne CD. The MOS 36-item 
short-form health survey (SF-36). I. Conceptual 
framework and item selection. Med Care 
1992;30(6):473-83. 

 

35. Rabin R, de Charro F. EQ-5D: a measure of 
health status from the EuroQol Group. Ann Med 
2001;33(5):337-43. 

 

36. Bryan S, Davis J, Broesch J, Doyle-Waters 
MM, Lewis S, McGrail K, et al. Choosing your 
partner for the PROM: a review of evidence on 
patient-reported outcome measures for use in pri-
mary and community care. Healthc Policy 
2014;10(2):38-51. 

 

37. Topp CW, Østergaard SD, Søndergaard S, 
Bech P. The WHO-5 well-being index: a system-
atic review of the literature. Psychother Psycho-
som 2015;84(3):167-76. 

 

38. Black N. Patient reported outcome measures 
could help transform healthcare. BMJ 
2013;346:f167. 

 

39. Prodinger B, Taylor P. Improving quality of 
care through patient-reported outcome measures 
(PROMs): expert interviews using the NHS 
PROMs. Programme and the Swedish quality reg-
isters for knee and hip arthroplasty as examples. 
BMC Health Serv Res 2018;18. 

 

40. Rolfson O, Bohm E, Franklin P, Lyman S, 
Denissen G, Dawson J, et al. Patient-reported 
outcome measures in arthroplasty registries. Acta 
Orthop 2016;87 Suppl 1:9-23. 

 

41. Umar J. Item banking. Dans: Masters GN, 
Keeves JP, ed. Advances in measurement in ed-
ucational research and assessment. New York: 
Pergamon; 1999. p. 207–18. 

 

42. Welk G. Physical activity assessments for 
health-related research. Champaign: Human Ki-
netics; 2002. 

 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   117 

43. Flynn KE, Dombeck CB, DeWitt EM, Schul-
man KA, Weinfurt KP. Using item banks to con-
struct measures of patient reported outcomes in 
clinical trials: investigator perceptions. Clin Trials 
2008;5(6):575-86. 

 

44. Verberne WR, Das-Gupta Z, Allegretti AS, 
Bart HAJ, van Biesen W, García-García G, et al. 
Development of aninternational standard set of 
value-based outcome measures for patients with 
chronic kidney disease: a report of the Interna-
tional Consortium for Health Outcomes Measure-
ment (ICHOM) CKD Working Group. Am J Kidney 
Dis 2019;73(3):372-84. 

 

45. Tang E, Ekundayo O, Peipert JD, Edwards N, 
Bansal A, Richardson C, et al. Validation of the 
patient-reported outcomes measurement infor-
mation system (PROMIS)-57 and -29 item short 
forms among kidney transplant recipients. Qual 
Life Res 2019;28(3):815-27. 

 

46. Aiyegbusi OL, Kyte D, Cockwell P, Marshall T, 
Gheorghe A, Keeley T, et al. Measurement prop-
erties of patient-reported outcome measures 
(PROMs) used in adult patients with chronic kid-
ney disease: a systematic review. PLoS One 
2017;12(6):e0179733. 

 

47. Ayav C, Couchoud C, Sautenet B, Lobbedez 
T, Sens F, Moranne O. Le recueil en routine de 
données de santé perçue à l’ère du paiement à la 
qualité : préconisations de la Commission épidé-
miologie et santé publique de la SFNDT. Néphro-
logie & Thérapeutique 2020;16(7):401-7. 

 

48. Klapproth CP, van Bebber J, Sidey-Gibbons 
CJ, Valderas JM, Leplege A, Rose M, et al. Pre-
dicting EQ-5D-5L crosswalk from the PROMIS-29 
profile for the United Kingdom, France, and Ger-
many. Health Qual Life Outcomes 
2020;18(1):389. 

 

49. Sturgill DA, Bal N, Nagavally S, Wolfgram DF. 
The relationship between dialysis metrics and pa-
tient-reported cognition, fatigue, and physical 
function. KDD 2020;6(5):364-70. 

 

50. Vanden Wyngaert K, Van Craenenbroeck AH, 
Eloot S, Calders P, Celie B, Holvoet E, et al. As-
sociations between the measures of physical 
function, risk of falls and the quality of life in hae-
modialysis patients: a cross-sectional study. BMC 
Nephrol 2020;21(1):7. 

 

51. Aiyegbusi OL, Calvert MJ. Patient-reported 
outcomes: central to the management of COVID-
19. Lancet 2020;396(10250):531-. 

 

52. Scotté F, Minvielle E, Mir O, André F, Barlesi 
F, Soria J-C. A patient reported outcome platform, 
a useful tool to improve monitoring and effective 
management of Covid-19–positive patients with 
cancer. Eur J Cancer 2020;132:1-4. 

 

53. Wong AW, Shah AS, Johnston JC, Carlsten 
C, Ryerson CJ. Patient-reported outcome 
measures after COVID-19: a prospective cohort 
study. Eur Respir J 2020;56(5):2003276. 

 

54. Wolf J, Niederhauser V, Marshburn D, LaVela 
S. Defining patient experience. Patient Exp J 
2014;1(1):7-19. 

 

55. Larson E, Sharma J, Bohren MA, Tunçalp Ö. 
When the patient is the expert: measuring patient 
experience and satisfaction with care. Bull World 
Health Organ 2019;97(8):563-9. 

 

56. National Clinical Guideline Centre. Patient ex-
perience in adult NHS services: improving the ex-
perience of care for people using adult NHS 
servicesPatient experience in generic termsClini-
cal Guidance. London: Royal College of Physi-
cians; 2012. 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   118 

https://www.ncbi.nlm.nih.gov/books/NBK115230/
pdf/Bookshelf_NBK115230.pdf 

 

57. Gerteis M, Edgman-Levitan S, Daley J, Del-
banco TL. Through the patient's eyes: under-
standing and promoting patient-centered care. 
JHQ 1997;19(3):43. 

 

58. Zill JM, Scholl I, Härter M, Dirmaier J. Which 
dimensions of patient-centeredness matter? Re-
sults of a web-based expert Delphi survey. PLoS 
One 2015;10(11):e0141978. 

 

59. Tzelepis F, Rose SK, Sanson-Fisher RW, 
Clinton-McHarg T, Carey ML, Paul CL. Are we 
missing the Institute of Medicine's mark? A sys-
tematic review of patient-reported outcome 
measures assessing quality of patient-centred 
cancer care. BMC Cancer 2014;14:41. 

 

60. Anhang Price R, Elliott MN, Zaslavsky AM, 
Hays RD, Lehrman WG, Rybowski L, et al. Exam-
ining the role of patient experience surveys in 
measuring health care quality. Med Care Res Rev 
2014;71(5):522-54. 

 

61. Doyle C, Lennox L, Bell D. A systematic re-
view of evidence on the links between patient ex-
perience and clinical safety and effectiveness. 
BMJ Open 2013;3(1):e001570. 

 

62. LaVela SL, Gallan AS. Evaluation and meas-
urement of patient experience. Patient Exp J 
2014;1(1):28-36. 

 

63. Marsh C, Peacock R, Sheard L, Hughes L, 
Lawton R. Patient experience feedback in UK 
hospitals: what types are available and what are 
their potential roles in quality improvement (QI)? 
Health Expect 2019;22(3):317-26. 

 

64. Gleeson H, Calderon A, Swami V, Deighton J, 
Wolpert M, Edbrooke-Childs J. Systematic review 
of approaches to using patient experience data for 
quality improvement in healthcare settings. BMJ 
Open 2016;6(8). 

 

65. Institut de la statistique du Québec, Dubé-Lin-
teau A. Mesure de l’expérience patient par en-
quête : des concepts aux bonnes pratiques. 
Québec: ISQ; 2017. 

https://www.stat.gouv.qc.ca/statis-
tiques/sante/services/generale/mesure-expe-
rience-patient.pdf 

 

66. Bower P, Roland M, Campbell J, Mead N. Set-
ting standards based on patients' views on access 
and continuity: secondary analysis of data from 
the general practice assessment survey. BMJ 
2003;326(7383):258. 

