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A Word from the Chair...

Welcome to the first 
Newsletter edition of 2022!

I hope that you are, like me, 
looking hopefully into this new 
year regarding the pandemic. 
We are by no means out of 
the woods, and some of the 
recent changes in this country 
concerning the wearing of face 
covering and self-isolation 
if testing positive are, in my 
eyes, not wise. However, I do 
feel that the progress of the 
vaccine, plus visible results in 
treatment of the virus amongst 
transplant recipients, means 
we are getting closer to a life 
that resembles normality.

When it comes to our 
wonderful hospital and our 
amazing Club, I could not 
be more grateful and proud. 
Harefield Hospital is working 
so hard to keep us well, giving 
others a new lease of life and 
the best chance of thriving 
with their new heart/lungs 
– even when times are a tad 
more difficult at the moment.

I turn 40 (!) in May this year 
and having been born with 
Cystic Fibrosis in the early 80s, 
this was unimaginable for so 
many years! Even when I got 
my transplant in 2013, I would 
have never dreamt that those 
lungs would give me this 

much extra time – and what a 
wonderful time at that! I got to 
make so many more memories 
and friends, amongst whom 
are our wonderful committee 
members! They are the pillars 
on which this Club is standing 
and thriving. They give so 
much time and love and effort 
to those of us who need 
support, spreading the word of 
organ donation and changing 
lives in the process.

I am so excited to announce 
that after Dawn joined our 
committee and Caroline took 
over the role of Treasurer, in 
addition to her role of Team 
Manager, the wonderful Clare 
Lauwerys has now joined the 
Newsletter Editing team – and 
this is her first edition!

We are still working on the 
finishing touches of the 
transplant garden and are 
currently liaising with the 
project team – watch this 
space!

Unfortunately, the European 
Heart/Lung Games in Belgium 
had to be cancelled due to 
the pandemic. But registration 
for the British Transplant 
Games has opened and I 
encourage everyone to join 
#TeamHarefield in Leeds – it’s 
not so much about athletic 

achievements but about 
getting together, celebrating 
our donors and spreading the 
word about organ donation 
and transplant success.

I hope you enjoy this issue of 
the newsletter – I am off to 
bake some delicious cakes for 
a local coffee morning in aid of 
our friends in the Ukraine.

Keep well and have a great 
spring!

Janka x

DATES FOR 
YOUR DIARY

British Transplant Games
Leeds, UK
28th-31st July

European Transplant and 
Dialysis Games
Oxford, UK
21st-28th August

www.harefieldhamsters.org
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All About Me, Your New Newsletter Editor
“Would you mind writing 
about yourself for the 
newsletter so people can get 
to know you? You can make 
it brief, if you want! Or if you 
prefer not to, that’s fine – I 
don’t want to pressure you”.

Well I don’t know if I can make 
it brief, but I certainly have no 
problems writing about myself. 
Grab a cuppa…

I was diagnosed with 
Lymphangioleiomyomatosis 
(LAM) in 1996. It’s one of 
the rare lung diseases and 
for those of you who can 
remember what that internet 
was like back then, you’ll 
appreciate how scary it was 
to have something that your 
GP had never heard of. When 
I did find some information, it 
was even scarier as it said the 
average life expectancy was 
ten years… my first symptom 
had been six years earlier. I 

decided not to be average. 
Yes, I know a positive attitude 
can’t overcome everything, but 
everyone reading this knows 
that grit and determination are 
sometimes all we’ve got.

Life carried on, I got married, 
had two children and alas my 
lung function deteriorated to 
such a point where I needed 

a transplant. I went on 
the list in the summer 
of 2008. Five months 
and 10 dry runs later I 
became the owner of a 
beautiful new lung.  I’d 
had a lot of surgery on 
the other one and it was 
decided it would be too 
difficult to remove it. 
Prior to my transplant I 
had asked Dr Carby what 
I’d be able to do with 
just the one working 
lung. “Well you’ll never 
win a fast game of 
squash but you will be 
able to run upstairs” As 
I had never won a slow 
game of squash I was 

more than happy with that.

I’ll point out now that I’m not 
one of the sporty people; I was 
in my youth, but I’ve spent my 
post-transplant life “making a 
difference” for want of a better 
phrase. I won’t list everything, 
but I can tell you that if you 
are ever planning a naked 
calendar, the end of Clacton 
Pier is very cold in March. It 
did raise £10,000 for a local 
hospice, so all in a good cause. 

