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This document outlines the approach which IPPOSI – in 
partnership with other health partners – will take to 
identify the involvement opportunities for patients (both 
individuals and organisations) and members of the public 

across health policy, services, research and industry in 
Ireland from 1 January 2019 to the present day.  
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IMPACT 
The objective of this mapping exercise is to collect the baseline 
information we critically need to advance public and patient 
involvement (PPI) across the health sector in Ireland in a 
systematic and meaningful way.  
 
The mapping will give an insight into:  

• 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. 

 
IPPOSI will share these insights with our health partners, who in 
turn will be able to assess their own levels of PPI compared to 

others, as well as benefit from learning about tangible examples 
of PPI taking place elsewhere.  
 
It is our hope that health partners who have not yet started down 
the involvement road can be encouraged to do so, and that in 
general, health partners can be encouraged to continually 
improve upon the availability of PPI opportunities and the quality 
of the involvement experience. 
 
The mapping findings will create evidence to inform decisions to 

undertake further potential initiatives, such as: 
• assessing the quality of PPI opportunities by surveying 

individuals who have experience of involvement in the Irish 
health sector; 

• increasing the capacity of Irish health partners to undertake 
meaningful PPI by creating education material and 
facilitating training sessions; 

• establishing a mechanism for matching patients with an 
interest in involvement with health partners who have 

available involvement opportunities; 
• advocating for new policy measures to ensure that PPI is 

addressed in a systematic and quality-controlled way. 
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RATIONALE 
In 2005, IPPOSI established itself as a partnership between 
patients, science and industry – with the aim of identifying 
opportunities for greater interaction and engagement across the 
health sector. We have repeatedly made the case for public and 
patient involvement (specifically, patient involvement) and put 
forward practical approaches for how it might be successfully 
and systematically adopted1.  
 

Over the past five years, other health stakeholders have 
mirrored this interest in public and patient involvement, 
including state agencies engaged in health policy, health service 
provision, and health research. Sláintecare formally embodies 
this change in culture, and it offers a response to long-term 
advocacy by Irish patient organisations for greater transparency, 
accountability and participation across the health system in 
order to build public confidence and trust2. 
 

As more and more health partners recognise the need for public 
and patient involvement, many are revising how they have 
traditionally interacted. Methods for incorporating a range of 
perspectives at a variety of levels are being explored, even 
within strategic planning and decision-making structures. The 
patient perspective has become a focus for many universities, 
industry, healthcare providers and government agencies which 
recognise that patients - as experts by experience - are able to 
share knowledge and evidence which are unique by virtue of the 
fact that they live with a condition day in, day out. 

 
Patients (both individuals and organisations) are prepared for 
and welcome this new departure. In anticipation, many IPPOSI 
patient members have completed education and training to 
familiarise themselves with various aspects of health policy, 
services, research and industry. However, as the patient 
involvement space becomes increasingly ‘busy’, many struggle 
to identify the available opportunities and the ones which are 
best suited to their experience. 

 
1 IPPOSI’s Charter for Patient Involvement in Medicines Assessment and Reimbursement (February 2019) set 
out a clear roadmap for moving towards greater patient involvement in this area. 
2 The Independent Review Group report (February 2019) into the role of civil society recognises the unique 
value of involvement in strengthening a patient-centered health sector. 

https://www.gov.ie/en/campaigns/slaintecare-implementation-strategy/
https://www.ipposi.ie/our-work/health-innovation/patient-charter/
https://www.gov.ie/en/press-release/937b5c-minister-harris-welcomes-the-report-of-the-independent-review-group/
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As a patient-led platform that facilitates meaningful partnerships 
between patients, science, industry and government, and, after 
consulting our patient members, IPPOSI believes it is important 
that we map the who, what, why, when and where of patient 
involvement in the health sector in Ireland.  
 
On advice from our academic members, we also aim to map 
some of the involvement opportunities in the health sector which 

may be more broadly classed as ‘public involvement’, but which 
tend to capture the patient or health-interested public 
perspective. This will help us build as comprehensive a picture 
as possible about the involvement opportunities on offer in 
Ireland from 1 January 2019 to the present day.  
 
SCOPE 
The mapping exercise will seek to capture and present 
information about the PPI opportunities in the following areas of 

the health sector in Ireland:  
• health policy; 
• health services; 
• health research;  
• health industry.  

 
Specifically, the mapping will identify, with as many examples as 
possible: 

• who is providing involvement opportunities;  
• what types of opportunities are available;  

• where opportunities are taking place;  
• when opportunities are taking place.  

