
Wednesday, November 26, 2014 
 
Report from the first meeting of the Irish Health Research 
Forum (IHRF)  
 
The inaugural meeting of the Irish Health Research Forum (IHRF) 
took place on Tuesday November 4 at the Gibson Hotel in Dublin.  
 
Welcome 
Mr Philip Watt, Chairman of the Medical Research Charities Group 
(MRCG) and CEO of Cystic Fibrosis Ireland opened the event by 
welcoming attendees to the meeting. 
 
Introduction to the IHRF 
 
Mr Enda Connolly, Chair of the IHRF welcomed delegates and gave a 
brief background to the Forum. He advised that the main aim of the 
meeting was to inform the IHRF community about the issues 
involved in public and patient engagement in health research. He also 
said it was hoped that the event would inform proposals as to how 
public and patient involvement in health research in Ireland could be 
better utilised and effected.  
 
Ms Frances Spillane 
 
The first speaker to address the meting was Ms Frances Spillane, 
Assistant Secretary General at the Department of Health.  
 
Ms Spillane opened her presentation by congratulating everybody 
involved in establishing the IHRF and said that the Department of 
Health welcomed the contribution that the Forum could make to the 
health research agenda in Ireland. 
 
According to Ms Spillane health research is a key factor in promoting 
the health of the population, combating disease, reducing disability 
and improving quality of care. She also said it was fundamental to the 
effective and efficient delivery of health services and made a huge 
contribution to the economy.  
 
According to Ms Spillane the Department of Health would like to see 
“a lot more research backing up the kind of reforms we want to make 
in the health services”.  



 
 
“That is an area that needs further development and needs 
leadership from the department and from the HSE,” she added.   
 
In relation to health research policy Ms Spillane spoke about the 
Health Research Action Plan 2009 to 2013, the report of the Health 
Research Group. Published in 2009 the Action Plan, which was 
approved by the Cabinet Committee on Science, Technology and 
Innovation, aimed to provide the lead on national priorities and 
resource allocation in health research.  
 
While Ms Spillane said that there had been some progress in 
implementing some of the areas covered by the 50 actions contained 
in the Plan, more progress could have been made in others. For 
example she said the Department would have liked to have seen 
more progress in areas such as reform and governance, research 
ethics and the legislative framework. While the Health Research 
Action Plan expired in 2013 Ms Spillane said that many of its 
recommendations still stand today.  
 
The Assisant Secretary at the Department of Health then went on to 
discuss the Prioritisation Action Group (PAG) which was established 
by Government in 2012. The Health Research Action Group was 
subsumed into the PAG.  
 
The PAG covers 14 priority areas and Ms Spillane pointed out that 
five of them are very relevant to health. These are: connected health, 
medical devices, diagnostics, therapeutics and food. 
 
Ms Spillane advised attendees that the Department of Enterprise, 
Jobs and Innovation was about to start work on a new Strategy for 
Science Technology and Innovation (SSTI) as the current SSTI 
Strategy ran from 2006 to 2013. According to Ms Spillane there is a 
real opportunity for health to make an important contribution to the 
new SSTI Strategy, which she said would be “very influential”. 
The first meeting of this new strategy was due to take place in 
November and the aim was to publish the new SSTI Strategy by the 
end of 2015, she added. 
 



According to Ms Spillane one of the chief objectives in health 
research policy was research that would lead to improved health 
outcomes in patient care.  
 
She also said there was great scope for research to underpin the 
Government’s Health Reform programme, some of the key aspects of 
which are hospital groups and the establishment of integrated 
service areas for community care.  
 
There is a view that we don’t have the kind of evidence based policy 
that we should have to underpin some of the changes that we want to 
make,” she stated.  
 
Giving her personal view Ms Spillane said there was a need for more 
clarity about priorities in terms of health research.  She said that this 
very much feeds into the work the Forum is doing and she said there 
was a need for stronger engagement with the HSE. 
 
In relation to patient engagement in health research, Ms Spillane 
advised attendees that a review of the Health Research Board 
(HRB)’s strategic business plan was currently underway and she 
encouraged the IHRF to take the opportunity to feed into that 
process. She also said that the HRB promotes the active involvement 
of members of the public in the research it funds and that the next 
round of HRB calls would ask applicants to describe public 
involvement in their research.  
 
Finally Ms Spillane spoke about her own experience of patient public 
involvement in research during her time as the Director of the 
National Children’s Office. She said that children were very much 
involved in the development of the National Children’s Strategy and 
were consulted widely throughput the entire process.  
 
