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DATES FOR 
YOUR DIARY

A Word from the Chair...

I hope you all are well and 
warm these days. Whilst I 
am personally very fond of 
the leaves changing colour 
and the taste of winter in the 
air, I could do without being 
dressed in layers at home, 
wearing fingerless gloves to 
type these lines. Thankfully I 
have two lovely black beasts, 
well, dogs, who love a cuddle, 
so my feet are always nice and 
warm – albeit covered in dog 
hair!

But let’s remember the 
summer, the warm, long days 
we spent outside – longing 
for a fresh breeze! We were 
out and about, getting active 
at the Race for Recipients, 
the British Transplant Games 
took place in Leeds and were 
a huge success thanks to our 
wonderful Team Manager 
2022 Caroline Rutherford! 
She has now handed the TM 
baton over to Peter Knox, 
who you will “meet” later in 
this newsletter. He is a great 
chap and if you are keen to 
know more about the Games, 
or already know you’d like 
to sign up for the BTG 2023 
in Coventry, just get in touch 
with him directly.

The Games in Leeds were 
also try-out for the World 
Transplant Games in Perth next 

year and I am incredibly proud 
to see TEN transplant athletes 
from Harefield Hospital having 
been picked to compete for 
Team GB & NI!  To compete 
amongst all different types 
of transplants on such a high 
level is no mean feat, so 
congratulations to everyone 
selected.

The Fun Run in September was 
a great success and we loved 
seeing everyone enjoying 
themselves running, walking, 
and chatting their way around 
the course! Don’t forget next 
year is the 40th anniversary 
of the run, so put the 10th 
September 2023 in your diary!

We held the AGM in October, 
and I am excited to welcome 
two new members to the 
club committee, Peter Knox 
(lung transplant) and Clive 
Donaghue (heart transplant). 
Two of our long-standing 
members left the committee 
due to personal circumstance 
and I would like to extend my 
gratitude to Alex Walker and 
Neil Henson for their hard 
work.

Unfortunately, we also lost 
some friends since the 
summer, which is always very 
sad. My thoughts go out to 
their families and friends, and I 

World Transplant Games
Perth, Australia 
15–21 April 2023

National Transplant Week 
3–9 July 2023

British Transplant Games
Coventry 
27–30 July 2023

40th Annual Fun Run & 
Family Day 
Harefield Hospital 
10 September 2023

Annual Club Celebration 
& AGM 
October/November 2023, 
exact date TBC

www.harefieldhamsters.org
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Word from the Chair, cont’d.

I had a heart transplant in 
October 1984, aged 12. My 
earliest involvement with the 
club was preventing several 
members of the Harefield 
transplant team attending 
one of the first club annual 
dinners as I was keeping 
them busy in theatre! I joined 
the committee at the 2022 
AGM and I’m hoping to use 
my long-term knowledge 
as a patient alongside my 
professional experience to 

help the committee with the 
club’s mission to support pre 
and post transplant families 
however I can.

Clive

hope that knowing their loved 
ones lived life to the full is a 
little comfort.

But with rain also a comes 
rainbow and as a club we have 
made a great difference to 
many others- by supporting 
remotely, raising funds for 
important projects, and raising 
awareness for organ donation. 
The recent cake sale in aid 
of the RB&H Arts initiative 
Adrian the Musician was a 
huge success and this shows 
how much you all care! Our 
recent collaborations with 

the Guy’s and St Thomas’ 
Trust as well as the CTPG 
have been very positive and 
improved transplant patient 
experience as well as increased 
engagement which is great and 
what’s needed!

So with feeling overall 
optimistic, let’s embrace the 
shorter days, the chill in the air 
and the fingerless gloves. It’s 
a time to reflect, to read the 
book you’ve not had time for, 

to call the friend with whom 
you’ve been planning a catch 
up for ages, to make time for 
yourself. The holiday season 
is just around the corner and 
soon we will be talking about 
the next busy summer.

Warm wishes to all of you, 

X Janka

Meet New Committee Member Clive Donaghue
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New Team Manager For Team Harefield
For the past couple of years, 
Caroline Rutherford has done 
an incredible job as Team 
Manager for our team at the 
British Transplant Games. 
Leading a group of athletes 
and supporters to the first 
Games since the pandemic was 
no mean feat. Caroline took it 
all in her stride and made sure 
everyone had the time of their 
life AND every single Harefield 
transplant athlete who 
competed in Leeds, brought 
back a medal in honour of 
their donor! Congratulations 
Team Harefield!

Caroline had been juggling 
her role as TM as well as 
Club Treasurer due to lack of 
committee members, which 
is a challenge in itself – I can 
only thank and commend 
her for that. However, 

Caroline has now been 
selected (along with nine other 
transplant athletes from Team 
Harefield !!) to compete for 
Team GB & NI at the World 
Transplant Games in Perth next 
year, so will be busy training. 

Now Peter Knox, one of our 
new committee members, has 
stepped into this role and will 
manage Team Harefield for 
the British Transplant Games 
in 2023, which will be held in 
Coventry 27-30 July ! Here is 
Peter’s introduction:

Hi! My name is Peter Knox, I’m 
a Cystic Fibrosis patient who 
had a double-lung transplant 
at Harefield in 2017. Sport has 
always been a huge part of my 
life and I’ve loved representing 
Harefield at the British 
Transplant Games in tennis 

and squash in Newport in 2019 
and Leeds in 2022 and was 
lucky enough to win 2 golds 
and a silver medal in tennis at 
the European Games in Oxford 
earlier this year.

I’m currently training hard for 
the World Transplant Games 
in Perth, Australia next April 
(I have been selected for 
Tennis and Squash), which 
is a fantastic opportunity for 
me – lots of hard gym and 
court sessions over the winter 
months but I’m sure it’ll all pay 
off.