 

67. Salisbury C, Wallace M, Montgomery AA. Pa-
tients’ experience and satisfaction in primary care: 
secondary analysis using multilevel modelling. 
BMJ 2010;341:c5004. 

 

68. Haute Autorité de Santé. IQSS - e-Satis +48h 
MCO : mesure de la satisfaction et de l’expé-
rience des patients hospitalisés plus de 48h [En 
ligne]. Saint-Denis La Plaine: HAS; 2020. 

https://www.has-sante.fr/jcms/c_2030354/fr/iqss-
e-satis-48h-mco-mesure-de-la-satisfaction-et-de-
l-experience-des-patients-hospitalises-plus-de-
48h 

 

69. Belgian Health Care Knowledge Centre, De-
somer A, Van den Heede K, Triemstra Mattanja 
T, Paget J, De Boer D, et al. Use of patient-re-
ported outcome and experience measures in pa-
tient care and policy. KCE report. Brussels: KCE; 
2018. 

https://kce.fgov.be/sites/de-
fault/files/atoms/files/KCE_303C_Patient_reporte
d_outcomes_Short_Report_0.pdf 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   119 

 

70. Organization for Economic Cooperation and 
Development, Fujisawa R, Klazinga NS. Measur-
ing patient experiences (PREMS) : progress 
made by the OECD and its member countries be-
tween 2006 and 2016. Paris: OECD; 2017. 

https://www.oecd-ilibrary.org/doc-
server/893a07d2-en.pdf?ex-
pires=1590178029&id=id&accname=guest&chec
ksum=93CEC39EFBABB7E72968EE983D31017
A 

 

71. Rechel B, McKee M, Haas M, Marchildon GP, 
Bousquet F, Blumel M, et al. Public reporting on 
quality, waiting times and patient experience in 11 
high-income countries. Health Policy 
2016;120(4):377-83. 

 

72. Epstein RM, Franks P, Fiscella K, Shields CG, 
Meldrum SC, Kravitz RL, et al. Measuring patient-
centered communication in patient-physician con-
sultations: theoretical and practical issues. Soc 
Sci Med 2005;61(7):1516-28. 

 

73. Forestier B, Anthoine E, Reguiai Z, Fohrer C, 
Blanchin M. A systematic review of dimensions 
evaluating patient experience in chronic illness. 
Health Qual Life Outcomes 2019;17(1):19. 

 

74. Christalle E, Zeh S, Hahlweg P, Kriston L, 
Härter M, Scholl I. Assessment of patient centred-
ness through patient-reported experience 
measures (ASPIRED): protocol of a mixed-meth-
ods study. BMJ Open 2018;8(10):e025896. 

 

75. Giordano LA, Elliott MN, Goldstein E, Lehr-
man WG, Spencer PA. Development, implemen-
tation, and public reporting of the HCAHPS 
survey. Med Care Res Rev 2010;67(1):27-37. 

 

76. Szablowski KM. Hospital value-based pur-
chasing (VBP) program: measurement of quality 

and enforcement of quality improvement. Conn 
Med 2014;78(1):49-51. 

 

77. Bull C, Byrnes J, Hettiarachchi R, Downes M. 
A systematic review of the validity and reliability of 
patient-reported experience measures. Health 
Serv Res 2019;54(5):1023-35. 

 

78. Batbaatar E, Dorjdagva J, Luvsannyam A, 
Amenta P. Conceptualisation of patient satisfac-
tion: a systematic narrative literature review. Per-
spectives in Public Health 2015. 

 

79. Kabengele Mpinga E, Chastonay P. Patient 
satisfaction studies and the monitoring of the right 
to health: some thoughts based on a review of the 
literature. Glob J Health Sci 2011;3(1):64. 

 

80. Leplège A, Coste J. Mesure de la santé per-
ceptuelle et de la qualité de vie : méthodes et ap-
plications. Paris: Estem; 2002. 

 

81. Sitzia J, Wood N. Patient satisfaction: a review 
of issues and concepts. Soc Sci Med 
1997;45(12):1829-43. 

 

82. Antoniotti S, Baumstarck-Barrau K, Siméoni 
M-C, Sapin C, Labarère J, Gerbaud L, et al. Vali-
dation of a French hospitalized patients' satisfac-
tion questionnaire: the QSH-45. Int J Qual Health 
Care 2009;21(4):243-52. 

 

83. Kennedy GD, Tevis SE, Kent KC. Is there a 
relationship between patient satisfaction and fa-
vorable outcomes? Ann Surg 2014;260(4):592-8; 
discussion 8-600. 

 

84. Prabhu KL, Cleghorn MC, Elnahas A, Tse A, 
Maeda A, Quereshy FA, et al. Is quality important 
to our patients? The relationship between surgical 
outcomes and patient satisfaction. BMJ Qual Saf 
2018;27(1):48-52. 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   120 

 

85. Sacks GD, Lawson EH, Dawes AJ, Russell 
MM, Maggard-Gibbons M, Zingmond DS, et al. 
Relationship between hospital performance on a 
patient satisfaction survey and surgical quality. 
JAMA Surg 2015;150(9):858-64. 

 

86. Tsai TC, Orav EJ, Jha AK. Patient satisfaction 
and quality of surgical care in US hospitals. Ann 
Surg 2015;261(1):2-8. 

 

87. Berkowitz R, Vu J, Brummett C, Waljee J, 
Englesbe M, Howard R. The impact of complica-
tions and pain on patient satisfaction. Ann Surg 
2019. 

 

88. Waljee J, McGlinn EP, Sears ED, Chung KC. 
Patient expectations and patient-reported out-
comes in surgery: a systematic review. Surgery 
2014;155(5):799-808. 

 

89. Kane RL, MacIejewski M, Finch M. The rela-
tionship of patient satisfaction with care and clini-
cal outcomes. Med Care 1997;35(7):714-30. 

 

90. Chen Q, Beal EW, Okunrintemi V, Cerier E, 
Paredes A, Sun S, et al. The association between 
patient satisfaction and patient-reported health 
outcomes. J Patient Exp 2019;6(3):201-9. 

 

91. Haut ER. Public reporting of patient satisfac-
tion vs objective quality measures: why must we 
choose? Can patients have both? JAMA Surg 
2015;150(9):865. 

 

92. Carr-Hill RA. The measurement of patient sat-
isfaction. J Public Health Med 1992;14(3):236-49. 

 

93. Crow R, Gage H, Hampson S, Hart J, Kimber 
A, Storey L, et al. The measurement of satisfac-
tion with healthcare: implications for practice from 

a systematic review of the literature. Health Tech-
nol Assess 2002;6(32):1-244. 

 

94. Hudak PL, Wright JG. The characteristics of 
patient satisfaction measures. Spine 
2000;25(24):3167-77. 

 

95. Ross CK, Steward CA, Sinacore JM. A com-
parative study of seven measures of patient satis-
faction. Med Care 1995;33(4):392-406. 

 

96. Sofaer S, Firminger K. Patient perceptions of 
the quality of health services. Annu Rev Public 
Health 2005;26:513-59. 

 

97. Drain M, Clark PA. Measuring experience 
from the patient’s perspective: implications for na-
tional initiatives. J Healthc Qual 2004;26:W4–
W16. 

 

98. Lipscomb J, Donaldson MS, Hiatt RA. Cancer 
outcomes research and the arenas of application. 
JNCI Monographs 2004;2004(33):1-7. 

 

99. Øvretveit J, Zubkoff L, Nelson EC, Frampton 
S, Knudsen JL, Zimlichman E. Using patient-re-
ported outcome measurement to improve patient 
care. Int J Qual Health Care 2017;29(6):874-9. 