I’ve made a number of contacts 
at my local BBC radio station 
over the years and when 
Covid hit and I was tweeting 
about what it all meant for 
me, they started calling me. 
If you’re in the Harefield 
Facebook group (search for 
‘Harefield Transplant Club’) 
you’ll know how many times 
I was up early (well early for 
me) for the breakfast show 
at the start of this and how 
at every change in rules I’ve 
been one of the voices of the 
clinically extremely vulnerable. 
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All About Clare, cont’d.

Hi all, it’s your hospital 
representative for the 
European Heart and Lung 
transplant Games, here. 
Unfortunately, due to 
uncertainty around rules and 
travel, the Euros have once 
again been cancelled.

A survey showed that only 
53% of the respondents who 
had previously been to the 
games would attend. Given 
the cost holding the Games, 
it was decided that it wasn’t 
viable to stage them this year.

There is no news yet of where 
the games will be held in 
2024, but I will update you all 
as soon as I hear anything.

James

In December 2020, I thought I 
was recording a bit just for the 
local BBC TV breakfast news.  
It turned out to be broadcast 
nationally and Charlie Stayt 
quoted me; I was ridiculously 
excited to put it mildly!  

Some other post transplant 
adventures include being on 
the Fourth Plinth in Trafalgar 
Square as part of Antony 
Gormley’s (the Angel of the 
North creator) One & Other 
project. That one was random 
luck as the application just 
asked for name, age and where 
you from. I used my hour to 
promote organ donation and 
took up lots of photos of other 
TX people. And then there was 

European Heart/Lung Transplant Games Cancelled 

the Olympic Torch. Someone 
in LAM Action had the idea of 
getting a number of us to get 
our friends to nominate us as a 
way to raise awareness of LAM 
(it really is very rare and so 
every little counts). My friend 
is clearly a good writer but 
still hasn’t forgiven me for her 
having to get up at ridiculous 
o’clock to come and watch! 
When I’m not being a media 
darling(!), I love baking, 
especially bread, astronomy 
and perfecting the art of glitter 
nail varnish. A good base coat 
is the secret of being able to 
remove it easily.

When Janka posted that a 
new editor was needed, I 

saw it as a chance to use the 
skills I’ve acquired and a way 
to support the Club. I will be 
asking people for articles but 
don’t feel you have to wait. If 
you have something to share, 
then send it in. If you’re not 
confident in your writing, 
please don’t let that put you 
off. You’re probably better 
that you think you are and as 
Editor, I can tidy things up if 
needed. The newsletter exists 
to support you, but it needs 
your support to keep it going.

Clare
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Membership and Anniversary badges
Membership 
On behalf of the committee, 
I would like to thank all 
members for their renewals, 
new memberships and 
donations for this upcoming 
year. Annual membership 
runs from 1st January to 31st 
December.  

Your ongoing support for 
our club means that we 
can continue to meet the 
charitable objectives of the 
Club: 

“to provide for the relief 
of persons and their family 
and carer’s who have had 
or are hoping to have an 
organ transplant through 
the provision of support, 
recreational and sporting 
activities in order to 
rehabilitate those persons and 
improve their condition of life.”
 
The online platform – 
MemberMojo 
(www.membershipmojo.com/
htxclub) seems to be working 
well to manage all new 
memberships and renewals. 
Please encourage friends, 
partners, family members to 

become associate members. 
All membership goes towards 
furthering our charitable aims.  
For those not confident joining 
online, paper membership 
forms can be requested. See 
http://harefieldhamsters.org/
join/ 

If you have the unfortunate 
pleasure of being an inpatient, 
you will start to see posters 
advertising the club in the 
rooms and on the wards. 
We are always trying to raise 
awareness of our fantastic 
Club; we welcome all new 
members.    

Anniversary badges
You have to be a member of 
the Club for 2 consecutive 
years to be eligible for a 
badge. Please contact me 
directly if you have not 
received your anniversary 
badge. In 2022, club members 
have celebrated the following 
TX anniversaries:

Heart 
25 year
30 year 
35 year

And in March, a further 3 
anniversary badges will be 
posted: 

Heart 
20 years

Lungs
5 years
10 years

Our eldest heart TX member 
has celebrated 38 years this 
year.

Our eldest heart & lung TX 
member will celebrate 34 years
Our eldest lung TX member 
has celebrated 23 years.  
I am sure you will all agree, 
some fantastic inspirational 
anniversaries are celebrated 
that show the success of 
transplantation.    

If you have any questions 
regarding membership or 
anniversary badges, please get 
in contact either via email, post 
or our Facebook page. 
 
Keep well everyone. 