I’ve recently joined the 
committee to take on the 
role of Team Manager for the 
next British Transplant Games, 
which are in Coventry from 27th 
to 30th of July 2023. Getting fit 
for and playing lots of sport 
has been a huge part of my 
recovery from transplant, and 
it’s always really inspiring to 
see so many other Harefield 
athletes showing how fit 
and strong you can be after 
transplant!

At the British Transplant 
Games there’s a huge range 
of sports on offer, and a very 
supportive environment full 
of other transplant patients all 
celebrating the gift of life. I’d 
love to get as big a team from 
Harefield as possible, if you 
are interested in joining TEAM 
HAREFIELD please just drop me 
an email to team.harefield@
harefieldhamsters.org. Thank 
you.

Janka Penther

mailto:team.harefield@harefieldhamsters.org
mailto:team.harefield@harefieldhamsters.org
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In Memoriam

I was shocked and heartbro-
ken when I heard the news of 
Steve’s passing. He had been a 
constant for me since I joined 
the Harefield Transplant Club 
in 2015 and already then was 
one of the “oldies” – he had 
had his heart transplant over 
30 years then – to me, a trans-
plant newbie of just a couple 
of years, this was nothing short 
of a miracle.

But Steve was much more than 
that. He received his heart 
transplant at Harefield Hospi-
tal in 1984, after falling sick in 
his 40s. He and his wife met 
Steve’s surgeon - Professor 
Sir Magdi Yacoub, whom he 
always spoke very fondly of – 
and together they decided to 
“go for it”. 

Steve chaired this wonder-
ful club for 13 years and I 
was lucky enough to expe-
rience the love and enthu-
siasm he had for this club. 
He and Chris ALWAYS sat 
in the front row at the AGM 
and offered their support 
and insight to the commit-
tee and especially me as 
Chair – always with a great 
sense of humour and a 
sprinkle of cheekiness.

In 2016, when Steve’s kidneys 
had had enough, his wife Chris 
was a match and she donated 
one of her kidneys to Steve 
which meant the world to him 
but also his friends and family 
– including us, the Hamsters. I 
know Steve was always incred-
ibly grateful – to his donor, the 
medical team around him and 

of course his wife Chris and 
Steve was always very humble 
about the fact that he was (one 
of) the longest surviving heart 
transplant patients in the UK.

We will miss Steve dearly and 
our thoughts are with Chris and 
their family.

Janka Penther

Steve Syer

Henry Smith

I was very sad to hear about 
Henry’s recent passing. Henry 
and his wife Margaret have 
always been very involved 
in the Harefield Transplant 

Club. They both 
always attended the 
AGM sitting front row 
to share their views 
and ideas. Always 
supporting the club, 
for many years they ran 
an annual local event, 
“Henry’s Ball” which 
has raised tens of 
thousands of pounds 
for the club and has 
allowed us to give 
back to the transplant 

community. Henry enjoyed 
an incredible thirty-one extra 
years with his donor heart 
(later on in life he also received 

a kidney transplant) and whilst 
we are sad to hear of his 
passing and send Margaret all 
of our love during this difficult 
time, we are also very grateful 
to his donor and their family 
who gave him this precious gift 
all these years ago.

Janka Penther
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In Memoriam, cont’d.
Ian Facer, 10.03.1971—31.08.2022
Ian was diagnosed with 
Pulmonary Fibrosis in Dec 
2019. We knew it was life-
limiting, but he never once 
complained. He went downhill 
quickly & was put on oxygen 
in March 2020. He was 
put forward for transplant 
assessment that July. Due to 
Covid delays & many tests 
he was finally listed in April 
2021.  No call came but he was 
blue-lighted to Harefield on 
23/9/21 to be put on ECMO 
& onto the super-urgent list. 
He faced further issues, some 
of which saw him suspended 
from the list, but got the call 
Sat 9th Oct to say a set of lungs 
were available.  We waited 
with him all day; Ian went into 
surgery at 8pm. I got a call at 
5am the next morning to say 
he was back in ITU. After much 
hard work on his part, he came 

home December 13th.

Unfortunately, his new lungs 
came with CMV. The lungs 
worked magnificently but 
the drugs or CMV attacked 
his bone marrow.  He was in 
& out of Harefield but went 
back in for good on 5th May 
and despite everyone’s best 
efforts (including his own) he 
passed away from Sepsis on 
31st August 2022. He never 
complained and never gave 
up hope - even at the end. All 
the staff at Harefield Hospital 
were amazing and I know 
shared my loss. Cameron (the 
chaplain) was there for us from 
the beginning and was able to 
take Ian’s funeral service which 
meant the world to me. 

Sadly, due to the drugs he 
took he wasn’t able to donate 

even his corneas but our whole 
family are donors & I continue 
to tell everyone I know.  I 
wish the outcome had been 
different - as my mum said, 
he lit up any room he entered, 
and I miss him so much, but he 
always had hope and that is the 
most important thing.