 

100. Plochg T, Klazinga NS. Community-based 
integrated care: myth or must? Int J Qual Health 
Care 2002;14(2):91-101. 

 

101. Snyder C, Brundage M. Integrating patient-
reported outcomes in healthcare policy, research 
and practice. Expert Rev Pharmacoecon Out-
comes Res 2010;10(4):351-3. 

 

102. Atkinson TM, Ryan SJ, Bennett AV, Stover 
AM, Saracino RM, Rogak LJ, et al. The associa-
tion between clinician-based common terminol-
ogy criteria for adverse events (CTCAE) and 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   121 

patient-reported outcomes (PRO): a systematic 
review. Support Care Cancer 2016;24(8):3669-
76. 

 

103. Lam E, Yee C, Wong G, Popovic M, Drost L, 
Pon K, et al. A systematic review and meta-anal-
ysis of clinician-reported versus patient-reported 
outcomes of radiation dermatitis. The Breast 
2020;50:125-34. 

 

104. Laugsand EA, Sprangers MAG, Bjordal K, 
Skorpen F, Kaasa S, Klepstad P. Health care pro-
viders underestimate symptom intensities of can-
cer patients: a multicenter European study. Health 
Qual Life Outcomes 2010;8:104. 

 

105. Xiao C, Polomano R, Bruner DW. Compari-
son between patient-reported and clinician-ob-
served symptoms in oncology. Cancer Nursing 
2013;36(6):E1-E16. 

 

106. Harrison M, Milbers K, Hudson M, Bansback 
N. Do patients and health care providers have dis-
cordant preferences about which aspects of treat-
ments matter most? Evidence from a systematic 
review of discrete choice experiments. BMJ Open 
2017;7(5). 

 

107. Haute Autorité de Santé. Soutenir et encou-
rager l’engagement des usagers dans les sec-
teurs social, médico-social et sanitaire. Glossaire. 
Saint-Denis La Plaine: HAS; 2020. 

https://www.has-sante.fr/upload/docs/applica-
tion/pdf/2020-09/has_49_guide_glossaire_enga-
gement_usagers.pdf 

 

108. Haute Autorité de Santé. Patient et profes-
sionnels de santé : décider ensemble. Saint-De-
nis La Plaine: HAS; 2013. 

https://www.has-sante.fr/upload/docs/applica-
tion/pdf/2013-10/12iex04_decision_medi-
cale_partagee_mel_vd.pdf 

 

109. Santana M-J, Feeny D. Framework to as-
sess the effects of using patient-reported outcome 
measures in chronic care management. Qual Life 
Res 2014;23(5):1505-13. 

 

110. Coulter A, Entwistle VA, Eccles A, Ryan S, 
Shepperd S, Perera R. Personalised care plan-
ning for adults with chronic or long-term health 
conditions. Cochrane Database of Systematic Re-
views 2015;Issue 3:CD010523. 

 

111. Haute Autorité de Santé. Démarche centrée 
sur le patient : information, conseil, éducation thé-
rapeutique, suivi. Saint-Denis La Plaine: HAS; 
2015. 

https://www.has-sante.fr/upload/docs/applica-
tion/pdf/2015-06/demarche_centree_pa-
tient_web.pdf 

 

112. Greenhalgh J. The applications of PROs in 
clinical practice: what are they, do they work, and 
why? Qual Life Res 2009;18(1):115-23. 

 

113. Rubenstein LV, McCoy JM, Cope DW, Bar-
rett PA, Hirsch SH, Messer KS, et al. Improving 
patient quality of life with feedback to physicians 
about functional status. J Gen Intern Med 
1995;10(11):607-14. 

 

114. Detmar SB, Muller MJ, Schornagel JH, 
Wever LDV, Aaronson NK. Health-related quality-
of-life assessments and patient-physician com-
munication: a randomized controlled trial. JAMA 
2002;288(23):3027-34. 

 

115. Hawkins EJ, Lambert MJ, Vermeersch DA, 
Slade KL, Tuttle KC. The therapeutic effects of 
providing patient progress information to thera-
pists and patients. Psychother Res 
2004;14(3):308-27. 

 

116. Stacey D, Légaré F, Col NF, Bennett CL, 
Barry MJ, Eden KB, et al. Decision aids for people 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   122 

facing health treatment or screening decisions. 
Cochrane Database of Systematic Reviews 
2014;Issue 1:CD001431. 

 

117. Velikova G, Booth L, Smith AB, Brown PM, 
Lynch P, Brown JM, et al. Measuring quality of life 
in routine oncology practice improves communi-
cation and patient well-being: a randomized con-
trolled trial. J Clin Oncol 2004;22(4):714-24. 

 

118. Devlin N, Appleby J. Getting the most out of 
proms. Putting health outcomes at the heart of 
NHS decision-making. London: The King's Fund; 
2010. 

https://www.kingsfund.org.uk/sites/de-
fault/files/Getting-the-most-out-of-PROMs-
Nancy-Devlin-John-Appleby-Kings-Fund-March-
2010.pdf 

 

119. Moriarty JP, Smallman C. En route to a the-
ory of benchmarking. Benchmarking 2009:484–
503. 

 

120. Valderas JM, Kotzeva A, Espallargues M, 
Guyatt G, Ferrans CE, Halyard MY, et al. The im-
pact of measuring patient-reported outcomes in 
clinical practice: a systematic review of the litera-
ture. Qual Life Res 2008;17(2):179-93. 

 

121. Coulter A, Fitzpatrick R, Cornwell J. The 
point of care. Measures of patients' experience in 
hospital: purpose, methods and uses. London: 
The King's Fund; 2009. 

https://www.kingsfund.org.uk/sites/de-
fault/files/Point-of-Care-Measures-of-patients-ex-
perience-in-hospital-Kings-Fund-July-2009_0.pdf 

 

122. Australian Health Services Research Insti-
tute, Center for Health Service Development, Wil-
liams K, Sansoni JE, Morris D, Grootemaat PE, et 
al. Patient-reported outcome measures: Litera-
ture review. Sydney: ACSQHC; 2016. 

https://www.safetyandquality.gov.au/sites/de-
fault/files/migrated/PROMs-Literature-Review-
December-2016.pdf 

 

123. Nilsson E, Orwelius L, Kristenson M. Patient-
reported outcomes in the Swedish National Qual-
ity Registers. J Intern Med 2016;279(2):141-53. 

 

124. Société Française de Chirurgie Orthopé-
dique et de Traumatologie, Bizard F. Rapport 
d'évaluation médico-économique du paiement à 
l'épisode de soins. Paris: SOFCOT; 2018. 

https://www.fredericbizard.com/evaluation-me-
dico-economique-du-paiement-a-lepisode-de-
soins/ 

 

125. Wohlin J. SVEUS–National collaboration for 
value-based reimbursement and monitoring of 
healthcare in Sweden. OECD Expert group mee-
ting on payment systems, 2014-04-07. Paris: 
OECD; 2014. 

http://www.oecd.org/els/health-sys-
tems/Item7a_SVEUS-National-collaboration-for-
value-based-reimbursement-and-monitoring-of-
health-care-in-Sweden_Wohlin.pdf 

 

126. Institut Montaigne. Système de santé : soyez 
consultés ! Paris: IM; 2019. 

https://www.institutmontaigne.org/publica-
tions/systeme-de-sante-soyez-consultes 

 

127. Pross C, Geissler A, Busse R. Measuring, 
reporting, and rewarding quality of care in 5 na-
tions: 5 policy levers to enhance hospital quality 
accountability. Milbank Q 2017;95(1):136-83. 

 

128. van der Wees PJ, Wammes JJ, Akkermans 
RP, Koetsenruijter J, Westert GP, van Kampen A, 
et al. Patient-reported health outcomes after total 
hip and knee surgery in a Dutch University Hospi-
tal Setting: results of twenty years clinical registry. 
BMC Musculoskelet Disord 2017;18(1):97. 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   123 

 

129. van der Vliet QMJ, Bhashyam AR, Hietbrink 
F, Houwert RM, Oner FC, Leenen LPH. Routine 
incorporation of longer-term patient-reported out-
comes into a Dutch trauma registry. Qual Life Res 
2019;28(10):2731-9. 