Rob 

Join The Trust
If you would like to help shape 
the future of heart and lung 
care, please join as a Royal 
Brompton and Harefield Trust 
member. Membership is free, 
and not linked to the Club.

As a member you will be able 
to:
• stay up to date with our 

news, research and activities
• attend health and wellbeing 
events run by our experts
• influence how we improve 
patient services
• become involved in patient 
and public activities
• vote in the Council of Gov-
ernors elections or stand as a 
candidate

• benefit from discounts on 
products and services through 
the Health Services Discounts 
scheme.

To complete the application 
form, go to https://secure.
membra.co.uk/GuysAndStTho-
masApplicationform/, or find 
out more: www.rbht.nhs.uk/
about-us/become-a-member

http://www.membershipmojo.com/htxclub
http://www.membershipmojo.com/htxclub
http://harefieldhamsters.org/join/
http://harefieldhamsters.org/join/
https://secure.membra.co.uk/GuysAndStThomasApplicationform/, or find out more: www.rbht.nhs.uk/about-us/become-a-member
https://secure.membra.co.uk/GuysAndStThomasApplicationform/, or find out more: www.rbht.nhs.uk/about-us/become-a-member
https://secure.membra.co.uk/GuysAndStThomasApplicationform/, or find out more: www.rbht.nhs.uk/about-us/become-a-member
https://secure.membra.co.uk/GuysAndStThomasApplicationform/, or find out more: www.rbht.nhs.uk/about-us/become-a-member
https://secure.membra.co.uk/GuysAndStThomasApplicationform/, or find out more: www.rbht.nhs.uk/about-us/become-a-member
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European Transplant and Dialysis Games 2022
From 21st –28th August this 
year Oxford will be holding the 
Euro Transplant and Dialysis 
Games. It is the first time 
that the games have taken 
place in the UK and the first 
international transplant event 
in 2 years.

This European games is 
different to the heart and 
lungs ONLY games that were 
going to take place in Ostend 
this year.

It’s open to ALL transplant 
recipients, with the inclusion 
of heart and lungs specicially 
mentioned to us recently.

It sounds like it is going to 
be a truly fantastic event, and 
I am most definitely hoping 
to take part. Registration will 
open in April.

Email Caroline Rutherford 
(Harefield Team manager) 
if interested at caroline_r@
hotmail.co.uk.

Caroline

British Transplant Games 2022
We are back on the road this 
year for the British Transplant 
Games! Transplant Sport is 
planning on how Leeds 2022 
can proceed safely. If you are 
interested in taking part, please 
contact Caroline Rutherford 

(Harefield Team Manager) at 
caroline_r@hotmail.co.uk. 

Registration for the British 
Transplant Games closes in 
May, so please don’t miss out! 

Whatever your level of sporting 
ability, please do think about 
coming along. It is 100% about 
supporting each other and 
celebrating life.

mailto:caroline_r%40hotmail.co.uk%20?subject=European%20Transplant%20and%20Dialyis%20Games
mailto:caroline_r%40hotmail.co.uk%20?subject=European%20Transplant%20and%20Dialyis%20Games


PAGE 6 HAREFIELD TRANSPLANT CLUB NEWSLETTER

Coming Down With Covid
The one thing I’ve feared 
for the last 2 years finally 
happened.

And it was fine.

Sort of.

I finally caught COVID.

On the Tuesday evening, we 
had a rare night out. Through 
my wife Chloe’s work, we’d 
been given some fancy 
hospitality tickets to The Brit 
Awards. We needed to show 
proof of a negative test as part 
of the entry requirements, so 
we did our lateral flows and 
happily passed. We dressed 
up, hopped onto the Tube and 
made our way to the O2 Arena 
(when it still had a roof...). We 
had a great time – I stayed 
fully masked of course.

The next morning, we both felt 
a little fragile; but Chloe felt 
more unwell than a hangover 
could account for; a sore 
throat and aching joints, on 
top of the more expected sore 
head. She took a lateral flow 
test and the thin red line was 
all too clear.