“In the children’s area it is now completely accepted that children 
and young people will be consulted…I do think that is important, and 
equally, consulting patients and the public is just so important,” she 
said.  
 
In conclusion Ms Spillane said that she very much looked forward to 
working with the IHRF in the future and that a collaborative 
approach was what was needed to address the health challenges that 
lay ahead.  



 
Dr Angela Coulter 
 
The next speaker to address the IHRF meeting was Dr Angela Coulter, 
Director of Global Initiatives at the Informed Medical Decisions 
Foundation, Boston, and Senior Research Scientist at the Nuffield 
Department of Population Health, University of Oxford in the UK. 
 
A renowned expert in public and patient involvement in healthcare, 
Dr Coulter presented an Introduction to Public Patient Involvement.   
 
Dr Coulter started by congratulating the Forum on choosing 
public/patient involvement in health research as its first topic and 
said she believed it was a key area particularly for those engaged in 
research.  
 
Dr Coulter explained there were many ways lay people could get 
involved in research. These included: participating in and designing 
studies, specifying research questions, gathering and analysing data, 
supporting and funding research, ensuring accountability in research 
and as end users of research findings. Involving the public in all these 
areas of research can help to improve the quality and relevance of 
research studies, she explained.  
 
She also pointed out that absolutely no research that involves 
patients could happen unless they agree to participate.  
 
Dr Coulter told delegates that once research has been carried out the 
results needed to be made available in a manner that is accessible by 
lay people.  
 
She also said that researchers needed to stop talking about patients 
as subjects of research and view them instead as active, indeed 
essential partners. However she stressed it was important that 
members of the public who were involved in research received 
appropriate training, supervision and ongoing support to carry out 
their role.  
 
According to Dr Coulter currently in England researchers who apply 
to the National Institute for Health Research (NIHR) for funding are 
required to say how they are going to involve patients and the public 



in their research, and this has helped to get the issue of public 
involvement on the agenda.  
 
Dr Coulter then went on to mention a number of organisations that 
were “pioneers” in the area of public involvement in research and 
good examples of how to meaningfully engage the public in research. 
These included the Cochrane Collaboration in the UK, The Patient 
Centred Outcomes Research Institute (PCORI) in the US, UK DUETS; a 
database of uncertainties about the effects of treatments and The 
James Lind Alliance a collaboration between patients and clinicians 
in the UK.   
 
Moving on to the importance of communicating research findings, Dr 
Coulter said that despite the fact that most research would be 
impossible without lay people and that their involvement can 
improve the quality and relevance of research, members of the public 
are not seen as a primary audience for research findings and this 
needed to change.  
 
“When we publish research we publish in journals that are not read 
by them [the public], often not accessible by them because the 
studies are often hidden behind pay walls. That is changing with the 
open access policies that many journals are adopting but they still 
have a long way to go. Even if you can access the material it is usually 
written in a highly technical and often very unreadable fashion. 
Academics are not good clear writers, we are not taught to do that. 
We tend to write for other academics we don’t even write very well 
for clinicians or practitioners,” Dr Coulter said.  
 
“Publishing in journals is not enough we have to go further than that 
if we are going to really fulfill this purpose of informing the public,” 
she added. 
 
Dr Coulter went on to outline a number of initiatives that are 
changing the way research is being communicated to the public one 
of these was the creation of a patient panel that is currently being 
developed by the BMJ.  
 
She also said that researchers needed to think about how patients are 
going to use research findings in a way that will ultimately improve 
their health. Communicated effectively, research findings can help 
patients understand treatment options and outcomes and risks they 



can also assist in shared decision making between the patient and his 
or her doctor and improve informed consent.  However she said it 
was important that clinicians were equally committed to shared 
decision making with their patients.  
 
“Giving patients this research information can make a real difference 
to the decisions they make in their lives,” she stated.   
 
In conclusion Dr Coulter said that most biomedical research would 
be impossible without patient participation or public funding and 
was too important to leave to researchers alone. She also said that 
patients have an important role to play in improving research quality 
and relevance and as the intended beneficiaries of research, the 
results must be communicated to them. 
  
Current Best Practices 
 
After the first two speakers of the morning there then followed a 
session entitled “Current Best Practices” during which 
representatives from three different organisations from home and 
abroad gave a flavor of what they are doing to involve the public in 
their research.  
 
The session was chaired by Mr Simon Denegri, Chair of INVOLVE – 
the national advisory group for the promotion and support of public 
involvement in research funded by the NIHR in the UK. Mr Denegri is 
also the National Director for Public Participation and Engagement in 
Research with the NIHR.  
 
