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‘Terminology Explained’ 

 

While healthcare around the world pursues the important trend of putting 

patients at the centre of care and research, the terms used to describe this goal 

are growing.  

From Patient Involvement to Patient Experience to Patient-Reported Outcome 

Measures to Patient-Generated Evidence, these terms often muddy the 

discourse instead of crystallizing it.  

The following definitions are an attempt by IPPOSI to distinguish some of these 

terms in the lead-up to our 2018 conference on ‘Patient-Centred Outcome 

Measures in Healthcare and Research’. 

This attempt is by no means definitive, but hopefully serves to push forward 

dialogue on what we mean when we talk about the patient voice in healthcare 

and research. 
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Patient-Reported Outcomes 

Patient Reported Outcomes (PROs) are data reported directly by a patient on his or her own 

health condition, without interpretation by a doctor or anyone else. They are based on a 

patient’s perception of a disease and its treatment. The findings or outcomes can be 

measured in absolute terms (e.g. severity of a symptom, sign, or state of a disease or 

condition) or as a change from a previous measure. (Reference) 

 

Patient-Reported Outcome Measures 

Patient-reported outcome measures (PROMs) are the tools used to measure and collect data 

on PROs. Generally, findings are measured by a well-defined and reliable questionnaire. The 

use of a PRO questionnaire (also called an instrument) is advised when measuring an aspect 

of the disease or condition that is best known by the patient or is best measured from the 

patient perspective.  

PROM questionnaires are designed to be either generic or condition-specific and may 

measure symptoms, physical function, mental health, and quality of life.  A number of generic 

instruments have been developed and validated in different populations including EQ-5D, 

Health Utilities Index, Quality of Well Being, Short Form, PROMIS. 

 

Patient-Centred Outcome Measures 

As a relatively new concept, Patient-Centred Outcome Measures (PCOMs) aim to place 

patients, their families and carers at the heart of decisions concerning the most valuable 

criteria in health assessment, rather than leaving assessments solely to clinicians.  

PCOMs should provide evidence on the impact of a disease and treatment on patients. PCOMs 

include but are not limited to self-reporting instruments: they embrace all forms of clinical 

outcome assessments (COAs), namely ‘patient-reported outcomes’ (PRO), clinician-reported 

(ClinRO), observer-reported (ObsRO) and performance outcome (PerfO) measures 

(Reference) 

 

PCOMs may be used for several purposes, such as: efficacy endpoints in clinical trials, 

outcome measures in registries, guides to treatment choices for daily care, or tools to monitor 

care delivery. PCOM identification and validation require rigorous planning, methodology, 

and partnership between investigators and patient organizations. (Reference)  
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Health-related Quality of Life  

Health-related quality of life (HRQoL) is a specific type of PRO and is a broad concept which 

can be defined as the patient’s subjective perception of the impact of his/her disease and its 

treatment(s). This can include the impact on  his/her daily life, physical, psychological and 

social functioning and well-being. The notion of multidimensionality is a key component of 

the definition of HRQL. 

 

Patient (& Public) Involvement in Research 

INVOLVE (UK) have defined PPI in Research as “research being carried out ‘with’ or ‘by’ 

members of the public rather than ‘to’, ‘about’ or ‘for’ them”.  The goal of effective PPI is to 

create a valued partnership between the public, patients & researchers to ultimately improve 

research quality, relevance & outcomes (Reference) 

 

Patient Experience  

In addition to the length and quality of life, one important outcome of care and research is 

peace of mind for the patient. When a care episode or a research initiative is over, it matters 

to patients whether they feel confident that all that should have been done was done, 

independent of other outcomes.  

From a perspective of patient-centred healthcare, exploring patients' (a) preconceptions, (b) 

treatment experiences, (c) quality of life, (d) satisfaction, (e) illness understandings are all 

critical components in improving health care and research. Utilizing qualitative approaches to 

discover patients' experiences can provide valuable information for practitioners and 

investigators alike. 
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IPPOSI - The Irish Platform for Patient Organisations, Science and Industry – is a patient-led 

organisation that works with patients, government, industry, science and academia to put patients 
at the heart of health innovation. 
 
To that end we hold meetings, workshops and training days that promote this objective, whether it is 
in the area of rare diseases, clinical trials, Health Technology Assessment, health information, 
connected health – or any other relevant topic that will promote patient understanding, and patient 
involvement in the treatment and decision-making processes that affect them in Ireland and Europe. 
 
Through more than 10 years of forging close links and alliances between Patients, Clinicians, Scientists, 
Industry, Regulators and Policy Makers, IPPOSI has been the primary contact and conduit for patients 
interested in engaging more actively in the R&D process. IPPOSI is also recognised as a key influencer 
contributing towards the overall development of Health Research Policy in Ireland. 
 
IPPOSI membership is open to all groups with an interest in healthcare and research and development; 
Patient Representatives, Academic, Science or the Healthcare Industry. 

 
IPPOSI Board  
 
Patient Organisations 
Dr Tomás Carroll, Alpha1 Foundation, (Chair of IPPOSI) 
Ava Battles, Multiple Sclerosis Ireland 
Neil Johnson, Croí, West of Ireland Cardiac Foundation 
Dr Robert O’Connor, Irish Cancer Society 
Julie Power, Vasculitis Ireland 
Philip Watt, Cystic Fibrosis Ireland 
Kevin Whelan, Fighting Blindness 
 
Academic Science 
Prof. Anne Marie Healy, Trinity College Dublin 
Deirdre Hyland, Royal College of Surgeons Ireland 
Prof Jason Last, University College Dublin 
Dr Jean Saunders, University of Limerick 
Prof Gaye Stephens, Trinity College Dublin 
Dr Catherine Darker, Adelaide Hospital, Dublin 
 
Healthcare Industry 
Martijn Akveld, GSK 
Colm Fahey, Roche 
Colm Galligan, MSD 
Karen O’Keeffe, Pfizer 
Tom O’Leary, ICON 
Susanne O’Reilly, Novartis

IPPOSI Membership 
105 Patient Organisations 
244 Academic Scientists 
21 Healthcare Industry Companies  
http://www.ipposi.ie/about-us/membership/  
 

mailto:info@ipposi.ie
http://www.ipposi.ie/
http://www.ipposi.ie/about-us/membership/