We have no idea where she 
picked up the virus. It was too 
soon for the Brit Awards to 
be the source, and she hadn’t 
been out too much in the 
previous week. But wherever it 
had come from, I really, really 
didn’t want to catch it too.
As Chloe had passed a lateral 
flow the night before, I hoped 
that maybe she was only a few 
hours into being infectious and 
perhaps I’d get away with it if 

I got out of the house straight 
away. We are lucky to have 
access to a family member’s 
cottage in Gloucestershire 
which is pretty isolated – 
it’s where I spent most of 
lockdown 2020. So I packed a 
bag and jumped in the car.
For the next two days 
everything was fine; I felt OK 
and I was taking 2 LFTs a day 
– all were clear. But, on Friday 
morning I woke up feeling 
vaguely unwell; I had a tight 
chest and maybe a hint of a 
sore throat. I took a lateral 
flow with some trepidation - 
but it was still fine and I had 
been very diligent in my tonsil 
swabbing! I took another LFT 
on Friday night and again 
I passed. Maybe I actually 
had a cold and it was just a 
coincidence? On Saturday 
morning, I felt a little bit worse; 
but still with symptoms that 
were hard to pin down: aching 
joints, fuzzy head, tight chest – 
nothing concrete. I took a 5th 
lateral flow. Surely this time 
I wouldn’t pass – but the LFT 
was once again all-clear.
Now I started to have some 
wishful thinking – if all these 
tests were clear, but I had 

these symptoms, maybe it’s 
just coincidence and I have 
the flu, or something else – 
anything but COVID? It was 
actually these thoughts that 
made me call Harefield – after 
all, if it wasn’t COVID what was 
it? I didn’t want to miss some 
other illness, or even a mild 
rejection episode.

Harefield (who were great) 
brought me back to my 
senses – I was having COVID 
symptoms after being very 
exposed to someone who was 
COVID positive. I needed to go 
and get a PCR straight away.

I phoned 119 straight after 
I spoked to HH at around 
10am on Saturday and was 
able to get a slot for 1pm that 
afternoon. I booked a drive-
through PCR, even though I 
had a PCR test kit which had 
been sent to me for just such 
an occasion, as a drive-through 
would get a faster result. 
At 5am on Sunday morning 
I got an email and an SMS 
message with my results – 
positive for COVID.
So finally it had happened.
Two years previously, I thought 

I’ve since learnt that lateral flow tests are not recommended 
for people with COVID symptoms. They’re meant for screening 
– mass testing of people who don’t have symptoms and 
are checking they are clear. So great for school kids, theatre 
audiences, sporting crowds etc. as statistically they will catch 
most of the people who don’t realise they’re carrying the 
virus. If you are doing routine testing with no symptoms of 
COVID, you should absolutely do LFTs all day long. But, once 
you have symptoms, you should go straight to a PCR as you’re 
diagnosing rather screening – and there is a difference. Lesson 
learnt.
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Coming Down With Covid, Cont’d.
– as did many of us – that this 
was virtually a death sentence. 
At the very least a hospital 
stay and a reintroduction to all 
the tubes and machines that 
I’d lived through before and 
after my transplant in 2019. 
But, since then, so much has 
changed. I had got used to the 
idea that a COVID diagnosis 
would be devastating - or at 
least very worrying. But I found 
that I wasn’t really anxious at 
all. This time round Omicron – 
at least anecdotally – doesn’t 
seem quite so serious. Plus I’d 
had my 4 vaccine doses, the 
NHS has 2 years of experience 
at treating this now, and the 
hospitals have the time and 
space to do it. If things went 
downhill, I felt I was still in with 
a very good chance.

Now I had my positive PCR 
test in the system, things 
started to happen quickly. I 
got a call the same morning 
from UCH in London. Would 
I like to come in at 2:30 that 
afternoon for a monoclonal 
antibody infusion? I hadn’t had 
to request or chase the service, 
they simply rang me up and 
offered it.

The infusion itself was very 
straight-forward. A comfy 
armchair, a simple canula, a 
friendly nurse and about 45 
minutes was all that it needed. 
I was back at my own home 
for tea and by now a bit worn 
out. At this point neither of my 
kids had tested positive (they 
never did, in the end), so I took 
myself into our bedroom and 
promised not to come out 
again until I was clear. Partly 

this was pragmatic to try and 
spare the kids from catching 
it, but mostly because by now 
I was starting to feel fairly 
unwell. Not dramatically so, 
really the same symptoms 
as before but more so; that 
overall “virus-y” feeling of 
aching joints and a woolly 
head. A very mild sore throat, 
and a continuing tightness 
in my chest, plus an overall 
sense of physical tiredness; not 
sleepy, just not really ready to 
get up and about.

At this point I put in a call 
to HH to update them, as I 
hadn’t spoken to them since 
getting my positive result 
that morning. The registrar 
on call was very helpful and 
was re-assuring that it all 
sounded quite manageable. 
I needed to monitor my O2 
sats (totally normal) and Lung 
Function (totally normal). 
She asked me to change my 
meds - dropping one of my 
immunosuppressants but 
upping my steroids by quite a 
lot, plus also a daily antibiotic. 
And she was very pleased I’d 
had the infusion.

