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Message from the Editor
Hello, <<First Name>>.
Welcome to the Winter 2021 edition of
Leaker Life.
The Covid pandemic continues, but life is
slowly returning to a “new normal”. From my
personal experience, the NHS is starting to
address ever growing patient waiting lists, but
it’s clear that all non-acute cases are
frustrated by treatment delays measured in
months or even years rather than weeks.
CSF Leakers are especially affected by these
delays, as their often chronic conditions
cause them to languish untreated.
The Association is still incredibly busy despite
the pandemic. We need more trustees and
volunteers who can keep the fine work of the
Charity moving forward. Please volunteer
your time and energy if you possibly can.
This newsletter edition focusses on the
critical work of partnering with our medical
specialists to develop effective guidelines to
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provide CSF leakers with improved
diagnosis, care and treatment. It also reviews
the changes to the Association’s website,
accompanied by a fun new competition. And
thirdly, it features the difficult CSF Leak
journey undertaken by Martin Boyd and his
partner Viv.

Russell Secker
Volunteer e-newsletter Editor

Join our board!
We have ambitious plans for the future and we need more
trustees with the time and skill to help us support our members
and achieve our aims. You do not need to have been a trustee
before as our priority is to attract candidates aligned with our
mission, determined to engage, contribute, and challenge
constructively. The role is interesting and rewarding, giving you
the chance to exercise existing skills and develop new ones.
We are are particularly looking for experience in the following
areas:
Web based IT systems
Fundraising
Digital marketing
https://mailchi.mp/d59220aa69d5/newsletter-issue-no-11-winter-8933113
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Management/strategic planning
Scientific/clinical research
Board meetings are held via zoom every 2 months for 2 hours on
a Wednesday evening. You should expect to have to make a time
commitment outside these meetings (e.g., to read and contribute
to papers, respond to emails, and join ad-hoc calls) of at least ten
hours per month.
To find out more please contact volunteer@csfleak.info

Journeying with a CSF Leaker
Martin Boyd describes the journey he took as a carer for his wife Viv.

