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In this month's newsletter
Welcome
Hello everyone and welcome to your public involvement newsletter.
We have created a text-only version of the newsletter that should be easy to print. You can also view the newsletter as a webpage. Click on the link at the top of this newsletter and zoom in using the ‘Ctrl’ and the ‘+’ symbols. 
For support with this, or if you need the newsletter in a different format, you can read our guidance, email the public involvement team at public.involvement@hra.nhs.uk or call on 0207 104 8161.
If there is something you'd like to include, or learn more about, do let us know. In this month's newsletter:
Updates on our work: Community Committee
Writing guidance on public involvement in the design and conduct of phase 1 healthy volunteer studies
​New guidance on employment and tax for members of the public who are offered payment for involvement  
Update to the public involvement resources page of our website
​Barts Health NHS Trust host an event about sharing knowledge and building trust 
Introducing Gurtej Brar
Public involvement in the work of the HRA
In this section, we give a short update on some of the involvement activity we have in progress and share new invitations to get involved in our work.
Help shape our new visual identity
We are looking for three members of the public to help develop our visual identity by attending:
an online workshop to give feedback on some initial designs
a feedback session, where we update you on the designs selected and hear your thoughts.
In line with our payments policy, we can offer £75 involvement fees. 
If you're interested, please read the details below and apply by 12pm on Friday 10 May 2024. 
Find out more and apply
Updates on our work: Community Committee
​Our Community Committee has now met three times, in October 2023, December 2023 and March 2024. 
​The committee’s first task was to discuss how to work together and agree a formal terms of reference. They have also been looking at the reports the HRA’s Board receives every three months to provide advice and highlight issues. If you’re interested in seeing the other points discussed, the agendas and notes are on the HRA’s website.  
​The Committee has 11 members, drawn from Research Ethics Committees, members of our Confidentiality Advisory Group, and members of the public who have direct experience of health research. Andrew George, a non-executive director of the HRA, chairs the committee. We are recruiting a co-chair from the committee members.
Read a blog by committee member Jan Speechley
What difference is public involvement making to the HRA's work?
In this section, we aim to respond to one of the questions we're asked the most – how has our work improved things for other people? 
Writing guidance on public involvement in the design and conduct of phase 1 healthy volunteer studies
We have been working with the Medicines and Healthcare products Regulatory Agency (MHRA) and the Department of Health in Northern Ireland to write guidance on public involvement in clinical trials. The guidance will support the introduction of new legislation on clinical trials in the UK.
Clinical research aims to find out more about an illness, condition, treatment, therapy, or care. This sort of research may ask people to take part by testing a new treatment, using a device or by being cared for in a certain way. It may also ask them to provide information about the care they usually have.
Public involvement means that patients or other people with relevant experience contribute to planning, carrying out and sharing the results of research. This helps make sure research is relevant, well communicated and that people have a good experience when taking part.
Following a survey, we learnt that there is a lot of guidance about public involvement. But there is not much guidance specific to public involvement in phase 1 healthy volunteer studies. There are usually four phases of clinical trials. Phase 1 is usually the first time the treatment or product is tested in humans. It usually aims to learn about what happens to the treatment in the body, and side effects. People who take part in these studies do not have the condition being studied or any significant health problems. They are referred to as healthy volunteers. Participation of healthy volunteers in phase 1 clinical trials is essential for the successful development of new and better treatments.
Chris, an experienced volunteer, and Damilola Odunlami, HRA Public Involvement Manager, reflect on how they have worked together on this project.
Chris, an experienced volunteer
'This project is a gathering of different perspectives. It includes professionals as well as the volunteers who actually take part in phase 1 research and make all of this research viable and sustainable.
'Perhaps the most difficult aspect of this collective exercise has been finding a time and day that is convenient for everyone to meet at the same time!'
Damilola Odunlami, HRA Public Involvement Manager
'Some challenges we faced was the need to be mindful of any possible barriers to sponsors when producing the guidance so that we can remain competitive in the global research community and continue to attract study sponsors to the UK whilst also meeting public involvement requirements as set out by the HRA.