 

130. Neubert A, Brito Fernandes O, Lucevic A, 
Pavlova M, Gulacsi L, Baji P, et al. Understanding 
the use of patient-reported data by health care in-
surers: a scoping review. PLoS One 
2020;15(12):e0244546. 

 

131. Wiig S, Storm M, Aase K, Gjestsen MT, Sol-
heim M, Harthug S, et al. Investigating the use of 
patient involvement and patient experience in 
quality improvement in Norway: rhetoric or real-
ity? BMC Health Serv Res 2013;13:206. 

 

132. Norwegian Knowledge Centre for the Health 
Services, Garratt A, Solheim E, Danielsen K. Na-
tional and cross-national surveys of patient expe-
riences: a structured review. Oslo: Nasjonalt 
kunnskapssenter for helsetjenesten; 2008. 

https://www.ncbi.nlm.nih.gov/books/NBK464781/
pdf/Bookshelf_NBK464781.pdf 

 

133. Hagelstein V, Ortland I, Wilmer A, Mitchell 
SA, Jaehde U. Validation of the German patient-
reported outcomes version of the common termi-
nology criteria for adverse events (PRO-
CTCAE™). Ann Oncol 2016;27(12):2294-9. 

 

134. Kirsch M, Mitchell SA, Dobbels F, Stussi G, 
Basch E, Halter JP, et al. Linguistic and content 
validation of a German-language PRO-CTCAE-
based patient-reported outcomes instrument to 
evaluate the late effect symptom experience after 
allogeneic hematopoietic stem cell transplanta-
tion. Eur J Oncol Nurs 2015;19(1):66-74. 

 

135. Nolte E, Merkur S, Anell A. Achieving per-
son-centred health systems: evidence, strategies 

and challenges. Cambridge: Cambridge Univer-
sity Press; 2020. 

 

136. Nguyen-Nielsen M, Moller H, Tjonneland A, 
Borre M. Patient-reported outcome measures af-
ter treatment for prostate cancer: Results from the 
Danish Prostate Cancer Registry (DAP-
ROCAdata). Cancer Epidemiol 2020;64:101623. 

 

137. Nielsen LK, King M, Möller S, Jarden M, An-
dersen CL, Frederiksen H, et al. Strategies to im-
prove patient-reported outcome completion rates 
in longitudinal studies. Qual Life Res 
2020;29(2):335-46. 

 

138. Loft ND, Egeberg A, Rasmussen MK, Bryld 
LE, Gniadecki R, Dam TN, et al. Patient-reported 
outcomes during treatment in patients with mod-
erate-to-severe psoriasis: a Danish nationwide 
study. Acta Derm Venereol 2019;99(13):1224-30. 

 

139. Jensen S, Lyng KM. Establishing a nation 
wide infrastructure for systematic use of patient 
reported information. Stud Health Technol Inform 
2018;247:226-30. 

 

140. Bronserud MM, Iachina M, Green A, Groen-
vold M, Jakobsen E. Patient reported outcome 
data as performance indicators in surgically 
treated lung cancer patients. Lung Cancer 
2019;130:143-8. 

 

141. Bronserud MM, Iachina M, Green A, Groen-
vold M, Dorflinger L, Jakobsen E. Patient-reported 
outcomes (PROs) in lung cancer: Experiences 
from a nationwide feasibility study. Lung Cancer 
2019;128:67-73. 

 

142. Service publique fédéral santé publique sé-
curité de la chaîne alimentaire et environnement. 
Programme pay for performance 2018 pour les 
hôpitaux généraux - Note d'accompagnement. 
Brussels: SPF; 2018. 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   124 

https://www.health.belgium.be/sites/de-
fault/files/uploads/fields/fpshealth_theme_file/not
e_daccompagnement_p4p_24_avril_2018_1.pdf 

 

143. Haute Autorité de Santé. IQSS - e-Satis 
MCOCA : mesure de la satisfaction et de l’expé-
rience des patients hospitalisés pour une chirur-
gie ambulatoire [En ligne]. Saint-Denis La Plaine: 
HAS; 2020. 

https://www.has-sante.fr/jcms/c_2844894/fr/iqss-
e-satis-mcoca-mesure-de-la-satisfaction-et-de-l-
experience-des-patients-hospitalises-pour-une-
chirurgie-ambulatoire 

 

144. Barger D, Leleux O, Conte V, Sapparrart V, 
Gapillout M, Crespel I, et al. Integrating electronic 
patient-reported outcome measures into routine 
HIV care and the ANRS CO3 Aquitaine cohort's 
data capture and visualization system (QuAliV): 
protocol for a formative research study. JMIR Res 
Protoc 2018;7(6):e147. 

 

145. Coulter A. Engaging patients in healthcare. 
Maidenhead: McGraw-Hill Education; 2011. 

 

146. Department of Health. Patient reported out-
come measures (PROMs) in England: a method-
ology for identifying potential outliers. London: 
DH; 2012. 

https://assets.publishing.service.gov.uk/govern-
ment/uploads/system/uploads/attach-
ment_data/file/216250/dh_133579.pdf 

 

147. Health and Social Care Information Centre. 
Quality accounts [En ligne]. London: NHS Digital; 
2020. 

https://digital.nhs.uk/data-and-information/areas-
of-interest/hospital-care/quality-accounts 

 

148. Health and Social Care Information Centre, 
Secondary Care Analysis (PROMs), Winter J. Pa-
tient reported outcome measures (PROMs) in 

England: a guide to PROMs methodology. Lon-
don: NHS Digital; 2017. 

https://digital.nhs.uk/binaries/content/as-
sets/legacy/pdf/g/t/proms_guide_v12.pdf 

 

149. Parkin D, Devlin NJ. Using health status to 
measure NHS performance: casting light in dark 
places. BMJ Qual Saf 2012;21(4):355-6. 

 

150. Spiegelhalter DJ. Funnel plots for comparing 
institutional performance. Statistics in Medicine 
2005;24(8):1185-202. 

 

151. Weldring T, Smith SMS. Patient-reported 
outcomes (PROs) and patient-reported outcome 
measures (PROMs). Health Serv Insights 
2013;6:61-8. 

 

152. Price CM, A CdCW, Smith BH, Bottle A. Im-
plementation of patient-reported outcomes 
(PROMs) from specialist pain clinics in England 
and Wales: experience from a nationwide study. 
Eur J Pain 2019;23(7):1368-77. 

 

153. Ashley L, Jones H, Forman D, Newsham A, 
Brown J, Downing A, et al. Feasibility test of a UK-
scalable electronic system for regular collection of 
patient-reported outcome measures and linkage 
with clinical cancer registry data: the electronic 
Patient-reported Outcomes from Cancer Survi-
vors (ePOCS) system. BMC Med Inform Decis 
Mak 2011;11:66. 

 

154. O'Connell S, Palmer R, Withers K, Saha N, 
Puntoni S, Carolan-Rees G. Requirements for the 
collection of electronic PROMS either "in clinic" or 
"at home" as part of the PROMs, PREMs and Ef-
fectiveness Programme (PPEP) in Wales: a fea-
sibility study using a generic PROM tool. Pilot 
Feasibility Stud 2018;4:90. 

