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Message from the Editor
Hello, <<First Name>>.
Welcome to the Autumn 2020 edition of
Leaker Life.
2020 has been a truly horrid year. Covid-19
has had an enormous impact on life in the
UK and abroad. While the NHS has done a
great job responding to the pandemic, it has
unfortunately delayed treatments for many in
our CSF Leaking community. We all hope to
return to something more like normal in the
very near future.
Despite Covid, the Association has still been
incredibly busy over the summer. We have
included in this Newsletter a fascinating
write-up from a second doctor who was
funded by the Association to attend
the SIH Conference at the Cedars-Sinai
Hospital, Los Angeles earlier this year.
We still need to fill more positions on the
Board of Trustees and to find more
enthusiastic volunteers to keep the work of
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the Association going. Please consider
helping out if you can. The forthcoming
AGM is at 7pm on Thursday 19 November
2020. All members are welcome to join via
Skype, although places are limited to 45
people. Proxy votes available for anyone who
can’t attend. Look out for a separate
communication about it next week with the
agenda and papers.
And lastly, my wife Claire has
proudly represented the CSF Leak
Association by raising sponsorship funds
by running the Virtual London Marathon. It is
still not too late to donate to the cause please see the write-up of her odyssey and
fund raising efforts below.

Russell Secker
Volunteer e-newsletter Editor

Cerian Baldwin was one of the Association’s founding
Trustees from 2016-2018, after which she took a break to
focus on her upcoming IVF treatment. Since then, she has
continued doing great work as the volunteer Finance
Administrator.
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For some, getting pregnant happens at the drop of a hat, but due
to my polycystic ovary syndrome, we needed IVF. We originally
started that process just before David developed his CSF leak in
2013, but when we realised how serious David’s condition was
and how long the road ahead might be, we put the IVF on hold in
the hope that focusing on his health would see him get better in a
year or two.
The years marched on for longer than any of us could have
imagined (and despite moving heaven and earth to find that fix, it
still proves elusive), but as I was approaching the age limit for IVF
we decided we could wait no longer: it was now or never. To cut
another rather long story short (IVF journeys are a story in
themselves), we finally have some uncompromisingly positive
news to share: we were delighted to announce the safe arrival of
our son, Calum, on the 27 July 2020.

We were, perhaps understandably, quite nervous at the prospect
of becoming parents as our lives were already very challenging
with David's CSF leak. Myriad thoughts and questions came and
went, not least how would we cope with a baby in the mix? But
becoming parents was something that we had both wanted and,
by this stage had suspected was just another one of life’s dreams
to fall by the wayside, so when the opportunity presented itself
and we had a very short ticking clock to work to, we decided to
jump in with both feet.
David’s condition means that daily life is still very much a
challenge for him and he has lost the privilege of choice across
much of his life, but he can still be a parent - and a good one at
that - so it seemed the right thing to do at the absolute right time.
https://mailchi.mp/80da38ded1da/newsletter-issue-no-11-winter-4663497
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Life is a challenge for me as well and his condition and life
limitations affect us all, but there is no shortage of love and
support in our family and it is wonderful to be able to share that
with a new generation.
Unlike David's CSF leak journey, my IVF and pregnancy
were relatively straight forward. Not entirely uneventful, but as the
trimesters passed, things settled down and progressed smoothly
(and just as well too, as by that time Covid-19 lockdown was in full
swing and hospital visits became far less straightforward). We had
hoped to have a natural home birth so that, amongst other things,
David could play a full role in the process whilst being able to rest
as much as he needed too, but Calum had different ideas!
In the end, after many, many hours floating in a birthing pool in our
sitting room, surrounded by David, my mum, two midwives and a
lot of empty Entonox bottles, I was transferred to our local hospital
and continued for another few hours in the labour suite. With
Calum determined not to come out the easy way, I ended
up having an epidural: given what we know about epidurals and
CSF leaks, I never thought I would be brave enough to
risk it, however the anaesthetist was extremely careful. David
found it fascinating to watch, having had over 20 epidural
procedures, he could watch and explain to me what was
happening every step of the way and what to expect!
And it was all worth it: we now have a beautiful, happy,
healthy and very lively baby boy on our hands.