Having been a neuro rehab physio for over twenty years I felt quite
knowledgeable about neurological conditions. In 2018 I was to be
confronted with a condition I had never heard of before, Spontaneous
Intracranial Hypotension (SIH).
On the morning of December 10th I received a call from my wife Viv
asking me to come and pick her up from the GP surgery where she
worked as a nurse. She had taken unwell with a sudden head pain
that felt better lying down. I found her laying on her own consulting
room couch with the lights turned off. From there I drove her straight to
A&E where a CT scan revealed nothing unusual and we were sent
home.
After two more days of Viv lying in bed due to the unusual upright head
pain, along with light sensitivity, I decided it might be meningitis or
something more acute and insisted on an emergency GP appointment.
From this, Viv was admitted to the Medical Admissions Unit (MAU) at
the local district hospital. This was to be the first of six hospital
admissions in six months.
The upright head pain was the main issue and so the doctor in MAU
contacted our regional hospital neurology department for advice. I
believe if a doctor thinks they know one thing about CSF leaks it will
be the symptom of orthostatic head pain. And so it was that the
diagnosis of SIH was made over the phone by a neurology registrar
30 odd miles away. A head MRI was reported as normal so we were
incredibly fortunate to have a diagnosis of SIH so early on. This
proved crucial for our journey through the health system as the head
pain morphed into head pressure forcing Viv flat & other symptoms
became prominent. From that first moment of diagnosis, we never
once doubted it.
Within days a blizzard of different symptoms arrived. Sensitivity to
sound as well as light; blurred vision; voices sounded like robots;
https://mailchi.mp/d59220aa69d5/newsletter-issue-no-11-winter-8933113
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nausea; imbalance; tinnitus; head pressure were just some of the
issues that presented. Overwhelmingly though Viv just felt really ill.
Life has been derailed and she had to lie down most of the time to
relieve the pain and pressure in her head. Family Christmas at our
home was cancelled.
Knowing the diagnosis gave the opportunity for research. Viv was
already reading up about SIH while still in MAU and I remember her
saying "I think I'm in big trouble". Later she came across the most
helpful video of the condition we have seen: "The mystery headache"
by Dr Ian Carroll https://youtu.be/QyvWxobqKrc was so informative
and clear, I was able to understand what she was going through. It
helped me and our relatives who watched it to just 'get it'. From then
we stopped encouraging Viv to try and stay upright for longer. That
video gave me the understanding that the condition was "FIXABLE".
And this word fixable became the safety net word, the reassurance
and hope. At that stage though, I still blindly believed doctors would
know what to do. Empowering ourselves with knowledge would
provide the drive in making future decisions.
There were two blind blood patches given four & six weeks after onset
of symptoms but no improvement. Though bedridden, Viv's failed
patching, along with an MRI that we later found out was misread as
normal, would now cause the diagnosis to be doubted. However
heartbreaking, failed patching early in the leak journey would prove
helpful in driving decisions.
At home, between hospital admissions, our two teenage boys and I
tried to adapt, took on household chores and became Viv's carers. A
day bed downstairs to be among the family, trying generally to be quiet
so as not to irritate hypersensitive ears. Viv lost weight as she couldn't
be upright long enough to eat a meal and felt nauseous. I kept healthy
snacks like nuts and fruit next to her and she would grab a little
something to eat and drink whenever she got up to use the bathroom.
A leaker’s version of multitasking! Visitors and messages were so
helpful for mental well-being. I was coordinator of visitors and updater
of news to family and friends. So as not to run out of precious minutes
upright, for the morning routine I would even put toothpaste on Viv's
toothbrush, lay her clothes out ready to put on & place a towel on the
bed so she could quickly lie down to dry her hair. Being upright a
moment too long would result in her crashing down, unable to speak
or move. I would leave breakfast beside her before going to work and
a hot water bottle to help the nerve pains in her arms. Upright time
was too limited to do these things for herself. I was so worried at how
ill Viv was and it also had a knock on effect on me. She had told me
she couldn't think for herself anymore and asked if I would please be
her advocate. I felt the weight of responsibility for getting her decent
medical help, was worried, stressed and tired.
In researching CSF leaks we had read a paper by Professor Jürgen
Beck. He had an astonishing success rate with bone spur removal and
dural repair operations. We had no idea what the cause of Viv’s leak
was, but we were now aware there was a leak expert in Germany. It
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felt a long way away. Inspire (a community support group) was a place
where fellow leakers shared information and I connected with
someone who had made contact with Prof Beck's team in Freiburg. I
began to think it a possibility we could travel there. Viv thought I was
crazy!
The final three week admission to the regional hospital was chaotic
with no treatment plan in place. A previous spinal MRI continued to be
misread as normal and when I asked about a CT Myelogram I was told
"we don't do them because we don't find leaks". "No more scans"
became the mantra. Finally a lumbar puncture, which Viv had long
resisted, confirmed a leak. A blood patch was planned, then refused
by an anaesthetist who said “we need to locate the leak!” A
radionuclide scan was planned but we knew it wasn't the one needed
to locate a leak.
Viv had lost all hope in getting the help needed. She was often told
she would “just get better”. I kept saying she was getting worse. The
phrase "You might need to live like this" was a hammer blow. While
there was definitely reason to be depressed, I believe it to be a
physiological cause too. I tried really hard to encourage and lift her
spirits with minimal success. I had a vivid dream of me grasping Viv
who was in a dark brown swamp, while I was hanging onto her from a
steep slope and in turn I was being pulled up by friends. Occasionally
Viv would go under the surface. She left hospital that final time in a
far worse physical and psychological state than I could have imagined
and no treatment had been given.
A Mayo trained Professor of Interventional Neuroradiology with
knowledge of spinal CSF leaks was an unexpected family contact in
the USA. His good advice we well understood and that was to "get to
the specialist". But where? I had reached out but failed to obtain help
via other routes in the UK. I didn't know how we would do it but I felt
our only hope was to get to Professor Beck's team in Freiburg,
Germany. I sent Viv's scans to them by Dropbox and while Viv was still
in hospital I spoke with Dr Fung by phone. He was the first doctor I
had spoken to who really understood the condition. He had reviewed
Viv's scans, listened to me explain her symptoms and then simply said
"if she comes here I think we can help her". There was hope once
more! It took me a while to persuade Viv to consent to go, but as soon
as she gave her consent I started making plans while Viv started
learning some basic German. Funding was now the issue.
Ever sent a "send to all" message a là Michael McIntyre? I did that on
the day I set up our just giving page. Our estimate for the trip was
based on a quote from Freiburg hospital plus travel costs and
accommodation for me. We could not afford to go without raising
significant funds. There was physical and emotional support
from friends and family, and now we had to put a begging bowl out too.
Our network of contacts, friends, family, church community, even Viv's
patients and complete strangers all contributed. Our local paper picked
https://mailchi.mp/d59220aa69d5/newsletter-issue-no-11-winter-8933113