Joanne Facer

Phil Davies

It is with sad regret I announce 
the passing of a special friend 
in April - Phil Davies.
Phil and his lovely wife Wendy 
were part of the Harefield 
family for many years. Phil 
celebrated 31 and a half years 

with his heart this year. 
In his early days, he took part 
in golf at both the European 
and British Games.
Phil particularly enjoyed the 
Harefield reunion weekend. 
He always took part in the 
fancy dress, had plenty of bad 
Dad jokes and was one of the 
members who reminded of us 
of the constitution and how 
it should be interpretated at 
moments which always used 
to make Wendy squirm! Whilst 
mentioning Wendy, many of 
us remember her bringing 
along tins of freshly-baked 
welsh cakes.
Over the years we had lots of 
lovely social times meeting up, 

not just at the games and the 
dinners. Phil often mentioned 
the special delivery of his 20-
year pin when we turned up on 
the doorstep with it.
Phil loved his family above all, 
but his second passion was his 
golf and watching sports. We 
spoke weekly and the topic 
always turned to how Derby, 
Swansea and Cardiff were 
progressing.
I will really miss my chats to 
Phil, but we will keep in touch 
with Wendy and continue the 
legacy he started of running 
the 6 Nations rugby table bet. 

God bless, 

Paul and Karen Taylor 
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Anniversary Pins

Wow it’s my 10th transplant anniversary how quick 
the years have gone by. If it wasn’t for my donor and 
her amazing family, I probably wouldn’t be writing 
this so thank you from the bottom of my heart for 
the opportunity to see my grandchildren come into 
the world and live a great life.

Sue Lord (10 years)

Thank you for sending me the Anniversary Pin. I have been 
privileged to enjoy 25 years post TX thanks to the gift from 
someone I never met and the expertise and dedication of the 
Harefield consultants , surgeons, nurses and support staff.

Thank you for sending out my 35-year pin. I have been so lucky 
to see my son, Gareth grow up and get married to Sam and 
produce two wonderful grandchildren, Spencer and Gracie, these 
are just a couple of events which I thought I would never see 35 
years ago. So, with great Thanks to my donor, the staff at Derby 
Royal and Harefield Hospital to get me this far. But most of all I 
would like to thank my wife Karen, who without her by my side I 
don’t think I would be here today.

Alan Lees (25 years)

Paul Taylor  (35 years)

Thank you very much for the 25-year pin. I am very grateful and will wear it with pride. Although I 
had my heart transplant at St George’s in Tooting, I was transferred to Harefield for follow up care 
almost immediately and have been brilliantly looked after ever since.

Huge thanks to all the helpful, friendly, and dedicated staff at Harefield for their support and 
professionalism over a long period. Thank you too as always to my donor’s family.

Many thanks to the Club; I read the newsletters avidly.

Colin Kaye  (25 years)
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Anniversary Pins, cont’d.

Thank you, Rob and committee, for the pin you sent me to mark the 35th year anniversary of my 
heart transplant. It was very kind of all of you.  

Thirty-five years ago, on September 9, 1987, I awoke in my hospital bed in Johns Hopkins Hospital 
(JHH) (where I had been admitted for open heart surgery) to be told I’d had a heart transplant! 
I will be forever grateful to the doctors, nurses and staff of JHH, but, most importantly, I am 
indebted to a special man (my donor) and his family. In the depths of their own pain, they turned 
their tragedy into hope and gave me the ultimate gift of life. “Thank you” seems so inadequate.

I was born with a hole in my heart (and with my heart on the opposite side of my body) and at the 
tender age of 18 months underwent my first heart surgery at Children’s Hospital of Philadelphia.  
Suffice it to say, the surgeon was not hopeful of the outcome. My childhood saw me in and out 
of hospitals for various cardiac-related problems, which meant I was always too ill to undergo 
my much-needed open heart surgery. After graduating from university at the age of 22 (the 
University of Delaware, “Go Blue Hens!”), I became severely ill with congestive heart failure (CHF) 
and was hospitalised. When I was discharged, I was sent to a consultant at Johns Hopkins Hospital 
who advised open heart surgery. Now comes the remarkable part! This is what I was told; On 
September 9, 1987, after a 13-hour open heart surgery, the surgeon declared that there just wasn’t 
enough of my heart to save. The team tried to wake me up/take me off the bypass machine. But I 
wasn’t responding. The surgeon then went and asked my mother for permission to add me to the 
Transplant List. I was added and FORTY-FIVE (45) MINUTES LATER, my mother was told they had 
found a heart for me, and I was rushed back into surgery!!! Four hours later, I had a healthy new 
heart. Of course, I DIDN’T YET KNOW ANY OF THIS, BECAUSE I WAS STILL UNCONSCIOUS!  

Since then, though, I’ve left my home state and moved to Washington, D.C. where I met my British 
husband and gave birth to our own little miracle daughter (who is now older than I was when I 
had my transplant!) and moved to the UK, where we’ve lived for the past 24 years under the care 
of the doctors, nurses and staff at Harefield Hospital. I’ve been with them longer my previous two 
transplant hospitals combined!

Kimberly Hayles (35 years)

Hello all! A short message 
from your hospital 
representative for the 
European Heart and Lung 
Transplant Games.

As you all may know the last 
two European heart and lung 

games have been cancelled.
The latest news is that the 
next scheduled games in 
2024 does not yet have a 
venue. The EHLTF organising 
committee is now looking at 
options around collaborating 
with the European Transplant 

and Dialysis Sports Federation 
(ETDSF), as the cost of putting 
on a separate Heart/Lung 
Games is significant. The ETDSF 
Games were held earlier this 
year in Oxford.

When there is any news of any 
developments, I will let you 
know so keep an eye out.

James Doherty

European Heart/Lung Games Update
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Shehla Brown is the new 
clinical psychologist at 
Harefield Hospital, replacing 
Melissa Sanchez who left in 
November 2021 after being in 
the role for 13 years. 

Shehla started in January 
2022 and is still recruiting a 
full team to be able to deal 
with an increase in referrals 
as well as a backlog from the 
pandemic. If you feel you 
need her support, please ask 
one of the professionals in 
your medical team to refer 
you. Currently Shehla has 
an assistant who triages the 
referrals, and due to lack of 
staff there is quite a significant 
amount of waiting time to be 
seen.

