Notes from the Annual Friends’ Meeting held at 2pm on 19th March 2020
Held by teleconference due to coronavirus
Richard Surman, Chair of the Trustees of PRDA welcomed everyone to the
teleconference and thanked all participants for taking time to join us at this difficult
time. He expressed PRDA’s deep appreciation to all Friends and supporters for
continuing to support the charity, and to the many professionals whose collaborative
working on PRD and advice to PRDA is so important.
Richard gave a brief overview of PRDA’s progress in the past year, highlighting:
a. PRDA hosted a meeting of gastroenterologists and other PRD
professionals at the British Society of Gastroenterology’s annual
conference in June 2019 in Glasgow. This has enabled a professionals’
group to continue to collaborate on key issues such as clinical standards
for PRD services and education for professionals.
b. Progress has been made on improving information offered through our
leaflets and website, a new fundraising pack has been produced (please
read!) and the helpline manned by Jane Norris-Jones is as busy as ever.
c. Expansion of our trustees and volunteers – there is ongoing work to make
the charity more efficient and effective, with more ‘hands on deck’. Please
get in touch if you feel you are able to help PRDA in any way.
He assured everyone that patients always come first at PRDA, and all the work
behind the scenes is designed to benefit patients and carers who are affected by
PRD.
Dr Shameer Mehta, Consultant Gastroenterologist at University College
Hospital, London gave a very interesting talk on ‘Nutritional Factors in Pelvic
Radiation Disease’. The slides are attached.
He described how, as a specialist doctor working in nutrition, he is seeing increasing
numbers of people with PRD, and the rate of referrals is growing faster than for
inflammatory bowel disease (IBD). However, due to PRD being a relatively recently
recognised disease compared to other gastrointestinal diseases, t is not well
understood particularly with regard to nutrition. It is therefore important to look at how
other gastrointestinal diseases are managed to see if anything can be learned that
will help people with PRD.
He pointed out how the effect of radiotherapy on the gut function means that many
PRD symptoms may exist together, and one symptom (such as diarrhoea) may be

caused by several different problems, so it is important for clinicians to follow the
guidance for testing and treating GI symptoms of PRD.
He explained how malnutrition is very prevalent in cancer patients and is very
important for quality of life and to increase survival, but that it is not easy to identify
people who are malnourished. People may have a good BMI (body-mass index) and
be active but still be malnourished. People affected by PRD are particularly at risk of
malnutrition.
Unfortunately, there are not many studies that show what are the best nutritional
therapies for people with PRD. There is indication that dietary interventions such as
high fibre, low fat diet and probiotics may help or reduce symptoms of PRD.
Malnutrition may be improved by increasing calorie intake, taking oral supplements
and, for those with serious conditions, tube feeding or parenteral nutrition (nutrition
direct into the bloodstream).
Note: Please consult your own healthcare professionals if you are concerned about
whether you may have malnutrition.
A question was asked about the role of physical activity in PRD. Shameer agreed it
was very important but the NHS does not advise enough about the benefits of eating
well, resting, and doing physical activity. Muscle mass is important, and just eating
protein won’t build it up – but there is a lack of evidence on what kind of exercise
would be most helpful, and when it should be done. There is strong interest in
‘prehabilitation’ i.e. starting to exercise and improve nutrition before cancer treatment
starts.
Dr Helen Ludlow, Macmillan Nurse for Late Gastrointestinal Effects of Cancer
Treatment at University College Hospital, Llandough, Cardiff talked about her
research into people’s experiences of living with gastrointestinal effects of
pelvic radiotherapy. Her slides are attached.
Helen has been an IBD nurse for many years, and started to study PRD about 6
years ago as part of a service development research project (TrueNTH Postradiation follow up), for which she was awarded her PhD. When the project was
completed, direct funding did not continue for her PRD treatment service, but
fortunately she has been able to carry on seeing patients in Cardiff.
Her research involved interviewing people with PRD and their partners, in their own
homes, to find out in depth what their experience is of living with PRD. She
mentioned how emotional this was for everyone, including herself, as people were
talking, probably for the first time, how they truly felt and had been affected by PRD.
The key issues she found are:
•
•
•

The stigma of having difficult bowel and bladder symptoms
People stop going out
Clinicians probably underestimate the impact of PRD bowel problems on
people’s day to day lives

•
•
•
•
•

Quality of Life questionnaires do not ask enough about the impact on people’s
lives – clinicians should ask questions such as ‘what matters to you?’
Poor healthcare provision for people with PRD
Attitudes from GPs and hospital doctors such as not believing the person or
saying ‘there is nothing we can do’
Support drops off at the end of cancer treatment, even between couples –
there is an ongoing strain of dealing with the chronic symptoms of PRD
People do not seem to be accessing support from the main cancer charities.

Her recommendations are:
•
•

•

Address psychological problems are these are significant - people with PRD
need to get the right kind of support
Raise awareness and education about PRD in health professionals, including
GPs, oncologists and CNSs knowing how to refer a patient to a local PRD
expert
Clinicians should not rely on tickbox questionnaires to find out about the
impact of PRD on a person’s life – there should be a meaningful conversation.

The challenges that Helen sees in getting these achieved is
•
•
•

•

Lack of funding for PRD services
Postcode lottery as to whether a PRD or late effects service exists locally
The COVID crisis is causing many clinic appointments to be done over the
phone, and possible delay in diagnosis of PRD, which makes it more difficult
to address PRD symptoms and psychological effects.
Lack of commitment from gastroenterologists to follow the PRD diagnosis and
treatment guidance.

She finished on a positive note, that there are a growing number of professionals
around the UK offering a service for PRD patients, and many of these professionals
are now connecting with each other. In addition, she is having a number of articles
published in gastrointestinal nurse journals, which will help to keep raising
awareness and could help to initiate new services around the UK.
Richard Surman rounded up the meeting by offering sincere thanks to both
speakers for their passionate and very interesting talks.
Richard announced that he and Jane Norris-Jones will be stepping down as trustees
of PRDA at the end of 2020. He asked everyone to acknowledge the enormous
amount of work done by Jane over many years, entirely voluntarily, on the helpline,
with the newsletter and in keeping everything running. Jane is not stepping down
completely though, and will continue to man the helpline, which we are very grateful
for.
He concluded by asking for people’s continued support for PRDA, wished everyone
well and hope that we meet face to face again before too long.
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