5/12

02/12/2021, 12:03

Newsletter - Issue No. 17 - Winter 2021

up the story and published a front page article with the link. My band
put on a fundraising concert, friends put their creative skills into
practice to raise money with coffee mornings, cake sales, selling lights
made out of gin bottles and handmade cards. We were astonished and
humbled when the money came in and our Freiburg trip became a
reality.
Midnight the 15th April 2019 a private ambulance arrived to take us to
Freiburg. Viv was able to lay flat for the 16 hour journey and on arrival,
exhausted, we could see Dr Fung looking down from a window
waiting for us. We were late! Viv was quickly whisked away for her
MRIs. All four tests on the Freiburg leak protocol showed evidence of
a CSF leak. Within 24 hours of arrival the exact leak site and the
bone spur causing the leak was found using a dynamic CT
Myelogram. The 16th April was our eldest son’s 18th birthday and this
news was the best birthday gift we could give him. The elation of
letting friends and family know the leak was found is impossible to
describe. So many had contributed in so many ways. We were happy
to at last be able to give good news.
It was with relief I received a phone call on the 23rd April to say the
surgery had gone well and according to plan. Professor Beck and Dr
Fung had performed the minimally invasive microsurgery to remove
the bone spur and repair a 4mm tear in the dura, the same surgery we
had first heard about from the research paper. The day after surgery,
Viv was able to sit inclined in bed. For both of us the recovery could
begin.
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Special Interest Group:
Guideline development for
Spontaneous Intracranial Hypotension
Our work on the development of a national consensus guideline for the
clinical management of Spontaneous Intracranial Hypotension (SIH) in
spinal leaks continues apace. We have been working with a
multidisciplinary Special Interest Group (SIG) following a robust
methodology called AGREE II, with the hopes that having a guideline
will improve the experience of leakers accessing healthcare services
across the UK.
The group is composed of neurologists, neuroradiologists,
neurosurgeons, anaesthetists and headache nurses actively involved
in delivering care to SIH patients, as well as a number of current and
former leakers. Our first meeting took place in January 2021 and since
then we’ve had five more. Due to Covid, these day long sessions have
been held virtually with more than 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 has
been very evident. Those of us who have participated have been
inspired by the engagement of all participants, particularly at a time
https://mailchi.mp/d59220aa69d5/newsletter-issue-no-11-winter-8933113
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when there are so many other demands on their time.
We’d like to acknowledge the stellar work of Dr Manjit Matharu
(Associate Professor, UCL and Honorary Consultant, NHNN), Dr
Sanjay Cheema (Clinical Research Fellow, UCL) and members of the
SIG steering committee in facilitating the meetings and spending
innumerable hours supporting the work of the SIG between meetings.
As part of the process we held a patient survey and a healthcare
professionals survey in an effort to understand the current treatment
path and the barriers to diagnosis and treatment experienced by both
patients and clinicians. We wish to thank those of you who responded
to the surveys, and we’re happy to report that the results have been
written up and submitted for publication in an academic journal. We
look forward to sharing further updates when we know more.
There is one more meeting in December and we hope to have a
document ready for public consultation in the coming months. We’ll be
in touch when the consultation goes live so keep your eye peeled on
your email and our social media channels!

Clare Joy and Tamsin Trevarthen
Trustees

Redevelopment of our Website
In 2020 our website passed the landmark of one million views since it
was first launched. 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 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 hoping to launch our new website by February 2022. We are
currently going through final testing and tweaking of the site so it is
almost finished. With Christmas looming, and the ongoing needs of
volunteers’ health, we are going to give ourselves plenty of time to iron
out any technical glitches and hopefully provide a seamless transition
to the new site. The charity website still has over 20,000 hits each
month so it is important to make sure that quality experience and
content continues into the new site.
Upon completion of this latest IT project the charity will be looking for
more volunteers or trustees who have an interest or knowledge of IT
generally. We have always been quite advanced in our use of
technology. From the outset we worked remotely using the latest cloud
technology which enabled us to weather the impact of Covid-19. With
wider issues such as cyber security, data protection and the ever
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changing world of apps and technology, the charity needs a motivated
team of volunteers who can keep up ahead of the game. If you have
an interest or knowledge of IT and would be interested to know more,
please email cerian.baldwin@csfleak.info.

Cerian Baldwin
Trustee & Treasurer

Membership volunteer needed!
Are you able to use Gmail and have 1.5 hours per week to spare?
If the answer is yes, we need your help.
The CSF Leak Association is looking for a new volunteer to monitor
the mailbox dealing with members’ enquiries as well as posting out
welcome packs to new members who register.
Full training and support will be given, and times are flexible.
If you are interested in this position or volunteering generally with our
small but growing charity, please contact volunteering@csfleak.info.

Carys Drennan
Volunteer Coordinator

Photo competition
We’d love to feature the photo of a current or recovered Leaker in a
“lying down pose” on our new website homepage. As most of us know,
orthostatic headaches are a common symptom of CSF leaking, and
lying down is often the only treatment available to sufferers. Please
send cerian.baldwin@csfleak.info any picture you’d be happy to
feature on our website. Winners and runners up will receive a CSF
Leak Association mug!
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And finally...
We’ve recently received a communication from a sister charity, the
Brain & Spine Foundation.
They run a confidential national Helpline staffed by neurosciencetrained nurses for anyone who is affected by neurological illness,
disease or injury.
For more information, please call 0808 808 1000. Mon-Thurs 9am 4pm.
Or email helpline@brainandspine.org.uk.
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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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