If you are currently being 
assessed for a transplant 
you will see Shehla as at the 
moment she is looking after 
every patient at HH. The aim 
is, however, to eventually 
have a separate psychologist 
for transplant patients whist 
another one is allocated to 
critical care and pre transplant 
assessments so individuals 
can be seen within 14 days of 
referral.

If you need urgent help, 
please visit your GP, or speak 
to other medical teams if you 
are under the care of anyone 
aside form Harefield Hospital. 
There is also the option to 
see a psychologist privately 

and, of course, members of 
the HTC Facebook group are 
always happy to share their 
experience.

New Clinical Psychologist At Harefield Hospital

World Transplant Games 2023

Harefield athletes selected for 
Team GB & NI at the World 
Transplant Games 2023 in 
Perth, Australia:

John Allen – Squash

Jade Carr - Table Tennis 

Amanda Chalmers – Tennis

Robyn Davidson – Athletics

Emma Hilton – Athletics, 
Volleyball

Ian Horner – Squash

Peter Knox – Squash, Tennis

Joe Peard – Basketball

Caroline Rutherford – 
Swimming 

Alex Walker – Athletics  

Huge congratulations to all 
of you! We are all incredibly 
proud and wish you all the best 
of luck for the WTG next year!

Janka Penther
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After a three year break, 
transplantees and supporters 
joyously gathered again to 
help celebrate and spread 
awareness of organ donation 
and life after a transplant. 
This year the games took 
place in Leeds with over 
1000 competitors, over 1700 
supports and over 25 different 
sporting events. The team of 
11 from Harefield competed 
in a large variety of events. 
We had five wonderful 
new additions to the team. 
Lindsay Jarrett brought her 
determination in bucket loads 
to the games to compete 
in the cycling events, ball 
throw and 100m sprint. John 
Allen showed his skills on the 
squash court and then joined 
Lindsay for the ‘blue ribbon’ 
cycling events the next day. 
It was a joy to watch Michelle 
Amess, who donated a kidney 
to our membership secretary 
Rob Longrigg, compete in 
some of the live donor events 
and support the whole team 
throughout the weekend. 
Robyn Davidson ran an 
extremely fast mini marathon 
so much so that I am still yet 
to meet her. A special mention 
to John Conway who at the 
last minute tested positive for 
COVID so could not attend 
but fully intends to be there in 

2023 in Coventry.  

Every member of the team 
both new and ‘old’ took 
home a medal which is 
absolutely fabulous and is 
a true reflection of the hard 
work each individual put into 
preparing for their events. I am 
sure all would agree, although 
it might sound corny, it really 
is the taking part that counts 
in these games. I am also sure 
that on every start line the 
team remembered how special 
was to just be in that position, 
all having gone through 
something slightly different to 
get, no matter what the result 
ended up as.

At every games on the 
Saturday evening all of the 
adult and children competitors 
and spectators gather to 
talk part a donor walk in 
remembrance to all donors; an 
extremely poignant part of the 
4 days.

Well done and thank you 
to the entire team for fully 
embracing the spirit of the 
games and hopefully getting 
addicted to attending every 

year. For anyone reading this 
please know that no matter 
how much experience you 
have with sports you can have 
a think about attending next 
year. The sport is secondary 
to the wonderful atmosphere 
and comradery between all 
competitors. Every year there 
are people competing in 
events that they have never 
done before but want to get 
involved and try it out. 

I have had to step down as 
Team manager so that I can 
focus on my role as treasurer 
but the wonderful Pete Knox 
has kindly offered to take 
over the role for Coventry 
2023 and there is no doubt 
that he will be fabulous. If 
you are in anyway interested 
in coming to The British 
Transplant Games in 2023 then 
please email our new Team 
Manager Pete Knox (team.
harefield@harefieldhamsters.
org). I will continue as assistant 
(treasurer@harefieldhamsters.
org).

Caroline Rutherford

British Transplant Games: Leeds 2022 report

mailto:team.harefield@harefieldhamsters.org
mailto:team.harefield@harefieldhamsters.org
mailto:team.harefield@harefieldhamsters.org
mailto:treasurer@harefieldhamsters.org
mailto:treasurer@harefieldhamsters.org
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There are lots of ways you 
can raise money for the Club 
that don’t involve running 
a marathon or climbing a 
mountain. Not that there’s 
anything wrong with doing 
such things but for those of us 
who are allergic to sports gear, 
keep reading.

AmazonSmile 

For more information see 
https://smile.amazon.co.uk/
charity 

easyfundraising 

easyfundraising partners with 
over 7,000 brands who will 
donate part of what you spend 
to a cause of your choice. It 
won’t cost you any extra. The 
cost is covered by the brand.

For more information 
see https://www.
easyfundraising.org.uk/causes/
harefieldtransplant/

JustGiving

On our Justgiving page you 
can: 
• make a one off donation
• set up a regular donation
• set up a collection page for 
an event. Perfect if you are 
running up mountain or would 
like people to donate instead 
of buying you a birthday or 
other present.

For more information, see 
https://www.justgiving.com/
harefield-tc

Evusheld is a pre-exposure 
prophylaxis for Covid 19. 
It is a combination of two 
medications given together: 
tixagevimab and cilgavimab. 
Both are monoclonal 
antibodies, which are lab-
made proteins that act like 
antibodies made by your 
immune system to fight an 
infection. 