 
There are several important caveats to note about this 
first attempt to map the PPI opportunities in Ireland.  
 
There is no universally accepted definition of ‘public and patient 
involvement’. IPPOSI has worked with its Policy Advisory 
Committee (PAC) to establish the most appropriate use of the 

term for the purposes of this mapping exercise. Details of our 
understanding is provided in the ‘Guide for Stakeholders 
completing the Mapping’. 
 

https://www.ipposi.ie/wp-content/uploads/2020/06/Mapping_Guide-for-stakeholders_v1.6.pdf
https://www.ipposi.ie/wp-content/uploads/2020/06/Mapping_Guide-for-stakeholders_v1.6.pdf
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The mapping exercise will only capture information about the 
opportunities on offer in Ireland at a specific point in time, 
namely since 1 January 2019 to the present day. Involvement 
opportunities planned for later in 2020, but not yet started at 
the point where the survey is completed, can be included. 
Opportunities involving Irish patients at the European or 
international levels will not typically be included, but exceptions 
may be made if value can be added to the mapping.  
 

It therefore needs to be recognised and accepted that the 
mapping will not be able to identify every involvement 
opportunity taking place. The mapping will provide a snapshot 
of the type of opportunities available and the health partners 
offering these opportunities. That said, we will make every effort 
to ensure that as many partners as possible are approached and 
have an opportunity to feed their information into the mapping.  
 
Health partners will be identified based on a ‘common-sense’ 

review of the list of Irish healthcare agencies listed on the HSE 
website3 and of IPPOSI’s member lists. Specifically, the mapping 
will reach out to: 

• All 105 patient organisation members of IPPOSI4 
• Health service (HSE): Examples include: Quality 

Improvement Division; HSE Research & Development; 
Office of the Chief information Officer; HSE Mental Health 
Division; Clinical Care Programmes, Hospital 
Groups/Regional Integrated Care Organisations and more. 

• Department of Health (DoH):  SlainteCare, Healthy 

Ireland, Women's Health Taskforce. 
• State agencies: NCPE, HPRA, HIQA, HRB, NOCA and 

others. 
• Universities (9), Institutes of Technology (14), 

Campus Engage, in particular, recipients of the HRB-IRC 
PPI Ignite awards. 

• Research and Innovation organisations: e.g. HIHI, 
IPH, CRDI, HRB-CRCI, Cancer Trials Ireland. 

 
3 https://www.hse.ie/eng/links/links-by-topic/irish-healthcare-agencies/  
4 https://www.ipposi.ie/about-us/membership/ 

https://www.hse.ie/eng/links/links-by-topic/irish-healthcare-agencies/


 6 

• Healthcare professional associations and 
regulators5: Medical Council, INMO, ICGP, RAMI, HPAI, 
RCPI. 

• IPPOSI member companies: AbbVie, Alexion, Amicus 
Therapeutics, Astellas, Bayer, BioMarin, BMS, Celgene, 
Genomics Medicines Ireland, GSK, ICON, Janssen, MSD, 
Novartis, PTC Therapeutics, Pfizer, Roche, Sanofi-
Genzyme, Sobi, Takeda, Vertex. 

• Other healthcare companies and industry (non-

IPPOSI members): Medical technology companies6, 
eHealth and more. 

• Industry associations and their member companies: 
IPHA, IMSTA, Medicines for Ireland, Irish Medtech 
Association (IBEC). 

• Other: IPH, HISI, IPU, AHPI (Association of Health 
Promotion), IAHA (Healthcare Assistants), and more. 
 

METHODOLOGY 

The mapping exercise will be led by the IPPOSI Research & 
Advocacy Manager (research@ipposi.ie), with direction from the 
IPPOSI Chief Executive.  
 
In preparing this document, and others, the IPPOSI Research & 
Advocacy Manager will consult the IPPOSI Board7, the IPPOSI 
Policy Advisory Committee (PAC)8 and the IPPOSI EUPATI 
National Platform in Ireland (ENP)9 as well as other stakeholders 
active in the public and patient involvement space10.  
 

