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MDS UK supports 
its first scientific 
research project!

PhD research grant award

After 10 years of support to patients and families, our 
organisation has now been able to support a PhD research 
project in Myelodysplastic Syndromes. This is a major 
step forward for our charity - and has been made possible 
thanks to several legacies and memorial donations.

Following a formal selection process, Queen’s University 
Belfast was chosen to receive the first scientific 
research grant from MDS UK to improve treatment for 
Myelodysplastic Syndromes (MDS). It was not an easy 
decision to make, as we had received several very 
interesting submissions. We had the advice and guidance 
of several experts in the field of MDS, and our scientific 
advisor - all of whom we thank for their valuable time.

Here are the details of the research, taken from the press 
release issued on 25 November 2019:

The grant has been awarded to Professor Ken Mills, Dr 
Kienan Savage and Dr Katrina Lappin, a leading cancer 
research team from the Centre for Cancer Research and 
Cell Biology at Queen’s University Belfast. 

It will build on recent discoveries by Queen’s researchers 
that cancerous cells from a large proportion of patients with 
MDS, particularly those that progress to AML, have a DNA 
repair defect.

Continued on page 2
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MDS UK supports its first scientific research project! - continued...

The researchers have identified the most common genetic 
mutations that drive this DNA repair defect, revealing a 
significant number of mutations that control how DNA is 
structured and the way that genes are “stitched” together 
to form the final blueprint for making a protein (a process 
known as RNA splicing).
  
Professor Ken Mills explains: “To date our research has 
examined the molecular consequences of mutations in 
RNA splicing and DNA structure genes, both of which 
can have an impact on the way that DNA is repaired. A 
DNA repair deficiency can be manipulated to enhance 
existing or novel therapies to improve outcomes in elderly 
patients.”

The new research grant will further explore the role of 
deficiencies in DNA as a therapeutic target, particularly 
during disease progression.

Professor Mills added: “We are delighted to be the 
recipients of MDS UK’s first scientific research grant that 
will enable us to further investigate the impact of DNA 
repair in MDS, particularly on disease progression from 
MDS to AML. Through this research, we will be able 
to identify the best treatment plans, which could result 
in reduced disease progression and improved patient 
outcomes.”

CEO of MDS UK Sophie Wintrich explained: “To date, 
alongside crucial advocacy work, enabling access to 
treatment, MDS UK has provided close to 2800 MDS 
patients, carers and families with essential quality of 
life support, information and advice, via our helpline, 
patient meetings, newsletters, booklets and website. It is 
particularly exciting for our organisation now to be able to 
add a research project to our core services.”

MDS UK Committee Member Kes Grant added: “As 
a committee member of MDS UK, as well as a patient 

diagnosed with MDS 20 years ago, I am really excited 
about this venture into research. We tend to think about 
research in terms of data. What we are really talking about 
is resetting the DNA of people and these people are 
partners and parents, aunties and grandparents, workers 
and friends. Imagine how many people could benefit from 
a breakthrough like this.”

MDS UK Chair, Ted Peel explains: “Patients suffering from 
MDS know the broad and bewildering variation of MDS 
subtypes. Current available treatment is supportive, but 
not curative. These wide variations make research difficult. 
When added to the relative rarity of this blood cancer, 
which in itself can limit potential research, the process of 
identifying exact causation and possible cures is rendered 
particularly difficult. 

Thus, despite ongoing research across the world, we 
at MDS UK have decided that in the interest of MDS 
patients, and future patients, we should use our limited 
funds to enter the world of clinical research. MDS UK is 
delighted to award a grant for a four year PhD project to 
Professor Ken Mills’s and his team at Queen’s University 
Belfast. The nature of the research is one which could 
have a wide application if it were to prove successful. We 
wish Mills’s and, of course, the PhD student selected, 
every success in their endeavours and look forward to 
working with them. 

We hope that this will be the first of a number of funded 
clinical research projects, but this will depend very 
much on having the continuing resources to fund such 
undertakings. We thank all those who have so generously 
supported us in the past and enabled MDS UK to take 
this bold step. We look forward to keeping you updated 
and hope for your continuing support to help to finance 
the current and possible future initiatives.”

The £173,000 research grant to fund a 4-year PhD 
studentship has been made possible thanks to legacies 
and donations from patients and families affected by MDS.

In order to maintain our current support to patients 
and families, as well as this important research, we 
will rely on continued fundraising efforts. If you are 
able to assist, in whatever form, and at whatever 
level, please get in touch with us at this address: 
fundraising@mdspatientsupport.org.uk 

Grateful for every single donation. Thank you.

MDS UK Committee

Left to right: Dr Kienan Savage, Professor Ken Mills and  
Dr Katrina Lappin
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For this first 2020 edition, I’ll borrow the words of 
our very dedicated web editor Manuela: To all those 
awaiting results, those newly diagnosed, those 
undergoing treatment, all those with loved ones 
who have MDS, those who lost a loved one to MDS, 
and those given positive news... we send you our 
commitment and love.

As per our main article, we 
are particularly happy, proud 
and grateful to be able to 
contribute to a research 
project in MDS. The decision 

to fund research was not an easy one but, in the current 
economic climate, researchers and institutions are finding 
it ever more difficult to get their work funded. Charities, 
especially those dealing with rare or complex diseases 
are stepping in to help out. Many also end up funding 
nurses’ posts. It has become a real necessity, given the 
diversity of research avenues being explored, and the ever 
increasing need for personalised medicine.

This PhD project does not mean we will reduce our 
commitment to patients and families in terms of the 
services we have provided for the last 10 years - but it does 
mean we need to step up a level in our fundraising efforts.

We have progressed a great deal in the last 10 years. At 
first we were 100% funded by generous grants from two 
pharmaceutical companies - Celgene and Novartis - who 
truly helped us grow and develop MDS UK. Over time, 
we have reached a stage where personal donations and 
fundraisers provide 60% of our funding, and pharma 
grants account for 40%.

This year, we are adding a salaried fundraiser to our team. 
This will mean more dedicated support to all the wonderful 
people setting up fundraising events in aid of MDS UK.
In this way, we hope not only to raise more funds, but also 
to increase awareness of the disease.

On the topic of awareness, 
we created quite a trend 
with the striking poems by 
MDS UK member, Kate, 
published to mark MDS 
World Awareness Day 2019. 

It was a successful co-
operation across the UK and 
internationally and you can 

see the poems in this newsletter, and on our website.

Welcome to the 11th edition of the 
MDS UK newsletter
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Co-operation will be further 
needed, as a new MDS drug 
called Luspatercept may get 
appraised by NICE in the UK 
this year, and in many other 

countries. MDS UK is submitting evidence and data to 
convince NICE of the cost-effectiveness of this new drug 
for low-risk MDS. Some of you may have seen the clinical 
trial description on the Clinical Trials page of our website. 
On this topic, I want to thank all 298 MDS UK members 
(patients and carers) who took part in the short survey we 
ran in late December 2019. It was a phenomenal response. 

This truly shows the commitment and dedication of MDS 
UK patients and families - and the need to get things 
moving in terms of access to new drugs. It shows that 
together we can really make a difference. 

STOP PRESS - we had already submitted our patient 
evidence to NICE, when we were informed that the pharma 
company needed more time to present further data. 
The scheduled July 2020 appraisal meeting is therefore 
postponed to later in the year or early 2021. In any case, 
building on our success in helping patients to gain access 
to the drug azacitidine in 2011, and lenalidomide in 2014, 
we hope to contribute to making Luspatercept accessible 
in the UK.

The other truly helpful work some 
of you contributed towards was 
the feedback on the design of a 
new academic clinical trial, set 
up by a group of MDS expert 
clinicians, through the NCRI 

(National Cancer Research Institute). Again, you provided 
invaluable insight for the research team, which will help to 
convince funders to support the trial. We will report more 
on this through our website.

Our next step and wish will 
be to try and implement 
many more opportunities to 
capture patient data - the so-
called Quality of Life “Patient 
Reported Outcomes”. Such 

data is not collected nearly often enough in clinical trials 
and by clinicians to understand the daily life of MDS 

patients. At MDS UK, we keep working on this, with 
clinicians, as well as with organisations such as EHA, and 
of course with our fellow patient advocacy groups across 
the globe.

Next time you see your consultant, ask them about 
opportunities to contribute to MDS Quality of Life data.  
Ask to be part of an MDS registry such as EU MDS https://
eumds.org/ and help increase the research into MDS.

I finish with the lovely photo we took in December, in front 
of the delicious Hei Hing restaurant in Twickenham, run by 
the fundraiser extraordinaire Moni and her husband.
 
I hope you enjoy the 11th edition of this Newsletter and 
keep your stories and comments coming - they are 
essential and much appreciated by fellow readers.

And look out for the VERY SPECIAL Gala event for this 
year’s MDS World Awareness Day in October - invitation 
and information in this newsletter.

Sophie
CEO, MDS UK

Left to right - Caitlin Limmer (MDS UK Patron), Ted Peel (Chairman), 
Moni & husband (Supporters and Fundraisers), Sophie Wintrich 
(CEO), Andy Veitch (new Committee Member and Kent Group 
Coordinator)

EHA 2019 Patient Advocates
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I was diagnosed with MDS in 2013 at the age of 64, after 
18 months of various tests and investigations. I remember 
feeling relief at the diagnosis; finally having a name for my 
condition put an end to the uncertainties and frustrations 
that my symptoms had evoked.

 The diagnosis and being flooded by 
misinformation
In the years leading up to 2012 I’d led an active life. I’d 
taken up running in 1981 and relished the challenges and 
the camaraderie with the friends I’d made, and it was 
through running that I met my wife Ros, an extremely 
accomplished athlete in her own right. We were both what 
is known as “Ultra“ runners (running a distance longer 
than the 26.2 miles of the Marathon)

We competed in numerous events covering distances 
from Marathons and upwards including several 24-Hour 
races. We were both “Centurions“ having run over 100 
miles inside 24 hours.

It was while training for a race in South Africa that I first 
started noticing symptoms. Distances that I’d previously 
covered with ease suddenly became a challenge, 
sometimes I’d experience fatigue and breathlessness 
on the easiest of runs. I visited the doctor who gave me 
a check up and found nothing untoward, I thought that 
perhaps I’d been overtraining.

When I returned from South Africa I went for a blood test 
which showed that I was anaemic.

Eighteen months later I was diagnosed with MDS.

I’m a pretty fatalistic person, I accepted the diagnosis 
and did what most newly-diagnosed people do, started 
researching my condition using “Doctor Google.“ Well, all I 
can say is that there is a lot of misinformation out there, as 
well as the usual charlatans and Snake Oil salesmen trying 
to cash in on people who are unwell. 

 Finding MDS UK Patient Support Group 
and the invaluable support from our local 
patient group.
Fortunately I had been referred to Doctor Sally Killick 
at the Royal Bournemouth Hospital who told me about 
MDS Patient Support. Supported by Sophie and a 
truly wonderful group of people who give their time and 
understanding to both patients and their families and 
carers. It is all too easy to lose sight of the impact that 
the diagnosis has on others as well as the patient, these 
are the people who are often overlooked but also need 
information and support.

Over the years I have attended MDS Patient meetings at 
various venues around the country, and a few years ago 
a Bournemouth group was established, making it even 
easier to keep in touch. The Bournemouth group meet up 
three times a year, and we are fortunate to be able to use 
the facilities at the Grove Hotel who do a wonderful job of 
looking after the group.

A typical meeting will start with an introduction and a 
welcoming of new patients, carers or family members 
(we have a sheet of sticky labels so we can wear a name 
badge.) There is a general discussion where anyone can 
raise a question or relay their experiences; the breadth 
of knowledge usually means that there is someone who 
can answer a query or reassure someone who might be 
feeling apprehensive about a particular issue.

This is followed by a short break for tea / coffee / biscuits 
and a bit of a natter before the second session. This 
is usually a talk by a professional in the field of MDS or 
a related discipline. There have been talks on various 
aspects of MDS including Stem Cell research / Clinical 
trials / symptom management and a host of other topics, 
all presented in an easy to understand way.

