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Important information 
 
The Irish Platform for Patient Organisations, Science and 
Industry (IPPOSI) is collecting information about the public and 
patient involvement (PPI) opportunities in Ireland from 1 
January 2019 to the present day. To our knowledge, this is the 
first attempt to do so at the national level.  
 
We believe that by identifying the existing opportunities we can 

determine: 
• the availability of PPI opportunities since 1 January 2019 

in health policy, services, research and industry in Ireland;  
• the number of individuals engaged in PPI opportunities 

during this period;  
• the current general interest in and capacity for PPI within 

the Irish health sector;  
• the research and analysis needed to identify and address 

PPI challenges, gaps, improvements. 

 
As a key stakeholder in the health sector, we think that you may 
wish to have information about your PPI opportunities included 
in our mapping exercise. We are collecting this information via 
survey monkey. However, if you are unable to provide responses 
using this software for legal, technical or other reasons, please 
contact the IPPOSI Research & Advocacy Manager at 
research@ipposi.ie who can assist you by phone. 
 
The findings from our mapping exercise will be shared publicly 

in the second half of 2020, as part of an event on the topic of 
public and patient involvement. We will be in touch with you prior 
to this event to share how your contribution will be included. You 
will note that in the survey we ask you to share your email and 
telephone details. This information will be kept strictly 
confidential to the IPPOSI staff. It is not for publication, it is for 
use to maintain contact with you should we need to clarify 
information, obtain consent, or share updates. 
 

If you think this survey should be shared with another health 
stakeholder who is active in the PPI space, please forward the 
link to them (https://www.surveymonkey.com/r/PPImap) or 
send your suggestions to research@ipposi.ie.  

https://www.ipposi.ie/
https://www.ipposi.ie/
https://www.surveymonkey.com/r/PPImap
mailto:research@ipposi.ie
https://www.surveymonkey.com/r/PPImap
mailto:research@ipposi.ie
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Supporting information 
 
The information in this section of the guide is intended to help 
you successfully complete the mapping survey. 
 
What do we mean by ‘involvement’? 
 
Terminology (or words) can mean different things to different 
people. Within IPPOSI, we consider involvement to be distinct 

from other terms like ‘engagement’ or ‘participation’.  
 
For us, ‘involvement’ is beyond engagement (where patients or 
members of the public are provided with information or 
knowledge) and beyond participation (where patients or 
members of the public are invited to share their information or 
knowledge).  
 
We agree that involvement is typically something that happens 

‘with’ or ‘by’ the individual/group, rather than ‘to’, ‘about’ or 
‘for’ the individual/group. 
 
We use a variation of Arnstein’s ladder to illustrate our 
interpretation: 
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subject to debate. Within IPPOSI we encourage individuals to 
identify themselves as they best see fit, and we are very open 
to taking further direction from our members on this.  
 
We have traditionally identified ‘patient involvement’ 
opportunities as opportunities which seek to involve a person 
living with one or more illnesses or conditions (whether common 
or rare, acute or chronic) who interacts with the health system 
on a regular and ongoing basis. Sometimes the opportunities 

may seek to involve the person’s family members, carers, 
advocates or representatives (for example, a patient 
organisation).  
 
We identify ‘public involvement’ opportunities as opportunities 
which seek to involve anyone living in our society today 
regardless of their relationship with the health sector. We 
recognise that on many occasions this distinction is not needed 
as the individuals selected for ‘public involvement’ opportunities 

are often individuals living with an illness or condition.  
 
Your organisation, institution, company or agency may identify 
these opportunities differently. We have included a question in 
our mapping survey which invites you to share your definition(s) 
and comments with us. We want to capture the breadth of 
opinion which exists around this issue and we want to avoid 
creating unnecessary confusion or exclusions. 
 
For the purposes of this mapping, if you are heavily involved in 

PPI space and have a number of opportunities to share, we ask 
you to first share those which you know involved individuals 
living with an illness or condition – as this is our primary focus.   
 
What are some examples of public and patient 
involvement? 
 
In health policy, decision-making, service design/delivery: 
 

• Public/patients sitting on governance boards, advisory 

committees/panels, leadership teams, working groups etc. 
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• Public/patients reviewing guidance and other 

documentation (e.g. ethical guidance, clinical 

effectiveness) 

• Public/patients advising the implementation of national 

plans or processes or practices 

• Public/patients engaged as full members on project teams 

• Public/patients co-designing or re-design of healthcare 

services 

• Public/patients assisting with budgeting, priority setting 

• Public/patients monitoring and evaluating impact 

• Public/patients educating or training or facilitating dialogue 

with other patients or other stakeholders 

• Public/patients writing public information material 

(newsletters, leaflets etc) 

• Public/patients analysing public consultation responses 

In health research: 
 

• Public/patients identifying research priorities 

• Public/patients co-designing research questions 

• Public/patients co-authoring research proposals 

• Public/patients developing research materials, including 

patient information material, consent protocols etc. 

• Public/patients assisting with research activities, including 

conducting interviews; facilitating focus groups; collecting, 

managing and analysing data etc 

• Public/patients joining research project teams as full 

partners 

• Public/patients assisting with research dissemination 

• Public/patients co-authoring research publications 

• Public/patients sitting on research ethics committees, grant 

funding schemes  

In healthcare industry research & development: 
 

• Public/patients informing company patient involvement 

policy and practice 

• Public/patients advising early stage research studies 
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• Public/patients involved in medicine/device/diagnostic 

innovation design and development 

• Public/patients sharing preferences around how a medicine 

is administered 

• Public/patients designing patient information 

• Public/patients involved in evidence/effectiveness data 

generation 

 

What is not public or patient involvement for us? 
 