And that’s how things stayed. 
For 5 days I felt bad but not 
awful. Just bad enough that 
you’re happy to spend the 
day lying on the bed, but not 
so bad as it’s unpleasant. (I 
had previously spent 4 solid 
months confined to various 
beds in my transplant year 
and that *was* unpleasant, so 
I very much appreciated the 
difference!). For another 5 days 
I was more active, but still not 
firing on all cylinders.

It took the full 10 days for my 
LFTs to start testing clear - but 
they did. And here I am three 
weeks later, back to normal. 
Well, almost.

I’d say I feel about 80% better. 
My chest is still a bit tight, but 
LFs and O2 are normal so I 
don’t know there’s anything to 
be done about that. I’m pretty 
tired some of the time; OK in 
the day, but I’m ready for bed 
around 9pm. (I sleep really well 
though!) I do feel, still, a bit 
fuzzy. Not detrimentally, I can 
concentrate on tasks, do work, 
write, read etc. I just don’t feel 
sharp. And I get worn out from 
exercise quickly; going to the 
gym is a real chore (but I still 
make myself go); and a slightly 
dodgy knee I’ve had for years 
seems to be much worse this 
week; I don’t know how that 
can be related but it feels like 
part of the story. 

Maybe the best way to explain 
it is that I feel like I’ve aged 
about 5 years. My neighbour – 
who also had COVID recently 
– feels very much the same 
as I do and calls it “Medium 
COVID”; not quite the full 
“Long” but getting there. 

We both hope it will pass soon.

Tim van Someren
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Transplant Sport Satellite Events
Here are some dates for 
which registration is already 
open, please keep an eye 
on their website https://
transplantsport.org.uk/events/
for more events and further 
information.

Saturday May 7th – Sunday 
May 9th

Skiing and Sports Weekend @ 
The Kendall Weekend.

For more details, emial:
simon.elmore@transplantsport.
org.uk.

It’s a Party!
Many of you will know Natasha through the Hamsters, Transplant Games or Facebook. This is a 
fantastic milestone to achieve and we would love to see members of the club join us to celebrate.
We are limited to numbers at the venue, so if you can join us, please let us know as soon as you 
can for the seating arrangements.  If you need to know any further details please contact us on 
g.rogers31@virginmedia.com

Graham, Ann & Natasha Rogers

It’s great to see that Transplant 
Sport has been able to bring 
back their satellite events that 
were put on hold in 2020 due 
to the pandemic. 

https://transplantsport.org.uk/events/ 
https://transplantsport.org.uk/events/ 
mailto:simon.elmore%40transplantsport.org.uk?subject=
mailto:simon.elmore%40transplantsport.org.uk?subject=
mailto:g.rogers31@virginmedia.com
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Donation – Support for Ukraine
The club committee has 
unanimously approved 
the chairperson’s donation 
request for £1000 to go the 
fundraiser set up by Team GB 
& NI Team Manager, Lynne 
Holt. The monies will go 
towards transplant and dialysis 
refugees from the Ukraine. 
Lynne is working closely with 
colleagues in Europe who can 
help directly – thanks to their 
efforts, a young woman from 
Lviv who is waiting for a lung 
transplant and whose husband 
is fighting in the war, has been 
able to make it to Poland with 
her children, where she is now 
receiving dialysis treatment.

Within the last few days, 
Lynne’s European colleagues 
have been able to pay for 
accommodation for two 

families who are fleeing 
Ukraine, the mother of one of 
the families and the father of 
the other family both waiting 
for a transplant and require 
dialysis.

A lung transplant patient 
has arrived in Romania 
on a life-saving drug not 
licensed in Romania. Through 
the transplant network, 
Portugal posted one box to 
Lynne’s European colleague 
in Romania, and the drug 
company has now been 
approached to supply off 
licence on humanitarian 
grounds; however, the drug 
needs to be paid for.

Our donation – which is only 
possible because of your 

fundraising efforts, donations, 
and membership contributions 
– will help others directly, 
if you would like to make 
further individual donations 
or see updates from Lynne, 
please visit the Go Fund Me 
website (www.gofundme.
com) and search for “Support 
for Transplant and Dialysis 
refugees-UKR” (this has been 
set up by Lynne Holt).

Pin Thank You
I would like to thank you and the committee for my 30 year pin.

I had my transplant when I was 13 years old from a living donor to whom I shall be forever grateful.