The Board will receive updates about the progress of the 
mapping at quarterly meetings. The PAC and the ENP will be 
involved in the preparation and implementation. They will 
provide expertise around both research methodology and patient 
involvement theory. They will input into how involvement 

 
5 https://www.hse.ie/eng/about/who/cspd/health-and-social-care-professionals/the-26-health-and-social-
care-professions/ 
6 http://www.medicaltechnologyireland.com/exhibitor-list 
7 https://www.ipposi.ie/about-us/board/ 
8 The IPPOSI Policy Advisory Committee comprises of 14 patient, science and industry representatives with an 
expertise and experience in IPPOSI priority areas (access to medicines, patient data and patient involvement).  
9 https://www.ipposi.ie/our-work/international-projects/eupati/eupati-national-platform-ireland/ 
10 Health Research Board, PPI Ignite Project Leads, NCPE, HIQA, HPRA, HSE Quality Improvement, HSE 
Research, IPHA and other patient groups (HRCI, RDI).  

mailto:research@ipposi.ie
https://www.hse.ie/eng/about/who/cspd/health-and-social-care-professionals/the-26-health-and-social-care-professions/
https://www.hse.ie/eng/about/who/cspd/health-and-social-care-professionals/the-26-health-and-social-care-professions/
http://www.medicaltechnologyireland.com/exhibitor-list
https://www.ipposi.ie/about-us/board/
https://www.ipposi.ie/our-work/international-projects/eupati/eupati-national-platform-ireland/
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opportunities are categorised and what is identified as a list of 
supports to accompany involvement opportunities. 
 
Mapping preparation (March-May) 
In preparing for the mapping project, the IPPOSI Research & 
Advocacy Manager and various advisory bodies will have three 
main tasks: firstly, to develop an online survey to map 
information about public and patient involvement opportunities 
from health partners in Ireland; secondly, to prepare a mapping 

guide for health partners seeking to contribute to the mapping; 
and thirdly, to consider ways to maintain an updated repository 
of involvement opportunities in Ireland going forward. 
 

- online survey 
Given the absence of a universally accepted definition of public 
and patient involvement, the IPPOSI Policy Advisory Committee 
(PAC) will start by reviewing a number of prominent definitions 
put forward by various thought leaders. This review will help us 

to establish a common terminology which can be used in the 
mapping tools and explained to others during the mapping 
process.  
 
Having agreed a common understanding of public and patient 
involvement for the purposes of this mapping, the PAC and the 
ENP will be asked to review a list of potential involvement 
opportunities. This list will be used to categorise different types 
of involvement. In responding to the mapping, health partners 
will be asked to allocate their involvement opportunities to one 

or more categories via a drop-down box. In a similar vein, the 
PAC and ENP will also be asked to review a list of potential 
supports for individuals taking up involvement opportunities. In 
responding to the mapping, health partners will be asked to 
select the supports they provide from a drop-down box. 
 
Draft survey questions have been prepared by the IPPOSI 
Research and Advocacy Manager and it is shared in the annex of 
this document. Here is it also indicated which information 

collected will be kept confidential and which will be made public. 
At no point will the names of any individuals involved in the 
opportunities be provided to IPPOSI via the survey. Any health 
partners with questions around how the information may be 
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used while completing the mapping are welcome to contact the 
IPPOSI Research & Advocacy Manager at research@ipposi.ie.  
 

- mapping guide 
The mapping guide will aim to guide respondents through the 
online survey. IPPOSI’s understanding of public and patient 
involvement, and examples of involvement, will be shared. An 
explanation of the drop-down box options for the categories of 
involvement opportunities and the supports for involvement 

opportunities will be provided.  
 

- mapping repository 
The initial mapping will capture information about public and 
patient involvement opportunities in the health sector since 1 
January 2019. However, following an initial mapping, it may be 
deemed valuable by health partners and patients alike to keep 
this information updated. The PAC, the ENP and other 
stakeholders active in the public and patient involvement space 

will be invited to explore how this can be facilitated. 
 
Mapping implementation (June-mid July) 
The mapping project will use an online survey tool to gather the 
information from health partners. The online survey will be 
prepared using Survey Monkey as it has an accessible interface 
for data collection. Survey Monkey also allows for the results to 
be exported into excel for further analysis. However, if partners 
are unable to provide responses using this software for legal, 
technical or other reasons, they are welcome to contact the 

IPPOSI Research & Advocacy Manager at research@ipposi.ie who 
can record the opportunity(ies) over the phone.  
  