They say it takes a village to raise a child and never has that been
clearer to us both. Before Calum arrived, due to David's CSF leak,
I already needed help round the house and garden and carry out
jobs and duties that he can no longer do. However, now even
basic tasks like getting a shower or eating lunch (never
mind cooking it) are a real achievement with a small baby
around. These are clearly issues for any new parents, but they are
particularly acute when one of them is so disabled.
With cots, cradles and car seats to grapple with daily, babies also
involve a lot of lifting, twisting and bending which gets heavier with
each passing day. How is a CSF leaker meant to help with that?
How on earth do women who develop a post epidural CSF leak
cope? We learn more and more about what a leaker parent can
and cannot do as every day passes!
Couple this with Coronavirus lock down restrictions and, in many
respects, the practical side has been far more challenging than
we ever imagined. I’m not sure that anything can truly prepare you
for your first child arriving, but a CSF leak and a global pandemic
adds extra complexity to almost every aspect.
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David had already worried about missing out on parenting classes
and supporting groups, but little did we know that it wouldn’t just
be him missing out on them, but us both. There are no baby
support groups and in Scotland we're not allowed to have visitors
to our home, so getting help has been very difficult. That, of
course, is paired with David’s own carers no longer being able
to vist each day, and our homehelp being unable for most of the
first lockdown period. Tough times, but we have been very lucky
to have my Mum and David's parents help us, and through all of
the ups and downs of the past coming on eight years we have
both been blessed with truly wonderfully supportive friends and
family.
And talking of family, as we get used to our new family life
ahead, we're starting to look forward and think of ways that will
enable David to join in some of Calum's activities away from
home. David's CSF leak is so severe it prevents him leaving home
unless there is somewhere on hand to lie down. He has been
principally housebound for most of his thirties (he’s just ticked
over into his fourties now), so his life is a permanent lockdown
and his 'up' time is very limited, so we need to get creative. It's
very important to me that David gets to join in as much as
possible and play as full and as active a parental role as he can,
both for his benefit and Calum’s. Our first goal is Calum's first
weekend away at a holiday chalet in the Loch Lomond &
the Trossachs National Park, then it will be Calum's first trip to the
swimming pool. It adds a whole new dimension to living with a
CSF leaker!
Despite all this, Calum is a very lucky wee boy. He has a Dad who
can spend time with him every day and not chained to a desk in
an office. A Dad who is still able to share with him his thoughts,
knowledge, experience and bad jokes. A Dad who never gives up
despite what life throws at him. A Dad who loves him very
much. It's a privilege to share the joy of parenthood with such a
Dad.
As a final word, and before I sign off, with the arrival of Calum and
all of the changes that that brings, the time has come for David to
step down as a trustee of the CSF Leak Association. His focus
now is on being a Dad, and after almost 6 years as a founding
member of the charity, the only trustee to have stayed on
continually since its inception and, as chair for almost four, one of
the main driving forces behind the association, it’s time for him to
have a break and focus on things other than CSF leaks.
David won’t be gone entirely as he still feels a conviction to help
others leakers best he can, and will still volunteer spare time to
assist with certain projects behind the scenes, but as we
https://mailchi.mp/80da38ded1da/newsletter-issue-no-11-winter-4663497
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encourage more in the community to consider joining the Board,
he has earned a break…if that is indeed compatible with
fatherhood!
Cerian Baldwin
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These are indeed very strange times in which we are living. The CSF
Leak Association had a charity entry set up to take part in the London
Marathon this April, but that race was deferred until October as the
Covid story slowly unfolded. Then in September that deferred inperson race was changed to a virtual event, meaning that runners
could run any 26.2 mile course of their choosing on the October 4th
date. Runners’ efforts were to be tracked with a smartphone app, so
that friends and family could follow their progress and support them
remotely for the duration of their run.
Our nominated runner was my wife Claire Secker. She had developed
some niggling leg injury issues over the summer, and so was not in
optimal physical shape as the October 4th date loomed. But she is
mentally very tough, and because lots of kind, generous people had
sponsored her, she did not want to let anyone down. So she just
decided that she must go for it, and get through the miles however she
could - run, walk, or crawl!