Since the transplant I haven’t looked back.

I work fulltime as a carpenter and I have travelled to several different countries, so I am enjoying 
life.

Just been to Harefield for my annual check-up & everything was good.

I feel very lucky thanks to my donor and the wonderful staff at Harefield.

http://www.gofundme.com
http://www.gofundme.com
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Travel Insurance
[Obviously Covid still makes 
travelling difficult, and each 
one of us decide when we feel 
happy to travel.]

You’ve spent hours browsing 
websites and flipping through 
brochures. You’ve finally 
found the perfect – and I 
mean perfect, just look at the 
Pinterest board you created 
– destination. The pool looks 
cool and the local bar makes 
the most amazing looking 
cocktails. You are ready to go.
And then you remember. 
Travel insurance. At least 
I hope you think of travel 
insurance. In this article I aim 
to explain why you need it, 
some of the stumbling blocks 
and how to get the right policy 
for you in the least painful 
way. 

I’ve travelled extensively since 
my transplant 13 years ago. 
When I first needed travel 
insurance after my transplant it 
was straightforward and, while 
the price was a little more 
than it would have been for 
a “healthy” person, it wasn’t 
a huge difference. Two years 
later, the price difference was 
astronomical and the next year 
even more so. I made it a real 
mission to get a decent policy 
that didn’t require me selling a 
kidney to pay for it. Let’s face 
it, with the meds we all take 
we can’t afford be a kidney 
down. My tenacity paid off, so 
let me share my hints and tips. 
Bear in mind that underlying 
conditions leding to transplant 
can be viewed differently by 
each underwriter.

Do you need Travel 
Insurance?

First of all, do you need travel 
insurance? Let’s get back 
to basics and look at what 
travel insurance does. Travel 
insurance is intended to 
cover medical expenses, trip 
cancellation, lost luggage  and 
other losses incurred while 
traveling. Like all insurance, 
you hope you never need 
to use it but if you’re in a 
situation where you need it, 
you’ll be very glad you have it.

Traveling in the UK

If your holiday is in the UK 
then the main reason for travel 
insurance is trip cancellation. 
You may find that your 
household insurance will cover 
you for all the things you’ll be 
taking with you (do check your 
policy) and so the question to 
ask yourself is this; if you or 
any member of your family is ill 
and you can’t go, do you mind 
losing the money you’ve paid 
for the holiday. Weigh the cost 
of the insurance up against the 
cost of the holiday. This one 

all comes down to how deep 
are your pockets and how risk 
averse you are.

Traveling in Europe

It’s tempting to skip travel 
insurance when visiting 
European destinations because 
people think the UK Global 
Health Insurance Card (GHIC) 
(the thing that replaced the 
European Health Insurance 
Card - EHIC) will cover all 
medical needs. Park that 
thought for a moment. I’ll come 
back to that later.

Just like when looking at UK 
holidays, I ask you can you 
afford to lose the money 
if you have to cancel the 
holiday? Does your household 
insurance cover your camera if 
it gets stolen from a European 
restaurant?

And now to the GHIC. It’s good, 
it’s free, but it’s not magic 
and it has its limits. The GHIC 
lets you get state healthcare 
in Europe at a reduced cost 
or sometimes for free. There 
are different rules for using 
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Travel Insurance, cont’d.
your GHIC card in Switzerland 
and you cannot use a GHIC 
EHIC in Norway, Iceland or 
Liechtenstein. But you can 
use a UK passport to get 
medically necessary healthcare 
in Norway (for example 
emergency treatment, or to 
treat a pre-existing condition). 
Complicated isn’t it!

GHIC entitles you to treatment 
that is medically necessary until 
your planned return home and 
is provided on the same basis 
as it would to a resident of that 
country.  And here’s the thing, 
in some countries, patients are 
expected to directly contribute 
a percentage towards the 
cost of their state-provided 
treatment. If you receive 
treatment under this sort of 
system, you must pay the 
same charge as a patient from 
that country. You can read 
more at https://www.gov.uk/
guidance/uk-residents-visiting-
the-eueea-and-switzerland-
healthcare 

If the worst happens and you 
need to be flown back to the 
UK, then the GHIC is useless 
and you’ll either need travel 
insurance or deep pockets. 
Could you afford £16,000 for 
air ambulance from the Canary 
Islands? And before you say I’ll 
never need it, can you really 
be 100% that nothing bad 
will happen? There a plenty of 
cases of people being injured 
while on holiday through 
no fault of their own and 
finding out the hard way just 
how much money becomes 
involved.

