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Supporting Life After Lary

to be one of the trustees and one of the

admin team at Lifeafterlary. I'm a single dad who's
son is now grown up and one of the Lal
ambassadors

| believe my cancer journey started 19 years ago
when | tore my vocal cords auditioning for a
college rock band | foolishly went straight into a
Lynyrd Skynyrd number “Sweet Home Alabama”
without warming my vocal cords up first. It took quite
a while for them to heal but my voice was never the
same afterwards.

| was a heavy smoker and | worked as a plasterer, painter and decorator/handyman. My
job meant | was always in dusty or solvent fumed spaces, that and the smoking caused
that injury to fester into cancer some years later. For the 5 years prior to diagnosis, | used
to come home from work coughing for ages until | got all the junk | had breathed in during
that day’s work out of my lungs. At the time | just put my coughing down to my work and
having a smokers cough and like a typical man did nothing about it. Until December 2021
when | started coughing out blood, still being a typical bloke I still avoided going to the
doctors, instead just gargled some whiskey

and thought that will do it.

Come early February 2022 | realised after having a major bleed from my vocal cords |
succumbed and saw my doctor, who immediately booked me for an endoscope and
referred me to the cancer team. The endoscope Dr's first comment was ” Oh that's nasty!
We need to book you in for an emergency biopsy and MRI scan. My biopsy was booked in
for the 8" March 2022 and | awoke from the operation with 2 Mcmillan CNS’ sat next to my
hospital bed, and when the oncology Dr came she told me the bad news that | had stage
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3 laryngeal cancer of my vocal cords and the base of my super glottis.

At the time my son was only 16 and facing his gcse’s and | am his only family so he was
fully dependant on me surviving or he would be left alone to face the world. So | was
determined to beat this if only to get my son into manhood before | passed.

| was told by the Consultant that they were going to cure me with radiotherapy and
chemotherapy and | was referred to the Royal Marsden in Sutton. Where my treatment
started, first the removal of my back teeth and then once that had healed, | was prepped
for treatments to start. A big struggle for me was going through the fitting for the mask; it
freaked me out as being pinned down had brought on some ptsd | had from my youth. |
found the radiotherapy very difficult, but the radiographers at the Marsden were
fantastic and to help me get through each treatment, | asked them to talk to me
continuously during the treatment as if they were live on a talk radio station. | heard
about all their lives and holidays and future plans, which really helped stop the
uncontrollable panic I'd have the moment | was pinned down. In the end, | only had one
chemo session as it made me very ill and caused an infection, which hindered the
radiotherapy. My treatments came to an end mid-June that year and | was losing weight
fastas | found it so hard to eat anything, everything tasted so bad, I'd lose my appetite
after just one mouthful and found swallowing very difficult despite feeling awful and
trying to survive on just a couple of fortisips a day as even those were hard to swallow. |
decided to try and make that summer one of the best for my son, as at the time | felt |
wasn’t going to make it.

We had a great summer. First we went on our annual
summer scout camp and although I was in a lot of
pain and heavily medicated | managed to still
continue my role as a Scout Leader. We had 2 more
great holidays one down in devon and one up in
Scotland where we did as many water activities as
possible as | knew the cancer tumour hadn’t shrunk
as | could feel it getting worse.

I had my 3 month scan in September and itwas
confirmed the treatments had failed and was told |
had 6 — 12 months left to live or have a rescue
laryngectomy and hopefully live a lot longer. | met
with a lary before my op who had been a lary for well
over 20 years and he showed me that he can still
speak and he even performed as a standup
comedian. He is known as Happy Lary and is a
member of our LaL family.
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Meeting him gave me more confidence about having the op so November 15th 2022 |
went under the knife and had a laryngectomy. | awoke with tubes coming out of me and
feeling quite sorry for myself.

I was given an electrolarynx to start with which was
very hard to use at firstas | had so much swelling. |
had a tep puncture during my op and my food tube
was passed through it, but as soon as | had passed
the swallow test | was fitted with a tep valve and |
remember feeling so good as | rang my son up and
managed to speak to him for the first time in a
couple of weeks, it was an emotional call.

| Once | left hospital and got home | thought I'd be ok
and things would go back to normal. It was a difficult
Christmas as | got used to being a lary. | started to
feel very isolated as | had gone from having
constant care and visitors to next to none. Yet | still
had to be a father and all the responsibilities that
entailed, but whilst my son was at sixth form during
the day I would get very depressed and struggle with
who | now was.

Fortunately, | got a call from the best start nurse from Atos and she helped me not feel so
isolated and | really looked forward to our chats over the first few months. | felt that once |
had been discharged the team | had at the hospital weren't giving me the best support
nor had they told me exactly what had been done during the operation despite me
asking. | hadn’t realised that my thyroid would have had a substantial amount removed
during surgery and what was left was damaged from the radiotherapy, and despite me
telling the consultant my symptoms which were symbolic of hyperthyroidism, one being
massive weight gain yet always feeling hungry yet having very little energy. His reply was
“well if your putting on weight then you don’t have cancer!” and that was that. Then
because | wrote an angry email to the phycologist that | was seeing during and after my
operation complaining about how he had caused me and my son additional problems
over things | had shared with him. In response the hospital cancelled all my
appointments and refused to treat me because | had written saying | hope that he'd
have to experience what | went through so he could truly understand what it really feels
like . This was deemed as a physical threat!!
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And | was told that | would have to sign a behavioural contract with them or they would
no longer change my tep valve and then have no voice, or any other treatments. | was
basically held to ransom, so | had to sign it despite feeling very let down by all concerned
for telling a therapist how I felt.