The meeting concludes with a brief discussion and 
anyone can ask for a particular topic or area of interest to 
be the subject of the next meeting.

I’ve found the support from our local group to be 
invaluable over the years, as sometimes things can feel 
a bit overwhelming, but having the warmth, camaraderie 
and experience of fellow patients to draw on does really 
make a difference.

 How I took up cycling and some adventures 
with Ros
I’m fortunate in that my MDS is progressing slowly, I’m still 
active and able to go on walking holidays with Ros, as well 

Patient stories: 
MDS and Cycling by Kevin Dwyer    
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as run shorter distances. Ros had a knee replacement 12 
years ago which put an end to her running. She then took 
up cycling and in the intervening years has had a great 
many adventures including cycling from our home in Poole 
to visit our daughter who lives in Edinburgh, and a couple 
of years ago she cycled from Lands End to John O’Groats 
totally self-supported.

I never considered myself a cyclist but an opportunity 
arose late last year to acquire a couple of Brompton 
folding bicycles. I’d wanted one for many years, mainly 
because of the ingenuity of the design and engineering 
excellence. I reasoned that if I couldn’t get on with it then I 
would hang it on the wall as a work of art!

Well, I did get on with it, I returned from my first tentative 
wobble with a smile on my face. I discovered that, unlike 
running and walking where when you stop, you stop 
moving, with cycling I could stop pedalling to give my 
legs a rest while still moving forward. It also meant that 
Ros and I could once again take part in activities and 
adventures together.

In 2018 I was looking for a challenge to mark my 70th 
birthday which was in May. We worked out a route 
for us to cycle on our Bromptons from Glasgow to 
our daughter’s home in Portobello on the outskirts of 
Edinburgh.The weather was kind to us with a tailwind 
pushing us towards our destination. Cycling along the 
Prom at Portobello, Ros could see our daughter waiting 
ready to celebrate our achievement. Looking down at my 
bike computer I could see the display reading 70.3 miles. 
The following evening, we met up with family and friends 
for a meal, lots of laughter and toasts were made and I fell 
into bed feeling happy and contented.

Looking to the future
Sometimes I’m seduced by how it used to be, the 
endurance that I took for granted and the feeling that I’d 
always be able to do these things. It’s when I’m in that 
frame of mind that I reflect on the positive things that I’m 
still able to do and the fact that I’m now part of a select 
group of fellow patients who lend each other mutual 
support.

Looking to the future, I believe that it is important to 
set yourself a goal to work towards, no matter how 

modest it may seem to others. Ros and I recently took 
our Bromptons to London and took part in this great 
event that is the London Free Ride. I know that there 
was a team from MDS UK, raising much needed funds 
by cycling 100 miles on the following day. To them I 
would say “Chapeau” - well done for an outstanding and 
inspirational ride.

Ros and I will certainly be continuing our cycling 
adventures, we’re already planning next year’s visit to 
London. On a final note, when Ros and I arrived on the 
Promenade at Portobello I looked down at the distance 
displayed on the bike computer and thought “If I can do 
70 miles, I wonder if I could manage 100...

 For all fellow runners out there – you can read about 
Kevin’s running achievements below:

For a bit of background as to my levels of fitness in the 
past here is a very brief outline:
I took up running in 1981, ran my first 4 marathons the 
following year, six the year after, ten the year after that by 
which time I was competing in 100km races.

In 1986 I competed in my first 24-Hour Track race where I 
completed 141 miles. This distance saw me being invited 
to compete in similar events and I was invited to take part 
in Ireland’s first 24-Hour road race. My mum was from 
Dublin so I have an affinity for Ireland (and Guinness). 

In 1989 I was looking to do something to celebrate my 
40th Birthday. I ended up running from Mizen Head which 
is the southernmost point in Ireland to Malin Head, the 
northernmost point. The shortest distance is about 370 
miles but I decided to go via Dublin to see friends so that 
made the distance 430 miles. I managed that in 9 days.

The following years were much the same, 40 mile races in 
the High Peaks, and most years I’d run the South Downs 
80 mile race.

For my 50th I decided it would be a good idea to run from 
Galway to Dublin, I ran it unsupported and managed to 
find B&Bs along the way. That was 132 miles in 3 days.

By 60 I’m no longer a spring chicken so I worked out a 
60-mile route from Glasgow to Edinburgh; again I ran solo 
on my birthday as it’s what I enjoy.

I’ve run London to Brighton a couple of times and also the 
Comrades Marathon in South Africa plus numerous other 
adventures. That’s probably why I’ve found it sometimes 
difficult to adjust, sometimes I feel that I’m hanging on by 
a thread but always manage to dig myself out.

The cycling has been a wonderful tonic, as I can still 
challenge myself and plan adventures with Ros without 
wiping myself out with fatigue.
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Dr Sneha Chitre and Dr Victoria Potter    
Car-T Therapy Research  

Chimeric Antigen Receptor (CAR)-T is a truly personalised 
form of cancer treatment. In 2012, Car-T therapy made 
national news when 11-year-old Emily Whitehead became 
the first child in the world to be successfully treated for 
cancer using this therapy. This case revolutionised the 
field of cancer therapeutics and provided hope to millions 
of patients with cancer. In subsequent years, the field of 
Car-T therapy has progressed tremendously. 

NHS England recently struck a commercial deal with 
manufacturer Novartis for the use of Car-T (KYMRIAH). 
This occurred less than 10 days after the treatment 
was granted its European marketing authorisation and 
represents one of the fastest funding approvals in the 
70-year history of the NHS. Additionally, Yescarta (KITE 
pharmaceuticals) has also been given a “Yes” for the 
treatment of two types of aggressive non-Hodgkin 
lymphoma after 2 or more systemic therapies have been 
tried.

Background
Car-T therapy is a type of treatment in which T cells (a 
type of immune cell) are changed in the laboratory so 
that they will recognise, bind to cancer cells and kill them. 
Car-T therapy can be specifically developed for each 
individual patient using their own T cells (autologous Car-T 
cells) or using T cells from a healthy person (off-shelf or 
allogenic Car-T cells).
Car-T cell therapies are highly innovative treatments and 
amongst the first of a pipeline of cell therapies to transition 
from ‘bench to bedside’ for both malignant and non-
malignant diseases. Extensive research in Car-T therapies, 
combined with collaborative efforts by a strong clinical 
team, has made King’s College Hospital in South London 

the first hospital in the UK to use FDA-approved Yescarta 
and KYMRIAH, Car-T cells that target CD-19 - a protein 
present in cancerous B-cells. 

However, designing similar Car-T therapeutic approaches 
for Myelodysplastic Syndromes (MDS) / Acute Myeloid 
Leukemia (AML) is challenging - not only because 
of the complex causative factors i.e. numerous 
mutations (changes in DNA sequence) and cytogenetic 
(chromosomal) abnormalities associated with these 
diseases, but also because of the lack of a protein 
(antigen) that is exclusively expressed on leukaemic cells 
but absent on normal healthy cells. This may result in 
Car-T cells targeting not only the cancerous cells but 
also healthy cells (normal blood stem cells which are 
responsible for the regeneration of all blood cells) causing 
life-threatening therapy-induced toxicities.

King’s has played a pivotal role in avoiding these problems 
by focusing research on designing different Car-T cells 
that can be “modulated” by exposure to known drugs 
allowing a “switch-off” mechanism that controls the 
Car-T cell’s activity in the event  of therapy-induced 
toxicities. Additionally, various “bispecific” Car-T cells - 
cells targeting different combinations of antigens instead 
of just one antigen on the leukemic cells - are being 
constructed and tested for their specificity to eliminate 
leukaemic cells while sparing normal, healthy cells. Most 
of these approaches have shown promising results in the 
laboratory and are in the pre-clinical development phase. 

Moreover, King’s Health Partners are working on bringing 
together researchers and clinicians to turn the latest 
research into pioneering new treatments for patients with 
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Additional related information:

https://www.kch.nhs/view/29446.uk/news/public/news

Thank you to Dr Brian, his wife Patty and son William Koffman and the CLL Society for sharing some of their cartoon slides in 
our Newsletter 11. The full cartoon can be viewed at:  https://cllsociety.org/2019/11/simple-fun-introduction-Car-T/

MDS/AML. One such attempt is the UCART123 clinical 
trial. This is the first trial of a Car-T cell treatment for AML 
in Europe and will aim to treat high risk AML patients who 
are not in remission. This trial is different from other trials 
in this area as it will treat patients at an early stage of 
disease after only one course of chemotherapy. Ultimately, 
the King’s trial hopes to offer an effective treatment to 
minimise the side effects associated with Car-T cell 
therapy. 

Collaborative translational research alongside this trial 
is also underway to provide better understanding of the 
mechanism of this immunotherapy (by using CyTOF, 
cytometry by time-of-flight, to delineate different subsets 
of Car-T cells which expand, persist in the patients) and 
its correlation to the clinical response. Also, ultra-sensitive 
next generation DNA sequencing (NGS),  techniques like 
Droplet Digital PCR (ddPCR), whole exome sequencing 
and panel sequencing will be utilised to closely monitor 

disease-associated mutations in the bone marrow of 
these patients over the course of the therapy to facilitate 
early detection of disease relapse or remission.

Concluding remarks
The new era of targeted immunotherapy represents a 
paradigm shift for patients who have blood cancer and 
has the potential to offer therapy to groups of patients 
who have not responded to more standard treatments. 
Ongoing research will focus on more effective disease 
control and improving the safety of these therapies. For 
AML, while still at an early stage, the ability to deliver Car-T 
cell therapy in the clinic represents an exciting advance in 
cancer immunotherapy and personalised medicine.

Dr Sneha Chitre and 
Dr Victoria Potter

King’s College Hospital
London

If not – please ask about such options in your hospital. There are currently academic research 
projects being run, especially in MDS and AML, desperately in need of extra samples.

There is also the UK Biobank project – which aims to collect 
MDS samples www.ukbiobank.ac.uk 

But without patients volunteering to donate such samples, research cannot go ahead, is 
put on hold, or has to be delayed. Be pro-active and ask your haematology consultant 
about bio-banking in MDS and AML.

Have you ever been asked to provide extra bone 
marrow, blood or tissue samples for research?
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Chimeric antigen receptor (CAR) T-cells are an exciting 
new tool in cancer therapy.  They have been successfully 
used to treat relapsed/refractory acute lymphoblastic 
leukaemia (ALL) and certain types of lymphoma.  Now 
efforts are being made to apply CAR T-cells in other 
cancers, including acute myeloid leukaemia (AML) and 
high risk myelodysplastic syndromes (MDS).

What is a T-cell?
A T-cell is a type of white blood cell that forms a vital part 
of the immune system – it has the ability to recognise and 
destroy infected, foreign or abnormal cells.  Each T-cell 
has a receptor that responds to one very specific signal – 
by having a combination of billions of different T-cells, the 
immune system is able to deal with many different signals.  
When a T-cell is activated it rapidly divides to create an 
army of identical cells with the same function.

T-cells are very valuable when involved in processes such 
as fighting viruses and killing cancer cells, but they can 
contribute to autoimmune diseases or rejection of organ 
transplants.  Unfortunately, cancers can escape T-cells, 
either because they do not look abnormal or because 
the immune system has been suppressed during cancer 
development.

What is a CAR T-cell?
A CAR T-cell starts off as a normal T-cell taken from a 
patient or healthy donor.  It is modified using genetic 

engineering technology to make a new artificial receptor 
(the CAR).  The artificial receptor then rewires the T-cell so 
that it will respond to a new signal.

Identifying a cancer- associated signal is critical.  In ALL 
and lymphoma, the cancer cell is derived from a white 
blood cell called a B-cell, which is responsible for making 
antibodies.  CAR T-cells have been rewired to recognise a 
marker on the surface of B-cells called CD19 (Figure 1).

Why have ALL and lymphoma been the 
focus of CAR T-cell development?
Current CAR T-cells are relatively unsophisticated – if they 
find their signal, they will react. Therefore, the ideal target 
is present on all cancer cells, but not on healthy cells.  In 
some cases, CAR T-cell damage to healthy cells can be 
managed with supportive care.

