02/12/2021, 12:03

Newsletter - Issue No. 16 - Spring 2021

CSF Leak Association Newsletter | Issue No.16 | Spring 2021

Facebook

Twitter

YouTube

View this email in your browser

Website

Message from the Editor
Hello, <<First Name>>.
Welcome to the Spring 2021 edition of
Leaker Life.
2020 was a truly horrid year, but at least our
UK Covid-19 numbers are now trending in
the right direction. The NHS has continued to
respond brilliantly to the pandemic,
particularly with regard to vaccinations, but it
has unfortunately delayed treatments for
many patients, not least in our CSF Leaking
community. We are all desperately hoping to
return to something more like normal in the
very near future.
The Association has still been incredibly busy
despite lockdowns. This newsletter edition
focusses on the critical work of
partnering with our medical specialists to
develop effective guidelines to provide CSF
leakers with improved diagnosis, care and
treatment.
Information sharing across the Atlantic
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continues, and this newsletter contains a
great review of a virtual conference hosted by
one of the preeminent facilities in the USA,
Duke University Medical Center.
In addition, we are proud to announce that
our CSF Leak Association website is being
redesigned to improve knowledge and
experience of our condition.
We still need to fill more positions on the
Board of Trustees and to find enthusiastic
volunteers to keep the work of the
Association going. Please consider helping
out if you can.

Russell Secker
Volunteer e-newsletter Editor

Since the founding of the charity, it has been run solely by
volunteers. We are extremely grateful to everyone who has
helped over the years. You have enabled the charity to get up and
running to spread awareness and knowledge about CSF Leaks,
helping those suffering now and those who will follow in years to
come. As our work expands and develops, so too does our need
for more volunteers.
We are delighted to welcome new members to our team;
https://mailchi.mp/52bc50e1b9e2/newsletter-issue-no-11-winter-8482621
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Charlene who will be helping with social media and fundraising
and Farouk who will manage our volunteer base. Two social
sciences students from Brighton university have recently joined us
as part of their community engagement course. Steven is busy
researching the prevalence of CSF leaks for us and Laurie is
helping with a social media campaign.
We are particularly pleased to announce that Martin Boyd has
answered our call for a new Trustee, joining the Board earlier this
year. As things currently stand, the composition of the Board of
Trustees is as follows:
Clare Joy (Chair)
Tamsin Trevarthen (Secretary)
Cerian Baldwin (Treasurer)
Deborah Ogg
Clare Sargeant
Martin Boyd
We are a small team and there is still much work to be done. The
CSF Leak Association can only function and achieve all that it
does due to the work of its dedicated group of Trustees and
volunteers. We are always on the lookout for new people to join
us and help with specific tasks or projects. If you think that
volunteering with the CSF Leak Association may be for you,
please drop us a line at volunteer@csfleak.info.