On the virtual raceday, Claire happened to be visiting family by the
Atlantic Ocean in Wrightsville Beach, North Carolina, so that’s where
she had to complete her marathon run. She woke at 5:30am, ate some
oatmeal, and prepared to set off as soon as the sun rose at 7am. The
weather was grey, cool and damp, but there was little humidity, wind or
blazing sun to contend with.
The early miles ticked by nicely, and the injured leg agreed to behave.
Unfortunately the London Marathon smartphone app was not so
cooperative, and only seemed to register Claire at the 2-mile and 12mile points on the course. At least it successfully knew when 26.2
miles was completed.
https://mailchi.mp/80da38ded1da/newsletter-issue-no-11-winter-4663497
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Running virtually is a very solitary experience compared to the buzz of
running with 50,000 other runners in a real race. Claire got some
support from our North Carolina neighbour Victoria, who cycled down
to the beach to provide a morale boost. Claire even managed to spot
another London runner who was wearing an official race number and
who was covering the same seafront road.
The miles ticked by nicely, even though the rain became progressively
heavier as the morning wore on. By the time she finished running
sometime after noon, Claire was soaked but very happy to be done.
She had raised a brilliant £2,000 for our favourite charity, and could
chalk up another successful marathon run. I couldn’t be prouder of her
efforts.

It’s not too late! Please consider donating to this very worthy cause
by clicking on the link below. Claire and the entire CSF Leak
community truly appreciate any donations:
https://uk.virginmoneygiving.com/fundraiserdisplay/showROFundraiserPage?userUrl=ClaireSecker1&pageUrl=1
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SIH Symposium 2020
Hosted by Cedars Sinai Hospital, Los Angeles February 2020

Dr. Linda d’Antona and Dr. Amar A Chotai in Los Angeles.
This is the second in the series of write-ups from this Conference. This
edition is from Dr. Amar A Chotai, an Interventional Neuroradiology
Fellow At the Royal Victoria Infirmary, Newcastle-upon-Tyne.
Background:
I am currently in the second year of a 3-year Neuroradiology
Fellowship, specialising in Diagnostic and Interventional
Neuroradiology, the latter involving both complex spinal and vascular
intervention. With regards to my spinal work, I perform lumbar
punctures, nerve root injections, spinal biopsies/drainages
and myelography under both CT and fluoroscopic guidance.
Having observed how debilitating a cerebrospinal fluid (CSF) leak can
prove to be, I started learning and reading more about the condition. I
am now being trained on how to safely and successfully perform fibrin
glue patches, with the aim of treating the CSF leak. The thirst to
further my knowledge led me to apply for the CSF leak bursary; it was
a privilege to be able to attend the third Intracranial Hypotension
Symposium in Los Angeles and learn from pioneers within the
field. This article shall provide a comprehensive review of my
‘Symposium Journey’ highlighting the key pillars of the CSF leak
pathway, including: the clinical presentation, diagnostic pathway and
treatment options.
Introduction:
https://mailchi.mp/80da38ded1da/newsletter-issue-no-11-winter-4663497
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CSF bathes the brain and spinal cord, and is incidentally 99% water, a
fact new to me! A spinal CSF leak is the underlying cause of
spontaneous intracranial hypotension (SIH), occurring in 5 per
100,000, typically in middle age (30-50 years) and with a predilection
for females (2:1, female:male). Despite being only half as common as
the well-known subarachnoid haemorrhage, it is often under- and
misdiagnosed, meaning that patients can suffer unnecessarily for
many years, with something both treatable and curable in many
cases.
The fundamental issue relating to the lack of awareness and
misdiagnosis of this debilitating condition is what drives me to further
my passion to manage and treat it.
Clinical Presentation:
The symposium commenced with a poignant lecture by one of the
leaders in this field, Dr. W Shievink. He aptly illustrated his first case,
which was on the 24th November 1991: surgical treatment of
spontaneous intracranial hypotension associated with a spinal
arachnoid diverticulum. It is fair to say that we have come a long way
since then, demonstrated by the fact that Cedars Sinai Medical Centre
have since evaluated 2270 patients for a CSF leak.
Patients commonly present with an ‘orthostatic headache,’ worse
minutes to hours after being upright, and alleviated upon lying flat.
