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Research transparency to become UK law in 2026

Join us to “Lunch and Learn” together online

Lunch & Learn sessions bring together patient advocates and ICR-CTSU staff to learn together in a
virtual informal session. At our second Lunch & Learn event (24 July) Georgiana Synesi (PhD student)
presented her work exploring underrepresented groups in bladder and head & neck cancer trials to 15

patient advocates and 20 staff.

Georgiana’s work included three projects. The first involved reviewing the demographic data of trial
participants in six ICR-CTSU trials recruiting during 2003-2023 and comparing these against NHS data
of people treated for these cancers to identify underrepresented groups. The second project reviewed
the eligibility criteria for all 68 UK multi-centre randomised clinical trials in head & neck and bladder
cancer over 2013-2023. This demonstrated how trial inclusion criteria can inadvertently and
disproportionately exclude some people (such as those with other health conditions such as heart
problems, or HIV). Georgiana shared her insights from the third project (REPRESENT study) where
she observed and interviewed 10 staff and 30 patients at an NHS Hospital Trust. If you missed this

session, you can watch it back here (login ppi-icrctsu@icr.ac.uk, password: stainless-zoom-doorway).

It is always a pleasure to see you all. Please come and join us at our next Lunch & Learn event on
Tuesday 2 December 2025, 13.00-14.00.
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Would you like to be involved in a video about

radiotherapy trials?

We are looking for volunteers to participate in a joint project between the Cancer Research UK & UCL
Cancer Trials Centre and the Institute of Cancer Research (ICR). The teams are working together to
create a series of videos for people who are considering taking part in a research study or who want to

learn more about research.

As part of this project, we are looking to speak with individuals who have been involved in radiotherapy
research studies, as patients or carers and who are willing to share their experiences and contribute

their voices to the project. More on the project can be seen here.

If you would like to take part please email ppi-icrctsu@icr.ac.uk for more information!



mailto:ppi-icrctsu@icr.ac.uk
https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fus17.mailchimp.com%2Fmctx%2Fclicks%3Furl%3Dhttps%253A%252F%252Fyoutu.be%252F1wvw6k7kT6s%26xid%3D525049c402%26uid%3D245090582%26iid%3D8d0e59a94c%26pool%3Dcts%26v%3D2%26c%3D1763738054%26h%3Dded35651d0035495debaa6f138952042c54cc3dc9f60cf050162a4f3dff8e7b9&data=05%7C02%7Cppi-icrctsu%40icr.ac.uk%7Cb36d9e8f6a164028062d08de2910a614%7C6138f7b9eeea47f7a06bb90a692f238e%7C0%7C0%7C638993348662523367%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=QHhUUbqZTiKp%2FCTxpS3WR9SjINfvf77oGcoV7xYdwCc%3D&reserved=0
mailto:ppi-icrctsu@icr.ac.uk?subject=&body=

Patient communications at the Cancer Trials Centre
@O Unlisted

CR UK & UCL Cancer Trials Centre E :
S Hue @ pow Qo

Opportunity to get involved:
the REDEFINE study

Finding better ways to run clinical trials: (

the REDEFINE study [IEAGEERAS

Cancer clinical trials often require participants to have extra tests and assessments which involve
extra hospital visits. This can be inconvenient for patients and add pressure on NHS staff. Since
COVID-19, healthcare has changed to include video calls, home testing kits and other remote

methods, but trials need to keep up.

Many people with cancer find it hard to join clinical trials due to travel, finances, caring
responsibilities, or other barriers. The REDEFINE Study is not a clinical trial itself. Instead, it aims
to understand how trials can become more flexible and accessible for everyone, no matter their
situation.

The study involves interviews, focus groups, and workshops with people affected by cancer, their
caregivers, and healthcare professionals. It will explore how technology, like video appointments,
online questionnaires, GP blood tests, and home treatment kits, might help people take part more

easily.



By gathering views from a wide range of people, the REDEFINE Study hopes to find better ways to
run cancer trials, improve access for underserved groups, support the NHS, and speed up

progress in cancer treatment.

If you would like to register your interest in taking part please email redefine@icr.ac.uk or scan the
QR code.