'Hopefully, we will have achieved that when the guidance is published. '
Read Chris and Damilola's reflections in full
HRA news
In this section, we share news about some of the HRA’s work that we think you may be interested in. You might also enjoy exploring the news and updates section of the HRA website. 
​New guidance on employment and tax for members of the public who are offered payment for involvement  
Last month we published new pay guidance for members of the public involved in health and social care research.  
​We wrote the guidance with the National Institute for Health and Care Research (NIHR) and Health and Care Research Wales.  
​We hope the guidance helps people understand their rights and responsibilities. 
​​It includes information on how payment for involvement may impact on: 
​employment and tax status  
​​self-employment status  
​​welfare benefits   
​​An easy ready version of the guidance aims to make the information easier to understand. The guidance has also been translated into Welsh. ​  
​​Contact the public involvement team on public.involvement@hra.nhs.uk or on 0207 104 8161 if you would like this guidance in an alternative format​. 
Read the guidance
Update to the public involvement resources page of our website
We have recently refreshed the ‘public involvement resources’ page of our website. The page is for research teams. It includes hyperlinks to guidance that’s in line with our best practice principles, and the UK Standards for Public Involvement.
For a longer list of resources, we suggest looking at the Learning for Involvement website where anyone can search for or upload resources.
Look at the webpage to see the resources
Public involvement news from outside the HRA
In this section, we share news of activities organised by other groups or organisations. To find out more about the activity, please contact the organisers directly.
To include a news item relating to public involvement in health or social care research, please email the public involvement team at public.involvement@hra.nhs.uk 
​Barts Health NHS Trust host an event about sharing knowledge and building trust 
On Thursday 23 May from 5.30pm to 7pm, Barts Health NHS are hosting an event for anyone interested in transparency and knowledge sharing in research. 
​Speakers will include:
Clive Collett, Head of Policy and Engagement at the HRA and a public member of our Make it Public campaign group
presentations on best practice from the Barts Experimental Cancer Medicine Centre (ECMC), and the Barts Life Sciences Precision Medicine Programme
​The event will take place at Queen Mary's in Whitechapel, East London.  
​It’s a free event but you should book a ticket using the link below. 
Find out more and book free tickets
Do you know?
In this section of the newsletter, we introduce you to our colleagues and the people we work with. 
Introducing Gurtej Brar
​Gurtej is Head of Service Delivery, a team that sits within the HRA’s Digital directorate and is responsible for service delivery and customer support services for our research systems. These systems include IRAS, which people use to apply to do, and then manage, health and social care research in the UK. 
​The team aims to provide users with a fast and efficient resolution to any queries.  They also design and implement new processes and use best practice to continuously improve the services we offer.  
​What motivated you to work in this field?   
​I have always had an interest in working in service delivery and management as far as I can remember. I have never experienced a dull moment. I'm motivated by the challenging nature of maintaining service delivery standards.   
​What would you like us to know about your work at the HRA?  
​Most of my work involves planning, developing, and embedding Service Management processes across all our digital systems. These include Request (where users need something), Incident (where something has gone wrong or doesn’t work as expected), Problem and Change (two methods of proactively reducing the number of incidents), and Continuous Service Improvement. 
​In my world, no day is the same. Priorities can change quickly! All planned work sometimes needs to pause if there is a major incident, as I’ll be leading the team’s response. I’m also heavily involved in the work the HRA is doing to develop our future online systems.  
​What are the interesting challenges in your work?  
​​There are unpredictable incidents that are part and parcel of any IT and digital system, as well as the additional challenges that come with designing and maintaining our response processes.  
​​It’s also important we work effectively with many people and organisations. Successful service delivery involves close collaboration with our HRA colleagues, our partner organisations and our suppliers. 
​Working from home and having a three-year-old toddler enter your room while you have meetings is a challenge in itself! 
​Having a supportive and fantastic set of HRA colleagues, and the option of working from home, helps address these challenges.​ 
---
If anything in this email is unclear, you have questions, or would like to suggest something you'd like to learn about, please email the public involvement team at public.involvement@hra.nhs.uk or phone the public involvement team on 0207 104 8161.
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