There are also several other reported clinical symptoms, including:
neck pain, nausea/vomiting, light sensitivity, fatigue, cognitive decline
and movement disorders. Interestingly, as Dr. Deborah Friedman
(University of Texas Southwestern Medical Centre) discussed in detail,
in her talk ‘Every Cranial Nerve,’ the eighth cranial nerve
(Vestibulocochlear nerve) is the most commonly affected, resulting in
symptoms including vertigo, imbalance and hearing loss. Dr.
Jeremy Cutsforth-Gregory (Mayo Clinic) also described an
uncommon but recognised manifestation of SIH called Frontotemporal
dementia-like behavioural syndrome, characterised by behavioural
disinhibition, loss of empathy and hypersomnolence.
I feel that it is imperative for medical professionals, especially in the
community and emergency settings, to be aware of the myriad
symptoms that can be encountered with this condition, such that it can
be appropriately recognised and the ‘diagnostic pathway’ initiated.
The Diagnostic Pathway:
Dr. Richard Farb (Toronto Western Hospital) illustrated the diagnostic
pathway using the SIH MRI Protocol, whereby patients initially have an
MRI brain and spine examination.The key brain radiological findings
include: subdural fluid collections, engorgement of the venous
sinuses, pachymeningeal enhancement, pituitary hyperaemia, and
‘sagging’ of the brain. Of note, there is radiological overlap with Chiari
malformation, a condition in which ‘sagging’ of the brain is also seen.
As both conditions have a very different management pathway, it
is important to make the correct initial diagnosis. Professor CutsforthGregory (Rochester Mayo Clinic) interestingly described findings in an
https://mailchi.mp/80da38ded1da/newsletter-issue-no-11-winter-4663497
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unpublished study, demonstrating skull thickening or cranial
hyperostosis on the MRI examination for SIH patients, also known as
the ‘layer cake skull.’ Bony growth can occur to compensate for a
decreased volume of CSF. The study showed 13% of patients to have
this sign, and therefore this is definitely something worth monitoring in
the future!
Spinal imaging is performed to evaluate for a spinal longitudinal
extradural collection (SLEC), after which the patient is either SLEC
positive or negative. At this stage, it is important to identify the specific
type of leak, of which there are four:
- Type 1 leaks consist of a dural tear;
- Type 2 leaks represent a meningeal diverticulum;
- Type 3 leaks consist of an abnormal connection between CSF and
the venous system, known as a CSF-venous fistula;
- Type 4 leaks are indeterminate.
A Digital Subtraction Myelogram (DSM) is performed for further
evaluation, and is a dynamic form of imaging, where an intrathecal
contrast injection is performed, and imaging is acquired before and
after the injection. Three main types of leak can be localised: 1) rapid
leaks visible on MR and CT myelography as a SLEC; 2) ventral leaks
and 3) CSF-venous fistulae. Dr. Richard Farb found that in 43 patients
following the SIH MRI Protocol and DSM, the leak was located in 86%
of cases. If the patient was SLEC positive, he advised that the DSM
should performed with the patient on their front; it was most likely to be
a Type 1 or 2 leak with a 96% chance of successful identification.
However, he advised an initial lateral decubitus position with a SLEC
negative leak, which was likely to be a Type 3 or 4 leak, with an
identification chance of 67%.
Accurate leak detection is probably the most important part of the CSF
journey because if the leak site is not found the treatment pathway is
much more complex.
Imaging Solutions:
Obtaining images of suitable diagnostic quality is essential to be able
to answer the different clinical questions posed by this condition. As
a Neuroradiologist, the talk delivered by Dr. Peter Kranz (Duke
University Medical Centre) titled ‘Imaging Tips and Tricks’ was
extremely beneficial.
He opened with the crucial and often understated fact: ‘some imaging
is not the same as good imaging.’ It is very well-publicised that
imaging of poor diagnostic quality often raises more questions than it
is able to answer.
Epidural leaks are easy to see, but hard to localise. Localising a leak
enables more targeted treatment, and thus hopefully better outcomes.
