(1 00g
APRIL 2026 o 'o. APRIL 2026 QR0 )
L L
S til ith @ Supporting women with [ J
L;na}:)?l;:\l;?nﬁ?xyovr:atosis g . Lymphangioleiomyomatosis g .

LAMPost Editor John \Wood Medical Team
lampost@office.lamaction.org Professor Simon Johnson

Professor of Respiratory Medicine
LAM Action Chair Leanne Lillywhite Director of the National Centre for

Lymphangioleiomyomatosis =
LAM Action Co-ordinator Jill Pateman University of Nottingham, D Floor, South Block, ?
jill.pateman@office.lamaction.org Queens Medical Centre |

Nottingham NG7 2UH
Donations: Sarah Sharples

finance@office.lamaction.org London Marathon & Ride London
David Mercer
For postal donations, please make cheques Surrey House, Peaslake
payable to “LAM Action” and send to: Guildford, Surrey
Jill Pateman GUS 9RL
LAM Action Coordinator david.mercer@office.lamaction.org
LAM Action
PO Box 10933 With thanks to Richard Smith at YBS for printing
Newark this LAMPost. YBS offer creative marketing
NG24 9QG solutions for all types of businesses:
Website: http:/ /www.ybsltd.com/
For online donations, visit Tel: 01902 744873

www.justgiving.com,/lamaction Email: info@ybsltd.com




The clocks have gone forward again so that means we are now counting down the days until
the Annual Meeting on Saturday June 6th, and we are very much looking forward to seeing
some old faces as well as welcoming some new ones. You can find more info on the facing
page and if you haven’t yet booked your place and would like to join us, then please contact Jill

Pateman, or visit the News section at
the registration form.

We hope that there will be something for
everyone on the agenda and we have taken
into account some of the feedback from last
year's meeting and allowed more time for
socialising. As always, we would welcome any
donations of raffle prizes and for the bakers
among you, some donations to the cake stall
are always most welcome!

With so much bad news around the world

at the moment, it's always nice to have
something to look forward to and our biggest
fundraiser, the London Marathon is just
around the corner on Sunday April 26th. \We
have a fabulous five runners who will be taking
part to raise funds for LAM Action, and you
can read all about them on page 8 - they all
have a personal connection to a LAM patient
so anything you can give in sponsorship will
make a big difference. Big thanks and good
luck to all five of our lovely runners, if you are
able to come down on the day and cheer them
on, they will greatly appreciate it, and it is
always a very uplifting occasion for spectators
as well as those taking part.

We also have a report of an absolutely
incredible feat of endurance and perseverance
by former charity Trustee and LAM patient
Harriet Davidson who completed 4 marathons
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to download the info pack including

in the space of 4 days to raise funds and
awareness for LAM Action. Ably supported

by her husband Adam and best friend Lauren
Weetch, as well as Harriet’s mum in the
support vehicle, they ran their hearts out to an
emotional finish at Salisbury Cathedral. Huge
congratulations and well done to you all - read
all about it on page 10.

Also don’t miss a fascinating article by Prof
Simon Johnson on the progress the research
team at Nottingham have been making, seeing
where your donations go, and to meet some of
the people behind the scenes who are working
hard on our behalf.

A big thanks to everyone who contributed to
this edition of LAMPaost, which helped us get
a full edition out once again. We will return
at the end of the summer, with a publication
deadline of August 12, please email any
articles or other contributions to:
lampost@office.lamaction.org.

Until then enjoy a hopefully sunny summer,
take care and best wishes,

John

Big thanks to Trustee Clare Lyon who
gave up a day to represent LAM Action
at the recent ‘Roadmap for Rare’
meeting organised by the LifeArc Rare
Respiratory Disease Centre, which took
place on 26th March in Kings Cross,
London.

Read all about it on page 14.