CD19 is important for normal B-cell function and is 
maintained in the great majority of cancers that develop 
from these cells.  It is specific to B-cells – not present 
on the surface of healthy cells in other tissues.  It is also 
possible to survive without any B-cells, as the antibodies 
they make can be replaced with monthly infusions from 
healthy donors.

What about AML and MDS?
In AML and MDS, the cancer cells are derived from blood 
stem cells.  These are the earliest form of blood cells that 
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are responsible for generating and replacing all of the 
other cells in the blood.  Two of the most popular targets 
on AML/MDS cells are CD33 and CD123.  These markers 
are also present on the surface of healthy blood cells, but 
blood cells, but the levels are much greater in many cases 
of AML/MDS.  Anti-CD33 and anti-CD123 CAR T-cells are 
currently being applied in clinical trials.

One potential concern is that the CAR T-cells may wipe 
out the blood stem cells as well as the cancer cells – 
leaving no blood cells at all.  In this situation, a stem cell 
transplant would be needed (already commonly performed 
to treat AML and high risk MDS).  Before performing 
the transplant, it would be important to eradicate any 
remaining CAR T-cells, in case they targeted the new 
donor stem cells.

Three research groups1, 2, 3 have recently published 
techniques that could form the basis for a potential 
strategy that combines CAR T-cells and stem cell 
transplantation in treating myeloid malignancies such as 
AML and high risk MDS.

The researchers showed in mouse models that it is 
possible to use genetic engineering technology to delete 

CD33 from human blood stem cells without apparent 
effects on blood cell function.  Donor CD33-deleted 
stem cells can then be transplanted together with anti-
CD33 CAR T-cells – the donor stem cells will generate 
new blood cells, while the CAR T-cells target any leftover 
healthy or cancerous blood cells (leaving the transplant 
alone).

It remains to be seen whether this approach would work 
well in humans and if it offers significant benefit over stem 
cell transplantation alone.  It is important to bear in mind 
that both of these treatments have considerable side 
effects and toxicity.

Cancer immunotherapy is hugely exciting and work is 
underway to bring the benefits to MDS.  Trials of CAR 
T-cell therapy in AML and high risk MDS are in the early 
stages, but the rapid pace of development in this field 
means that it may not be long before some of these 
treatments can be translated into routine practice.

Dr Henry Wood
King’s College Hospital

London
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Much new knowledge but 
no new drugs  
Every two years, the MDS Foundation holds an international 
symposium, where doctors and researchers who work 
to improve outcomes for patients with MDS, meet for 2½ 
days to present the latest research results and discuss the 
diagnosis and treatment of the disease under the heading 
“Advancing Research and Patient Care”. 

MDS Alliance had patient representatives from Denmark, 
France, Germany and UK at MDS 2019, and MDS 
Alliance also had a booth there to inform participating 
doctors about our local organisations in their countries.
The presentations at the symposium will be 
available as video on the MDS Foundation’s website 
www.mds-foundation.org.

IMPORTANT NOTE: The following are an MDS patient’s 
reflections on participating in the symposium and may 
contain misunderstandings and expressions not medically 
correct. I am not a doctor, just a patient attempting to 
understand the disease better.

The official program had lectures all day on Thursday and 
Friday and for half a day on Saturday. Before the day’s 
programme started there were half hour slots called “Meet 
the Expert”. The topics covered were: 

n Dr. Casey O’Connel talked about clinical experience 
with immune checkpoint inhibitors and gave an 
overview of which drugs had been tested and 
examples of treatment with these drugs giving longer 
periods of stable disease, yet failing to meet the criteria 
of the international working group

n Dr. Brigitte Schlegelberger talked about “Genetic 
counseling in MDS – What do I tell my patient?”.  She 
dealt with the ethical dilemma of using the latest gene 
sequencing technology, where the result can tell about 
hereditary predisposition to various serious diseases, 
but not provide any information at all about whether 
the patient will develop the disease in question.

A review of all twelve sessions will be long and probably 
boring for most readers, so I just want to tell you about 
lectures that I found particularly interesting, and otherwise 
refer to the videos on the MDS Foundation website.

Bridge between discovery and treatment
Dr. David Steensma, from Harvard Medical School, gave 
a keynote titled “Bridging the Canyon between Discovery 
and Therapy”, in which he talked about the progress 
made in understanding the MDS disease, without any 

progress in the treatment of the disease. In fact, we 
need to go back to the zeros to find the latest approved 
treatment for MDS. Within the related disease AML, four 
new drugs were approved in 2018. However, there is 
some hope that the drug Luspatercept will be approved 
for the treatment of low risk MDS already this year.

Even the MDS experts disagree on the 
choice of treatment.
A panel of MDS experts was confronted with real-life 
patient cases from Aarhus University Hospital, Odense 
University Hospital and Rigshospitalet with information 
presented exactly as the treating doctors discovered 
it  during the course of the disease. The participating 
experts were Dr. Aristotle Giagounidis (Germany), Dr. 
David Bowen (UK), Dr. David Steensma (USA), Dr. Eva 
Hellström-Lindberg (Sweden), John Bennett (USA) and 
the moderator, Dr. Moshe Mittelman. The individual patient 
pathways were presented to the panel by doctors from 
the Danish hospital involved, and then the panel had to 
decide what the next step in the treatment of that patient 
should be.

It became an extremely instructive one and a half hours 
when, as a patient representative, my eyes were opened 
to see that the decision as to which treatment a given 
patient should have, was not as black-and-white as one 
believed. There were many shades of grey. Often there 
was a great deal of disagreement among the members 
of the expert panel. It seems that the MDS experts each 
followed the treatment regime as applied  to their own 
patients. And the conclusion was that MDS patients 
were not treated the same way in Boston, Leeds and 
Stockholm.

New prognostic scoring system on the way
MDS doctors got IPSS – International Prognostic 
Scoring System back in 1997. It contained four forecast 
levels: Low, Intermediate-1, Intermediate-2 and High, 
and was used for more than ten years. Then in 2012, 
came IPSS-R. It contained five prognostic levels: Very 
Low, Low, Intermediate, High and Very High, and was 
based on the cytogenetic category, percentage blasts in 
the bone marrow, haemoglobin level, platelet level and 
neutrophil level. And at the 15th Int. Symposium on MDS 
in Copenhagen, Elli Papaemmanuil talked about the next 
version of IPSS, which is expected to be completed by 
the end of this year or beginning of next, which in addition 
to the elements included in IPSS-R, will also rely on results 
from gene sequencing. 

M D S  U K  PAT I E N T  S U P P O R T  G R O U P  N E W S L E T T E R

11



All of these prognostic systems are based on the patient’s 
status at the time of diagnosis, and cannot be used 
formally at a later time in the course of the patient’s 
disease. Yet I noticed that this was exactly what the 
international experts did in the  panel discussion of various 
Danish patients. So it seems that in practice guidance is 
often ignored. 

Fantastic transplant results from Rigshospitalet
Dr. Lone Friis presented the results Rigshospitalet had 
achieved with a new combination cocktail of drugs for 
pre-treatment (conditioning) of MDS patients who were to 
undergo an allogeneic hematopoietic stem cell transplant. 
She told us about a 1-year survival rate of around 87%. 
And this despite the fact that more MDS patients had 
been transplanted in the last 3 years than in the periods 
compared, and the persons who underwent a transplant 
were both  significantly older and had poorer general 
health than the patients in the comparable periods.

The figures were presented from Be The Match showing 
that the reported 5-year survival for MDS patients who had 
undergone a transplant was about 33%. Rigshospitalet 
currently only has data for the 3-year survival, but that is 
above 70%, and with a curve that is very flat during the 
third year. The  figures also  show that there has been an 
improvement in the 2-year survival from about 38% to about 
53%. Still far from the results Dr. Lone Friis presented.

The 16th Int. Symposium on Myelodysplastic Syndromes 
is planned to be in Toronto, Canada in May 2021. And, 
since my wife is from Canada, it is not unlikely that we 
choose to combine my participation in the symposium 
with a family visit in Ontario.

Niels Jensen
LyLe Patient Association for Lymphoma, 

Leukaemia and MDS (Denmark)

This concludes Part 1 of this article - which are Niels’s detailed thoughts and summary of the talks he attended. In Part 2 of his article, Niels Jensen 
created a basic list of the other various topics addressed during the symposium (MDS Biology, Epigenetics, Stem Cell transplant, Immune System and 
MDS, Paediatric MDS, New drugs and Combinations and lastly CMML). Due to space constraints in the Newsletter, we opted to move Part 2 to our 
website www.mdspatientsupport.org.uk.

The videos of the talks and presentations themselves can be found on the MDS Foundation website www.mds-foundation.org 

Article edited for MDS UK Newsletter - full article available on www.mds-alliance.org

The Canyon between 
Diagnosis and Therapy in MDS

Impressions of the 15th International MDS-
Symposium in Copenhagen in May 2019 – 
from the patient perspective
Having lived with Myelodysplastic Syndromes (MDS) 
for more than 13 years now, it seems unbelievable and 
fascinating to me how much progress has been made 
since 2005.

In particular, the advances in the diagnosis of MDS 
achieved by the growing understanding of disease-related 
pathobiology, molecular genetics, and the processes of cell 
division and cell metabolism are very promising.

Yet, MDS represent an extremely heterogeneous and 
dynamic group of diseases. This means there are many 
sub-groups which may behave differently over time, some 
moving slowly, others behaving more aggressively. More 
and urgent research is needed to find targeted therapies.

Lesson to learn: most probably there never will be the one-
and-only cure for MDS, but personalised medicine using 
drugs which target the individually impaired genetic profiles.

Valuable insight and increasing knowledge 
about the origin of MDS: the source of 
optimism 
In Copenhagen, world-renowned MDS scientists and 
clinicians from all over the world presented their highly-
acclaimed findings in these key areas.

I am not a graduate physician, geneticist nor biochemist. All 
those degrees would enable me to better understand the 
data presented at conferences about MDS than I currently 
do. In fact, I have been attending MDS congresses for 
many years, but still I need to Google many acronyms, and 
after conferences I usually need to ask experts to translate 
relevant biochemical mechanisms, processes, and their 
interrelationships into more lay language. The more the 
researchers focus on the microcosm of the cell, including 
the world of proteins, the building blocks of the DNA and, 
into molecular signalling pathways, the more complex 
and complicated it becomes to understand my disease. 
Amateurish knowledge does not lead me anywhere. I 
must abandon my inherent principle to criticise and make 
demands based on a full understanding of the disease. I 
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am aware that I will rant without capturing the full disease 
landscape. On the other hand, I can rely on a sufficient 
overview of knowledge to assess the situation for MDS 
patients.

At the 15th International Symposium on MDS in 
Copenhagen in May 2019, top-level speakers spread slight 
optimism that the valuable insight into, and the increasing 
knowledge about the origin of the disease, will soon lead 
to targeted therapies. Speakers expressly emphasised the 
availability of top qualified young innovative researchers 
and the fruitful collaboration between researchers and 
clinicians across the globe. They confirmed there is funding 
for research and that new regulations for clinical trials will 
hopefully allow for inclusion of patients into these trials 
(e.g. inclusion criteria for patients’ recruitment). Eight drugs 
have been approved for AML (Acute Myeloid Leukemia) in 
2017-2018, which is seen as an encouragement for MDS 
research and potential drug development.

Time is required to bring a new drug 
to market and some outcomes are 
disappointing
However, this optimism must be tempered by 
understanding the amount of time required to bring a new 
drug to market. We patients know it takes a long time  
from bench to bedside and most of the MDS patients do 
not have  time to wait for another 10 years. Physicians 
and patients are impatiently waiting for some major 
breakthrough, whereas researchers who work hard on 
different therapy approaches are still struggling with so 
many questions. Currently there is nothing more than hope. 
Hope is not a category that scientists report in their work. 
Rather, they report evidence-based data, response rates of 
drugs, percentage of overall survival, and patient-relevant 
endpoints. But there is as yet no new MDS drug to report 
on. 