A final review of the mapping survey as it appears in Survey 
Monkey will be carried out in early May. The final mapping survey 
will be disseminated via IPPOSI member mailing lists, and more 
generally, across IPPOSI social media channels from June for a 
period of six weeks. If necessary, teleconference(s) will be 
organised by the IPPOSI Research & Advocacy Manager to talk 

health partners through the mapping survey, as well as to 
provide any information about the mapping methodology or 
objectives. Individuals within various organisations who have 
already offered to support the mapping project will be called 

mailto:research@ipposi.ie
https://www.ipposi.ie/wp-content/uploads/2020/06/Mapping_Guide-for-stakeholders_v1.6.pdf
mailto:research@ipposi.ie
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upon to share the mapping survey details internally (via 
newsletters, intranets, social media or other), and invite their 
colleagues to input relevant opportunities. As the mapping will 
rely on health partners with public and patient involvement 
opportunities self-completing the online survey, follow up emails 
and telephone calls will be made by IPPOSI to encourage 
responses. A volunteer may be identified by IPPOSI to support 
this process.  
 

Mapping analysis (mid July-August) 
After the mapping survey has been live for a specific period of 
time or after it has secured a designated number of responses, 
the initial findings will be collated in one excel sheet. The IPPOSI 
Research & Advocacy Manager together with the PAC and the 
ENP will review this excel sheet to identify inconsistencies and 
omissions – based on their experience of public and patient 
involvement. IPPOSI will liaise with relevant organisations, 
universities, institutes, companies or state agencies to finalise 

the information. Once a complete picture has been developed, 
the IPPOSI Research & Advocacy Manager, the PAC, and the ENP 
will attempt to single out opportunities shared which may merit 
singling out as case studies in the final publication. The IPPOSI 
Research & Advocacy Manager will again liaise with the relevant 
health partner to obtain their consent to prepare a case study 
and to obtain some additional information about the opportunity. 
 
Mapping presentation/publication (August-November) 
The final mapping findings will be inputted into an online 

database. This database should allow for information to be 
searchable by 1) location 2) health partner 3) category/type of 
patient involvement. In addition to the database, the displaying 
of the findings in more visually attractive ways will be explored. 
A number of options are available in this regard.  
 
Initially we planned to share the outputs of the mapping exercise 
at the IPPOSI Annual Conference, however due to the COVID-19 
pandemic this activity has had to be reimagined. Currently, we 

plan to share the outputs via a virtual half day event in late 
November/early December, the details of which will be 
confirmed later in the year. We will be in touch with all health 
partners who have provided the details of various involvement 



 10 

opportunities via our mapping prior to this event to share how 
your contribution will be included. 
 
Based on the final mapping findings, the IPPOSI Research and 
Advocacy Manager and PAC and ENP will identify the next steps, 
including the potential to survey the experience of individuals 
taking up involvement opportunities, to provide patient 
involvement education and training, to create a ‘match-making’ 
mechanism, and to advocate for national guidance around 

patient involvement. 
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ANNEX – draft online survey 
 
To alleviate any confusion around which information will be kept 
confidential and which information will be made public, we have 
colour-coded the survey questions.  
 
We reiterate again, at no point will the names of any individuals 
involved in the opportunities be provided to IPPOSI via the 
survey – this has not been requested and this is not necessary 

for our purposes. 
 
Information in red indicates that this information will be 
kept confidential. 
 
Information in orange indicates that consent will be 
sought before using this information. 
 
Information in green indicates that this information will 

be made public. 
 
There is a short explanation to detail why you are being asked 
to provide this information in the right-hand column. 
 

1) What is your name? 
(single text box) 

Confidential. This is only 
needed to assist the 
IPPOSI Research & 
Advocacy Manager 
(R&A) Manager to follow 

up. 

2) What is the name of your 
organisation, institute, 
company or state agency? 
(single text box) 

This is needed to 
indicate the health 
stakeholders providing 
the patient involvement 
opportunities. 

3) Can we contact you in 
relation to this mapping? 
(y/n, please provide 
details) 

Confidential. This is 
needed to obtain your 
consent for the IPPOSI 
R&A to follow up with 
you. 



 12 

4) What is the title of the 
involvement 
opportunity/opportunities? 
(single text box) 

This is interesting to 
review the terminology 
being used. 

5) What definition of 
involvement (if any) was 
used for your 
opportunity/opportunities? 

This is interesting to 
see different 
stakeholder definitions 
of involvement. 

6) Where did the 
involvement 
opportunity/opportunities 
take place? (share Eircode 
if possible) (single text 
box) 

This is interesting to 
see if opportunities are 
clustered in one area. 
This also allows us to 
segregate European or 
international 
opportunities. 

7) How many individuals took 
part in the involvement 
opportunity/opportunities? 

(drop down 1-20, 20+ for 
hoped to involve, actually 
involved and number of 
patients) 

This is interesting to 
identify the breadth of 
an opportunity. 