The rest of the world

Everything I’ve already said 
still applies only more so as 
there’s no world-wide version 
of the GHIC. Fancy spending 
over £3,000 for one night in a 
hospital in the US or £20,000 
for scheduled flight with 
stretcher and doctor escort 
from Australia? I thought not.

Time to get some quotes

So, we’re on the same page 
now. We don’t want to be 
financially crippled if the worst 
happens. We now positively 
crave travel insurance (look, 
give me some artistic license 
here. I’m trying to make 
insurance exciting. It’s a 
challenge)

As insurance is there to cover 
against the unexpected, 
insurance companies 
like to remove as much 
unexpectedness as possible 
and want to know about any 
pre-existing conditions. I can’t 
stress this enough – if you 
don’t tell them about your 
condition, then if you claim 
they may not pay out. Again, 
how deep are your pockets? 

Before starting to get quotes 
gather a list of all your 
medication as you may be 
asked.  If you have something 
with a “difficult” spelling, 
have it written in full in 
front of you because, let’s 
face it, spelling some of our 
conditions isn’t easy (I have 
lymphangioleiomyomatosis, 
which is many points in 
Scrabble) and you want to 
make sure your quotation is 
based on the right conditon.  

And know where you’re going 
and when. You may laugh, but 
I’ve spoken to insurers who tell 
me it’s surprising how many 
people call for a quote and 
don’t know when they’re going 
on holiday. Phone or online? 
I often start online and then 
phone to double check. Who 
do I get quotes from?

All these companies position 
themselves as accepting 
medical conditions. I don’t 
get quotes from all of them; 
that would take too long. 
Instead I ask in various forums 
who’s had a reasonable quote 
recently to see which insurers 
are currently the best. Things 
change from year to year.
 
• Staysure
• Insurancewith
• Avanti
• MIA Online
• Good to Go Insurance
• Global Travel Insurance
• Fish Insurance
• Marks and Spencer
• Coverwise
• AllClear
• Columbus

https://www.gov.uk/guidance/uk-residents-visiting-the-eueea-and-switzerland-healthcare
https://www.gov.uk/guidance/uk-residents-visiting-the-eueea-and-switzerland-healthcare
https://www.gov.uk/guidance/uk-residents-visiting-the-eueea-and-switzerland-healthcare
https://www.gov.uk/guidance/uk-residents-visiting-the-eueea-and-switzerland-healthcare
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Travel Insurance, cont’d.
• Free Spirit 
• JustTravel
• Freedom
• Staysure 
• Towergate 
• World First
• InsureandGo
• It’s So Easy 
 
When you’ve successfully 
navigated the wonderous 
world of insurers, please 
please please read the policy 
documents carefully. I say this 
based on personal experience 
as well as on the extra research 
I’ve done in writing this. 
One year I thought I’d got 
a good policy but when the 
documents came through, the 
disease they’d quoted me on 
wasn’t LAM. And yes I’d spelled 
it out to them. When I phoned 
back initially they said it was 
fine but given my background 
in insurance I insisted they 
checked. Guess who was right. 
Guess what happened to the 
premium. Guess who got a 
refund and went elsewhere. 

Remember when I gave you 
the “interesting fact” about 
Europe not always including 
all countries? I found a story 
where a couple were going to 
Malta but when they looked 
their documents on return 
they discovered Malta wasn’t 
covered. Why they didn’t 
check before I don’t know and 
fortunately they didn’t need 
their insurance. A playback of 
the tape of the call showed 
they’d told the insurer their 
destination and the agent had 
clicked the wrong button but 
imagine the stress if they’d 

called from their holiday in an 
emergency and had been told 
they had no cover!

Some things you may be 
wondering about

“I’ve already got travel 
insurance with my bank 
account or house insurance.” 

Make sure you check the small 
print for the bit on pre-existing 
conditions. You may find they 
aren’t covered.

Annual policy vs Single trip

There was once a crazy time 
when it was CHEAPER for me 
to get an annual policy that 
a single trip one. I make no 
predictions as to what the 
market’s like now. For all I 
know, three single trips policies 
might now be better value 
than an annual one. (I like to 
live in a world where I imagine 
we’re all jetting off for multiple 
holidays. Indulge me.)

My insurer suggested covering 
for one of my medical 
conditions, to make it cheaper.
Were they mad? If I ended 
up needing treatment while 
abroad for it, I  wouldn’t be 
covered.

Why is insurance for the USA 
so expensive? 