A single dose of the two 
medicines, tixagevimab and 
cilgavimab, should be given as 
two injections into a muscle 
by a healthcare professional. 
In October 2022, Evusheld 
has been made available 
privately (the UK has not made 
any purchases which could 

be made available on the 
NHS), which will cost around 
£2000.00 as individuals will 
require a consultation with 
a private health clinician, 
a private prescription and 
a private appointment  to 
administer the drug. 
There are still many questions 
around Evusheld so we 
contacted Harefield Hospital 
for guidance on whether they 
would recommend getting this 
drug (if financially possible). 
There has been no official 
statement yet and this is 
for a few reasons. Access to 
Evusheld is difficult and only 
possible for some, also it is not 
proven yet to protect 100% 
from any C19 strain and the 

longevity of this protection is 
not completely clear.

In addition to this, since the 
merge of the RB&H Trust 
together with the Guys’ and St 
Thomas’ Trust, communication 
like this must go through more 
channels which inevitably 
leads to delays. There will be a 
statement about this at some 
point, in the meantime, if you 
decide to take this drug, please 
speak to your team at Harefield 
first to check if you need extra 
blood checks or an adjustment 
to your regular medication.

Janka Penther

Ways to Fundraise

Evusheld

Our Vice chairman James 
says, “Thank you to everyone 
who has already signed up 
to AmazonSmile as you all 
have raised just under £170 
for the Harefield transplant 
club since we signed up.”

https://smile.amazon.co.uk/charity 
https://smile.amazon.co.uk/charity 
https://www.easyfundraising.org.uk/causes/harefieldtransplant/
https://www.easyfundraising.org.uk/causes/harefieldtransplant/
https://www.easyfundraising.org.uk/causes/harefieldtransplant/
https://www.justgiving.com/harefield-tc 
https://www.justgiving.com/harefield-tc 
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A study looking to develop 
a personalised medicine 
approach to antifungal 
treatment in lung transplant 
patients has been awarded 
funding by Pfizer and will 
be led by Dr Anna Reed, a 
consultant in respiratory 
and transplant medicine at 
Harefield Hospital.

Dr Reed’s research will 
focus on developing novel 
biomarkers to optimise the 
length of antifungal treatment 
in  lung transplant patients.
This study uese a personalised 
medicine approach and 
combines detailed genetic 
information alongside other 
clinical factors. This approach 
will help clinicians identify 
non-invasive blood-based 
biomarkers to guide clinical 
decision making, helping:
- treat disease effectively
- reduce unnecessary drug 
side effects, and
- minimise the emergence of 
drug resistance to therapies.

On average, patients live 6–7 
years after undergoing a lung 
transplant, with only 27% 
surviving after 10 years, which 
is relatively low compared to 
other organ transplants.

The main causes of death 
after the first year of lung 
transplantation are infection 
and chronic lung allograft 
dysfunction (CLAD), a term for 
progressive irreversible decline 
in lung function.
Aspergillus is a type of fungus 
which in its most invasive 
form can destroy the lungs. It 
is the most common fungus 
infecting lungs after transplant 
and is associated with a high 
mortality rate.

Although it is thought that 
Aspergillus is linked to the 
development of CLAD, recent 
studies suggest this is not 
clear cut, with some patients 
developing CLAD and others 
not. The current method 
of diagnosis of Aspergillus 
infection is difficult and is 
based on a combination of 
clinical, radiological, and lab-
based tests. When a patient 
is diagnosed, they are treated 
with a long course of anti-
fungal therapy which have 
many side effects and can lead 
to the development of drug 
resistance.

This is particularly a problem 
when Aspergillus is detected 
but may not necessarily 
causing CLAD, which may 
lead to patients receiving 
unnecessarily aggressive levels 
of antifungal treatments.
Dr Reed’s study aims to tackle 
this by identifying biomarkers 
which will determine whether 
a patient has eradicated 
Aspergillus infection effectively 

and whether Aspergillus 
is contributing to the 
development of CLAD. The 
study will involve compare 
blood and lung washings 
from lung transplant patients, 
both with and without CLAD, 
alongside those with and 
without Aspergillus. The 
samples will help determine if 
there are specific biomarkers 
which will help clinicians 
provide the right type of 
treatment to patients.

Dr Reed explained the 
importance of this research:
“This study builds on the 
immunophenotyping work 
we have been undertaking as 
part of an MRC – CARP funded 
study looking at immunological 
signatures of Aspergillus 
and CLAD in lung transplant 
recipients. The early data is 
extremely interesting with clear 
signatures of CLAD emerging. 
This Pfizer funded project will 
allow an additional layer of 
information to be developed 
and will provide more insights 
into diagnostics of Aspergillus 
in this patient group.

“In the longer term we aim 
to use these approaches to 
tease out the pathobiological 
pathways contributing to the 
development of all types of 
CLAD and this will inevitably 
provide new therapeutic 
targets to prevent CLAD in 
patients most at risk.”

Royal Brompton and 
Harefield Hospitals

Personalised medicine research for lung transplant 
patients secures funding



PAGE 12 HAREFIELD TRANSPLANT CLUB NEWSLETTER

On Monday Nov 21st we held 
our first Cake Sale fundraiser 
at Harefield Hospital since 
the start of the pandemic. 
While many of us have gone 
back go face-to-face clinics 
and some of the strict Covid 
measures have been relaxed, 
we were very cautious with 
our expectations and hoped to 
raise around £200. 

The Club had committed 
to support Adrian’s musical 
mental health and wellbeing 
sessions with an initial 
donation of £750 as well as 
earmarking all the funds raised 
at this Cake Sake for this 
incredibly important project. 
In addition to this, we are also 
accepting donations for these 
session via our Just Giving 
Page (https://www.justgiving.
com/harefield-tc); we just 
need donors to let us know in 
the message on the JG page 
to advise that their funds are 
going to Adrian The Musician.