When it was established in 2005/2006 NIHR aimed to achieve public 
involvement in all aspects of the research process from priority 
setting through to dissemination.   
 
Mr Denegri explained that INVOLVE was a partnership between the 
public, researchers and others, to advance NHS, public health and 
social care research and improve the health and well being of the 
population. INOVLVE was established in 1996 as a national advisory 
group and was funded by, and part of, the NIHR in the UK. He said 
that the existence of INVOLVE was one of the key factors for NIHR’s 
advancement in public patient involvement in health research. 
 



He said that INVOLVE defines public involvement in research as 
research being carried out ‘with’ or ‘by’ members of the public rather 
than ‘to’, ‘about’ or ‘for’ them.  Public involvement in research he 
added includes, working with research funders to prioritise research, 
offering advice as members of a project steering group, commenting 
on and developing research materials and undertaking interviews 
with research participants. 
 
Mr Denegri said that some of the practical barriers to members of the 
public getting involved in research was not being reimbursed for 
travel expenses and or not receiving papers and information in hard 
copy when they didn’t have a computer.  
 
One of the big themes that came out of a recent NIHR strategic review 
was that in ten years time Public involvement would normal and 
accepted practice. The next ten years would also bring an enhanced 
evidence base with better consensus on value of public involvement, 
there would be definitions of quality in public involvement, agreed 
methods and indicators of impact, a greater public awareness of 
research and the NIHR and global leadership in scholarship and the 
study of public involvement in research.  
 
Case Studies  
 
Mr Denegri then introduced the three case studies all of which gave 
examples of how organisations are actively engaging and involving 
members of the public/patients in health research.   
 
The first case study was presented by Ms Paddie Blaney, Director of 
Policy and Practice and Dr Sonja McIlfatrick, Head of Research at the 
All Ireland Institute of Hospice and Palliative Care (AIIHPC).  
The meeting was told that one of the main aims of the AIIPHC is that 
palliative care provision and developments are informed by user, 
carer and community voices. The AIIHPC has a Voices4Care group, 
which is made up of palliative care service users, carers and 
interested members of the public.  Representatives from this group 
sit on the Institute’s management committee, steering committees 
working groups and are involved in all aspects of research carried 
out by the Institute. However it was underlined that the active 
involvement of service users, carers and members of the public in 
organisations and research needs to be resourced. The meeting also 



heard that the AIIPHC plans to develop an all Ireland Palliative Care 
Consumer Forum.  
 
The second case study was presented by Professor Mary McCarron, 
Dean of the Faculty of Health Sciences at Trinity College Dublin. 
Professor McCarron outlined her experience as the PI of the seminal 
IDS TILDA study, which was the first national study to include a 
representative sample of people with an intellectual disability (ID). 
This was also the first time people with an ID were represented and 
included in a longitudinal study on ageing anywhere in the world.  
People with ID, their carers and their families were included and 
actively involved throughout the study from setting the research 
questions right through to the dissemination of results.    
 
The third and last presentation in this session was delivered by 
Professor Mogens Horder from the Institute of Public Health at the 
University of Southern Denmark and Chair of the action group on 
Public Patient Involvement (PPI) of the Joint Programming Initiative 
of Neurodegenerative Disease (JPND) research.  
JPND is the largest global neurodegenerative diseases (such as 
Alzheimer’s and Parkinson’s) research initiative led by EU countries 
with 28 participating EU member states. Prof Horder explained that 
PPI in the JPND began about three years ago and now patients, 
families and carers are actively involved in the development and 
delivery of research studies. In relation to PPI Prof Horder said it was 
important to keep things simple. He also advised key stakeholders to 
get together and agree on a common strategy and implementation 
plan for PPI, for researchers to identify peers, who have been 
successful in PPI and use them as ambassadors, and to develop 
principles for patients as partners of research and make alliances 
with charities.  
 
Prof Horder concluded with a quote from the European Science 
Foundation, which read:  “Involving patients actively in research 
represents a significant culture change and requires a number of 
barriers to be addressed including people’s attitudes and levels of 
awareness”.        
  
Coffee Break 
 
Professor Jennie Popay 
 



The final speaker of the day was Professor Jennie Popay, a leading 
sociology researcher from the University of Lancaster in the UK. Prof 
Popay examined the relationship between the purpose of public 
involvement in research and the impact it can have.  
 
According to Prof Popay members of the public bring a wealth of 
what she called “experiential knowlege” or “practical wisdom” to the 
research process which provides rich insights into many of today’s 
major health challenges.  
 
