Guidance for researchers on media coverage of ongoing
research involving patients
1. Aim of guidance
This guidance aims to help researchers, communications teams and research support staff to
make use of positive opportunities for media coverage of ongoing research without breaching
regulations, jeopardising the study or the reputations of those involved.
Even apparently positive media coverage can have a negative impact. If media coverage is not
dealt with carefully, it can jeopardise a study by being unethical, break patient confidentiality or
expose researchers and the organisation to complaints.
Researchers are reminded in particular about the issue of Research Ethics approval. Researchers
who fail to seek approval from the research ethics committee when it should have been sought
could be jeopardising their own work – publication without approval could ultimately lead to the
sponsor withdrawing sponsorship and then the trial would have to stop.

2. Issues researchers need to consider
Researchers are advised to consider the following:







Does the proposed coverage require Research Ethics approval? Could the coverage
effectively be seen as an advertisement for more volunteers? This may especially be so if a
‘case study’ is included. This difficult area is best discussed with advisers. See section 3 for
more discussion.
What are the local requirements for patient consent and confidentiality? Research
participants and patients are often very happy to talk to the media, especially if they have had a
positive experience. However, the NHS Trust may require that the patient signs a standard
media consent form and may insist that the interview is organised through the communications
unit.
Does the funder of the study require approval of any media coverage even while it is
ongoing?
Does the researcher have a contract with the NHS? NHS trusts usually require staff to only
have contact with the media via the Communications Department.

3. When is ethics approval needed?
All information directed at patients including adverts will need to have been approved by the
Research Ethics Committee before a study starts. Media coverage even after a study starts is
effectively information that can be seen by patients. Does that mean researchers should seek
ethics approval?
There is limited guidance from the National Research Ethics Service (NRES) specifically about the
approval of media articles. However, even if the suggestion for media coverage comes after a
study has started, the proposed article may need to be submitted as an amendment. Approval of
the amendment should be in place prior to use of the article. Bear in mind Research Ethics
Committees take approximately 30 days to approve an amendment and this may be problematic
with media deadlines.
We recommend a common sense approach. If researchers have any queries, they are advised to
discuss these with the approving committee. Researchers are advised that, whether or not ethics
approval is sought, they should do everything they can to ensure that any media coverage would
be approved ethically. Researchers should be careful that the use of case studies or quotations
does not raise false hope, coerce or mislead.
In particular the positive experience of one patient should be handled with extreme care.

Two useful examples
The Daily Mail article on a trial combining botulism treatment for stroke patients with physiotherapy
is a good example of coverage that was submitted for research ethics approval. In this case
approval was sought and gained. In this instance, care was taken to stress the ongoing nature of
the trial and the fact that it was not known what treatment the patient had had.
The BBC online article about a study looking at the use of artificial hibernation to treat strokes is a
good example of positive coverage that manages to create interest without using a case study. An
article like this that makes no claims for positive results and only covers the science, ideas and
clinical need behind it, may well not require ethics approval.

4. Who to tell about media coverage
Before approaching the media or responding to media enquiries, researchers are advised to
contact:




research support staff overseeing sponsorship of the study
the NHS trust’s communications department – if patients are to be interviewed or featured
the funder of the research.

The Joint Research Office and UCL communications department can also offer advice.
If there is likely to be negative media coverage, researchers should contact the relevant
communications department as soon as possible.

5. Tips on dealing with the media about an ongoing trial
Although researchers cannot control what is published by the media, they can influence it:




Make sure a journalist understands why care needs to be taken – they may well not realise
that coverage of an ongoing trial could break research ethics and actually jeopardise its
continuation.
Explain that you will provide information if the proposed article stresses the trial is ongoing.
When supplying quotes or copy:
o avoid making preliminary claims as to positive results or efficacy, and avoid phrases
that could, if taken out of context, imply positive results
o if a ‘case study’ is to be included, insist that, while one patient may experience
benefits, another may not
o stress that full results will have to be analysed to assess the efficacy and safety of a
treatment.

6. Making a story more exciting
It is possible to be positive and interesting without claiming efficacy or results:







Refer to previous studies. For example ‘Results from a preliminary study were promising
so we have set up this trial…..’ or ‘Previous studies in mice found that …. so this trial is
looking to see …….’.
Express your excitement at taking the next step.
Talk about the clinical need for this research.
Mention what is unusual about the research – for instance, ‘no other research has looked
at’ (but you must be certain of this) or aspects such as the size of the trial.
Highlight quirky ideas behind the research that ordinary people can latch on to. For
instance the use of ‘hibernation’ in stroke research in the attached example.
Talk about the previous breakthroughs in the science that lie behind the research.

7. Useful numbers
 Joint Research Office communications 020 7679 6166
 UCL press office 020 7679 9041
 UCLH press office 020 3447 9897
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