 

155. Agency for Healthcare Research Quality. 
CAHPS patient experience surveys and 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   125 

guidance. Content last reviewed August 2019 [En 
ligne]. Rockville: AHRQ; 2019. 

https://www.ahrq.gov/cahps/surveys-gui-
dance/index.html 

 

156. Agency for Healthcare Research and Qual-
ity. Blue cross blue shield of Massachusetts alter-
native quality contract. Content last reviewed 
March 2017 [En ligne]. Rockville: AHRQ; 2017. 

https://www.ahrq.gov/workingforquality/priorities-
in-action/bcbsma-alternative-quality-con-
tract.html 

 

157. Cella D, Riley W, Stone A, Rothrock N, 
Reeve B, Yount S, et al. Initial Adult Health Item 
Banks and First Wave Testing of the Patient-Re-
ported Outcomes Measurement Information Sys-
tem (PROMIS™ 

) Network: 2005–2008. J Clin Epidemiol 
2010;63(11):1179-94. 

 

158. Cella D, Yount S, Rothrock N, Gershon R, 
Cook K, Reeve B, et al. The patient-reported out-
comes measurement information system 
(PROMIS): progress of an NIH roadmap cooper-
ative group during its first two years. Med Care 
2007;45(5 Suppl 1):S3-S11. 

 

159. Centers for Medicare and Medicaid Services. 
HCAHPS: patients' perspectives of care survey 
[En ligne]. Baltimore: CMS.gov; 2020. 

https://www.cms.gov/Medicare/Quality-Initia-
tives-Patient-Assessment-Instruments/Hospital-
QualityInits/HospitalHCAHPS 

 

160. Centers for Medicare and Medicaid Services. 
Hospital value-based purchasing (VBP) program 
[En ligne]. Baltimore: CMS.gov; 2020. 

https://www.cms.gov/medicare/quality-initiatives-
patient-assessment-instruments/value-based-
programs/hvbp/hospital-value-based-purchasing 

 

161. Centers for Medicare and Medicaid Services. 
Comprehensive care for joint replacement model 
[En ligne]. Baltimore: CMS.gov; 2020. 

https://innovation.cms.gov/innovation-models/cjr 

 

162. Centers for Medicare and Medicaid Services. 
Core measures [En ligne]. Baltimore: CMS.gov; 
2020. 

https://www.cms.gov/medicare/quality-initiatives-
patient-assessment-instruments/qualitymea-
sures/core-measures 

 

163. Centers for Medicare and Medicaid Services. 
CMS quality measure development plan: support-
ing the transition to the merit-based incentive pay-
ment system (MIPS) and alternative payment 
models (APMs). Baltimore: CMS.gov; 2016. 

https://www.cms.gov/Medicare/Quality-Initia-
tives-Patient-Assessment-Instruments/Value-Ba-
sed-Programs/MACRA-MIPS-and-APMs/Final-
MDP.pdf 

 

164. Markets Insider. Partnership between Cali-
fornia organizations formed to develop standard 
quality measures for commercial ACOs [En ligne] 
2018. 

https://www.openminds.com/market-intelli-
gence/bulletins/california-integrated-initiative-
formed-accountable-care-organizations/ 

 

165. Robert Wood Johnson Foundation. Aligning 
forces for quality. Improving the quality, equality 
and value of regional health care markets [En 
ligne]. Princeton: RWJF; 2020. 

https://www.rwjf.org/en/how-we-work/grants-ex-
plorer/featured-programs/aligning-forces-for-qua-
lity.html 

 

166. Canadian Institute for Health Information. 
Patient-centred measurement and reporting in 
Canada: launching the discussion toward a future 
state. Ottawa: CIHI; 2017. 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   126 

https://www.cihi.ca/sites/default/files/docu-
ment/visioning-day-paper-en-web.pdf 

 

167. Fooks C, Obarski G, Hale L, Hylmar S. The 
patient experience in Ontario 2020: what is possi-
ble? Healthc Pap 2015;14(4):8-18. 

 

168. Ahmed S, Barbera L, Bartlett SJ, Bebb DG, 
Brundage M, Bryan S, et al. A catalyst for trans-
forming health systems and person-centred care: 
Canadian national position statement on patient-
reported outcomes. Curr Oncol 2020;27(2):90-9. 

 

169. Day AC, Wormald R, Coronini-Cronberg S, 
Smith R. The Royal College of Ophthalmologists' 
cataract surgery commissioning guidance: execu-
tive summary. Eye 2016;30(3):498-502. 

 

170. McAlinden C, Gothwal VK, Khadka J, Wright 
TA, Lamoureux EL, Pesudovs K. A head-to-head 
comparison of 16 cataract surgery outcome ques-
tionnaires. Ophthalmology 2011;118(12):2374-
81. 

 

171. Haute Autorité de Santé. Indicateurs de ré-
sultats qui importent aux patients. Actes du sémi-
naire HAS du 12 avril 2018. Saint-Denis La 
Plaine: HAS. 

https://www.has-sante.fr/upload/docs/applica-
tion/pdf/2018-11/actes_du_seminaire_-
_avril_2018.pdf 

 

172. Marshall S, Haywood K, Fitzpatrick R. Im-
pact of patient-reported outcome measures on 
routine practice: a structured review. J Eval Clin 
Pract 2006;12(5):559-68. 

 

173. Boyce MB, Browne JP, Greenhalgh J. The 
experiences of professionals with using infor-
mation from patient-reported outcome measures 
to improve the quality of healthcare: a systematic 
review of qualitative research. BMJ Qual Saf 
2014;23(6):508-18. 

 

174. Gilbert A, Sebag-Montefiore D, Davidson S, 
Velikova G. Use of patient-reported outcomes to 
measure symptoms and health related quality of 
life in the clinic. Gynecol Oncol 2015;136(3):429-
39. 

 

175. Greenhalgh J, Gooding K, Gibbons E, Dalkin 
S, Wright J, Valderas J, et al. How do patient re-
ported outcome measures (PROMs) support clini-
cian-patient communication and patient care? A 
realist synthesis. J Patient Rep Outcomes 
2018;2(1):42. 

 

176. Yang LY, Manhas DS, Howard AF, Olson 
RA. Patient-reported outcome use in oncology: a 
systematic review of the impact on patient-clini-
cian communication. Support Care Cancer 
2018;26(1):41-60. 

 

177. Groen WG, Kuijpers W, Oldenburg HS, 
Wouters MW, Aaronson NK, van Harten WH. Em-
powerment of cancer survivors through infor-
mation technology: an integrative review. J Med 
Internet Res 2015;17(11):e270. 

 

178. Hamberger LK, Rhodes K, Brown J. Screen-
ing and intervention for intimate partner violence 
in healthcare settings: creating sustainable sys-
tem-level programs. J Womens Health 
2015;24(1):86-91. 

 

179. Howell D, Molloy S, Wilkinson K, Green E, 
Orchard K, Wang K, et al. Patient-reported out-
comes in routine cancer clinical practice: a scop-
ing review of use, impact on health outcomes, and 
implementation factors. Ann Oncol 
2015;26(9):1846-58. 

 

180. Kotronoulas G, Kearney N, Maguire R, Har-
row A, Di Domenico D, Croy S, et al. What is the 
value of the routine use of patient-reported out-
come measures toward improvement of patient 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   127 

outcomes, processes of care, and health service 
outcomes in cancer care? A systematic review of 
controlled trials. J Clin Oncol 2014;32(14):1480-
501. 

 

181. Lordon RJ, Mikles SP, Kneale L, Evans HL, 
Munson SA, Backonja U, et al. How patient-gen-
erated health data and patient-reported outcomes 
affect patient–clinician relationships: a systematic 
review. Health Informatics J 2020;26(4):2689-
706. 

 

182. Chen J, Ou L, Hollis SJ. A systematic review 
of the impact of routine collection of patient re-
ported outcome measures on patients, providers 
and health organisations in an oncologic setting. 
BMC Health Serv Res 2013;13:211-. 

 

183. Etkind SN, Daveson BA, Kwok W, Witt J, 
Bausewein C, Higginson IJ, et al. Capture, trans-
fer, and feedback of patient-centered outcomes 
data in palliative care populations: does it make a 
difference? A systematic review. J Pain Symptom 
Manage 2015;49(3):611-24. 