The Cake Sale was organized 
by our wonderful volunteer 
Mary Hilton, who had got her 
family and friends involved to 
come and help with delicious 
bakes and also helping on the 
stall. Mary is Emma Hilton’s 
mum (Emma received a heart 
transplant at GOSH as a child) 
and has always been a great 
supporter of the club and we 
are incredibly grateful for all 
her help! 

Club Secretary Doug also took 
the day off to bake and come 
and help on the stall, bringing 

delicious treats baked by 
family and friends, including 
some fabulous lung shaped 
cookies which sold out pretty 
quickly!

Of course, where there is cake, 
the is also our chairperson 
Janka who, helped on the stall 
and, in between sampling the 
treats (Cake Quality Control 
Officer is her new job title!) 
engaged with patients, visitors 
and staff to make them 
aware of the Arts initiative at 
Harefield and the importance 
of the Harefield Transplant 
Club.

It was wonderful to see 
our friend and former Club 
Treasurer David Walker come 
to support, and he and his wife 
Ann didn’t go home empty 

handed. Despite the difficult 
times we find us all in, we 
raised a whopping £400 
which will go toward the 
online sessions (you can join 
them every Wednesday from 
6.30 to 7.30 on the rb&hArts  
Facebook group) and help 
patients at the hospital but 
also in their own homes who 
struggle with loneliness and 
isolation.

Connie Rosewarne, Music 
Program Manager at the 
RB&H, popped in and was 
absolutely overwhelmed by 
the generosity of everyone and 
wants to extend a huge THANK 
YOU to you all for being so 
AWESOME and helping to keep 
these sessions going!

Janka Penther

Cake Sale Fundraiser doubles up on expectations!

https://www.justgiving.com/harefield-tc
https://www.justgiving.com/harefield-tc
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Fundraising – Where does the money go?
Thanks to our amazing 
members who support the 
Harefield Transplant Club with 
membership fees, donations, 
and fundraising events, we 
were able to support some 
incredibly important initiatives 
at Harefield Hospital.

the Patients’ Fund has provided 
big and small improvements 
to many patients’ stay in the 
hospitals. 

The trolley had its first run 
on Monday 10 January and 
was well received. Items on 
the trolley include tampons, 
shower gel, toothpaste, 
room spray, sleeping aids, 
activity kits, cross words and 
sudoku books, charger cables, 
headphones, and mouthwash. 
There is also dry shampoo. 
“This has one of the biggest 
impacts on their sense of 
wellbeing," Waqas said. All of 
these are free for patients. 

Having these items can make 
a real difference to transplant 
patients. Some have been 
emergency transferred to 
Harefield and might not have 
had time to pick up essential 
items before admission. Some 
come from as far as Cornwall 
and are spending a long time 
far from home.

When the Patient’s Fund had 
run out, Harefield Transplant 
Club decided to step up and 
with a generous donation of 
£500, enabling this fantastic 
initiative to continue. The 
trolley is brought around 
my some of the wonderful 
volunteers at Harefield 
Hospital. To support this 
project, please donate via our 
JustGiving site (https://www.
justgiving.com/harefield-tc) 
and let us know in the message 
on JG that your donation is for 
the Care Trolley.

The Transplant 
Care Trolley

Adrian the 
Musician 

Transplant patients spend 
a long time in hospital, 
sometimes up to a year, so 
the lovely team at Harefield 
Hospital try to make the 
ward as much a home away 
from home as possible. To 
improve the stay of transplant 
patients, RCP Chief Registrar 
Dr Waqas Akhtar conducted a 
survey of Harefield Hospital’s 
transplant ward. The main 
finding was that patients had 
difficulty accessing everyday 
essentials, desribed by Waqas 
as: "basic things to make you 
feel a bit more human whilst 
in hospital." From the survey, 
Waqas was able to generate 
a list of items that patients 
needed. 

From iPads and physio 
equipment to comfort packs 
and camp beds for parents, 

Comedy-violinist Adrian 
Garratt provides weekly music 
sessions both face-to-face on 
Harefield wards and online. 
His chatty, improvised and 
highly-skilled music sessions 
create personalised and joyful 
moments for patients and their 
families, providing support and 
connection in extraordinarily 
difficult and isolating 
circumstances. rb&hArts, the 
arts team for HLCC, supports 
the programme. In 2020, 
Harefield Transplant Club 
donated £1500 to ensure 
Adrian’s online sessions could 
continue throughout Covid19.

This money has now run 
out and the rb&hArts 
Team approached the HTC 
committee, desperate for a 
further £1500. We thought 
this project was worth 
supporting as it helps so 
many HH transplant patients 
struggling with isolation due 
to the pandemic. However, 
also the Club has felt the 
financial pressure with a lack 
of fundraising due to C19 so 
whilst we all agreed we wanted 
to help, we also needed to 
think of the club’s financial 

https://www.justgiving.com/harefield-tc
https://www.justgiving.com/harefield-tc
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Fundraising, cont’d.
situation. Together. We came 
up with a proposal to the 
Music Programme Manager of 
the rb&h Arts Team, Connie 
Rosewarne, as follows:
• An outright donation of £750
• A cake sale at Harefield 
Hospital which proceeds will 
go to this initiative
• An appeal to supporters and 
friends, to donate what they 
can to this project via our club 
JustGiving page (https://www.
justgiving.com/harefield-tc)
I am delighted to say that, 
in addition to the cake sale 
and the donation agreed by 

the Club Committee, we have 
hit the fundraising target for 
Adrian. We have been able 
to donate £1500, to keep 
his online sessions going for 
another year.

If you’d like to support this 
project further, please visit 
our JustGiving page and let 
us know in the message on 
JG that this money is to go to 
“Adrian the Musician”.