Saturday June 6*

Novotel York Centre,
4 Fishergate, York
" YO10 4FD

We are pleased to present the Agenda for the Annual Meeting*:

Timing Topic

09:30 Registration and Coffee

10:00-10:30 LAM Basics, presented by Professor Simon Johnson, Director of the National
Centre for LAM; Head of Division of Respiratory Medicine, University of Nottingham

10:30-11:00 LAM Action AGM

11:00-11:45 Fatigue Management with Physio and Occupational Therapists
Rosaline Van de Weyer, Occupational Therapist
and Angela Craxford Snelling, Specialist Respiratory Physiotherapist

11:45-12:10 Coffee Break

12:10-13:00 Lucy Falconer Keynote Address - Presented by Professor Frank McCormack,
Founding Scientific Director of the LAM Foundation

13:00-14:00 Lunch

14:00-14:50 Variability of LAM - Presented by Professor Simon Johnson, with several women
with LAM to discuss

14:50-15:30 Research Developments - Presented by Dr Debbie Clements with input from the
LAM Research Team in Nottingham

15:30-15:45 Coffee break

15:45-16:30 LAM Question Time - A chance to put your questions about LAM to the LAM Centre
clinicians.
Presented by Professor Simon Johnson, Dr Gauri Saini, LAM and Interstitial Lung
Disease Doctor and Holly Gorensweigh, LAM Centre Nurse

16:30-16:35 Chair’s Closing Remarks

* Subject to slight variations. No, we're not sure why they are flying a French flag either!
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A rare disease is defined as one which affects less than one in 2,000 people (LAM is around one in
100,000), and there are over 7,000 different rare conditions. One in 17 people is affected by a rare

condition at some point in their life meaning that over 3.5 million people in the UK live with a rare condition.

The good news is that over the last few years,
there has been a recognition of the needs of
people affected by rare diseases which has

included the Department of Health and Social Care’s

UK Rare Diseases Framework and this year a UK
Action Plan calling for:

faster diagnosis of rare diseases

increased awareness of rare diseases among
healthcare professionals

better co-ordination of care

improved access to specialist care, treatment
and drugs

In the last few years there have been a number of
initiatives to increase rare disease research funding
from the UK Research Councils and major charities
including LifeArc who have put over £ 50 million
into rare disease research including establishing
the LifeArc Centre for Rare Respiratory Disease
https://www.rarerespiratory.org/. The LifeArc
Centre for Rare Respiratory Disease running
in Edinburgh, Nottingham, Cambridge, London
and other sites, has been running for a year now

and has a focus on a number of Rare Diseases
including LAM.

As you may know, traditionally rare diseases and

lung diseases generally receive very little research

funding. Importantly, in addition to moves to
LAMPaost

improve care for people affected by rare diseases,
there has been a recognition that rare disease
research is important, both for the individuals

and families affected, and also for common

diseases too. For example, mTOR inhibitors such as

rapamycin, the drugs used to treat LAM, have led

to trials for many other more common diseases
including cancer.

| thought with the increase in rare disease funding
it would be good time to introduce people to our

LAM research team who work at the University of
Nottingham and keep you updated about LAM and

rare disease research. In future | will introduce the
clinical research team.

Dr Debbie Clements

LAM Action has funded
Debbie to work in my
research group for over 20
years, and many will have
seen her presenting her
work at patient meetings.
Debbie has just published a
paper describing one of the ways that LAM can

become resistant to rapamycin and possible new
ways of treating this.

Dr Roya Babaei-Jadid

Roya is funded by the LifeArc
RRD Centre and has just
published work describing
how LAM slows the repair
response in lung tissue and
how an existing drug could
counteract this. The paper is
described on the following page.

Dr Bitasadat Hosseini

Bita is funded by the UK
research councils as part
of a large group led by
Professor Bindi Brook,
myself and Professor lan
Sayers to study how the
lungs in LAM become
injured using a new technology called ‘spatial
biology'. The data along with detailed imaging will
be used to make mathematical models to predict
how lung disease, including LAM progress and
how they might respond to drug therapies
greatly reducing the need to perform complex

lab and human experiments and speeding up
drug development.

Our Recent Publications

Sasha-Gaye Richards

Sasha is a PhD student,
in the third year of her
PhD project funded by the
Wellcome Trust and is
studying how a cell called
the neutrophil contributes
to lung damage in LAM.

Sasha hopes to publish her work in the next year
or so: watch this spacel!