The European Medicines Agency (EMA) has approved four 
drugs tackling MDS in one way or the other since 2006. 
Azacitidine (Aza) for high risk MDS-patients, was approved 
in 2008: 11 years ago! Besides Aza there is a similar 
compound called Decitabine, not yet approved by EMA, 
but by FDA and in EU countries it can be administered in 
cases where Aza has failed. Azacitidine has a response rate 
of 40-47% and statistically an overall survival benefit of nine 
months. Revlimid (Lenalidomide) is a third option approved 
in some countries for MDS with del5q. Unfortunately, fewer 
than 15% of patients with MDS fit these criteria and, if there 
are additional mutations, particularly TP53, this drug is of 
limited benefit.

Professor J. P. Issa from the Coriell Institute for Medical 
Research in New Jersey called his talk “What’s after 
Aza?”. Most effectively, he presented a white, empty slide: 
“Nothing so far,’’ he confirmed. In fact, he afterwards 
continued by enumerating several combination-therapies 

with Aza plus “Compound X” being tested in Phase 
1 or 2 clinical studies or located in the pipeline of the 
pharmaceutical industry. These combination drugs aim 
to reactivate or enhance Aza at the time of Aza failure. As 
it turns out, many of the combination therapies in Phase 
1 or 2 clinical trials have increased toxicities with low to 
moderate response rates. Among these approaches is a 
combination of Aza and Vitamin C which, in some cases, 
has shown an increase in effectiveness of Azacitidine.

Prof. David P. Steensma from the Dana-Farber Cancer 
Institute in Boston, MA, was one of the last speakers of 
the congress. He named his scientific talk “Bridging the 
Canyon between Discovery and Therapy” and my column 
is referring to this title. As an introductory sentence, he 
asked himself, whether – after Copenhagen – he would 
treat MDS-patients differently to  before? His answer 
was “No!” He followed that by describing MDS treatment 
techniques and therapies as not having changed for many 
years. Although the molecular science of the disease 
has advanced significantly, this has not led to new drug 
approvals. 

In addition, he mentioned drowning in bureaucracy and 
red tape; it usually takes many months to open a full 
protocol so that patients can participate in a clinical trial. 
Yet, all currently available drugs are derived from clinical 
trials and continuing patient enrolment in these trials will 
be necessary to find new drugs. I don’t have to be a 
scientist to understand the extent of barriers to hope. One 
decisive improvement could be to involve patients/patient 
advocates in research and development. Patients are 
experts in patients’ needs and could put pressure on drug 
development in the right and meaningful direction.

Apart from the disappointing outcomes concerning new 
treatments for MDS patients, it was a great congress. 
The organisation of the MDS Foundation was brilliant and 
additionally a good platform for networking. I definitely 
expanded my horizon from the excellent talks of the 
speakers.

Bergit Korschan-Kuhle
LHRM-MDS-Pat-IG, 

Germany, MDS-Alliance
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Clinical Trials in MDS
What’s happening in 2020 – brief selection and outline: 
At MDS UK, we want to ensure that all patients and 
families are aware of the various MDS clinical trials available 
all over the UK, for different types of MDS, CMML and 
AML. A trial is not necessarily a last resort option - it can be 
an early chance to access a drug that may improve your 
quality of life - or take part in an observation/registry study 
about MDS and contribute to research.

Make a habit of asking your haematologist about trials 
in your own hospital - but also a bit further afield, or 
perhaps where you can stay with friends or family. 

And remember that MDS Specialist centres usually offer 
a wider range of clinical trials, or specialist trials. You 
can consult our website for the full list of MDS trials - but 
here is a selection of the ones open or due to open for 
2019/2020:

FG-4592-082 (Roxadustat): Clinical 
Trial open to recruitment
Sub-type of MDS:
Lower Risk MDS With Low Red Blood Cell Transfusion 
Burden

Aims and benefits: 
To determine whether Roxadustat is safe and effective 
in treating anaemia in patients with Primary Lower Risk 
Myelodysplastic Syndrome and Low Red Blood Cell 
Transfusion Burden.

Roxadustat is an oral preparation that stimulates 
erythropoiesis (production of red cells) by increasing the 
body’s production of the hormone erythropoietin and 
it regulates the way in which the body uses iron. This 
study is a Phase 3 Randomized Double-Blind Placebo-
Controlled Study in which there is a treatment period of 
52 weeks and a 4-week end of treatment assessment.

n King’s College Hospital, London

n Pilgrim Hospital Boston, Lincolnshire

n Northwick Park, Harrow

n The Christie, Manchester

PANTHER: Clinical Trial open to 
recruitment
Sub-type of MDS:
Higher risk MDS, CMML, low blast count AML

Aims and benefits: 
Pevonedistat prevents the activity of a specific enzyme 
(Nedd8 activating enzyme) and thus may result in the 
inhibition of tumour cell growth and survival. This is a 
phase 3 study to determine if combining Pevonedistat 
with Azacitidine improves survival when compared with 
single agent Azacitidine.

n Royal Bournemouth Hospital, Bournemouth

n Maidstone Hospital, Maidstone, Kent

n St. Bartholomew’s Hospital, London

n Singleton Hospital, Swansea

BRIGHT: Clinical Trial open to 
recruitment
Sub-type of MDS: 
Previously untreated higher-risk MDS, AML or CMML

Aims and benefits:
Glasdegib disrupts cancer stem cell survival. This 
has the potential to reduce the development of drug 
resistance and prevent relapse. This is a Phase 1b study 
aimed at determining the safety and effectiveness of 
Glasdegib in combination with Azacitidine in this specific 
patient group.

n Clatterbridge Cancer Centre NHS Foundation Trust, 
Liverpool

n King’s College Hospital NHS Foundation Trust, 
London

n Newcastle Hospitals NHS Foundation Trust, 
Newcastle upon Tyne

n Oxford University Hospitals NHS Foundation Trust, 
Oxford

CPDR001X2105: Clinical Trial open to 
recruitment
Sub-type of MDS:
High risk MDS and AML, not suitable for induction 
chemotherapy or haemopoietic stem cell transplant

Aims and benefits:
PDR001 is a monoclonal antibody that functions to 
block the activity of PD-1 (programmed cell death 
protein 1) thus allowing T-cells to recognise and target 
cancer cells. MBG453 is a monoclonal antibody that 
binds to a specific protein found on the surface of 
T-cells thus allowing the T-cell to function normally 
against cancer cells by reducing tumour growth. This is 
a phase 1b study aimed at determining the safety and 
tolerability of the study drugs alone and in combination 
with decitabine. The study also aims to determine the 
recommended doses of each of these drugs.

n University Hospital of Wales, Cardiff
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Please contact us on 0207 733 7558 if you have any general questions about clinical trials. 
Always consult your doctor or nurse about any decisions regarding your treatment 

RFUSIN2AML2: Clinical Trial open to 
recruitment
Sub-type of MDS: 
High Risk MDS RAEB-2 and Acute Myeloid Leukaemia 
Patients Unsuitable for Allogeneic Haematological Stem 
Cell Transplant

Aims and benefits: 
This is a phase I study intended to identify the safety and 
tolerability of an “AML Cell Vaccine” given to eligible MDS 
and AML patients who have achieved a best response 
of complete remission or partial remission following 
their first or second course of standard induction 
chemotherapy.

n  Sponsor and collaborator - King’s College Hospital 
NHS Trust, London

FT-2102: Clinical Trial open to 
recruitment
Sub-type of MDS:
Patients with Acute Myeloid Leukaemia or 
Myelodysplastic Syndrome with an IDH1 R132 mutation.

Aims and benefits:
This is a phase 1/2 study of FT-2102 as a single 
agent and in combination with azacitidine or low dose 

cytarabine. The study aims to determine the safety and 
effectiveness of FT-2102 in this specific patient group.

n University College London Hospitals NHS Foundation 
Trust, London 

n Royal Marsden Hospital, Sutton

n Clatterbridge Cancer Centre NHS Trust, Liverpool

n St. George’s University Hospital, London

n Churchill Hospital, Oxford

n Southampton General Hospital, Southampton

UCART123: Clinical Trial open to 
recruitment
Sub-type of MDS:
Patients newly diagnosed with CD123 positive adverse 
genetic risk acute myeloid leukaemia (AML), including 
patients with CD123 positive AML secondary to MDS

Aims and benefits: 
This is a phase 1 first in human study to determine 
the safety and effectiveness of multiple infusions of 
UCART123 (specially engineered T-cells that target 
leukaemia cells that express CD123).

n King’s College Hospital, London

Online, one to one 
video consultations
For MDS patients who are unable or prefer not 
to travel to a face to face consultation.
Professor David Bowen and Leeds Teaching Hospitals 
have a service for patients who would like a specialist MDS 
consultation but who are unable, or prefer not to travel to 
Leeds for a conventional clinic appointment.

This NHS Service has only been in place since 
early 2019 for MDS patients, for online clinical 
consultations with one of the main MDS 
specialists in the UK, at the MDS Centre of 
Excellence in Leeds.

If interested – please send an email to 
Professor Bowen’s secretary, jayne.croft@
nhs.net or request a referral through your GP, 
or general haematologist. Video consultations 
are available, generally on Wednesdays but 
with some flexibility.

The service is open to any MDS patients who 

would like a specialist MDS consultation – and 
is very similar to the standard referral request 
for an “Additional opinion” at an MDS Centre 
of Excellence.

Your local haematologist will NOT be 
offended, as additional opinions for rarer 
blood cancers are sometimes a necessity, 
due to their complexity.

Many patients are then placed in what is 
called “shared care”, being looked after locally 
for their immediate needs, and by the MDS 
specialist for additional advice.
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MDS World Awareness Day
25th October 2019
The chosen theme to mark the 2019 MDS World 
Awareness Day was poetry. We asked MDS patients, 
families and friends to send over poems from every 
country and in many languages.

This theme was chosen thanks to the wonderful talent of 
Kate D - who uses the thoughts and emotions of fellow 
MDS patients and families, as well as her own, to create 
deeply moving poems.

For this edition of the Newsletter, we want to dedicate this 
section to the memory of a wonderful person, Chris Davis, 
who lived with MDS for 10 years - and sadly passed 

in late 2019, due to lung cancer. Chris had sent us his 
poems, to mark MDS Awareness Day – and we wish to 
remember him by sharing them again with everyone. 
Our thoughts are with Lynette, his wife, and his children.

Fondly and warmly remembered by MDS UK, and many 
members, for his long term participation and support of 
our activities for patients.

All poems submitted for MDS Awareness Day are written 
on the theme of Living with MDS. We thank everyone in 
the UK and abroad for their wonderful contributions.

7.35 to Waterloo
By Chris Davis

Squeaking along,

In a train full of meat,

Going to go to London,

God knows who to meet,

No one is talking,

They are all on the phone,

They need that connection,

To prove they’re not alone.

Heart and Soul
By Chris Davis

No, I don’t believe we’ll part,

Never, ever,

Ever you’ll be my lover,

My shoulder when you suffer,

My soul is yours,

And yours is mine,

Even when we have no time,

And we lay together,

In peace forever.

On earth it was the time to meet,

And find our love,

Is forever deep,

Enough to greet,

The final rest,

The final breath,

The final beat,

Within our breast.

7.35 to Waterloo
By Chris Davis

Squeaking along,

In a train full of meat,

Going to go to London,

God knows who to meet,

No one is talking,

They are all on the phone,

They need that connection,

To prove they’re not alone.

Have you? By Chris Davis

Have you someone who loves you,

Waiting when you die?

Or will you be alone,

No one t!ovate, or cry.

Will you spend forever, without love,

And all alone?

Or someone who loves you,

Making forever a happy home?

Have you spread your love around,

To the people who surround?

Or used your way through life,

Leaving pain or needless strife?

Today, have you told someone ”I love you”

And held them in your arms,

And made them feel safe, warm,

Protected from life’s harms

Hell is where the loveless go,

To rot through to the core,

But that is not for me, nor thee,

For our souls will love, forever more.
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Heavy Luggage By Chris Davis

I waited at the station with my little case on wheels,

I worried about lifting it because of the heaviness it feels,

Then the thought of you waiting patiently at another end,

I knew that I could do it and not disappoint a friend.