Guideline development and Patient
Survey
Trustees Tamsin Trevarthen and Clare Joy have an update to share
about our work towards a guideline:
As many of you will be aware over the last few months we have
been working with a multidisciplinary Special Interest Group (SIG)
which has been established on the topic of Spontaneous Intracranial
Hypotension (SIH) for spinal leaks. The purpose of the group is to
develop a national consensus guideline for the clinical management of
SIH and to ensure consistency of care across the NHS in the UK.
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The group is composed of neurologists, neuroradiologists,
neurosurgeons, anaesthetists and headache nurses actively involved
in delivering care to SIH patients, as well as patients themselves. The
first workshop took place on 22 January with a second one on 19
March. The day long sessions are being held virtually as the
restrictions prevent us from meeting in person but that certainly didn’t
impact attendance as over 20 clinicians dialled in to work with us on
this critical initiative. Their shared commitment to work collectively to
transform the journey for our patient community was very evident and
those of us who attended were inspired by the engagement of all
those present, particularly at a time when there are so many other
demands on their time.
It’s expected that we will need at least three further meetings to
complete the process and those are all planned for this year. A special
thanks to our patient representatives who have all given their time to
attend and ensure that the patient voice is heard – Sarah Mead, Jenny
Pople and Russell Secker.
A crucial input to the work of this group is the completion of a patient
survey by the CSF Leak community and we have been absolutely
overwhelmed by your participation! At the time of writing we had
received almost 100 responses. This far exceeded our expectations
and will ensure that our experiences are considered in the future
diagnosis and treatment of SIH. A very special thanks to Clare
Sargeant, Trustee, whose support in preparing for the SIH SIG
meetings and the launch of the survey was invaluable and two
remarkable volunteers, Jenny Pople and Jessica Snape-Burns,
who have given their time to design and manage the survey and who
will be analysing your responses once the survey closes. Jenny and
Jess – we couldn’t have done it without you! We’ll share what we
learned from your participation in a future newsletter.
To gain wider input into the guideline development process, a survey
will also be conducted amongst healthcare professionals who may be
involved with managing SIH but may not consider themselves experts,
i.e. the wider target audience of the guidelines. In addition the process
will include inviting review by professional bodies of specialities whose
clinicians are involved in the diagnosis and/or management of SIH as
well as international experts of the condition.
We hope that the guidelines will be published in the summer of 2022
but in the meantime we will keep you updated of our progress along
the way!
Tamsin Trevarthen and Clare Joy
Trustees
https://mailchi.mp/52bc50e1b9e2/newsletter-issue-no-11-winter-8482621
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Duke University Medical Center,
North Carolina
virtual meeting
“Headache: The Highs & Lows of CSF Pressure Problems”
Dr Sanjay Cheema is a clinical research fellow at UCL Queen Square
Institute of Neurology, London.
One of the impacts of the Covid-19 pandemic over the past year has
been the switch of scientific conferences and medical teaching
courses from in-person to virtual meetings. This course, titled
“Headache: The Highs & Lows of CSF Pressure Problems”, was no
different, taking place virtually over two days in March 2021.
The meeting was hosted by the radiology department at Duke
University in North Carolina, USA. Duke is one of the
three major centres in the USA which have a dedicated team who
manage patients with cerebrospinal fluid (CSF) leaks and
have published a number of the scientific articles on this condition. The
speakers included neuroradiologists, neurologists, and neurosurgeons
from Duke and other centres in the USA.
Whilst the meeting did cover other conditions which can cause high or
low CSF pressure, the majority of the meeting was dedicated
to the diagnosis and treatment of spontaneous intracranial
hypotension (SIH) due to spinal CSF leak.
The first step in the pathway of a patient with SIH is the recognition
that their symptoms may be caused by this condition. Dr Simy Parikh
gave the first talk, which covered the clinical symptoms of SIH, of
which the most common is orthostatic headache (headache which is
provoked by becoming upright and relieved by lying flat).
A later talk by Dr Vincent Martin discussed the importance of
considering other conditions which can cause orthostatic headache.
This is particularly important as some of the investigations used in SIH
such as myelography involve high doses of radiation, and risk of
actually causing a CSF leak by puncturing the meninges (the
protective membrane which covers the brain and spinal cord and
https://mailchi.mp/52bc50e1b9e2/newsletter-issue-no-11-winter-8482621
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keeps CSF in its usual place). One of the more common
mimics, Postural orthostatic tachycardia syndrome (PoTS), was also
covered in a separate talk by Dr Jeremy Cutsforth-Gregory, a
specialist in autonomic nervous system disorders. He outlined the
management of PoTS, which includes a number of lifestyle measures
and sometimes medications to slow the heart rate or increase blood
pressure.
A series of talks on the first day by Dr Michael Malinzak, Dr Peter
Kranz, and Dr Pat Luetmer, discussed the various types of
scans which are used to identify CSF leaks. This is one area which
has developed significantly in the last few years. The development of
new myelography techniques in particular has meant that in some
patients a leak can now be seen which was not visible on the scans
available a few years ago. One of the major developments in this field
in the last decade has been the discovery of some patients with a
CSF-venous fistula. This is not a typical “leak” of CSF, but an
abnormal connection where CSF drains to a nearby vein.
An eye-opening talk by Dr Ian Carroll discussed spinal CSF leaks
which are caused by medical interventions such as lumbar
punctures and epidural injections. He presented a series of studies
which showed that many patients with post-dural puncture
headaches continue to experience disabling headaches months to
years afterwards. In a “back-of-the-envelope” calculation he estimated
that there may be as many as 15000 chronic CSF leaks per year
following epidurals in the USA.
The second half of the conference moved on from the diagnosis to the
treatment of SIH. The most commonly used treatment of SIH is nontargeted epidural blood patching. Although most people working in this
field agree that blood patching is the cornerstone to management of
SIH, a talk by Dr Timothy Amrhein highlighted that there is actually a
lack of high-quality evidence for the treatment of SIH with blood
patches. This is one area which would benefit from a highquality clinical trial.
Dr Linda Gray Leithe gave a talk on targeted treatment for CSF leaks
with targeted blood and fibrin glue patching. This was followed by Dr
Waleed Brinkijki presenting a newly developed minimally
invasive treatment for CSF venous fistulas involving passing a device
through the veins to close the fistula. In the second half of the first day,
there were a series of talks on the advantages and disadvantages
of different surgical approaches to treating CSF leaks.
There were a number of interesting discussions during the Q&A
sessions throughout the course. As a neurologist in training, many of
https://mailchi.mp/52bc50e1b9e2/newsletter-issue-no-11-winter-8482621
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the clinical questions which have come up when seeing patients with
suspected SIH in my own hospital were echoed by panel
members: How to define orthostatic headache? Which patients to
send for invasive imaging? How to assess response to epidural blood
patches? I am positive that radiologists and neurosurgeons attending
the meeting will have felt similarly about the imaging and surgical
aspects of SIH.
It is clear that there is still much that we do not know about this
condition, but a talk given by Dr Jill Rau towards the end of the second
day highlighted a number of new publications in the last couple of
years, which show that the understanding of this condition is
advancing faster than at any other time in history.
It was great to hear from so many specialists who are working on CSF
leaks, and attending certainly galvanised my own interest in this
condition. Hopefully courses like these will spark an even wider
interest among other healthcare professionals, with aims that align
well with the aims of the CSF Leak Association in raising the profile of
CSF leaks, increasing access to information, and facilitating research
into better understanding the causes, symptoms, diagnosis and
treatment of CSF leaks in the UK.
Dr Sanjay Cheema
Clinical research fellow
UCL Queen Square Institute of Neurology, London.