Hilmi Arica

Hilmi is a PhD student,
funded by the University of
Nottingham. The newest
member of the team, Hilmi
has just started studying
the cellular mechanisms of
lung injury in LAM, using a
variety of techniques, including stem cells, with

the aim of making a model system to improve
the identification of new treatments.
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In addition to our lab team, we also have clinical
researchers:

Dr Siti Nadhirah B. Abd Hadi

Nadhirah is a medical doctor taking time out of
her medical training to perform a PhD. Funded

by the National Institute for Health and Care
research, she is using large NHS databases to
study the prevalence and burden to patients of
rare cystic lung diseases and methods to improve
accurate identification of rare lung diseases
including LAM.

Jan Johnson

Since stepping down as coordinator for LAM
Action, Jan has worked as a volunteer researcher,
leading on and contributing to an amazing eight
research papers in the last few years. The most
recent published in November, describes how
walk tests are important in the evaluation and
treatment of women with LAM.

Karen Shaw

Karen is a research nurse who recruits our
patients from the LAM and rare disease clinics to
our observational studies.

| am hoping to feature a lab update in forthcoming
editions of LAMpost. This is the first, describing
Roya's work on how a protein called IL6 may be
important in LAM.

mTOR dysregulation induces IL-6 and paracrine
AT2 cell senescence impeding lung repair in
lymphangioleiomyomatosis - a new publication
from the Nottingham LAM group.

The lungs of women with LAM contain ‘LAM

cells abnormal cells with a gene mutation which
switches on the mTOR pathway, a program within
the cells which causes them to overgrow, move
around the body and accumulate in the lungs

and lymphatic tissue. LAM cells attract other cell
types from the lungs and immune system and
together this mixture of cells forms LAM nodules’
in the lungs which are thought to produce
proteins that damage the surrounding lung tissue
to form lung cysts which cause pneumothorax
and breathlessness.

As lung cysts are a prominent feature of LAM,
in this paper, we asked the question ‘in addition
to causing lung damage, could LAM nodules
also affect the repair system of the lungs to
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make the cysts more prominent?’ To test his
idea, the team from Nottingham UK, working
with scientists from Cambridge, London,
Cincinnati and Philadelphia studied senescence,
a property of cells that makes them stop
growing when they are old or damaged by injury
or disease. Senescent cells don't die but get in
the way of normal functions and can cause their
neighbouring cells to become senescent too. One
of the known causes of senescence is activation
of the mTOR pathway, the central driver of LAM
cells.

The LAM cells produced a protein called ILE
which induced senescence in fibroblasts (a type
cell which are present in LAM nodules and help
LAM cells survive in the lungs), other LAM cells
and importantly alveolar type 2 cells which

are responsible repairing damaged lungs. We
found that the amount of IL6 and the number

of senescent cells increased in patients with
more severe LAM suggesting senescence an IL6
production were related to disease progression.
Importantly exposing lung epithelial cells to IL6
reduced their capacity to repair injuries.

Whilst mTOR inhibitors reduced IL6 production
and senescence in our experiments, we also
used Tocilizumab, a drug which blocks the
effect of IL6 and is currently used for other
inflammatory diseases. Tocilizumab also blocked
the accumulation of senescent cells and improved
the repair capacity of epithelial cells and may be
a useful addition to treatment with sirolimus for
some women with LAM. More work is needed
to study the effects of IL6 in LAM and drugs like
Tocilizumab which can block its effect.

The full article is available to read at
https://rdcu.be/eKaHE

Prof. Simon Johnson

King Aardvark’s Big Band - a.k.a. ‘The Aardvarks’, hails from Tunbridge Wells and has been playing
to the local community for some 6 years. The Band Leader’s wife - Vanessa Hall - was a well-known
‘Lammie’ and contributor to LAM Action back in the day. To date the band have put on three public

concerts to raise money for, and awareness of, LAM.

There are about fourteen members in the band
with the typical line-up for a Big Band: saxes, brass,
and a fabulous rhythm section [the bandleader
told me to say this as he is in the rhythm section].
The ‘singist’ [as she calls herself] is the lovely Alex
‘Lovely’ Lovell. All ably directed by Musical Director
Karen ‘Paj’ Padgham who waves the big white stick
and is pretty mean on a clarinet too. Repertoire
includes all the classic big band swing number from
the ‘golden era’ of jazz, some more modern stuff
including Latin, a James Bond theme or two, and a
smattering of pop and funk.