However she said that one of the key problems around public 
involvement in research was that this experiential knowledge was 
devalued. 
 
She said that this resulted in inequalities in knowledge due to the 
view that scientific knowledge trumps experiential knowledge and as 
a result experiential knowlege is devalued. Therefore she said it was 
important for public patient involvement in research to acknowledge 
that conflicts exist between different types of knowledge.   

However she said that public involvement can ‘revalue’ experience 
and in theory, public involvement in research can re-balance these 
inequalities in knowledge/power relationships.  According to Prof 
Popay Ideally, people with relevant experiential knowledge can be 
involved in defining what the problem ‘is’, identifying possible 
solutions, deciding how the solutions should be evaluated and 
interpreting and disseminating findings. But she said we are not in an 
ideal world and in practice the public are mainly involved in how the 
impact of ‘solutions’ are to be evaluate, less often involved in 
developing and prioritising solutions to be evaluated and rarely 
influence how the problems are defined in the first place.  

Prof Poppay also warned against creating “amateur reserachers” of 
the public as it simply served to marginalise their experiential 
knowlege. 

She also said it was important to think about the diferent reasons 
why lay people, researchers, politicians, academics, industry, funders 
and policy makers get involved in research and the fact that there are 
many different aspirations for involvement which can also cause 
conflict.  



Moving on to discuss the impact of public involvement in research 
she said it can have both positive and negative impacts on all those 
involved ie the public, the researchers and the research itself.  

Prof Popay also outlined a new online resource which she has been 
developping called PiiAF which has been designed to support 
research teams to: clarify why they want to involve the public in 
research, how they want to do this and what impact they want public 
involvement to have; identify potential barriers and enablers to 
public involvement; and develop tailored plans for assessing the 
impact of public involvement in their research.  

In conclusion Prof Popay said that bringing experiential knowledge 
into the research process – as different but equal - can improve study 
quality, relevance and utility but should not be restricted to 
instrumental purposes. She also said that involving ‘lay’ people in 
research can build their self-confidence, build shared identity and 
engage people in dialogues about how ill health is managed and 
health is to be protected and promoted. However she said that to 
achieve the positive impacts of public involvement the inequalities in 
the status of different levels or types of knowledge needed to be 
addressed by giving the public ‘real’ influence throughout research 
process.  

Forum Discussion 
 
There then followed a panel discussion with speakers and members 
of the audience. The speakers involved in the panel discussion were: 
Ms Eibhlin Mulroe, CEO, Irish Platform for Patients’ Organisations; 
Mr Philip Watt, MRCG and CEO Cystic Fibrosis Ireland; Dr Angela 
Coulter, University of Oxford; Mr Simon Denegri, Chair INVOLVE; 
Professor Mogens Horder, University of Southern Denmark; and 
Professor Jennie Popay, University of Lancaster. The Forum 
discussion was chaired by Dr Liam O’Toole, CEO of Arthritis Research 
UK.  
 
The forum discussion was very lively and engaging. The main topics 
and queries raised at the discussion were: how to bring people 
(members of the public, researchers and funders) who may be 
resistant to public patient involvement in research on board, how to 
overcome barriers (those identified included silos, overvaluing 
medical or scientific expertise and costs) to public patient 



involvement. Simon Denegri of INVOLVE advised the panel that the 
NIHR was currently spending between £5 and £10 million at least a 
year on public and patient involvement. He also said it was important 
to acknowledge that members of the public needed to be supported 
and reimbursed for their participation.  
 
The discussion was then opened to the floor and the main topics 
raised included: 
 

 Resourcing: How to resource public patient involvement and 
the level of investment required. The difficulties in anticipating 
some of the extra work that is required of a research team 
when you seek to involve lay people in a meaningful way was 
discussed in detail. It was mentioned that while some costs 
such as training etc. could be anticipated; there are others that 
may not be so easily anticipated. It was suggested from the 
floor that taxonomy of costs to help researchers understand 
the nature of additional work that may arise as a result of 
public patient involvement could be developed. 

 
 Affiliation: How to represent service users/lay people as co-

authors on research papers for publication. 
 

 Concerns over how the academic community will react to 
public patient involvement in research (resistant researchers) 
and the importance of getting senior researchers, those with 
the most power in the research team, on board.  

 
 The need for a culture change. 

 
 The importance of supporting and encouraging researchers to 

involve lay people in research. 
 
 
Key Learnings and Next Steps 
Mr Enda Connolly then wrapped up the meeting by congratulating 
and thanking all the speakers involved.   
 
 
ENDS  
 
 



 
 