Once again, Atos came to my rescue and 2 of their nurses came and visited me as | had
hit an all time low and they reassured me that they would help if | was refused a valve
change again and help me find somewhere else. So this wouldn't happen again as | felt
the team at St Georges didn't care for me as their patient and were more concerned
about their own ego’s, my GP and | decided to change hospital trusts rather than
continue with the very limited care | was getting there at St Georges.

That first summer as a lary | met with Jon Organ at a lary social and joined the new
group Life After Lary he and lan Phillipson had set up a month or 2 earlier and started to
feel less alone knowing there were others | could connect with.

| started to get back into the things | loved to do one being fishing and felt really
accomplished when | caught my first fish (a 47lb catfish) after having my laryngectomy
and | also returned to my scout group teaching young people life skills again.
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My first year as a lary passed and | was struggling with my mucus and coughing so
much especially when voicing. | finally changed hospital trusts January 2024 and my
new team are fantastic. They could see straightaway that | needed thyroid meds and
told me I should have been told about it as all larys will lose at least 50% of their thyroid
and would need regular checks. They also referred me to the lung specialistas my
mucus and coughing just wouldn’t settle d own.

That following summer in 2024 | joined the Shout at Cancer choir and in August took to
the stage with them in a very emotive performance for me as I didn’'t think I'd ever be
able to sing and perform again, since then we have performed at various venues but the
most prestigious venue being The Royal Opera house in London.

| finally saw the lung specialist last October
who stated that| cle arly had extensive
emphysema and copd which was clearly
seen in my first scan back in the early part
of 2022 but went untreated until October
2025 when I was given meds and inhalers
that have made an enormous difference to
my quality of life.

So despite my ups and downs since
becoming a lary I've managed to accept
my new life and am determined to live the
best life | can.
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Being an admin and a trustee for the Lifeafterlary charity has given me more purpose
and being in a position to help others on their journey is also so rewarding. I've set up a
social meetup in Oxshott, Surrey that meets every two months for larys to connect face to
face with each other and I'm assisting in setting up other meets in other areas up and
down the country so | am on the lookout for volunteers to help with hosting lal groups in
their areas with our support. Please get in touch with me if you're interested.

| have done a couple of videos with Atos and Coloplast, which some of you may have
seen. Jon and | were in the Atos one together, along with Nigel and Bill . | have also done a
webinar with Atos as well and hopefully, more in the future we shall see.

Living as a lary isn't easy but we can adapt and still enjoy our lives when we make the
effort. Never give up! keep on getting up no matter how many times you fall down there is
lifeafterlary you are relevant and you are not alone! | for one intend to try and achieve as
much as | can with the added time I've been given in this new life as a lary.

At the end of last year, | bought a “Lightning McQueen” themed campervan and I've
written this whilst sat parked up outside Littlehampton's seaside promenade, the first of
many adventures | have planned for this year. | can hear so many people walking past
and kids squealing it's Lightning McQueen! | think my van has had its picture taken about
a thousand times today. They are oblivious to me inside typing away on my laptop.
Happy days.

To all you larys out there, don’'t give up, we all have dark days, but we can make new and
exciting memories if we try. To all those caring for a lary thank you for your patience and
care. | hope to meet up with as many of you out there as possible as | travel from place
to place these coming years.

| want to thank my son Thomas for being my rock throughout my journey he’s had to
deal with so much in his short life already and yet has been my support throughout.
Thank you to all of you in this lovely group for being there for one another. Also, thank you
to my new team at the Royal Surrey and all those at Atos who have supported me.

Peace and love to you all.

Carl aka Brown Bear.





































New look
Same reliable products
and services

Atos Care is now part of the Coloplast Group, we e
are now unveiling our new look that reflects our
heritage while embracing our journey ahead.

Throughout 2026 you

will see our new look

appear everywhere,

from our packaging to Cdre . & Atos| Care
all communications with

you. Even as our design Now, as part of the Coloplast Group, we
EVOlVes, WhClt truly matters are stepping into a new shared identity.
remains unchanged.

Our look is changing,
our purpose is not.

We are still Atos, still fully
dedicated to supporting

you and our mission
remains to help make life
easier for people living
with a neck stoma.

Atos Care will continue to be an integrated care and distribution
service for people with a laryngectomy in the UK.

Coloplast and the Coloplast logo are trademarks of Coloplast A/S.
© 2026-01 Coloplast A/S. All rights reserved.

& Atos| Care



Welcome to Atos Care

The only integrated care and distribution -

I,

service for people with a laryngectomy
and tracheostomy in the UK.

Atos Care is a comprehensive support service, dedicated to making
life easier for people living with a neck stoma. We provide a range of
services to patients and the clinicians who care for them, including
delivery of prescription products and a rich network of care and
support services to help them adjust to life after a laryngectomy or
tracheostomy.

The Atos Circle of Care

Best Start: Get off to the best start in life after a laryngectomy. inspected and rated
Enhanced support for your first six months from our Welcome Team of CQC CareQuality
Registered Nurses Q Commission

A welcome pack and a welcome call

Practical tools and equipment to make life easier, including a complimentary care bag
containing a range of helpful items

Regular liaison with clinicians for joined up care

Connection hub: Stay connected to those who know and
understand.

A dedicated Customer Care Representative
Personalised service - you choose how and when you hear from us

CQC Registered Nurses to support you in your daily routines, in close partnership and
communication with clinicians & 4 -

Educational events in the community for people with similar experiences i’

Atos MyLife app to provide inspiration and information on living well after a
laryngectomy - ‘ ‘ "

Care delivered: Bringing the right products and care your way. . = .

Easy and convenient ordering 'y
Optional convenient monthly reminders
Electronic Prescription Service

Rapid, reliable delivery

Discreet packaging

Convenience orders by subscription

Call: 0800 783 1659
Text: 0753 7417 928
www.atos-care.co.uk
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