We can only make donations 
that make a difference with 
YOUR help! Please consider 

joining the Harefield 
Transplant Club as a registered 
member – the first year 
membership is FREE! You can 
join our club whilst waiting 
for a transplant, after you 
have received your transplant 
and as an associate member 
if you are a friend, family, 
or carer of someone who is 
on their transplant journey! 
To join us and for more 
information about the club, 
please visit our website www.
harefieldhamsters.org.

Janka Penther

Robert Burns, Chair of the CTPG
The Cardiothoracic Transplant 
Patient Group (CTPG) is a 
patient-led group representing 
patients in the UK at any 
stage of a heart or lung 
transplant pathway (pre- and 
post-transplant) or with a 
ventricular assist device (VAD). 
The group seeks information 
and raises concerns about any 
aspect of organ donation and 
transplant care.

The current chair of this group 
is Robbie Burns. Robbie had a 
heart transplant in 2020 and 
has a professional background 
in senior NHS management.
As chair of the CTPG, Robbie 
also sits on the national 
advisory groups for both 
heart and lung transplant. 
He ensures that our views 
and concerns are heard by 
the advisory groups and that 
our voice is represented in 
decision making. 

I regularly link in with Robbie 
to ensure he hears the 
comments, views and concerns 
of the Harefield transplant 
patients. I along with other 
patients from Harefield are 
members of the CTPG.”
Have your say! We have 
uploaded a feedback 
form to our website www.
harefieldhamsters.org (find 
CTAG/CTPG under the 
“Information” drop-down 
menu) which you can complete 
and send directly to Robbie on 
robertwburns@tiscali.co.uk.

Finally, at the CTPG on 7 Dec 
2022,  I pushed again for 
psychological support for 
patients. Please do speak up 
and say on behalf of Harefield 
Patients that we would benefit 
from more support. In the 
psychology patient survey very 
few Harefield patients said 
their psychological needs were 
met. 

If you would like to attend any 
of the group meetings, please 
email me at chairperson@
harefieldhamsters.org so I can 
liaise with the organisers to 
send you the link to the online 
meeting. Minutes of previous 
meetings can be found here: 
https://www.odt.nhs.uk/
transplantation/cardiothoracic/
cardiothoracic-advisory-group/

Janka Penther

https://www.justgiving.com/harefield-tc
https://www.justgiving.com/harefield-tc
http://www.harefieldhamsters.org
http://www.harefieldhamsters.org
mailto:robertwburns%40tiscali.co.uk?subject=
mailto:chairperson%40harefieldhamsters.org?subject=
mailto:chairperson%40harefieldhamsters.org?subject=
https://www.odt.nhs.uk/ transplantation/cardiothoracic/ cardiothoracic-advisory-group/
https://www.odt.nhs.uk/ transplantation/cardiothoracic/ cardiothoracic-advisory-group/
https://www.odt.nhs.uk/ transplantation/cardiothoracic/ cardiothoracic-advisory-group/
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Special Award

The Hamsters Special Award 
is presented to somone the 
committee feel has epitomised 
the true spirit of the Club 
during the past year. The 
committee look further than 
just sporting achievements. 
Other factors include: personal 
profile, commitment to the 
Club and its members, fund 
raising, the Club’s external 
profile, and giving selflessly 
for the benefit of others. This 
year’s winners are John and 
Maria Walsh. With Maria’s 
support, John completed the 
Windsor Half Marathon, raising 
over £4k for the Harefield 
Transplant Club.

Maria’s response on receiving 
the trophy:

John & I had a lovely surprise 
today. We received this year’s 
“Hamster Special Award” “for 
someone who has epitomised 
the true spirit of the club” 
John ran a ½ Marathon for 
the club. We raised over 
£5,000 (including gift aid). So 
wonderful that he did it for me 
and us all.

Pinfield Prize

The Pinfield Prize is awarded 
to someone who has worked 
hard this past year to improve 
the profile of Harefield 
hospital, Transplantation 
and Donor awareness. The 
prize goes to Adrian Garratt, 
also known as “Adrian the 
musician”. With his artistic and 
humorous performances, he 
has helped many patients on 
the wards at Harefield Hospital 
as well as in their own homes 
via online sessions to battle 
loneliness and support their 
mental health.

Adrian’s response on receiving 
the trophy:

Thank you to everyone at the 
Harefield Transplant Club for 
this award – this is a huge 
surprise; I did not expect this 
at all! 

Thank you for the 
acknowledgement of my work 
and for your tremendous 
support! I am so happy that 
these sessions are helping 
so many people and I look 
forward to seeing you all 
at my online LIVE session 
every Wednesday at 6.30pm. 
To attend the FREE session, 
just join the rb&hArtsOnline 
Facebook group and you will 
find a link to the sessions. 
These are interactive session 
so please feel free to join in! 

Best Newcomer Award

The cup for the Best Newcomer 
is awarded to the outstanding 
Harefield transplant who 
achieves the best result in their 
very first attendance at the 
British Transplant Games. This 
year’s award winner is Robyn 
Davidson who won a GOLD 
medal at the BTG in Leeds at 
the 3km Mini Marathon. It 
was a close call as all newbies 
managed to win a medal 
at these Games this year, 
however, Robyn just inched 
ahead of the others with a 1st 
place in her race.

Janka Penther

Award Winners 2022
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As Ann Percival, I was the 
physiotherapist who treated 
the first heart transplant at 
Harefield Hospital on 31st 
January 1980.

During very early days I sold T 
shirts in the village and began 
working on the Harefield Jog.
Yes, I was one of the early 
pioneers, together with Magdi 
Yacoub!!