The band recently moved to new rehearsal and
performance premises in Fordcombe, Kent, - a
recently built and fabulous village hall which has
been customised by professional sound engineers
for a fab natural acoustic.

Band Leader Dom Hall says of the band “We're a
very friendly and close-knit band who love a good
tune and love it even more when the punters get
up and dance. Band members, and their families
and friends, provide lots of help, tea, cake, and fab
sausage rolls for the LAM gigs and | will always
be grateful to them for their support. This year
we also have village fetes, a private garden party,
and pubs to play and hopefully a recording session
in Autumn. Happy to play indoors or out we can
‘theme’ our gigs to suit the client for special /

national days. Do please enquire if you would like
The Aardvarks to play at your party or event in
or around Kent - call me on my mobile 07771
661515 and have a look at our Facebook page”.

https://www.facebook.com/profile.php?id=100068453752727

Dominic Hall




London Marathon 2026 Preview

Marcus West
with Gill Epton

taking part. Each of them has a personal connection to the charity and a compelling reason for
taking on the 26.2-mile challenge and all share the same goal: to raise funds and awareness for

women living with LAM.

Eleanor Fairbrother is

a degree apprentice at
Jaguar Land Rover who
lives in Worcestershire.
Eleanor is a capable
runner, having completed
the Worcester Half
Marathon, several 10km
races and the 2025
London Marathon. She
decided to run for LAM
Action this year after witnessing the impact of
LAM on a close family friend - LAM Action trustee,
Sally Merritt-Collins. Learning how life-changing
the condition can be made Eleanor keen to do
something meaningful for the charity. She said,
“My dad, Simon Fairbrother, has also fundraised for
LAM Action before, so | am eager to return to the
event with a bigger purpose.”

To add to Eleanor’s fundraising please visit:
https://2026tcslondonmarathon.enthuse.com/pf/eleanor-fairbrother

Marcus West is an accountant from
Burrough-on-the-Hill in Leicestershire. Marcus has
previously run half marathons and his link to LAM
Action is Gill Epton. Marcus describes Gill as ‘like

a mother to me’, having known her for nearly 15
years. Marcus and his wife became close to Gill's
family when their daughters became nannies for
her grandchildren.
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Gill has lived with LAM
for many years. Seeing
how Gill coped with

the condition with

such strength inspired
Marcus to take on his
first full marathon for
LAM Action. Marcus
said, “I'm running not only
to honour Gill and the
fight she has shown over
the last two decades, but also to raise awareness
and vital funds for research and support for those
living with LAM. Every mile | run is for her — for the
battles she’s fought, the strength she’'s shown, and
the love and guidance she’s given me.”

To contribute to Marcus's fundraising please go to:
https://2026tcslondonmarathon.enthuse.com/pf/marcus-west

Rachel Stinton is an
office manager from
Leamington Spa. Rachel
runs three times a week
and has completed
three marathons before,
including a previous
London Marathon for
the charity. She first
heard about LAM Action
through her friend, Helen

Sabin, who has LAM, and has seen the value of Leagh trains three

the support it provides to women affected by the to four times a week
condition. and completed an
ultra-marathon in July
2025, which has given
her confidence as

she prepares for the
marathon. Leagh said,
“This is my second time
running in the London
Marathon to raise money
To donate to Rachel's fundraising please visit: for this wonderful charity and | am really excited to
https://2026tcslondonmarathon.enthuse.com/pf/rachel-stinton take up the challenge to help raise more funds and

be part of the LAM Action team 2026!"

Rachel says she is excited and a little nervous

to be taking part again. She plans to organise

a fundraising event and is confident of raising
£2,000 through support from friends and family.
Rachel says she will be thinking of Helen during the
toughest parts of the race and hopes her run will
help highlight the charity’s important work.

Jonathan Smith works
for an oil distribution
business and lives in
Peterhead. He is running
in support of his wife
Emma’s aunt, Audrey
Ferguson, who was
diagnosed with LAM in
1997 at the age of 24.
Before her diagnosis,
Audrey suffered multiple
lung collapses, and as her condition progressed,
she required near-constant oxygen support. After
eight false alarms, she finally received a lung
transplant in 2008. Her recovery included nearly a
month in intensive care and several complications,
but the transplant ultimately gave her renewed
quality of life.