I waited at the airport with my iphone in my hand,

Not to take a photo because I wasn’t feeling grand,

My little case on wheels sat beside my chair,

My heart felt torn in two and I felt some despair,

Soaring through the sky I felt at peace with life,

Down below the toy town cars glinted in the strife,

Magic fairy lights all twinkled on the map of France,

As the airline staff started their aisle feeding dance.

I leave behind a piece of me each time I hug goodbye,

To my son, my two daughters, my grandchildren, how I cry,

One in London, one in Spain, one resides quite near,

But parting isn’t easy from the ones you hold so dear.

I waited on the ward for my treatment that is free,

With gratitude I wonder how they donated it for me,

We always take for granted all the things around us,

Until one day a wakeup calls us to a different bus.

Now each day is precious even though I am so tired,

I want to be an astronaut that never is retired,

I want to take my little case and visit every place,

It gives me hope to help me cope with a smile upon my face.

I long for a cure one day By Kes Grant

Myelo Dysplastic Syndrome the thief that stole my life

Myelo dysplastic syndrome my nemesis and daily strife.

The gift that keeps on giving from sepsis, fatigue and blood

To platelets, GCSF and transplants

I sometimes wonder how I’m stood

I long for a cure one day

Myelo dysplastic syndrome you have my body but not my spirit

I will strive, and wriggle and struggle,

my mind strong as I go through it

My family suffer as do my friends and that I really hate

Seeing the pain and worry on their faces as they wait to hear my fate

I long for a cure one day

Chemo and transplant offer a possible cure for some

You think all is well then GvHD comes along

Now my quality of life is poor and often rotten

I spend weeks and months feeling awful

Not wanting to hit rock bottom

I long for a cure one day

Strangely I can say it’s not always difficult and bad

People rally round and that makes me glad

I’m glad to be alive to see the grandkids grow

And I remind myself I’m still breathing when I feel low

Keep breathing Kes till they find that cure

Friendship By Kate D

Friendship is my medication.

A hug, a look;

language that is not used

or known by those who

are not in the know;

caught up in the new

jargon that this

disease offers us.

My despicable cancer

has enabled new friendships,

renewed old and erased others.

Around coffee cups we sit,

or we walk and talk about…

all sorts; sometimes

cancer, sometimes not.

I am after all, a normal person

trying to accept what

has had to become

my new normality.
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Chloe McFarlane
Chloe is our youngest rider 
in this year’s Prudential 
Ride 100. A BIG BIG 
THANK YOU TO CHLOE!
This young lady amazed 
us all by completing 
the 100mile ride in an 
incredible 5 hours 10 
minutes, well ahead of the 
four guys!!!  She was so 

fast, we did not get to meet her in time - and this is why 
this speedy character is missing in our group photos.

Nick Hall
Nick is a skilled rider. He chairs the great Bury Clarion 
Cycling Club, a thriving community of cyclists with a huge 

variety of abilities. Nick was 
diagnosed with MDS himself 
in 2015 - and cycling is 
definitely helping to stay fit. 
On his fundraising page, 
he shared: “I can ride my 
bike 4 or 5 times a week 
(albeit a bit slower!) and am 
lucky to have been able to 
cut down on work and take 
more holidays. I am also 
lucky to have great support 
from my family, friends and 

work colleagues. The MDS patient support group does 
what it says – offers support to patients, carers and family 
of MDS sufferers as well as raising awareness of this rare 
condition.”

Prudential RideLondon 100
On Sunday 4th August 2019 Chloe McFarlane, Nick Hall, Jeremy 
Brinton, Nathan Smith and Ian Bowd rode the Prudential Ride London 
100 in support of our little charity, raising a fantastic £4480.00.

It is only the second year we had riders in this great 
race. Some of you may remember last year’s riders at 
the Prudential 2018 - Caitlin and Moni on a tandem, as 
well as Darren Laverty, Peter Southey, Clare Fraser, Steve 
Richardson, Alex Myers, who, despite atrocious blustery 
rainy weather, completed the 100 mile ride and raised a 
staggering £14,200 between them.

For those not familiar with this event, here is a little 
summary of what is included. Prudential Ride London is 
the UK’s greatest festival of cycling.  

The event is managed by the London & Surrey Cycling 
Partnership. The route starts in Queen Elizabeth Olympic 
Park, takes riders through the capital on closed roads and 
then into Surrey’s stunning countryside. The best action 
is broadcast live on TV in the UK and internationally, to be 
seen by an audience of millions. 

Prudential RideLondon also generates sustainable, long-term 
economic benefit to London and the UK alongside the money 
raised for good causes; as participants and spectators alike 
come to London both from the UK and overseas.  More than 
£66 million has been raised for charity since 2013.

Let’s present our Prudential 2019 SUPER RIDERS!!!

M D S  U K  PAT I E N T  S U P P O R T  G R O U P  N E W S L E T T E R

18



Jeremy Brinton
He told us: “In 2016 my 
mother was diagnosed with 
Myelodysplastic Syndromes 
(MDS) and has been 
receiving treatment since for 
this little known malignant 
condition. MDS are blood 
disorders in which the bone 
marrow fails to produce 
healthy blood cells. 
Training for and cycling The 
Prudential RideLondon-
Surrey 100 (miles) on 
Sunday, 4 August, my aim 
was to promote awareness, 
broaden understanding 
of MDS and raise money 
for the MDS UK Patient 
Support Group. The Group 
deserves full recognition for 
their tireless work and care.”

Nathan Smith and 
Ian Bowd
The decision to take part 
in this ride, and fundraise 
for MDS UK, was Nathan’s, 
as he lost his Dad to MDS 
a few years ago. His friend 
Ian Bowd then decided to 
join in, and told us “No way 
I was going to let my best 
buddy do this ride all by 
himself!” 

Massive thank you to Ian for 
this brilliant support. 

This is what 
Nathan shared 
on their Virgin 
Money Giving 
Page prior 
to the ride: 
On August 
4th Ian Bowd 
and myself 
are riding the Prudential 100 to raise money for MDS UK 
Patient Support Group. In 2012 my dad lost his battle to 
MDS (Myelodysplastic syndromes) which are a type of 
rare blood cancer where you don’t have enough healthy 
blood cells. There are many different types of MDS. Some 
types can stay mild for years and others are serious. 

We are hoping to raise money to help fund Medical 
Support for MDS UK Patient Support Group, the 

foremost UK organisation focused upon Myelodysplastic 
Syndromes, providing information and advice on the 
status and progress of the disease research and treatment 
in the UK.

In addition to our 5 champions, MDS UK member Kevin 
Dwyer and wife Ros opted to take part in the Brompton 
World Championship Final race, also hosted by the 
Prudential Ride London.

The famous eight 
lap circuit around St 
James’ Park starts on 
The Mall and takes in 
Buckingham Palace. 
The race starts with 
a Le Mans-style 
dash, with entrants 
frantically unfolding 
their Bromptons 
before taking on the 
1.6km circuit. The first rider to cross the Finish Line ends 
the race and takes home their very own Brompton.

Kevin Dwyer told us: “Ros and I recently took our 
Bromptons to London and took part in this great event 
that is the London Free Ride. I know that there was a 
team from MDS Patient Support raising much needed 
funds by cycling a 100 Miles on the following day. To them 
I would say “ Chapeau “ - well done for an outstanding 
and inspirational ride.”

You can read more about Kevin in our Patient Story.

Let’s present our Prudential 2019 SUPER RIDERS!!!

Champions’ shot - shortly after finishing - and enjoying a 
very well deserved beer.

If you are interested in helping out at an event, to 
welcome the riders or runners, or cheer them on, or 
wear an MDS UK T-shirt on the day, and wave some 
flags - please get in touch. Email fundraising@
mdspatientsupport.org.uk or call 02077337558.

Let’s make some noise about MDS!
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Anniversary
G A L A

F U N D R A I S I N G

DAT E   Friday 23rd October 2020     T I M E   6.30pm to 11pm
V ENU E   Twickenham Rugby Football Club

n Welcome Drinks      
Reception at  Pitch-side

n Three Course Dinner       
with Wine in the             
‘Spirit of Rugby Room’

n Awards Ceremony for 
remarkable people 
connected with MDS

n Raffle & Auction

n Music & Singing

Tickets on sale soon via our website at £75 per head
D R E S S  C O D E  -  D R E S S  T O  I M P R E S S

For further details please see www.mdspatientsupport.org.uk
You can also reach out to us on Facebook and Twitter

Could you or your company provide a gift, a service or vouchers for our raffle and 
auction? Would you like to support or sponsor aspects of this event? 

Please contact Events Manager Kerrie on specialevents@mdspatientsupport.org.uk

We also mark the occasion of 

MDS World Awareness Day
2 5 T H  O C T O B E R  2 0 2 0

SUPPORTERS!!! Lovely wonderful Supporters!
Lastly - a few very important words regarding 
all those fantastic helpers, friends, family 
members, colleagues, neighbours - at this 
event - or any other public events. 

Supporters are an essential part of the 
fundraising process, not just for the cyclist, 
runner etc, but also as a physical presence 
to raise the awareness of the disease. Our 
sincere thanks for this Prudential event 
goes to the friends and partners. Your help, 
encouragement and enthusiasm is invaluable.  

We had a really fantastic and fun time 
welcoming the cyclists as they crossed the 
finishing line. This year we were joined by 
our youngest helper to date, 9 year old Zac, 
looking like a pro in his MDS UK T-shirt. Future 
cyclist material !!!

The eighth PrudentialRide London event 
will take place over the weekend of 15-16 
August 2020. We have 15 places allocated 
to us - and most have been allocated. But if 
you know a keen cyclist, or someone who was 
unable to secure a place through the ballot - 
please invite them to contact us. 

Please join us next year if you can, or invite 
others to do so - it would make a world of 
difference to the cyclists and the charity.
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STOP PRESS 

Due to coronavirus 

outbreak – we may be forced 

to postpone this event to Autumn 

2021. We will update our website asap.



A  W O R D  F R O M  O U R  C H A I R M A N

Dear Members, Carers and Friends

I have great pleasure in announcing our MDS UK Fundraising and Anniversary Gala at 
Twickenham Rugby Football Club, the home of International Rugby Union. 

The event is being held for fundraising purposes and to celebrate the anniversary of our 
Charity and International MDS World Awareness Day.

We are particularly pleased to use the opportunity of this event to thank a number of 
wonderful individuals who have provided outstanding service to people affected by MDS, 
and to the charity in particular.

In addition to the many other services that our Charity provides, you will have seen that MDS 
UK has recently ventured into the field of clinical research by sponsoring Queen’s University 
Belfast to undertake a four year research programme. The purpose of the research is to 
examine possible ways of repairing damaged DNA. Such work has huge implications for 
those with MDS, but in addition is also relevant to patients suffering from a range of other 
blood cancers. Ultimately, our hope is to provide a cure for our rare disease.

Research is extremely expensive, but it is something that those who are on ‘watch and wait’ 
or supportive therapies, without the possibility of a cure, have been asking for over several 
years. The only available current ‘cure’ for MDS is a stem cell transplant, a process that 
often has adverse consequences and is not suitable for the majority of patients. 

We hope that having committed our Charity to research, our supporters will feel that they 
are able to support and assist us in our Fund Raising Gala. It is hoped that many of our 
supporters would wish to attend the event, or, if unable, to assist us in other ways, by 
offering prizes for raffle or auction, or suggestions as to potential sponsorship – big or small.

We need your help to make this event successful and to aid us in our battle to conquer MDS.

 

Ted Peel LL.B (Hons)
Chair MDS UK



The Nye family asked for donations instead of flowers in memory of Bev 
Nye.  We had known Bev and his wife Janet for many years. He will be 
sorely missed by all of us. A very big loss for all of the MDS community, 
but especially in Derby, where we had started a local MDS group with 
both of them.