The ‘shoulder problem’ is one interventionalists are unfortunately
accustomed with as they obscure the area of concern, which makes
leak detection extremely difficult. Therefore, for suspected ventral
https://mailchi.mp/80da38ded1da/newsletter-issue-no-11-winter-4663497
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leaks above the level of T3 (thoracic spine), an ultrafast CT is advised
to avoid the shoulders obscuring the lower cervical spine on the lateral
projection. For ventral leaks below T3 and lateral leaks, a DSM is
suitable.
For successful CSF-venous fistulae detection, experience is key, and
one must know what to look for. One should have technically strong
imaging with thin images (0.6mm slices), concentrated contrast, rapid
image acquisition and the lateral decubitus position. As Dr.
Richard Farb from Toronto also demonstrated, the prone position
identified 19% of CSF-venous fistulae, whereas the lateral decubitus
position identified 74%. This is further exemplified by the fact that prior
to April 2018, 50% of patients with SIH had negative spinal imaging,
but post-April 2019 just 25% of patients had negative imaging.
Finally, the Valsalva technique is extremely useful, performed by
forcefully blowing out, with the nose pinched and mouth closed.
This manoeuvre effectively impedes venous return due to a very
positive intra-thoracic pressure. This allows greater visualisation of a
CSF-venous fistula, one that may have been hidden during normal
respiration.
This was one of the most useful sections of the symposium for me
because common practical issues that I had seen or encountered
were tackled with sensible tricks, tips and solutions! This will help me
to perform these procedures more effectively, with greater success
and thus improved patient care.
Treatment:
One of the most fascinating aspects of the conference was learning
about advances in treatment, because this is fundamentally what I
thrive upon.
The initial treatment is conservative, consisting of bedrest, analgesics,
increased caffeine and hydration. Failing this, the mainstay of
treatment is the injection of autologous blood into the epidural space,
so called epidural blood patch (EBP). 10-20 ml of blood is used and
relief of symptoms can be instantaneous in a third of patients, which
means that it also serves a diagnostic purpose. If the initial blood
patch is unsuccessful, a further treatment can be performed with
a larger blood volume (20-100ml). Dr. Joseph Gemmette (University of
Michigan Hospital) delivered a brilliant lecture about a novel technique,
which I was not familiar with, in which a catheter can be used to
access the dorsal epidural space, allowing an epidural blood patch or
fibrin glue to be delivered at multiple levels. This mitigates patients
having to have multiple EBPs, a procedure that is known to be painful.
If there is no symptomatic relief after the blood patch, the next option
is a fibrin glue patch, which requires the exact site of the CSF leak to
be known. Dr. Shievink reports that a third of patients for whom an
EBP was unsuccessful will have relief following the fibrin glue patch.
Surgery is the final option and is reserved for patients who have had
unsuccessful treatments. Providing a structural abnormality or specific
https://mailchi.mp/80da38ded1da/newsletter-issue-no-11-winter-4663497
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CSF leak location is identified, this method is both safe and
successful.
I currently use catheters for vascular intervention. It would be useful
for me to formally observe and learn how to perform multi-level
epidural blood patches, with the view of implementing this at
my center in the future.
The Future:
The symposium provided me with an incredible opportunity to meet
and learn from leaders and pioneers within this field, for which I am
extremely grateful to the CSF Leak Association. The overwhelming
feeling during the symposium was that of a sincere passion and desire
to enhance both knowledge and expertise in this field, for the
betterment of patients suffering from this condition. The main
challenge lies in treating patients who have recurrent leaks
(approximately 10%), normal MRI findings, diffuse multi-level
leaks, and persistent symptoms despite resolution of the leak.
The future is exciting and developments include: better contrast
agents to detect slower or intermittent leaks; better gluing agents that
are able to plug leaks without compromising nerve roots or the spinal
cord; and better percutaneous devices, such as the curved needle, to
more easily access and treat ventral leaks.
Amar A Chotai
Twitter: @DrAmarChotai
Instagram: @dramarchotai

AND FINALLY...THANK YOU!
A huge thank you to everyone who completed our recent Covid19 impact survey. Every single response is valuable and will contribute
to the call for much needed improvements to the quality
of care for CSF Leak patients.
The survey is now closed having received 93 superb responses. The
information you provided will help us understand how the Covid19 pandemic has affected the delivery of services to our CSF
Leak community. We really appreciate your participation and we will
share the results with you when the responses have been analysed.
Clare Sargeant
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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
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