To support Leagh please visit:
https://www.justgiving.com/page/leagh-callow-4

If you live near London and feel inspired to come
and support LAM Action’s runners, let us know
where you plan to be along the route or come
and meet them and our team at the Finish. Email:
david.mercer@office.lamaction.org

David Mercer

Audrey’s resilience, and the progress made
through charities such as LAM Action, continues
to inspire Jonathan. He said, “At the beginning of
the year | struggled to run a 5K without walking.. |
was much more comfortable in a swimming pool
than a running track! | am really looking forward to
taking on the momentous challenge of running the
London Marathon for LAM Action in 2026!"

To visit Jonathan’s fundraising page please go to:
https://2026tcslondonmarathon.enthuse.com/pf/jonathan-smith

Leagh Callow is a medical secretary from Thurlbear
near Taunton in Somerset. She is running the
London Marathon for the second time on behalf

of LAM Action, having previously taken part in

2024. Her motivation comes from her aunt, Alex
McDonald, who was diagnosed with LAM in 2009, at
a time when reliable information and support were
hard to find. LAM Action became a lifeline for her
family, offering essential guidance and connections.




Despite having LAM, diagnosed in 2019, | successfully completed the distance of 4 marathons in 4

days, spelling out “LAM” on the map and truly defying the odds of living with a lung disease.

It felt incredibly surreal. | had the most amazing
support around me, comprising of my husband
Adam and best friend Lauren running with me;
my mum in a support car, and a physio from
Wiltshire joined us during the evenings. We spent
months meticulously planning this event, going
out in the depths of the winter in the horrific
conditions to plan the route; checking roads and
fields to ensure we could safely run down them,
and to ensure we would be able to spell “LAM”
using the chosen routes.

The rolling hills of Somerset and Wiltshire took
true grit to get through. | developed a nasty blister
on day 2 which led to some extremely difficult

foot pain. We climbed over 2500m of altitude
over the course of the four days, despite all our
aches and pains, had long and isolating moments
on the Imber range and Salisbury plain, but the
true determination and support from donations,
positive messages and kind strangers truly got us
through.

Incredibly proud to say | am not defined by my
lung disease, and | hope | have truly put “LAM” on
the map. My body and mind are so much more
capable than | ever imagined. Starting off on mine
and Adam’s wedding anniversary, 25th February
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and ending on rare disease day, 28th February
outside of the Salisbury cathedral, the success of
completion was truly magnificent.

But we didn’t stop there - the following Friday
night saw a very successful Quiz Night, hosted

by dear family friends, for the second year in

a row they volunteered their time to provide a
wonderful quiz! The raffle was also exceptionally
popular, where we had gathered over 40 prizes
that were donated from very generous companies
in the local area. In addition, the prize for the quiz
winners was also donated, and the function room
was given free of charge, which meant that all
proceeds from the night went immediately to LAM
Action.

It was lots of fun and in total, including gift aid,
donations, raffle ticket sales, quiz night entrants
and other cheques, we have raised £10,773 - a
very big thank you to everyone who supported us!
We are absolutely over the moon and feeling very
proud of our efforts. Now it's certainly time for a
well-earned rest!

Harriet Davidson

Made it! The finish line at Sallsbury Cathedral

Team and raffle prizes

LAMPost



The 85-Mile Parish Walk

Pippa completing
the walk in 2024

Good luck to Pippa Byrne, who will be taking part in the gruelling 85-mile Parish Walk on the Isle of
Man on June 20th, to raise funds for LAM Action, and to support her good friend, Anna Kerruish.

The Parish Walk is a big event on the Island and
takes place in June on the weekend closest to the
longest day. Competitors have 24 hours to complete
the 85-mile walk, with cut off points at each parish
church along the way, and the route almost
completely circumnavigates the island.

Anna said: “l live in Maughold, about 60 miles into
the route. | think the cut off point for reaching there
is midnight. There’s a barbecue on the village green
and lots of locals turn out to support walkers. Food
and drinks are often left out for walkers on the
more rural sections. Pippa and | have been friends
for many years, and she’s often helped on the farm
at lambing time.”

Over to Pippa: “I'm taking on the Parish Walk 2026
to raise money for LAM Action. To support people
living with LAM and push research forward so this
isn’t the reality forever.