 

184. Espallargues M, Valderas JM, Alonso J. Pro-
vision of feedback on perceived health status to 
health care professionals: a systematic review of 
its impact. Med Care 2000;38(2):175-86. 

 

185. Bele S, Chugh A, Mohamed B, Teela L, 
Haverman L, Santana MJ. Patient-reported out-
come measures in routine pediatric clinical care: 
a systematic review. Front Pediatr 2020;8. 

 

186. Denis F, Lethrosne C, Pourel N, Molinier O, 
Pointreau Y, Domont J, et al. Randomized trial 
comparing a web-mediated follow-up with routine 
surveillance in lung cancer patients. J Natl Cancer 
Inst 2017;109(9). 

 

187. Lizée T, Basch E, Trémolières P, Voog E, 
Domont J, Peyraga G, et al. Cost-effectiveness of 

web-based patient-reported outcome surveillance 
in patients with lung cancer. J Thorac Oncol 
2019;14(6):1012-20. 

 

188. Barbera L, Sutradhar R, Seow H, Mittmann 
N, Howell D, Earle CC, et al. The impact of routine 
Edmonton Symptom Assessment System (ESAS) 
use on overall survival in cancer patients: results 
of a population-based retrospective matched co-
hort analysis. Cancer Med 2020;9(19):7107-15. 

 

189. Howell D, Li M, Sutradhar R, Gu S, Iqbal J, 
O’Brien MA, et al. Integration of patient-reported 
outcomes (PROs) for personalized symptom 
management in “real-world” oncology practices: a 
population-based cohort comparison study of im-
pact on healthcare utilization. Support Care Can-
cer 2020. 

 

190. Shadmi E, Gelkopf M, Garber-Epstein P, 
Baloush-Kleinman V, Doudai R, Roe D. Routine 
patient reported outcomes as predictors of psychi-
atric rehospitalization. Schizophr Res 
2018;192:119-23. 

 

191. Kendrick T, Maund E. Do PROMS improve 
outcomes in patients with depression in primary 
care? BMJ 2020;370. 

 

192. Graupner C, Kimman ML, Mul S, Slok AHM, 
Claessens D, Kleijnen J, et al. Patient outcomes, 
patient experiences and process indicators asso-
ciated with the routine use of patient-reported out-
come measures (PROMs) in cancer care: a 
systematic review. Support Care Cancer 
2021;29(2):573-93. 

 

193. Krägeloh CU, Czuba KJ, Billington DR, Ker-
sten P, Siegert RJ. Using feedback from patient-
reported outcome measures in mental health ser-
vices: a scoping study and typology. Psychiatr 
Serv 2014;66(3):224-41. 

 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   128 

194. Wong E, Mavondo F, Fisher J. Patient feed-
back to improve quality of patient-centred care in 
public hospitals: a systematic review of the evi-
dence. BMC Health Serv Res 2020;20. 

 

195. Davidson KW, Shaffer JA, Ye S, Falzon L, 
Emeruwa IO, Sundquist K, et al. Interventions to 
improve hospital patient satisfaction with 
healthcare providers and systems: a systematic 
review. BMJ Qual Saf 2017;26(7):596-606. 

 

196. DeCourcy A, West E, Barron D. The national 
adult inpatient survey conducted in the English 
National Health Service from 2002 to 2009: how 
have the data been used and what do we know as 
a result? BMC Health Serv Res 2012;12:71. 

 

197. Ivers N, Jamtvedt G, Flottorp S, Young JM, 
Odgaard-Jensen J, French SD, et al. Audit and 
feedback: effects on professional practice and 
healthcare outcomes. Cochrane Database of Sys-
tematic Reviews 2012;Issue 6:CD000259. 

 

198. Haugum M, Danielsen K, Iversen HH, 
Bjertnaes O. The use of data from national and 
other large-scale user experience surveys in local 
quality work: a systematic review. Int J Qual 
Health Care 2014;26(6):592-605. 

 

199. Kahn C, Salzberg C. The next generation of 
measuring patient experience [En ligne] 2019. 

https://www.healthaf-
fairs.org/do/10.1377/hblog20190307.766083/full/ 

 

200. Groene O, Arah OA, Klazinga NS, Wagner 
C, Bartels PD, Kristensen S, et al. Patient experi-
ence shows little relationship with hospital quality 
management strategies. PLoS One 
2015;10(7):e0131805. 

 

201. Figueroa JF, Feyman Y, Zhou X, Maddox KJ. 
Hospital-level care coordination strategies 

associated with better patient experience. BMJ 
Qual Saf 2018;27(10):844-51. 

 

202. Sonis JD, Aaronson EL, Lee RY, Philpotts 
LL, White BA. Emergency department patient ex-
perience: a systematic review of the literature. J 
Patient Exp 2018;5(2):101-6. 

 

203. Tremblay D, Roberge D, Touati N, Maunsell 
E, Berbiche D. Effects of interdisciplinary team-
work on patient-reported experience of cancer 
care. BMC Health Serv Res 2017;17(1):218. 

 

204. Antunes B, Harding R, Higginson IJ. Imple-
menting patient-reported outcome measures in 
palliative care clinical practice: a systematic re-
view of facilitators and barriers. Palliat Med 
2014;28(2):158-75. 

 

205. Foster A, Croot L, Brazier J, Harris J, 
O’Cathain A. The facilitators and barriers to imple-
menting patient reported outcome measures in or-
ganisations delivering health related services: a 
systematic review of reviews. J Patient Rep Out-
comes 2018;2(1):46. 

 

206. Snyder CF, Aaronson NK, Choucair AK, El-
liott TE, Greenhalgh J, Halyard MY, et al. Imple-
menting patient-reported outcomes assessment 
in clinical practice: a review of the options and 
considerations. Qual Life Res 2012;21(8):1305-
14. 

 

207. Stover AM, Haverman L, van Oers HA, 
Greenhalgh J, Potter CM, Ahmed S, et al. Using 
an implementation science approach to imple-
ment and evaluate patient-reported outcome 
measures (PROM) initiatives in routine care set-
tings. Qual Life Res 2020. 

 

208. Franklin P, Chenok K, Lavalee D, Love R, 
Paxton L, Segal C, et al. Framework to guide the 
collection and use of patient-reported outcome 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   129 

measures in the learning healthcare system. 
EGEMS 2017;5(1):17-. 

 

209. Franklin PD, Lewallen D, Bozic K, Hallstrom 
B, Jiranek W, Ayers DC. Implementation of pa-
tient-reported outcome measures in U.S. Total 
joint replacement registries: rationale, status, and 
plans. J Bone Joint Surg Am 2014;96 Suppl 
1(Suppl 1):104-9. 

 

210. Santé Publique France, Ruel J, Allaire C. 
Communiquer pour tous : guide pour une informa-
tion accessible. Saint-Maurice: SPF; 2018. 

https://www.santepubliquefrance.fr/docs/commu-
niquer-pour-tous-guide-pour-une-information-ac-
cessible 

 

211. Union nationale des associations de parents 
de personnes handicapées mentales et de leurs 
amis. L'information pour tous : règles eu-
ropéennes pour une information facile à lire et à 
comprendre. Paris: Unapei; 2009. 

https://www.unapei.org/wp-con-
tent/uploads/2018/11/L%E2%80%99information-
pour-tous-Re%CC%80gles-
europe%CC%81ennes-pour-une-information-
facile-a%CC%80-lire-et-a%CC%80-
comprendre.pdf 

 

212. Nguyen H, Butow P, Dhillon H, Sundaresan 
P. A review of the barriers to using patient-re-
ported outcomes (PROs) and patient-reported 
outcome measures (PROMs) in routine cancer 
care. J Med Radiat Sci 2020:1-10. 

 

213. Nielsen AS, Kidholm K, Kayser L. Patients’ 
reasons for non-use of digital patient-reported 
outcome concepts: a scoping review. Health In-
formatics J 2020;26(4):2811-33. 

