PATIENT-REPORTED OUTCOMES:

Meaningful insights to improve patients’
lives and patient involvement in
health and well-being

What are PROs?
Patient-reported outcomes (PROs) are outcomes
about the patient’s health, quality of life or functional status.
PROs are usually linked to care or treatments a patient has
received, for example before and after having a treatment.
PROs were reported by healthcare professionals.
Today PROs are reported by the patient directly without
any interpretation by professionals. They reflect the
patient’s personal view of their health and well-being.

What are PROMs?
PROMs (patient-reported outcome measures) are the
tools used to measure PROs.
They can be questionnaires that a patient is asked to fill in
during a doctor's visit.
PROMs can measure clinical aspects of health, like:
- a patient’s perception of their symptoms
- quality of life like general health and well-being,
tiredness, and side-effects
- self-management, how closely they follow treatment
recommendations
- lack of access to treatment and medicines
- emotional and social aspects, like fear, acceptance,
loneliness, or quality of relationships
- and the societal impact on their income, childcare, loss
of jobs and stigma.

PROMs may be very general,
or specific to certain diseases
Generic PROMs can be applied across all diseases and
patient groups to measure different outcomes.
Because they can be answered by anyone receiving medical
treatment, they are easy to compare, but may not capture all
aspects of patients’ experiences with their condition.
To capture specific aspects of a patient groups’ health more
accurately, there are also diseasespecific PROMs.
Sometimes generic and disease-specific questions can be
combined.

How can patients benefit from PROMs?
PROMS are important because they bring specific
knowledge from the patients’ perspective that would
otherwise not be captured.
PROMs can have a positive impact on the health
system by making it more patient-centric, and ensuring
that treatments bring real benefit to patients.
Measuring outcomes is important because it provides
information that can guide policymakers – leading to
better policies.
PROMs can help improve the quality of healthcare by
incentivising healthcare providers, especially if health data
is publicly reported. PROMs also help doctors have a full
picture of their patients’ health.
Individual patients may also benefit from PROMs data; it
can be used as part of informed, shared decisionmaking to show patients how a treatment has worked
for other patients.
PROMs data can allow for a better conversation
between patients and health providers to make more
tailored and effective treatment decisions.

Patient Involvement is Key

Increasing importance of PROMs
Governments have recognised the need to include the
patient perspective to improve quality of healthcare at all
levels.
There is a clear commitment to patient and personcentred healthcare.
The OECD PaRIS initiative is an example of putting this
approach into practice: it is an initiative partly funded by the
EU that is developing a cross-national survey comparing
PROMs that will be used to evaluate how health systems’
perform from the user perspective, to modernise healthcare
delivery and build knowledge and capacity – by making use
of PROMs systematic.
PROMs are also important for getting the most value in
terms of best health outcomes for patients for the cost of
the care provided.
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Together, through patient
organisations, patients can voice
their views about the kind of outcome measures that
are most important to them so they can shape qualityimprovement work at different levels.
In the past, many PROMs were designed with limited
patient input – and many are still used today.
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This will bring more meaningful
assessments of healthcare
providers and the performance
of health systems.

Patients' active involvement is the key to shift to newer,
co-designed standardised measures.

How PROMs fit into health system
performance measures (Source: OECD)
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Involving patients in designing and
selecting outcomes and measures
is the key to making sure they
capture what is important to
patients.

PREMs are Patient-Reported Experience Measures: they are
tools for assessing outcomes of and experiences with health
care from the patient's perspective – focusing at the service
e.g. communication with the doctor, waiting time, etc.
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The Health Outcomes Observatory (H2O) is a public-private
consortium drawing together patients, providers, regulators and
healthcare decision-makers who share an interest in putting
patients at the heart of healthcare. All the partners recognise
the importance of addressing patients’ needs while achieving
the best outcomes with the resources available. If clinicians
and patients speak a standardized PRO ‘language’, this opens
up a new world of possibilities, including;
· improved access to data informing clinical decisions
· evidence showing how treatment is working in the ‘real world’
· higher quality and sustainability of care through more
transparent evidence of outcomes
· information which can benefit medicines discovery
All of which will bring benefits for individual patients, as well as
the broader population. H2O is currently being established
across multiple locations in Europe. To learn more, visit
www.health-outcomes-observatory.eu