8) What category best 
describes the involvement 
opportunity/opportunities? 
(drop down box11 plus 
general comment box) 

This is interesting to try 
and group similar 
opportunities together, 
to see where the 
spread is. 

9) At what stage in the 

project, initiative, task did 
you involve the 
individual? (dropdown 
box: design phase, early 
implementation, mid 
implementation, end 
implementation, 

This is interesting to 

see when most patient 
involvement is 
happening, and if we 
need to take action to 
support involvement 
across the spectrum. 

 
11 Strategy, advisory, governance board member; Co-researcher; Co-author of publication or article; Co-author 
of patient information material; Peer reviewer; Research ethics committee (REC) member; Patient data 
collector; Recruiter or interviewer; Regular working group member; Project team member; Patient educator, 
trainer or facilitator; Focus group participant; Conference/event speaker or panellist; Conference/event 
participant; Other 
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monitoring phase, 
evaluation phase, 
dissemination, other) 

10) What type of 
individual did you want for 
the involvement 
opportunity? (choice: 
member of the public, 
member of a patient 

organisation, patient with 
specific experience of an 
illness or condition, 
patient with general 
experience, patient with 
previous experience of 
involvement, patient with 
no previous experience of 
involvement, don’t know) 

This is interesting to 
learn more about which 
patients are helpful for 
which opportunities. 

11) How did you identify 
the individuals (s)? 
(choice: public 
advertisement, selected 
from personal network, 
selected from professional 
network, proposed by 
patient organisation, 
proposed by non-patient 
stakeholder, don’t know) 

This is interesting to see 
how different 
opportunities are 
administered or 
organised. 

12) Did you prepare 
written documents for 
your involvement 
opportunity/opportunities? 
(y/n/don’t know for 1) 
terms of reference and 2) 
description of the role) 

This is interesting to see 
how different 
opportunities are 
administered or 
organised. 

13) Was a budget 
available to support the 

involvement opportunity? 
(Y/n, don’t know, prefer 
not to say) 

This is optional, as 
some of this may be 

sensitive information 
(e.g. financial), we will 
liaise with you to 
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identify if you would 
like this kept 
confidential or made 
public. Please use 
‘prefer not to say’ as a 
response and we can 
contact you directly. 

14) What were the start 
and end dates for your 

involvement 
opportunity/opportunities? 
(potential to share future 
date) 

This is asked to support 
the collection of 

opportunities created or 
taking place since 1 
January 2020. 

15) When did the 
involvement opportunity 
take place? (working 
hours, evenings, 
weekends, as preferred by 
patient, as required, don’t 
know) 

This is interesting to 
see how different 
opportunities are 
administered or 
organised. 

16) What supports were 
provided to the individual 
to help them become 
involved in the 
opportunity? (drop down 
box12) 

This is optional, as 
some of this may be 
sensitive information 
(e.g. financial), we will 
liaise with you to 
identify if you would 
like this kept 
confidential or made 

public. Please use 
‘prefer not to say’ as a 
response and we can 
contact you directly. 

17) What was your 
motivation for creating the 
involvement 

This is optional, as this 
is subjective, we will 
liaise with you to 
identify if you would 

 
12 No financial support; Reimbursement of expenses for travel (via receipts); Reimbursement of expenses for 
accommodation (via receipts); Reimbursement of expenses for childcare or carer duties; Generic per diem; 
Speaking fee; ‘Involvement payment’ with honorarium; ‘Involvement payment’ with vouchers; Pre-opportunity 
education or training 
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opportunity/opportunities? 
(general comment box) 

like this kept 
confidential or made 
public. 

18) What was your 
experience of the 
involvement 
opportunity/opportunities? 
(positive impact, little 
impact, no impact, 

negative impact, prefer 
not to say, don’t know, 
plus general comment 
box) 

This is optional, as this 
is subjective, we will 
liaise with you to 
identify if you would 
like this kept 
confidential or made 

public. Please use 
‘prefer not to say’ as a 
response and we can 
contact you directly. 

19) Do you have any 
plans to initiate 
involvement opportunities 
in next two years? 
(y/n/don’t know) 

This is interesting to 
learn about different 
opportunities coming 
down the pipe line. 

20) Do you want to share 
any more information/ 
comments about 
involvement opportunities 
in Ireland? (comment text 
box) 

Unless otherwise 
indicated by the 
respondent, this 
information will be kept 
confidential. The IPPOSI 
R&A Manager may 
follow up with you in 
relation to your 
comments to learn 
more about your 

preferences here. 

 