This is about my friend Anna, who is one of the
toughest, funniest, most headstrong people | know,
with a deep love for her animals and the land. Anna
was diagnosed with LAM in 2020. Completely out
of the blue. One minute life was normal, the next
she’s being told her lungs are so fragile they could
shatter like glass. Within months her first lung
collapsed. 11 chest drains. Multiple surgeries.
Scars. She was on oxygen not long after. And she
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HATES it. Not because it doesn’t help but because
it's the only way she can stay active. Anna is a
farmer through and through. Even now, with an
oxygen tank on her back, she’s still out there every
day and she had to fight to be able to do that.

Her oxygen supply was nearly restricted to just a
few hours outdoors a day. Imagine that. Having

to argue for the right to breathe properly while
living your life. That's the reality of living with a rare
disease.”

If you can spare anything to help me reach my goal,
I'd be most grateful!

https://www.justgiving.com/page/pippa-clare-1

Anna (L) and Pippa (R)

Personal Independence Payment (PIP}

Are you in receipt of PIP or have you tried to claim and been rejected?

PIP is a non-means tested benefit to help those with the associated costs of living with a disability or

long term illness such as LAM. We know women with LAM are entitled to claim this benefit but that the
process is difficult, it can cause stress at a time when you want to be heard and when you want to get the
extra financial help that you need to support you with your daily living and mability issues.

Currently if you are in receipt of PIP you can use the money how you like. Perhaps paying for a cleaner,
paying for supermarket deliveries or paying for taxis or other associated motoring costs, all of which help
you live more independently with your LAM.

The government are currently undertaking a review to ensure that PIP is fair and fit for the future and the
views of stakeholders and individuals are being sought. Lived experiences are at the heart of the review
and so your opinion could really help. This link provides the background to this review.

https://www.gov.uk/government/collections/the-timms-review

The review will be co-chaired by Sir Stephen Timms, the Minister for Social Security and Disability and the
DWP (Department of Work and Pensions] is currently calling for evidence on his behalf. The following 4
themes are being scrutinised:-

* The role and purpose of PIP
* Eligibility, fairness and equity in the award of PIP
» Experience of claiming PIP
* (Changing context and the impact on PIP in a changing society.
Could you share your experiences, views or opinions to help shape this review? Do you have any

suggestions to improve the current process? If so, there is a short online form that can be completed up
until May 28th 2026.

The following link will allow you to submit your response by using an online form.

https://forms.office.com/pages/responsepade.aspx?id=6fbxlicGFO0GsKIDN ob4w8LRVgA-
oNdOkoFulLei fBFUROVER1JUOThJREIMWTFFWDQA3WFASREMwSSQIGCNOPWcu&route=shorturl

We know that there is a lot of discontent around the process of applying for and being assessed for PIP
and so if you have been affected please consider responding to this consultation.

Sarah Wood
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those with Lymphangioleiomyomatosis

(LAM), their families and doctors caring

for them, as well as funding important
research into the condition.

As previously reported in LAMPost, LAM Action is a partner in the LifeArc Rare Respiratory
Disease Centre, where Gill Hollis, Philippa Thomas and | represent you all, to make sure researchers
understand what it’s like to live with LAM, what we would like and need to improve things for us.

| was very proud to be representing LAM Action
and all our wonderful lammies and was pleased
to be able to educate people about LAM during
breaks from the formal talks.

On 26th March | attended the Roadmap for Rare
event in London, a day that brought together
doctors, researchers, government organisations,
businesses, patients and their advocates

with the purpose of finding ways to progress
research and treatments for patients living with
rare conditions more quickly than has happened
in the past.

| left inspired and hopeful that we will see real
progress much more quickly than is usual in the
world of drug development and clinical trials. We
hope that we will be able to give you an update

It was really exciting to hear how people working
on other rare conditions such as rare kidney
diseases and Duchenne muscular dystrophy
have approached the problems faced of slow
progress and how the rare respiratory disease
teams can learn from and build on their
successes. It was also so great to hear that
people from all areas of expertise are really
keen to collaborate and work together, putting

and ways in which you can get involved in the not-
too-distant future, so watch this space!

Clare Lyon

patients at the heart of what they are doing.

QA&A session
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