Health costs in the US are high, 
which makestravel insurance 
expensive for transplant 
patients. Cover for three weeks 
in Australia was less that two 
weeks in Florida!

When I took out the policy I 
wasn’t on any medication but 
after a routine check I now 
take something. Does this 
matter?

It might do. The requirement 
from all insurers is that if 
anything changes, let them 
know straight away. I spoke to 
World First to ask them what 
common mistakes people 
make with travel insurance

Counting down to most 
important:

3) Not notifying the insurance 
provider of you plan to do 
any particular sports or 
activities! Some are covered as 
standard, others will require an 
additional premium.
2) Extending a stay without 
informing the insurance 
provider before the original 
date expires. Usually, once 
the date has passed, you 
can’t amend it, as the cover 
needs to begin on the date 
you leave until the date you 
return, therefore voiding the 
policy when it could easily be 
amended. 
1) Not fully disclosing medical 
matters. This is normally 
based on the assumption that 
something isn’t “serious”! 
Anything for which you are 
medicated, reviewed or 
diagnosed with needs to be 
notified.

So, in a nutshell, tell them 
everything and you should be 
ok. And read the documents.

Clare
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Harefield Transplant Club
Committee Members’ Details (2021–2022)

VICE CHAIR
James Doherty

I had a double lung transplant in 
September 2013 due to cystic fibrosis. 
I have been on the committee since 
the AGM in Oxford in 2015 and took 
on the role of Vice Chair in 2019. I am 
also the hospital representative for the 
European Heart and Lung Transplant 
Championships.

CHAIRMAN
Janka Penther

I was born with cystic fibrosis and received a double 
lung transplant at Harefield in April 2013. I joined 
the Club in 2015 and became a committee member 
after my first AGM in Witney (2015). I was appointed 
Chairperson at the AGM in Bournemouth (2016). I 
was also Team Manager for Harefield at the British 
Transplant Games in Scotland 2017 and will take on 
this role again for the BTG 2020 in Coventry.

chairperson@harefieldhamsters.org

COMMITTEE MEMBER 
Caroline Rutherford

I’d had an LVAD for about 18 months 
when I received my last call for a heart 
in June 2018. I joined the committee 
after the 2019 Harefield reunion as I 
wanted to contribute, when possible, 
to the fantastic club. I love sport and 
am a keen  member of the BTG team. 

MEMBERSHIP SECRETARY
Rob Longrigg

I have been a member and supporter 
of the club since 2005. I had a double 
lung transplant in October 2003 due to 
CF. I joined the committee at the AGM 
in 2015. 

editor@harefieldhamsters.org

NEWSLETTER EDITOR
Clare Lauwerys

I had a single lung transplant in 2008 as 
I have lymphangioleiomyomatosis (LAM 
for short). I was LAM Action’s newsletter 
editor for several years. As my focus is 
more transplant related these days, and 
having taken a break from LAM Action 
(well mostly) I was keen to offer my skills 
to the Club.

SECRETARY
Douglas Forbes

I had a double lung transplant in 
August 2013, as a result of CF, and 
have been a member of the Club since 
2015. I joined the committee at the 
Bournemouth AGM (2016) and took 
on the role of Secretary in 2018.

COMMITTEE MEMBER
Neil Henson

I had a double lung transplant in 
August 2018, aged 54, due to having 
IPF. I joined the Committee in 2019. 

mailto:editor%40harefieldhamsters.org?subject=
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COMMITTEE MEMBER
Alex Walker

I had my heart transplant 30 years 
ago and I have been a member of 
the Club since day 1. I have been a 
member of the committee for many 
years, including as Chairman in 2016-
17. I have competed in the British 
Transplant Games ever since my 
transplant.

Reminder that the Committee meeting minutes are freely available. 

Email, phone or write to:

Royal Brompton and Harefield website: www.rbht.nhs.uk/about/news-events

Harefield Transplant Club www.harefieldhamsters.org @HarefieldTxClub

The Secretary
40 Fairfield Parade
Cheltenham
GL53 7PJ

01242 462 226

01795 590130

COMMITTEE MEMBER
Dawn Bostock

I joined the Committee after the AGM 
in 2021, having had my double lung 
transplant (due to CF) in 2008. I want 
to help the Club reach out to more 
people, in particular those who are 
isolated and lonely.

COMMITTEE MEMBER
Tracey Baker

I worked at Harefield from 1998 to 
my early retirement in 2018, and have 
been an active member of the Club for 
many years. I joined the Committee in 
2020.

www.rbht.nhs.uk/about/news-events
http://www.harefieldhamsters.org