INTERACT-R Survey:

thank you for your feedback

+~ INTERACT

On the 15" August we sent you an email to request your input on the INTERACT-R project, which

aims to assess the inclusivity of our research. For more information on INTERACT, see our website.

www.icr.ac.uk/interact

A huge thank you to everyone who took part in the survey. Out of 87 patient advocates invited, we
received 27 responses — a response rate of 31%. All responses were anonymous.
We’re pleased to share that:

e 22 respondents (81%) said they strongly support the aims of INTERACT

¢ 4 respondents (15%) said they mostly support the aims

¢ 1 respondent was unsure and requested more information

¢ No one expressed disagreement with the project’'s aims

Feedback received:
We have also received some suggestions from patient advocates that we have taken on board and

included in the project:
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¢ Including what matters to you: You highlighted the importance of capturing a wide range of
characteristics, such as disability, other health conditions, and whether someone lives in a
rural or urban area. We’re making sure these are included in the data we request.

e Sharing the findings: You told us how important it is to communicate the results back to
patients and the public. We completely agree — we plan to sharing what we learn as widely
and clearly as possible.

o Keeping your data safe: Some of you asked about data security. We want to reassure you
that the data we receive from NHS England will not include any information that could identify
individuals. It will be stored securely and only accessed by essential staff at ICR-CTSU. Once
the project is finished and the findings are summarised, we’ll permanently delete the data from

our systems.

Next steps: We're pleased to share that we now have ethics approval for the project. The next step is
preparing our application to request the data from NHS England. Our Patient and Public Advisory

Group which consists of 6 advocate members will continue to advise on the project as it progresses.

Improving patient information leaflets

Making trials more accessible in FAST-Forward BOOST

FAST-Forward BOOST

Patient Information Sheets used in clinical trials are often long and complicated. Six patient advocates
working with the FAST-Forward Boost trial team at ICR-CTSU helped to create a two-page information
leaflet to be a clear introduction and the first part of a layered approach to help people to decide if they
want to know more. The six patient advocates together with Professor Anna Kirby (Chief Investigator)
and Karen Poole (PPI Lead) met online and worked together to agree the wording and produce the
leaflet design. The leaflet has been approved by the Research Ethics Committee and is now being
used across the NHS by hospital staff offering the FAST-Forward Boost trial to their patients. If people
would like to know more, they are then given the longer Patient Information Sheet. A huge thanks to
Vicky G, Fiona K, Sheridan L, Sarah M, Lorna McH and Nerys W for helping to create this leaflet!



This work was inspired by work done by the
“Making trials more Accessible through better
Patient information LEaflets” (MAPLE) project in
Bristol, who have been working with community
groups, patients and charities to help
researchers to create accessible information.
Click here to read more about the MAPLE project
and the MAPLE team will join us at a Lunch &

Learn event in 2026.
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Information Leaflet

What is the purpose of the study?

We are looking at whether we can reduce the
number of radotherapy treatments for patients with
DBreas! Cancer who 3580 Neod DOOML reatment

R Py @ the use of 10 treal cancer
Many pecgie having radotharagy for Bresst cancer
can be teated in 5 days. However, your doclor has
advised that you need an exira dose of radisson
treatment to where the cancer was in your broast
(calied a boost dose).

This boost dose used 10 be given as extra doses at
the end of the breast radiotherapy featment course. |
Now it is usually given as part of breast radiotherapy _
over 15 daly treatments. This study Is looking 10 see if boost Featment can
given as part of breas! radotherapy over 5 days nstead

Why have | been asked to take part?

You have boen aiked 10 taks part in this cinical nal Because you need
radotherapy treatment that includes a boost. You can choose if you would like
1o take part or not

It is important that peopie fom kots of dfferent backgrounds take part in
cAnical trials o that we can improve healthcare for everyone.

What will happen if | take part?
If you take part in this cinical trial, you will be put into cne of three groups

You will have ether e usual 15 daly radotherapy treatments (including the
boost) or 5 dally raciotherapy treatments (including the boost).