 

214. Ueland TE, Carreira DS, Martin RL. Substan-
tial loss to follow-up and missing data in national 

arthroscopy registries: a systematic review. Ar-
throscopy 2021;37(2):761-70.e3. 

 

215. Rotenstein LS, Agarwal A, O'Neil K, Kelly A, 
Keaty M, Whitehouse C, et al. Implementing pa-
tient-reported outcome surveys as part of routine 
care: lessons from an academic radiation oncol-
ogy department. JAMIA 2017;24(5):964-8. 

 

216. Santana MJ, Haverman L, Absolom K, 
Takeuchi E, Feeny D, Grootenhuis M, et al. Train-
ing clinicians in how to use patient-reported out-
come measures in routine clinical practice. Qual 
Life Res 2015;24(7):1707-18. 

 

217. Basch E, Barbera L, Kerrigan CL, Velikova 
G. Implementation of patient-reported outcomes 
in routine medical care. Am Soc Clin Oncol Educ 
Book 2018;38:122-34. 

 

218. Mjåset C, Ikram U, Nagra NS, Feeley TW. 
Value-based health care in four different health 
care systems. NEJM Catalyst 2020:1-23. 

 

219. Lewis C, Abrams M, Seervai S, Blumenthal 
D. Evidence from a decade of innovation: the im-
pact of the payment and delivery system reforms 
of the affordable care act. New York: Common-
wealth Fund; 2020. 

https://www.commonwealthfund.org/evidence-
decade-innovation-impact-payment-and-delivery-
system-reforms-affordable-care-act 

 

220. Struijs J, de Vries E, Baan C, van Gils P, 
Rosenthal M. Bundled-payment models around 
the world: how they work and what their impact 
has been. New York: Commonwealth Fund; 2020. 

https://www.commonwealthfund.org/publica-
tions/2020/apr/bundled-payment-models-around-
world-how-they-work-their-impact 

 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   130 

221. Berwick DM, James B, Coye MJ. Connec-
tions between quality measurement and improve-
ment. Med Care 2003;41(1 Suppl):I30-8. 

 

222. Hibbard JH, Mahoney ER, Stockard J, Tusler 
M. Development and testing of a short form of the 
patient activation measure. Health Serv Res 
2005;40(6 Pt 1):1918-30. 

 

223. Metcalfe D, Rios Diaz AJ, Olufajo OA, Massa 
MS, Ketelaar NA, Flottorp SA, et al. Impact of pub-
lic release of performance data on the behaviour 
of healthcare consumers and providers. 
Cochrane Database of Systematic Reviews 
2018;Issue 9:CD004538. 

 

224. Marshall MN, Shekelle PG, Leatherman S, 
Brook RH. The public release of performance 
data: what do we expect to gain? A review of the 
evidence. JAMA 2000;283(14):1866-74. 

 

225. Elliott MN, Cohea CW, Lehrman WG, Gold-
stein EH, Cleary PD, Giordano LA, et al. Acceler-
ating improvement and narrowing gaps: trends in 
patients' experiences with hospital care reflected 
in HCAHPSpublic reporting. Health Serv Res 
2015;50(6):1850-67. 

 

226. Prang K-H, Maritz R, Sabanovic H, Dunt D, 
Kelaher M. Mechanisms and impact of public re-
porting on physicians and hospitals’ performance: 
a systematic review (2000–2020). PLoS One 
2021;16(2):e0247297. 

 

227. Ikkersheim DE, Koolman X. Dutch 
healthcare reform: did it result in better patient ex-
periences in hospitals? A comparison of the con-
sumer quality index over time. BMC Health Serv 
Res 2012;12:76. 

 

228. Mann RK, Siddiqui Z, Kurbanova N, Qayyum 
R. Effect of HCAHPS reporting on patient 

satisfaction with physician communication. J 
Hosp Med 2016;11(2):105-10. 

 

229. Greenhalgh J, Dalkin S, Gibbons E, Wright 
J, Valderas JM, Meads D, et al. How do aggre-
gated patient-reported outcome measures data 
stimulate health care improvement? A realist syn-
thesis. J Health Serv Res Policy 2018;23(1):57-
65. 

 

230. Smith MA, Wright A, Queram C, Lamb GC. 
Public reporting helped drive quality improvement 
in outpatient diabetes care among Wisconsin phy-
sician groups. Health Aff 2012;31(3):570-7. 

 

231. Burwell SM. Setting value-based payment 
goals-HHS efforts to improve U.S. health care. N 
Engl J Med 2015;372(10):897-9. 

 

232. Papanicolas I, Figueroa JF, Orav EJ, Jha 
AK. Patient hospital experience improved mod-
estly, but no evidence medicare incentives pro-
moted meaningful gains. Health Aff 
2017;36(1):133-40. 

 

233. Ryan AM, Krinsky S, Maurer KA, Dimick JB. 
Changes in hospital quality associated with hos-
pital value-based purchasing. N Engl J Med 
2017;376(24):2358-66. 

 

234. Trombley MJ, McClellan SR, Kahvecioglu 
DC, Gu Q, Hassol A, Creel AH, et al. Association 
of Medicare's bundled payments for care im-

provement initiative with patient‐reported out-
comes. Health Serv Res 2019;54(4):793-804. 

 

235. Finch DJ, Pellegrini VD, Franklin PD, Magder 
LS, Pelt CE, Martin BI, et al. The effects of bun-
dled payment programs for hip and knee arthro-
plasty on patient-reported outcomes. J 
Arthroplasty 2020;35(4):918-25.e7. 

 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   131 

236. Barnett ML, Wilcock A, McWilliams JM, Ep-
stein AM, Joynt Maddox KE, Orav EJ, et al. Two-
year evaluation of mandatory bundled payments 
for joint replacement. N Engl J Med 
2019;380(3):252-62. 

 

237. Brooks GA, Jhatakia S, Tripp A, Landrum 
MB, Christian TJ, Newes-Adeyi G, et al. Early 
findings from the oncology care model evaluation. 
J Oncol Pract 2019;15(10):e888-e96. 

 

238. Hassol A, West N, Newes-Adeyi G, McClel-
lan S, Gerteis J, Christian T, et al. Evaluation of 
the oncology care model: performance periods 1–
5. Rockville: Abt Associates; 2021. 

https://innovation.cms.gov/data-and-re-
ports/2021/ocm-evaluation-pp1-5 

 

239. Weiner D, Watnick S. The ESRD quality in-
centive program. Can we bridge the chasm? J Am 
Soc Nephrol 2017;28(6):1697-706. 

 

240. Brady BM, Zhao B, Niu J, Winkelmayer WC, 
Milstein A, Chertow GM, et al. Patient-reported 
experiences of dialysis care within a national pay-
for-performance system. JAMA Intern Med 
2018;178(10):1358-67. 

 

241. Umeukeje EM, Nair D, Fissell RB, 
Cavanaugh KL. Incorporating patient-reported 
outcomes (PROs) into dialysis policy. Seminars in 
dialysis 2020;33(1):18-25. 

 

242. McWilliams JM, Landon BE, Chernew ME, 
Zaslavsky AM. Changes in patients' experiences 
in medicare accountable care organizations. N 
Engl J Med 2014;371(18):1715-24. 

 

243. Rodriguez HP, Poon BY, Wang E, Shortell 
SM. Linking practice adoption of patient engage-
ment strategies and relational coordination to pa-
tient-reported outcomes in accountable care 
organizations. Milbank Q 2019;97(3):692-735. 

 

244. Wilson M, Guta A, Waddell K, Lavis J, Reid 
R, Evans C. The impacts of accountable care or-
ganizations on patient experience, health out-
comes and costs: a rapid review. J Health Serv 
Res Policy 2020;25(2):130-8. 

 

245. Ivey SL, Shortell SM, Rodriguez HP, Wang 
Y. Patient engagement in ACO practices and pa-
tient-reported outcomes among adults with co-oc-
curring chronic disease and mental health 
conditions. Med Care 2018;56(7):551-6. 