Public or patient involvement (PPI) is distinct from the 
recruitment of individuals (as subjects) to clinical trials (i.e. a 
participant in a clinical trial is not an example of involvement). 
However, the creation of a public or patient panel to oversee the 
management or to inform the selection of person-centered 
outcomes of a clinical trial would be an example of involvement. 
As would be an individual reviewing consent documents or other 

public information material, or an individual advising on the 
recruitment of participants to a clinical trial.  
 
Generally we would not include completing surveys or 
questionnaires, attending conferences, workshops or 
information sessions, disseminating public information material 
as involvement. However, if the purpose of inviting the public or 
patients to engage is to hear more about their experience and 
perspective this could be classified as involvement. 
 

Great things can often come from the humblest of beginnings so 
please use your own judgement when completing the mapping 
questions. If it feels like involvement, it probably is. Otherwise 
reach out to our Research & Advocacy Manager, Laura Kavanagh 
at research@ipposi.ie and we can always discuss together. 
 
What should you do if you have more than three public 
and patient involvement opportunities to share? 
 

The mapping survey provides the possibility of sharing three 
public and patient involvement opportunities. If your 
organisation, institution, company or agency has more 

mailto:research@ipposi.ie
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opportunities to share, we are happy to receive more than one 
completed survey. For example, you might want to invite one 
department, unit or team to complete the survey for a particular 
opportunity and another department, unit or team to complete 
the survey for a different opportunity.  
 
Where you are encountering difficulties in submitting 
information, please do not hesitate to contact the Research & 
Advocacy Manager, Laura Kavanagh at research@ipposi.ie who 

will be happy to support you with a solution. 
 
What should you do if you had planned a public or patient 
involvement opportunity, but it did not take place? 
 
If you planned an involvement opportunity but it did not 
materialise for one reason or another, please also include this in 
your response to the mapping questions. These examples are 
very important to capture as one of the purposes of the mapping 

is to reveal some of the patient involvement challenges facing 
health partners in Ireland today.  
 
You might however do two things to assist us in correctly 
processing this information: 1) put a note to this effect in the 
final question comment box of the survey and 2) email the 
Research & Advocacy Manager, Laura Kavanagh at 
research@ipposi.ie to alert us to this instance. 
 
What should you do if you attempted a public or patient 

involvement opportunity, but it was not a positive 
experience? 
 
Again, we urge you to share both positive and negative 
experiences of patient involvement. It is not realistic to suggest 
that all involvement opportunities live up to initial expectations 
– be it from the side of the individual involved or the 
organisation, institution, company or agency offering the 
opportunity.  

 
As a community of health partners interested in public and 
patient involvement, we want to learn more about how we can 

mailto:research@ipposi.ie
mailto:research@ipposi.ie
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do involvement better, but we can only do this if we learn from 
our past experiences. 
 

CASE STUDIES 

Below are some rudimentary case studies to help demonstrate 
the difference between involvement, engagement and 
participation. These are written from the perspective of 
individuals who live with one or more illnesses or conditions. 

 
Naturally, real-life is not always as clear-cut. Do not let 
these examples deter you from including in your mapping 
responses opportunities which, initially, look like they fall 
into the category of participation or engagement; but 
which may have led to (or look like they will lead to) 
involvement. 
 
PATIENT INVOLVEMENT 

 

 
Jane has been living with MS for the past ten years. She has 
good days and bad days. She is a proactive person and she has 
become actively involved with her local branch of the patient 
organisation. Her knowledge and expertise has drawn the 
attention of several researchers at the regional university. 
They have invited her to join their project team as an assistant. 
Jane helps the researchers design their consent protocols and 
their patient information handbook. She provides guidance to 

the researchers on best practice for involving patients in their 
study. Jane receives expenses and an honorarium for her 
involvement. Jane looks forward to the day where the research 
is published, and she hopes her contribution will be formally 
recognised. 
 

 
PATIENT ENGAGEMENT 
 

 
John has been recently diagnosed with dementia, his wife 
Sarah is unsure about what she can do to support him. She 
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has contacted the relevant patient organisation, and they have 
invited John and Sarah to attend their next information session 
in Dublin. The patient organisation has let them know that 
some researchers in the dementia field will be joining them to 
share information about ongoing research studies in this area. 
Sarah feels hopeful that she and John will know more about 
what is on offer for patients with dementia after attending the 
information session. 
 

 
 
PATIENT PARTICIPATION 
 

 
Mary has been recently diagnosed with a rare cancer. There is 
no known treatment. Her doctor has given her information 
about a clinical trial taking place in the UK. Together with the 
help of her doctor, Mary has been invited to join the clinical 
trial starting next month. She has received the patient 
information material and she has provided her consent to 
become a trial participant. Mary is very happy that some 
research is taking place around her condition and she hopes 
that the treatment will prove to be effective during the study. 
 

 
 

 
For more information on public and patient involvement, you 
may like to contact our European project partners, EUPATI. 
Guidance on patient involvement in medicines research and 
development is specifically available here. 

 
The contact person within IPPOSI for this mapping is the 
Research & Advocacy Manager, Laura Kavanagh. Please email 
research@ipposi.ie with any queries. 

This IPPOSI position is developed based on the work 

completed by NIHR and INVOLVE in the UK, and while 
NIHR and INVOLVE both deal mainly with patient involvement 
in health research we believe that their definitions fit across 
other parts of the health sector. 

https://www.eupati.eu/guidance-patient-involvement/
mailto:research@ipposi.ie
https://www.peopleinresearch.org/public-involvement/
https://www.invo.org.uk/frequently-asked-questions/