Daughter Rosemary created a memorial page for donations to MDS UK, 
and shared the following: “This page is to remember and honour our 
Dad Bev, he had MDS a rare blood cancer which transformed to acute 
myeloid leukaemia this January and sadly passed away on the 14th of 
June 2019. MDS UK was a great help and comfort to Dad and Mum as 
he battled this condition over the last number of years. He was always 
full of fun and positivity and fought so hard to beat the cancer, he will be 
sorely missed by everyone.

He wanted to support the charity as much as he could so asked that 
people donate to MDS UK 
instead of sending flowers for 
the funeral so we set up this 
page to that end. Please help 

support the charity which gave him so much support.

Love you always Dad you are our hero who could fix almost everything, 
you will always be our sunshine, our hairy gorilla, bouncy tigger and yellow 
banana shark, your trusty assistant/youngest daughter.”

In Memoriam: Bev Nye 
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Rebecca Bennett 
Art Exhibition and Greeting Cards  
In November 2019 Rebecca had her first 
solo art exhibition since her diagnosis and 
subsequent stem cell transplant for MDS 
caused by GATA 2 deficiency.

Her aim was to sell greeting cards of her work 
at the exhibition and donate a percentage from 
them to MDS UK as well as raise awareness 
of the condition and the MDS Patient Support 
Group. Rebecca displayed information about 
MDS along with her greetings cards, as well as 
MDS pins. 

Her exhibition, as well as her MDS patient 
journey were featured in the West Moreland 
Gazette, as well as the Cumbria Magazine - 
raising lots of important awareness of MDS in 
that region.

You can read more about Rebecca, and her 
MDS journey on our website. Here is a very nice 
little quote extracted from her Patient Story: 

“My life is not what I thought it would be but I 
do things when I can and make the most of the 
things I can do. Art and photography are a big 
part of my life and they are a great therapy.” 

Our thanks go to Rebecca for this lovely 
gesture. We hope she will set up a further exhibit 
very soon - with new pieces of art.
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On the 27th of August 2019 I attended York District 
Hospital, Haematology department at the Magnolia Centre 
for results of a bone marrow sample I had provided 
following results from routine blood tests which had 
revealed abnormalities in two of the readings.

After another blood sample was taken prior to my meeting 
with my consultant, I felt a little suspicious of what was 
to come. This suspicion increased when the consultant 
entered the room with a nurse who she introduced as a 
specialist nurse.

My consultant told me in the best way she could that I had 
a condition called Chronic Myelomonocytic Leukaemia. I 
knew straightaway in my own mind that this was probably 
a life ending form of cancer which was confirmed by being 
told there was no cure.

Here I was sitting with a diagnosis of CMML, but feeling 
perfectly well, mentally and physically, but not really 
knowing what questions to ask other than probably the one 
most people ask, how long do I have left?  I was told it was 
a question that couldn’t be answered at this time as further 
tests  needed to be carried out and it was only chronic.

Not having a clue what CMML was other than some form of 
cancer of the blood,  I couldn’t formulate any questions to 
ask so the consultation was over in about ten minutes. I left 
the room with the Specialist nurse giving me a Bloodwise 
folder with various pamphlets of the hospital services and a 
leaflet explaining the ins and outs of having CMML.

My next appointment was arranged for the 25th of 
October 2019, with advice to contact the Specialist Nurse 
should I need more information or if my health status 
altered. I think it was at this point I made a conscious 
decision the way forward for me was to be positive in 

dealing with this blip in my life. This was not going to take 
over my life thinking about it all the time and possible 
outcomes and when.

Over the next 7 weeks I had plenty of time to investigate 
CMML and I gained a great deal of insight into what the 
future may hold for me. Reading people’s experiences on 
MDS UK Patient Support Group website, of how they have 
managed their lives gives me optimism going forward. 

The website was invaluable to me in increasing my 
knowledge of CMML - not only about the condition,  but 
on what is being done in respect of treatments and patient 
care and research by the medical profession.  Additionally, 
I learnt I lived within 30 miles of a Centre of Excellence for 
the care of MDS with a specialist in CMML.

The appointment on the 25th of October 2019 arrived 
and unlike my naivety on my last visit, I was now more 
knowledgeable of most things with CMML and was only 
armed with three questions to ask. After the now routine 
blood sample was provided, I saw my consultant who 
this time had another nurse with her, only this one was a 
research nurse. I had also brought my wife along as she 
has been a tower of strength in helping me deal with this 
setback in my life.

The consultation started with how I was feeling which was 
pretty much the same as the last time we met. I was told 
my blood results were okay (only the fact they were like 
the last test), everything was positive, regenerating my 
optimism. My three questions were 

1. Could I have an additional opinion with Professor 
Bowen at Leeds?

2. Could I still be an organ donor?

3. Could I have copies of the results of my recent blood 
tests.

The answers were 

1. Yes          

2. No, but maybe my corneas               

3. Yes

I was then asked if I would take part in a prospective, 
multicentre European Registry for newly-diagnosed 
patients with Myelodysplastic Syndromes (EUMDS).  I had 
no hesitation in agreeing to do this, hoping it may help 
somebody in my predicament in the future. I was then left 

Patient stories: 
Graham Cheyne      

M D S  U K  PAT I E N T  S U P P O R T  G R O U P  N E W S L E T T E R

24



in the care of the research nurse to explain the process, 
after which she gave me a six-page document to read 
and sign if I was in agreement. We then decided for an 
appointment the following week.

At the appointment I did two tick-box survey forms - 
nothing difficult - and also gave a blood sample which 
the nurse explained had to be frozen within an hour,  and 
dispatched to a centre in Switzerland where it would 
be stored for the research. We then needed to arrange 

another appointment in six months’ time which coincided 
with my next visit to the consultant.

After my details had been entered onto their computer 
system, I am formally now an ID code – UKYORK + a 
number. Whilst I am unable to donate my organs, it’s good 
to be able to donate my later life history, and  hopefully the 
progress of my CMML may give some insight into a way 
forward in treatment in the future.

Having been inspired by reading the patient stories in the 
latest MDS UK newsletter (especially Kes having lived 
with MDS for 19 years) I thought I would give you some 
information about my own journey with a bone marrow 
disease.

I was diagnosed with Aplastic Anaemia in 2003, at the age 
of  55, and had repeated treatments over the next two 
years before my condition started to improve.  By 2006 I 
no longer required regular blood and platelet transfusions 
and the time span between consultant meetings and 
blood tests started to increase.

I then had 10 years without requiring any further 
treatment.  I still had Aplastic Anaemia but had a better 
standard of life. There were lots of things I could not 
do and I had a few scares when my haemoglobin and 
platelets dropped and the old signs and symptoms came 
back. Fortunately my blood levels always recovered again 
and, although never very high, did allow me to live a 
restricted but pretty normal life.

When I was diagnosed in 2003 I was warned that in 10 
years the disease could mutate into Leukaemia, but that 
seemed a long way ahead at the time and did not overly 
concern me.

Move on to the Autumn of 2016 and I began to realise 
that I was becoming very breathless at times but having 
forgotten the warning, put it down to my age and tried to 
ignore it. By February 2017 I could not ignore it any longer 
and went to my GP and also contacted my Haematology 
Clinic at the Aberdeen Royal Infirmary. In no time at all I 
was having more and more tests and got the diagnosis 
that my Aplastic Anaemia had mutated into MDS and I 
was now back to weekly blood and platelet transfusions 
plus a monthly cycle of chemo (Azacitidine).

Fortunately I am now at a stage where the time between 
transfusions is starting to increase and the number 
of Azacitidine injections has more than halved.  I am 
spending a little less time visiting hospitals and my GP 
practice and I am starting to pick up some of my old 
hobbies and pastimes.

Throughout my illness I have been very lucky with 
support from family and friends but also everyone in NHS 
Grampian.  The staff in the Haematology clinic and ward 
at ARI, my GP practice and my local hospital (Huntly) have 
been absolutely fantastic. I have been kept fully informed 
of the effects of MDS and the treatment I require and 
any questions I have asked have been answered to my 
satisfaction.

Patient stories: 
Stephen Rhodes 
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The Aberdeen Royal Infirmary (ARI) also has a superb 
fundraising organisation called the Friends of Anchor 
(Aberdeen and North East Centre for Haematology, 
Oncology and Radiotherapy) which raises fantastic 
amounts of money towards new equipment, research 
and development and patient well-being, and this makes 
the hospital, I believe, the place to be if you happen to be 
unlucky enough to have cancer or a blood/bone marrow 
disease.

After so many years of attending the Anchor Unit at the 
ARI and getting the benefit of the money raised by Friends 
of Anchor I really wanted to give something back so this 
year I volunteered to be a catwalk model for the annual 
big fundraising event at the Beach Ballroom - Brave 
2019. Despite being very apprehensive and feeling it 
was way outside my comfort zone I allowed myself to be 
persuaded and along with 23 other Brave Brothers we 

got into rehearsals, then fittings for the outfits and several 
other events. On the big day we stepped out onto the 
catwalk  in front of over 500 cheering people - absolutely 
amazing - and what a fantastic experience the whole 
event was, I would not have missed it for the world, plus 
we raised over £150,000 for Friends of Anchor.

This experience was a huge boost, so much so that I 
started to volunteer at my local heritage railway again and 
now get out and about much more than before.  In fact 
the garden is looking tidier than it has done for years.

So, when people ask me about how I feel about having 
an incurable disease for over 16 years, I have to say that 
I would have preferred not to have it, but I don’t actually 
regret it, as I have met many fantastic people and have 
had experiences I would not otherwise have had.

I was formally diagnosed with Myelodysplastic Syndrome 
(MDS) on 31st October 2018 at the age of 54, but 
tests and monitoring to eventually reach that diagnosis 
began after I hurt my back in a fall (totally unrelated to 
the disease) in an hotel in Exeter on the night of my 51st 
birthday in March 2015. I had lost my balance turning 
suddenly in the bathroom of our hotel room in the early 
hours of the morning and fell sharply on my back on the 
edge of the bath. Although I was in quite a lot of pain, it 
became clear that I hadn’t broken anything, but, still being 
in a fair amount of pain on returning home on the Monday, 
I went to my GP who arranged for an ultrasound scan 
and some blood tests to be carried out to make sure that 
I hadn’t suffered any internal injuries. Fortunately it was 
found that I hadn’t – but my blood test results piqued the 
GP’s interest in something completely different, so Full 
Blood Count tests were repeated several times over the 
next couple of months.

This period of monitoring culminated in a phone call at home 
from my GP late one Friday afternoon in May 2015. The news 
was that my blood test results showed that I was neutropenic 
and this warranted further investigation but, in the meantime, 
if I should feel at any time that I might be coming down with 
a cold, or show any signs of fever or any form of infection, I 
should go immediately to a hospital Accident & Emergency 
Centre, tell them that I am neutropenic and expect to be 
admitted to hospital straight away.  

Great. That’s just the sort of thing to hear a couple of hours 
before travelling by train from home at Faversham in Kent, 

to Euston in London for a 10.30pm Friday to 10.30am 
Saturday night shift in my role as Duty Control Manager 
with a freight train operating company. It was also 72 hours 
before flying out to Northern Ireland for a week’s holiday 
there and in the Republic of Ireland. Did my Doctor have 
any recommendations regarding whether or not to go on 
holiday at all? After considering the question he concluded 
that I should travel as planned but should still adopt the 
same strategy of presenting myself at the nearest A&E 
centre if I had any reason to suspect I was falling ill.

Further tests to monitor my Full Blood Count continued 
and, as 2015 progressed, it became clear that many 
of the results were at values lower than the normal 
healthy average range and were on a slow but steady 
trajectory downwards. I had also been researching the 
possible causes and implications and was becoming 
increasingly concerned about the findings of my research 
but floundering around on one’s own with internet 
searches isn’t a particularly reliable source of information 
- particularly with no other background knowledge or 
experience to fall back on. Although I didn’t realise it at the 
time, my low blood counts were also having a significant 
effect on the amount of fatigue I was feeling. I had pretty 
much ignored the fatigue, working on the assumption 
that I was just finding shift work, overtime and commuting 
much more tiring as I was getting older and that it was 
nothing to worry about.