We are investigating two siightly different boost doses 50 there are two groups
having radictheragy treatment over 5 days.
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Boost radotheragy Boost radiotherapy Boost rasotherapy
over 18 days over 8 days over Scdays ot
sightly diffecont dose
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Peopie will be put into & group randomly, 50 that each person has an equal
chance of being in one of these Mree groups (but a 2 in 3 chance of being

allocated troatment over & days). We do this so that we can test whether the
shorer treatments work in the same way as the longer treatment.

What will | need to do?

You wil be asked %o 8 out a questonnaire about your health before your
treatment, during your radictheragy treatment and then 3 months later

You wil then be asked %0 complete a quesSonnaire every year for § years

Your docior will see you 10 check that your breast cances has not returned 1
youor afler your radiotherapy treatment, and again ot 3 yoars and S yoars.
How will this help?

We will compare findings in the groups hat had radotherapy over § days with
those in the group that had radicthenagy over 15 days. This will mean Dat we
3 nd out # all the treatments a0 % QOO0 88 elch other al SIOPEINg Cancer
from coming baci. It also aliows us 1o compare the side-aflects of each
treatment

What happens next?

If you are interesiod in taking part in thes clinical irial, there ame more detals in
the longer information bookiet

You can contact us # you have questions aboct this study of your radotherapy
treatment

art JOCH WSO N a3 Contct datait]

Thank you for reading this information sheet.
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Results from NIHR Research Participant Voices

Survey 2024/5

N I H R | National Institute
for Health Research

The National Institute of Health Research conducts an annual national survey across England to

understand the participant experience in health and care research. The results of the 2024/2025

survey were released on 16 October. There were 32,268 respondents (29,664 adults and 2,604 young
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people). Those taking part in cancer studies accounted for the largest share of responses (16%,
5321). 91% of adults taking part in cancer studies, would consider taking part again, 94% felt that the
information that they had received before taking part prepared them for their study experience, and
93% felt their contribution was valued by researchers. However, 32% said that they didn’t receive
enough updates during their participation journey and 30% didn’t know how to access the results of

their study. You can read more about the survey and the results here.

The findings are particularly informative given the Health Research Authority “#Make it Public”
strategy. This initiative involves people and organisations across the community to improve
transparency in health and social care research. It aims to simplify the process of making information

public, make transparency easy and make it the norm.

Research transparency to become UK law in 2026

From 28 April 2026, the new Clinical Trials Regulations and Good Clinical Practice Standards will
come into force. For the first time in the UK, it will be a legal requirement to:

e Register clinical trials involving medicines in a public registry

e Publish a summary of trial results within 12 months of completion

o Offer to share a summary of results with participants (or other relevant people) in a way that

they can easily understand.

All ICR-CTSU trials are registered on public registries (such as the UK’s Clinical Study Registry,
ISCRTN, and the USA’s National Institute for Health Clinical Trial Registry Clinical Trials.gov). The

results of completed ICR-CTSU trials are also hosted on these registries, as well as on our website

here with links to summaries. We will be prioritising our work on trial summaries and sharing results

with research participants in 2026.

Home » Health and social care > Medicines, medical devices > Clinicaltrials and investigations

Press release
Clinical Trials regulations signed into
law
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Please email ppi-icrctsu@icr.ac.uk if you have any questions or if you would like to be

added to our mailing list!

For accessibility support, such as needing the newsletter in a different format, please email the PPI team at_ppi-

icrctsu@icr.ac.uk.

View email in browser

The Institute of Cancer Research - Clinical Trials and Statistics Unit
32 Oakleaf Avenue - Sutton, SM2 5GP - United Kingdom

November 2025


mailto:ppi-icrctsu@icr.ac.uk?subject=&body=
mailto:ppi-icrctsu@icr.ac.uk?subject=&body=
mailto:ppi-icrctsu@icr.ac.uk?subject=&body=
https://eur01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fus17.campaign-archive.com%2F%3Fe%3D__test_email__%26u%3D6a66903f2c55e8b38d45b7180%26id%3D8d0e59a94c&data=05%7C02%7Cppi-icrctsu%40icr.ac.uk%7Cb36d9e8f6a164028062d08de2910a614%7C6138f7b9eeea47f7a06bb90a692f238e%7C0%7C0%7C638993348662608801%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=El%2FP1Cm6LIehGtA3DGvUf4bIBplRVPC33l3Wc6UEyHI%3D&reserved=0