 

246. Wohlin J, Stalberg H, Ström O. Effects of in-
troducing bundled payment and patients' choice 
of provider for elective hip and knee replacements 
in Stockholm county. Stockholm: Karolinska Insti-
tutet; 2017. 

https://ki.se/media/95244/download 

 

247. Eriksson T, Tropp H, Wiréhn A-B, Levin L-Å. 
A pain relieving reimbursement program? Effects 
of a value-based reimbursement program on pa-
tient reported outcome measures. BMC Health 
Serv Res 2020;20(1):805. 

 

248. Withers K, Palmer R, Lewis S, Carolan-Rees 
G. First steps in PROMs and PREMs collection in 
Wales as part of the prudent and value-based 
healthcare agenda. Qual Life Res 2020. 

 

249. Withers K, Puntoni S, O'Connell S, Palmer 
R, Carolan-Rees G. Standardising the collection 
of patient-reported experience measures to facili-
tate benchmarking and drive service improve-
ment. Patient Exp J 2018;5:16. 

 

250. Algurén B, Ramirez JP, Salt M, Sillett N, 
Myers SN, Alvarez-Cote A, et al. Development of 
an international standard set of patient-centred 
outcome measures for overall paediatric health: a 
consensus process. Arch Dis Child 2020:archdis-
child-2020-320345. 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   132 

 

251. Akpan A, Roberts C, Bandeen-Roche K, 
Batty B, Bausewein C, Bell D, et al. Standard set 
of health outcome measures for older persons. 
BMC Geriatr 2018;18(1):36. 

 

252. Zack R, Okunade O, Olson E, Salt M, Amo-
deo C, Anchala R, et al. Improvinghypertension 
outcome measurement in low- and middle-income 
countries. Hypertension 2019;73(5):990-7. 

 

253. Burns DJP, Arora J, Okunade O, Beltrame 
JF, Bernardez-Pereira S, Crespo-Leiro MG, et al. 
International consortium for health outcomes 
measurement (ICHOM): standardized patient-
centered outcomes measurement set for heart 
failure patients. JACC. Heart failure 
2020;8(3):212-22. 

 

254. Seligman WH, Das-Gupta Z, Jobi-Odeneye 
AO, Arbelo E, Banerjee A, Bollmann A, et al. De-
velopment of an international standard set of out-
come measures for patients with atrial fibrillation: 
a report of the International Consortium for Health 
Outcomes Measurement (ICHOM) atrial fibrilla-
tion working group. Eur Heart J 
2020;41(10):1132-40. 

 

255. Salinas J, Sprinkhuizen SM, Ackerson T, 
Bernhardt J, Davie C, George MG, et al. An inter-
national standard set of patient-centered outcome 
measures after stroke. Stroke 2016;47(1):180-6. 

 

256. Nano J, Carinci F, Okunade O, Whittaker S, 
Walbaum M, Barnard-Kelly K, et al. A standard 
set of person-centred outcomes for diabetes 
mellitus: results of an international and unified ap-
proach. Diabet Med 2020. 

 

257. Rolfson O, Wissig S, van Maasakkers L, 
Stowell C, Ackerman I, Ayers D, et al. Defining an 
international standard set of outcome measures 
for patients with hip or knee osteoarthritis: 

consensus of the international consortium for 
health outcomes measurement hip and knee os-
teoarthritis working group. Arthritis Care Res 
2016;68(11):1631-9. 

 

258. Mahmud I, Kelley T, Stowell C, Haripriya A, 
Boman A, Kossler I, et al. A proposed minimum 
standard set of outcome measures for cataract 
surgery. JAMA Ophthalmol 2015;133(11):1247-
52. 

 

259. Rodrigues IA, Sprinkhuizen SM, Barthelmes 
D, Blumenkranz M, Cheung G, Haller J, et al. De-
fining a minimum set of standardized patient-cen-
tered outcome measures for macular 
degeneration. Am J Ophthalmol 2016;168:1-12. 

 

260. Zerillo JA, Schouwenburg MG, van Bommel 
ACM, Stowell C, Lippa J, Bauer D, et al. Aninter-
national collaborative standardizing a compre-
hensive patient-centered outcomes measurement 
set for colorectal cancer. JAMA Oncol 
2017;3(5):686-94. 

 

261. Ong WL, Schouwenburg MG, van Bommel 
ACM, Stowell C, Allison KH, Benn KE, et al. A 
standard set of value-based patient-centered out-
comes for breast cancer: the international consor-
tium for health outcomes measurement (ICHOM) 
initiative. JAMA Oncol 2017;3(5):677-85. 

 

262. Mak KS, van Bommel ACM, Stowell C, 
Abrahm JL, Baker M, Baldotto CS, et al. Defining 
a standard set of patient-centred outcomes for 
lung cancer. Eur Respir J 2016;48(3):852-60. 

 

263. Obbarius A, van Maasakkers L, Baer L, Clark 
DM, Crocker AG, de Beurs E, et al. Standardiza-
tion of health outcomes assessment for depres-
sion and anxiety: recommendations from the 
ICHOM Depression and Anxiety Working Group. 
Qual Life Res 2017;26(12):3211-25. 

 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   133 

264. Krause KR, Chung S, Adewuya AO, Albano 
AM, Babins-Wagner R, Birkinshaw L, et al. Inter-
national consensus on a standard set of outcome 
measures for child and youth anxiety, depression, 
obsessive-compulsive disorder, and post-trau-
matic stress disorder. The Lancet Psychiatry 
2021;8(1):76-86. 

 

265. McKenzie E, Shokraneh F, Matkin L, Fialho 
LS, Gintner T, Ilesanmi C, et al. Defining a stand-
ard set of outcomes for patients with psychosis. 
Eur J Public Health 2020;30(5 supp). 

 

266. de Roos P, Bloem BR, Kelley TA, Antonini A, 
Dodel R, Hagell P, et al. A consensus set of 

outcomes for parkinson’s disease from the inter-
national consortium for health outcomes meas-
urement. J Parkinsons Dis 2017;7(3):533-43. 

 

267. Reynish E, Burns A, Roberts C. Defining a 
standard set of patient-centered outcomes for pa-
tients with dementia. Innov Aging 2017;1(Suppl 
1):290. 

 

268. Ettorchi-Tardy A, Levif M, Michel P. Bench-
marking: a method for continuous quality improve-
ment in health. Healthc Policy 2012;7(4):e101-19. 

 

 

  



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   134 

Abbreviations and acronyms  
 

AHRQ Agency for Health Research and Quality 

AIHW Australian Institute of Health and Welfare 
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CAT Computerised Adaptive Testing,  

CIHI Canadian Institute for Health Information 

CMS Centers for Medicare & Medicaid Services 

CQC Care Quality Commission 

DICA Dutch Institute for Clinical Auditing 

EDS Épisodes de soins (Care episode) 

EQ-5D EuroQol Group 5-Dimension Self-Reported Questionnaire 

e-Satis National system for the measurement of patient experience and satisfaction 

HAS Haute Autorité de santé (French National Authority for Health) 

HCQI Health Care Quality Indicators 

HCQO Health Care Quality and Outcomes 

HRQoL Health Related Quality of Life 

IAPO International Alliance of Patients’ Organisations 

ICHOM International Consortium for Health Outcomes Measurement 

IOM Institut Of Medicine 

IPEP Incitation à la prise en charge partagée (incentive for shared care) 

IQTIG Institute for Quality Assurance and Transparency in Health Care 

IRT Item Response Theory 

KCE Belgian Health Care Knowledge Centre 

CKD Chronic kidney disease 

NHS National Health Service 

NIH National Institutes of Health 

NQR Swedish National Quality Register programme 

OECD Organisation for Economic Cooperation and Development 
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PaRIS Patient-Reported Indicators Survey 



 

 HAS • Quality of care as perceived by patients – PROMs and PREMs indicators • July 2021   135 

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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