Despite having first become acquainted with Douglas 
Adams’ “Hitchhiker’s Guide to the Galaxy” when it was 

Patient stories: 
Andy Veitch       

M D S  U K  PAT I E N T  S U P P O R T  G R O U P  N E W S L E T T E R

26



first broadcast on the BBC’s Radio 4 in 1978 – and 
having generally lived life in accordance with the wise 
words “Don’t Panic” printed on its cover – when it came 
to the developments with my blood counts during 2015, 
I did start to panic. My GP could only say that my blood 
counts would be kept under regular review and that, if 
any of the key indicators dropped below certain specified 
levels, I would be referred to the Haematology Department 
of one of my local hospitals in the East Kent Hospitals 
University NHS Foundation Trust. Slowly but surely during 
the late autumn and onset of winter at the end of 2015, the 
concern developing within me gradually led to mild panic 
attacks (usually in the middle of the night – or of course in 
the middle of the day when I was on the night shift!) and an 
increasing feeling of doom, despite me trying to reassure 
myself that it probably wasn’t anything significant. 

Reminded of the saying “there’s no point being the richest 
person in the graveyard”, and with several friends and 
workmates having fallen by the wayside over the years 
whilst still working, it all got the better of me so my wife 
(Pat) and I made some calculations and concluded that 
I should take early retirement from my demanding shift 
work role. In some respects I felt a failure in retiring early, 
and somewhat embarrassed in respect of what I saw as 
letting my workmates down, but I concluded that my health 
absolutely should come first. In hindsight, with the way that 
my blood counts and the eventual diagnosis panned out, I 
now know that it was the right thing to have done.

 So, my last shift at work was that wonderful 10.30pm 
Friday to 10.30am Saturday again at the beginning of April 
2016 – and I left the building, and the rail industry after 
36 years, for the last time at 10.30am on Saturday 2nd 
April – looking forward to freedom, but also nervous of 
other aspects of what might lay ahead. I had been a Type 
2 Diabetic for a number of years before all of this, and 
my blood glucose was under reasonable control when I 
moved to the freight train company from the comparatively 
sedate workload of  passenger train operations, but 
during my time with the freight train company it had gone 
haywire – so the first thing to do with my new-found 
freedom was to get that back under control. Having left 
shift work, overtime and commuting behind me it didn’t 
take very long at all to get back on track!

By the end of 2017 my neutrophils had reached the 
point where my GP had referred me to the Haematology 
Department of Kent & Canterbury Hospital. Their opening 
gambit was for me to have a full-body CT (Computerised 
Tomography) scan. The results when they came back 
were normal. Good news in itself of course, but with my 
organs having been found to be healthy the haematologists 
were now interested in digging deeper, and eventually 
an appointment came through to see a Consultant 
Haematologist at Canterbury in October 2018. The 

Consultant said that he was 90% certain I was suffering 
from Aplastic Anaemia, with the other 10% possibility being 
that I had one of a range of Myelodysplastic Syndromes 
(MDS), but that the only way to get a confirmed diagnosis 
was to undergo a bone marrow aspirate and trephine and 
have the samples tested.

This led to a diagnosis of MDS-RCMD, with the 
Consultant giving me a copy of the MDS UK patient 
handbook “Understanding Myelodysplastic Syndromes”. I 
am so very glad that he did, as not only does this contain 
a lot of useful reference information, but it led directly to 
me registering with the MDS UK Patient Support Group 
- without which it is fair to say that Pat and I would be lost.

The MDS Newsletter is a great source of news and 
information in an easy-to-read format, the website holds a 
wealth of quickly-accessible information, and the website 
Forum and the Facebook Group “MDS UK Community” 
between them help put patients and their families in safe 
and easy contact with each other for mutual support and 
sharing experiences.

Pat and I also attend Support Group Meetings at King’s 
whenever we can, and having found them of benefit we 
have also taken up the challenge of resurrecting local 
support group meetings in the Kent area. The first of these 
took place at Canterbury on Monday 14th October.

I am now seen at both my local hospital in Canterbury, 
and at King’s College Hospital in South East London 
and I recently moved from “watch and wait” onto EPO 
injections. In the meantime have also started to maintain 
an MDS-related blog of my experiences which can be 
found at  https://andymds.wordpress.com/   

The second part of Shareen Rouvrey’s patient story 
(featured in Newsletter 10) can now be found on the 
MDS UK Patient Support Website.
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How do you feel when you think of palliative care? 
Perhaps you are fearful?  Or maybe just curious?  
However you feel, I invite you to read on because this 
article may reassure you or maybe even surprise you.

I am a palliative care specialist and people often ask me 
whether my job is depressing.  It may surprise you that my 
answer is no.  This is because rather than being focused 
on death, I spend most of my time at work helping people 
to live their best life which gives me a deep satisfaction.  

I once met a lady, let’s call her Pauline, who had so much 
pain in her bones that she couldn’t drive or enjoy her 
hobbies, which were gardening and sewing.  She felt so 
low in mood that she felt life was no longer worth living.  
At our first consultation she agreed to try some new 
painkillers.  The next time I saw Pauline she said she felt 
like a completely different person because her pain had 
eased so much.  She told me that she wanted to continue 
to fight to live because she had so many more things to 
do on her bucket list.  She thanked me for helping her 
start her second life!  With treatment for her cancer, she 
was able to have a full and active life.  

Does having palliative care mean that you have to 
focus on death and talk about it at every consultation?  
That’s one of the biggest misunderstandings about this 
specialty.  For example, I saw Pauline intermittently after 
our first meeting and our team managed to help her ease 
some new symptoms that she developed as a result 
of new chemotherapy.  We spent time getting to know 
her daughter, Anne.  We also helped them find some 
funding for Pauline that enabled her to take her young 
grandchildren for their first holiday to the seaside.  She 
had a full and active life for some years with treatment for 
her cancer and up until this point there was no need to 
talk about death. 

Some years later, Pauline was told that the cancer was 
progressing which is when she asked to see us to talk 
about her fears about her condition and the future.  She 
wanted to ask some ‘what if’ questions and felt she was 
not ready to discuss this with her daughter yet.  She 
wanted advice about how to prepare her grandchildren 
as well.  We talked frankly about it and she felt reassured 
that we could continue to support her and her family until 
the end.  After a couple of chats about dying, Pauline said 
she felt more peace of mind and that she did not need 
to talk about it further.  She said that because she had 
been able to tell us about her wishes and trust us to fulfill 

them, she was more able to put all those sad thoughts 
aside now and focus her energies on enjoying her time 
with her family again.  After a suggestion from Pauline, her 
daughter, Anne approached us to talk about her concerns 
and fears too.  Following our chat Anne said that she felt 
reassured because she understood that her mother had 
put plans in place for when she became more poorly.  She 
expressed sadness when talking about it but said that 
she felt better prepared and thus more able to focus on 
enjoying their time together.

Would a palliative care doctor or nurse come into your life 
only in the last days? The truth is that we are interested 
to help people at any stage of their cancer journey.  We 
always ask: ‘What is important to you right now and is 
there anything stopping you from living the life you want 
to live?’  Our job in palliative care is to try to resolve 
issues that restrict your quality of life.  It is true that when 
someone is in the last days of life, we have extra skills 
and knowledge that will ensure a peaceful death but that 
becomes a focus only when it is needed.    

Does accepting palliative care mean giving up on 
treatments and giving up on life? People often assume 
that if the specialist or nurse suggests that you meet 
the palliative care team, they are suggesting to you that 
prognosis is now short and death is imminent. If you 
are not sure why they are suggesting palliative care, do 
clarify the reasons with your cancer team.  Often, the 
main reason is that they can see you are struggling with 
your quality of life and they feel that the palliative care 
team might be able to give you extra help where they 
cannot themselves. Many people have palliative care as 
an additional service to their cancer treatments.  They 
continue to have chemotherapy and blood transfusions 
but also have palliative care to ensure that quality of life 
is less affected by treatments, be it in terms of having 
side effects on the body or the emotional and practical 
challenges that having treatments can bring with it.

Does having palliative care services reduce or remove 
hope?  Some people also fear that it would shorten life 
when you consult a palliative care service. You’ll find that 
palliative care professionals are as hopeful as you are that 
the treatments work well because we know this means 
that you can continue to enjoy all that life has to offer.  
Your specialist would be focused on keeping the disease 
at bay and our job alongside theirs is to ensure that life is 
comfortable and fulfilling.  

Clinical Team stories: 
Palliative Care: Helping you live life to the fullest                                      
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Palliative care teams are focused on ensuring that you get 
the most out of life no matter the stage of disease and no 
matter the setting, whether you are at home or in hospital.  
If end-of-life care becomes necessary, we are here to 
provide the expert care and the support that you and your 
loved ones need. 

I would encourage you to take the opportunity to meet the 
palliative care team.  After your first consultation you can 
decide whether being known to a palliative care service 
would be beneficial for you and your family.  We do not 
want to add extra unnecessary appointments to your diary.  
We just want to be there when you need our expertise and, 

when you are feeling well in yourself, we want you to see 
less of us and get out there and live a normal life!

Dr Ruth Ting
Palliative Care Specialist

King’s College Hospital

Suggestions for further reading on this subject are:

Dear Life: a doctor’s story of love and loss by Rachel Clarke

Being Mortal: Medicine & What Matters in the End by Atul 
Gawande 

With the End in Mind: Dying, Death and Wisdom in an Age of 
Denial by Kathryn Mannix

At a recent MDS London Patient meeting at King’s, MDS 
Specialist Nurse, Janet Hayden, gave a presentation 
called “Care Closer to Home”, about a scheme on which 
the Haematology team have been working. Here are some 
of the benefits of the scheme and feedback from patients:

The Benefits for Patients
From the patient point of view there are a number of patients 
who struggle with travelling and travel costs. They experience 
long waiting times, increasing time off work for the patient and 
their carer.  ‘It could be an hour and a half to two waiting in a 
car, feeling sick… treatment at home would be wonderful.’ 

In addition, the fact that they do not need to stay at 
the hospital environment while receiving treatment 
reduces their risk of infection so patients may choose 
chemotherapy at home to avoid the regular trips to the 
hospital. ‘ I am wary of infection when regularly attending 
a hospital clinic so feel safer staying at home.’

The Benefits for the NHS
Moving care out of a hospital setting, is an important goal 
for the Institutes and the broader NHS. There is evidence 
that it improves patient experience and quality of life, while 
reducing NHS burden and costs. As it releases capacity 
from busy outpatient clinics the scheme will help to 
improve NHS ability to deliver effective care.

The scheme has proven to be the preferred option by 
patients in Birmingham and other areas. Both King’s 
College Hospital NHS and Guy’s and St Thomas’ NHS 
Foundation Trust staff are very supportive of the initiative, 
citing the positive impact it could have on patients.
Chemo at Home could be financially sustainable, and 
cheaper for the Institute than traditional clinics. ‘Treatment 
was ‘exhausting and tiring… at least if I was waiting at 
home I would be at home. I would definitely have preferred 
having the treatment in my home.’

Chemotherapy at Home Scheme at King’s College 
Hospital. You can see the whole presentation on the MDS 
Patient Support Website.
https://mdspatientsupport.org.uk/chemotherapy-at-home

Janet Hayden
MDS Specialist Nurse

King’s College Hospital

Clinical Team stories: 
‘Care Closer to Home’                                          
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Fundraising successes
As always - here is a selection of some wonderful fundraising events we are so grateful for and so proud of. Our donors 
and sponsors are the reason why we can assist patients and families, and ensure we can lobby for access to treatment 
when necessary. We could not do it without you.

Great North Run 2019
£5,241.00 
We had an amazing team 
running for MDS UK at this 
year’s Great North Run on 
Sunday 8 September 2019. 
This race is the largest half 
marathon in the world, 
taking place annually in 
North East England. Team 
MDS this year was made up of Kathleen Young, Angela 
and Shari Stirling, Lindsey Hall, Tanya Ferris, Alexander 
Bird, Mike Leigh, Russell Cook, Thomas Fearnehough, 
Dan Hawkins, Malcolm Stalker and Alex Goodall.

