Patients Participate!

Bridging the gap between information access
and understanding
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The Patients Following consultation with representatives from the research and academic
. | communities, medical research charities, patients and other related groups,
Er?c:?r?g;ate. the following key findings are presented:

1. A lay summary should be published for every UKPMC article.
Medical research charities would value the ability to link to lay summaries
on UKPMC. This would help demonstrate the impact of their funding to
supporters.

2. Guidelines and templates can help in writing lay summaries.
Sharing existing resources and expertise could be useful. The following
organisations have resources available: Arthritis Research UK, Asthma UK,
CancerHelp UK, Muscular Dystrophy Campaign.

3. Many people who write lay summaries told us they would value
feedback on whether their summaries are pitched at the right level
for their audience.

Developing digital tools for rating and giving feedback would be useful.
More work is needed to refine the procedures which assure trust and
credibility.

4. Engaging with the wider community is increasingly important for
researchers.

“Open information has most value when there is a broader community
ready, willing and able to engage with it and benefit from it; every
researcher can help to make that participation happen.” Chris Lintott,
Galaxy Zoo.

“Many researchers struggle to write in lay language. This shows the
divide between researchers and patients. More emphasis on writing lay
summaries by researchers is needed” Delphine van der Pauw, Epilepsy
Research UK.

Some universities now offer PhD students training in communicating with
non-scientists. Providing this training more widely would be valuable.

5. New media should be considered for the wider dissemination of
research.
Successful examples include Wikipedia and PatientsLikeMe.

6. Proactive support from funding bodies and publishers would help
drive momentum if lay summaries are to accompany published
articles.

7. All of the sectors that we engaged with were enthusiastic about
improving the communication of scientific research.
We hope that we can build on this support and that others can use our
findings to continue their own work in this important area.
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e CancerHelp UK - the patient information website for Cancer Research
UK, produced by a team of expert nurse writers

e Asthma UK - demonstrating the value of patients’ input, knowledge
and expertise

* Muscular Dystrophy Campaign - empowering patients and
researchers to produce information

e EuroStemcCell - public website emerging from scientific collaboration

e Cancer Research UK and Wikipedia - embracing existing
crowd-sourced and peer-produced health information resources

* PLoS Medicine - peer-reviewed scholarly journal has a lay summary
with every article.

Patients Participate! resources are available from the project website:
http://blogs.ukoln.ac.uk/patientsparticipate/

e Literature review: Usability and human factors in citizen science
projects and associated trust and credibility on the Web.

e Case Studies.

¢ Information about involving patients and the public in talking about
medical research.

* Perspectives from medical research charities.

¢ Briefing paper on citizen science.

¢ How to write a lay summary.

Details of references and other resources mentioned in this leaflet are
available from the project website.

The Patients Participate! project was led by UKOLN, University of Bath
with the British Library, the Association of Medical Research Charities
(AMRC), the Digital Curation Centre and Sage Bionetworks.

The Patients Participate! project was funded through the JISC eContent
programme 2011
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JISC is the UK’s expert on information and digital technologies for education and research.