I treated transplant patients; 
heart, heart lungs, dominos, 
plus single and double lungs 
over the years. As the number 
of transplants increased other 
physiotherapists within my 
team began to share the load. 
I also later treated patients 
with LVads.

After the first year for 
each patient I provided an 
anniversary (birthday) card. As 
numbers increased I was only 
able to give cards to those 
on their 5-year anniversary, 
which soon became only those 
celebrating 10 years post-
transplant. It was at this point 
I decided to make a list of 
transplant anniversaries adding 
patients once they reached 10 
years post transplant. 

Eventually I was able to 
display this list, keeping it 
discretely in a display cabinet, 
in the corridor of Transplant 
Outpatients. I continued to 
update the list every month.
As my role changed over the 
years I stayed working with 
the transplant programme 
and started to act in a hospital 
liaison role in my ‘spare time’ 

outside the hospital as well. 
From 1984 I began to support 
transplant patients at the 
British Transplant Games and 
was invited to their Annual 
Dinner. I went to the first 
European Heart and Lung 
Transplant Games in 1989 and 
added other events including 
Henry Smith’s Ball.

After the Trust merger in 
1998 I was appointed to be 
in charge of physiotherapy 
and occupational services 
across both the Harefield and 
The Royal Brompton sites. 
This meant I was too busy to 
continue organising the Jog. 
By this time I had organised 
the event for 18 years and 
raised almost £500,000 for the 
hospital.

However, I continued to 
update the transplant 
anniversary/birthday list every 
month with permission as 
always from Senior hospital 
staff. In 2008 I retired from the 
Trust as Deputy Director of 
Rehabilitation and Therapies 
but continued supporting 
transplant events and updating 
the list albeit not every month. 
With many thanks to Lindsay 
in Transplant Outpatients 
whose help was invaluable.
After 12 years of retirement, 
I still continued with my 
professionaI qualifications 
and fees so that I could 
legally carry on having the 
information about transplants 
to keep the list up to date.
However, I had no idea that 
March 2020 was to be the last. 

By this time I had been keeping 
the list for 40 years !!!!

Regrettably, COVID closed the 
Trust to outside visitors so I 
was unable to continue. For 
some time concerns had been 
raised about the confidentiality 
issues around my lists but it 
was decided that, as it was in 
a discrete area and patients 
and staff enjoyed seeing the 
list and were encouraged by 
the sight of so much great 
achievement, I had been 
allowed to continue. 

But here we are in 2022. Covid 
is still around but fortunately 
not as much of a problem as 
before.

Due to the many pressures 
around confidentiality and 
the fact that bringing my list 
up to date would mean a vast 
amount of work that no-one 
within the hospital has the time 
to do, I have decided to stop. 
I know that this will be very 
disappointing to many patients 
who could not wait to join 
the list at their 10 years post-
transplant anniversary.

It may be suggested that the 
Transplant Club take on this 
task, but in future the list is 
only likely to include Club 
members. So, if you want your 
name to be on the new list, 
encourage your transplant 
friends to join the Harefield 
Transplant Club.

Ann Walker, MBE, MA, 
MCSP, Grad Dip Phys

History of the Transplant Anniversary List
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• Nurse Rita has now retired, Hilary Sharpe is now the Matron of Transplant Clinic 
• Surgeon Andre Simon has now left HH. He was the President of the Harefield Transplant Club so 
we are currently liaising with Harefield to find out who his replacement is.

Updates and Reminders

Harefield Hospital Updates

Get Your Jabs!
Harefield Hospital still advises to keep your Covid jabs up to date. Please follow the link below 
to book your Autumn Booster and also your Flu jab: https://www.nhs.uk/conditions/coronavirus-
covid-19/coronavirus-vaccination/

If you are unsure about your vaccination, please contact your team at Harefield Hospital.

Thank you to Harefield Hospital

We are always full of gratitude to all the staff at Harefield Hospital for everything they do for us. 
Now that the festive season is getting closer, we are getting ready to send our holiday greeting 
cards to all departments at HH to let them know how much we care. Thank you to James, our vice 
chair for leading on this and ensuring all cards are sent out in time!

Join the Harefield Transplant Club
We are a registered charity and a peer support group solely run by volunteers! We all love giving 
back to a community that has done so much for us and others and we gladly give some of our 
time so others can get the support they need.  However, we can’t do this without YOUR help. 
Please join our club as a registered member here so we can keep up our important work! 
www.harefieldhamsters.org 

Thank you!

https://www.nhs.uk/conditions/coronavirus-covid-19/coronavirus-vaccination/ 
https://www.nhs.uk/conditions/coronavirus-covid-19/coronavirus-vaccination/ 
http://www.harefieldhamsters.org
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Harefield Transplant Club
Committee Members’ Details 2022-2023

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. 

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.

BTG TEAM MANAGER
Peter Knox

I had a double-lung transplant in 2017, 
due to Cystic Fibrosis, and joined the 
Committee in November 2022.

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. My focus is more 
transplant related these days, soI was 
keen to offer my skills to the Club.

editor@harefieldhamsters.org

team.harefield@harefieldhamsters.org

treasurer@harefieldhamsters.org_

secretary@harefieldhamsters.org

membership@harefieldhamsters.org

mailto:editor%40harefieldhamsters.org?subject=
mailto:team.harefield@harefieldhamsters.org
mailto:treasurer@harefieldhamsters.org_
mailto:secretary%40harefieldhamsters.org?subject=
mailto:membership@harefieldhamsters.org
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COMMITTEE MEMBER
Clive Donaghue

I had a heart transplant in 1984 and 
joined the Committee in November 
2022.

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

secretary@harefieldhamsters.org

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

