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Simon Denegri, INVOLVE Chair and National Director for Public Participation and 
Engagement on Research for the National Institute for Health Research, champions public 
involvement for better research of patient benefit. Here, he speaks to International Innovation                  
at the British Science Association’s Annual Science Communication Conference

Could you begin with an overview of INVOLVE? What led to its 
establishment and how do you contribute to the service it provides?

Formally known as a national advisory group for the promotion and 
advancement of public involvement in health research, INVOLVE advises the 
Chief Medical Officer/Director of R&D in the Department of Health on how 
to strengthen and improve public involvement in health research, design and 
delivery. It looks at how patients and the public can get involved to produce 
more relevant/ quality research. 

We have been going since 1996 and have been part of the National Institute 
of Health Research (NIHR) since 2004. I was appointed by the Department 
of Health to be Chair about 18 months ago. My job is to champion what 
INVOLVE does including speaking at events such as this so that people 
understand the importance of public involvement to the quality of research. 

How has the research community adapted to the public demand for 
science? What more must we do to communicate the work 
of scientists? 

There has been a significant change in the last decade in terms of scientists 
understanding the need to build a stronger relationship with the public. 
The amount of communications activity primarily aimed at the public has 
expanded and this has had many benefits. But I still think there is a good deal 
of apprehension, more so within institutions than individual scientists, about 
involving the public in developing research. There is still a slightly ‘club-like’ 
view of their work and some barriers to break down. 

However, I believe there has been a change in the way scientists think about 
the potential of their work, its impact on society and the public. I think 
that we are seeing the development of interesting models for engagement; 
even ones where citizens themselves are becoming very active as citizen 
scientists or able to contribute and participate in science in their own right. 
A very interesting relationship is developing and who knows where it will 
lead. This is very exciting. 

During the conference, a representative from Alzheimer’s UK announced 
a new online ‘walkthrough laboratory’ to inform the public of the work 
involved in research. Are you regularly exposed to this type 
of innovation? 

One the very fortunate things about my job is that people often tell me a lot 
about these developments; there is a real energy out there and some fantastic 
creative ideas around. These ideas work best when the patients and public are 
involved and asked what they would find interesting. 

The concern, if there is one, is over possible duplication of work, or indeed 
that we might be unintentionally contributing to the information overload 
that members of the public feel. Part of the challenge going forward is to 
develop and give people the tools to search for and interrogate the evidence. 

What do you think is the role of open access? is it a positive move, and 
how beneficial will it be to NIHR? 

This is not really an issue for NIHR because we already publish all of our work 
and outcomes. We have just launched the NIHR Journals Library, which is an 
accessible portal for people to view all of those publications. 

When the debate around open access was very active about 12 months ago, 
of course everybody cited the public interest argument. However, I don’t think 
open access in itself will lead to a sudden and massive rise in public knowledge 
and interest because I suspect they won’t be given the tools to examine the 
evidence. Some of the proposals regarding the appearance of open access don’t 
mirror what the public’s behaviour is in terms of obtaining information, eg. not 
many of us go to libraries any more. Putting the sources in locations such as 
this doesn’t really make sense. Open access is a good thing, but it needs to be 
thought about much more deeply in terms of the routes in for you and 
I as consumers. 

Could you explain your interest in dementia patients? How do you address 
the needs for these patients and are sufficient provisions in place? 

My interest in dementia goes back 20 years – my grandmother had dementia 
and I have also worked for the Alzheimer’s Society. I am currently involved 
in work being conducted by DeNDRON to set up a registry for people with 
dementia and their carers to volunteer to take part in research. Often the carer 
will have a particular interest in their loved-one taking part in research and I 
think there are many safeguards in place to ensure that this decision is taken in 
the best interests of the person with dementia, eg. enduring power of attorney, 
the relationship they have with their consultant or health professionals, etc. 
There already exists a good framework to ensure that people with dementia 
who go into research will either be able to give consent themselves – which 
they are often able to do – or have a carer or nominated representative give 
consent on their behalf, but we can always improve upon this system.

I think it’s still a question of ethically keeping our eye on the ball. In the UK 
there is a surge of people, who are very desperate and have a terminal illness, 
for example, who comment that they would like to take an experimental 
approach and cut all the regulatory processes. The citizen part of me says this is 
absolutely right, but the other part of me is much more cautious. Realistically, 
you can only do that if there is a good partnership between the key people 
involved. It is potentially open to abuse and the necessary safeguards have to 
be in place to ensure public confidence. 
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