Redevelopment of our Website
Our website actually pre-dates the charity itself. It was initially
developed as an information source by former chair David Baldwin
back in early 2014. It was (and remains) a popular site and became a
focus for the CSF leak community in the UK and beyond. It was a
significant motivation behind the formation of the registered charity
that we are today. We are keen to build on its success.
Most of our members, and those who visit our current website have
limited abilities and are unable to travel significantly. Online
engagement is fundamental to the work that we do. It is our principal
‘shop window’ and is a core strand of our business and outreach.
In 2020, our website passed the landmark of one million views since it
was first launched and averages about 20,000 views each month. It
has served us well, but is built around a dated free template and
before mobile browsing became the norm. It is now showing its age so
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it is time to move forward. We were lucky to be awarded £9,000 from
the Hospital Saturday Fund towards the cost of site redesign.
We are currently working with a web design company to develop a
new website that builds on the successes of our existing site, whilst
providing an improved user experience and additional functionality that
will better fulfil our needs and those of our members. We hope to have
this up and running towards the end of 2021.
Cerian Baldwin
Trustee & Treasurer

AND FINALLY...THANK YOU!
A MASSIVE thank you to everyone who participated in our online
patient survey.
Patient involvement is an essential part of medical guideline
development and your input was crucial to the work being carried out
by the special interest group. By sharing your stories and experiences,
you are directly involved in the process and will help to highlight the
issues we collectively consider important for the SIH guidelines to
address.
By taking part in the survey, you have played a vital part in
transforming the journey for all spinal CSF Leak patients. Thank you
again.
Deborah Ogg
Trustee
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Raise awareness globally
If you're active on social media, why not check out our Twitter
feed and Facebook page? We publish regular updates, news,
articles and announcements about CSF leaks and related
conditions. If you wish to post your own content on social media
about CSF leaks, why not use the following #hashtags in order to
maximise exposure and secure awareness across the globe?

#CSFleak #SpinalCSFleak #headache #IntracranialHypotension #LeakerLife #uprightheadache

Spread the word!
If you enjoyed this newsletter, why not share it on social media or email it to your friends?

Share this newsletter on Facebook

Tweet about this newsletter

Forward this newsletter to a friend

Pin this newsletter to your board

The CSF Leak Association is a member of the Scottish Council for Voluntary Organisations.
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