Each of them with their own emotional reason why they 
entered the race in support of MDS. Each of them raised 
funds and colourful awareness in this race. And next 
time we will try harder to get a proper group photo!

  

Prudential RideLondon 100 
£4480.00

On Sunday the 4th of August Chloe McFarlane, Nick 
Hall, Jeremy Brinton, Nathan Smith and Ian Bowd rode 
the Prudential RideLondon in support of our little charity, 
raising a fantastic £4480.00

Prudential RideLondon is the UK’s greatest festival of 
cycling. It starts from 05:45 in Queen Elizabeth Olympic 
Park, then follows a 100-mile route on closed roads 
through the capital and into Surrey’s stunning countryside. 

Amateur cyclists participate alongside the professionals, 
raising money for good causes. MDS UK had a fantastic 
presence at this event. Thanks to all our supporters and 
volunteers! See full article in this Newsletter.

The Cabbage Patch 10
£3000
Kevin Price from the 
Stragglers Running 
Club presented Russell 
Cook with a cheque 
for £3000 for MDS UK 
Patient Support Group.

A Big Thank You to the Cabbage Patch organisation, 
The Stragglers and all our runner heroes. You are 
making a tremendous difference to our work, the 
support we are able to offer and the general awareness 
of Myelodysplastic 
Syndromes!

In addition, we also 
received a further 
£738.85 linked to 
Cabbage Patch, via 
Caitlin Limmer and 
her tireless runners!

The Monopoly Run London Sam Allen
£115.00
In April 2019, 15 year old Sam Allen and friends competed 
in the Monopoly Run alongside over 168 teams travelling 
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by foot, train and bus, visiting famous Monopoly locations. 
Sam decided to get sponsored for the event - with 
proceeds to MDS UK

The aim of this yearly competition is to get to as many 
locations on the Monopoly board as possible, take a picture 
and answer a question. This fantastic team of young people 
even got dressed up as Monopoly items! The run was in 
memory of Sam’s grandma, who sadly passed away from 
Myelodysplastic syndromes earlier this year. 

Alex Gill donated
£361.25
4 years ago my step dad was diagnosed with 
Myelodysplastic Syndrome (MDS), MDS is a rare 
degenerative type of malignant blood disorder in 
which the bone marrow fails to produce healthy blood 
cells. MDS UK offers help and support to patients and 
families. It is also involved with trials of new drugs and 
development of new treatments and hopefully a cure.

Corinne O’Donnell 
trekked The 
Inca Trail 
£3576.00  
Corinne O’Donnell set out 
to organise a series of 
fabulous events, including 
a Greek BBQ, a quiz night 
and charity breakfast, 
to raise awareness and 
money for our charity. All 
culminating in August 2019 when she did The Inca Trail, 
a tough trek to the Peruvian ruins of Machu Picchu. 

Corinne said in her Virgin Money Giving page:

“Part of the challenge is to raise £3400 for a chosen charity. 
I have chosen MDS UK as my sister Fiona suffers from it.”

Keith Mosely ran the Southampton and 
Istanbul marathons
£410.00
On November 3rd, Keith 
Moseley ran the Istanbul 
Marathon in support of MDS 
UK Patient Support Group! 
Keith had already run the 
Southampton Marathon 
on the 5th of May. He 
broke his own record by 6 
minutes with an amazing 
finish time of 4:34:07!! BIG 
CONGRATULATIONS and 
Thank you TO KEITH!!

He says in his Virgin Money Giving Page: I am running 
Southampton & Istanbul marathons to raise money for 
the MDS support group, as they were a great support to 
my Father Vic Moseley, who was diagnosed with MDS in 
June 2018 & sadly passed away in December 2018.

Mind Over Massage 
Bernie Howley is on a permanent mission to raise funds 
for MDS UK through his fantastic sports and therapeutic 
massages. We have yet to meet up with him to find 
out how much he raised this year! Renewed thanks to 
him. You can find Bernie on Facebook under Mind over 
Massage.

Caitlin Limmer 
Spinathon 
£479.83
To coincide with MDS 
World Awareness 
Day 2019, Caitlin 
organised several 
gentle and some much more intense sporty events. 
One of them, the very energetic spinathon, raised a very 
respectable sum! Thank you to all those wonderfully 
energetic crazy spinners at the DIGME studio.

Karon Tucker
£200.00
Karon’s husband 
was diagnosed with 
MDS in April 2019. 
This prompted her 
to help out by cutting 
14inches off her hair to donate to the Little Princess Trust 
(who make wigs for children with cancer). She also raised 
£200 for MDS UK in the process by asking for donations 
in her local pub, the Rock and Fountain in Skewen.  Many 
thanks to Karon, and all those who donated funds!

Stand Up Paddleboarding 2019
£1,050.00
For the 2nd year running, 
fantastic friends of Caitlin 
Limmer, Deirde Opp and 
Gareth Coombs took 
part in the Stand Up 
Paddleboarding event 
and raised a fabulous 
amount for MDS UK. Immense thanks - as we know it 
was not easy this year!!! You are absolutely amazing!

More from Dee on www.deeoppyoga.com
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Folkestone 501 Dive - Ted Peel 
£651.00 
David and Fiona 
Batchelor and 
Brian Robinson, 
a fellow 
member of the 
Folkestone 
501 Sub Aqua 
Club, arranged 
for 16 divers 
to dive on a 
wreck that had 
sunk in the 19th century in the English Channel. Dave is 
a former merchant seaman and diving instructor as well 
as a keen maritime historian and was keen to spread the 
word about MDS UK Patient Support Group and wanted 
to donate all the fees received for the day’s dive to help 
our Charity. 

Following the dive and return to port, the divers involved 
kindly donated additional monies to MDS UK. The total 
donated was a fantastic £651!

They wanted to do something special for Ted to show 
how much they admire the way he has fought his MDS 
with strength and fortitude, and his determination to raise 
funds and awareness for research into MDS. Most of all 
they did it because they love Ted. 

We feel incredibly lucky to have Dave, Fiona and Brian 
fundraising for us. We are immensely grateful to all the 
people that were involved.

Cardiff Half Marathon 2019
£405.00

On October 6th 2019 myself and my amazing dad ran 
the Cardiff half marathon. We chose to raise money for 
an amazing charity who have provided incredible support 
for one of my best friends and her wonderful mum in 
their time of need. Katy Cox and her Dad, Anthony at the 
12 Mile Mark still looking full of beans!

Cycling event - Lisa Johnson 
£1,000.00
Lisa’s sent us this generous donation, on behalf of her 
company - with the following lovely explanation: “My 
mum has MDS and I was fortunate enough to attend the 
Harrogate patient support group meeting in the Spring. 
Happily my company named MDS UK as the beneficiary 
of their annual charity bike ride and we expect to donate 
the £1000 raised, online today. I just wanted to say 
thanks again for helping me and my family.”

Thank you Lisa - and we are so glad the patient forum 
was able to help your family. 

As a little anecdote - Lisa attended the Harrogate Forum 
- and used her phone to audio and video connect with 
her Mum in the USA - so she could follow the clinical 
talks and chats with fellow patients. We all greeted her 
too. A lovely moment.

Chris Peel’s Birthday 2019 
£510.00
Chris Peel, wife of our chairman Ted Peel, opted to ask 
for donations to MDS UK, instead of gifts for her birthday. 
Friends and family helped raise a very generous amount 
for the charity. We thank Christine and all the lovely 
birthday donors.

Fundraiser in memory of 
Brenda Goodland
£500
Sisters Hilary and Heather, and Mum Beryl organised 
another one of their great events, a garden sale, in 
memory of the very wonderful Brenda, who passed away 
in August 2017. 

They are also working on a further item to remember 
Brenda by. 

Thank you girls! Can’t thank you enough for highlighting 
MDS in your area. So, so important to keep talking about 
it.
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Thank you for contributing
Huge thanks go to all the people who have supported MDS UK Patient Support Group.

Jane Adams

Michael John Barrett

George Baxter

Margaret Beastall

Robert Beresford

Rebecca Boley

Keith Bott

Ally Boyle

Yvonne Bravin

Jai Chopra

Malcolm Cowan

Terry Creaser

Michael Cubbidge

David Davies

Alistair Day

Jean-Louis Dazin

Peter Dennis

Marcella Mary Dickason

Margaret Evans

John Evason

John Fitzgerald

Christina Fowler

Paul Geoffrey

Lee Giles

Vera Griffiths

Holford Charitable 
Foundation

Anne Hoye

Roger James

Colin Jeffrey

Stephan Lambie

Peter Madge

Derek Maidment

Gillian Mary Marlow

Leroy Marshall

Raymond Mosely

Julie Nelson

Akshay Ohari

CWI Evans

Jill Parker

Carol Richardson

Amanda Russell

Tess Ruttle

Ian Sadler

Pam Scott

Keith Sheldon

Julie Shelley

John Smailes

Terence Southwell

Claire Taylor

Sue Thornton-Baker

Anthony Tykocki

Ian Whitten

Caroline Wright

Yvonne Wyatt

Stephen Yeoman

Individual Donations

Richard Colin Beynon

Anthony Cash

John Dallison

Frederick Dodds

Brenda Goodland

Eileen Hicks

Beverley Nye

Jean Preston

R P Russell

Douglas Alexander Smith

Peter Reid Thornton

Phoebe Walker

Stephen Watkins

Pat Wilson

Matt Wotherspoon

William Robin Wyeth

Donations in memory

Chris Langford

Hayley Barnes

Risa Westwood

Adrian Cooper

Ellie Tucker

Dougie Bristow

Jennifer Heggie

Maria Essers

Amanda Emery

Lisa Shipway

Olivia Grace

Anne Hoye

Diane Jones

Harry Perry

Kirsty Onley

Facebook People who have set up Facebook fundraising pages and all the contributors

Sandra Rice
£315
Sandra chose to 
receive donations 
for MDS UK, 
instead of gifts for 
her 70th birthday. 
Her connection to 
MDS is through 
her half-sister, 
patient Kes Grant, 
aka Rebel Rev, 
aka Revkes. They 
only discovered each other much later in life - and have 
been making up for lost time ever since. So grateful to 
Sandra and donors for this gesture! Kes (in the photos) is 

one of our committee 
members, and has 
been experiencing 
many highs and lows 
after her bone marrow 
transplant. 

You can read more 
about Kes in our 
patient stories, our 
newsletters, follow her 
blog “Where angels fear to tread’’, or listen to her weekly 
BBC Radio Kent programme on Sunday mornings. Kes’s 
philosophy for dealing with blood cancer is “whatever the 
weather, bring your own sunshine.”
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Regional groups update

Information on all our local groups and forthcoming meetings is regularly updated on our 
website - www.mdspatientsupport.org.uk. Please visit our page for further details or call our 
main office on Tel: 020 7733 7558. All registered members of MDS UK receive all meeting 
notifications via postal letter or email.

First meeting of New group in Kent  

Early in 2019 I was approached by Ted Peel, Chairman of MDS UK Patient 
Support Group, about whether I would like to take up the challenge of 
getting an MDS UK Local Group up and running in Kent. Ted and I had 
previously met up for a chat as we both live in Kent and had established 
contact with each other through the MDS UK Community group on 
Facebook, and Ted’s approach followed on from some of the discussions 
we’d had that day. Although I was newly-diagnosed, my wife Pat and I had 
derived great benefit from attending the London Support Group Meetings 
at King’s, where we were able to spend some time in an informal setting 
with others affected by MDS.

The group meetings do not replace the advice and assistance available from the London office, but going to such 
meetings has helped Pat and I to discover that we aren’t alone with MDS, despite the rareness of the condition and our 
wider family and friends not understanding what we were facing, and we found it comforting to be talking with others who 
are affected and learn of their experiences.

Although having a difficult time ourselves coming to terms with everything since my diagnosis, and organising an MDS UK 
Local Group sounding quite a daunting task on top of other voluntary activities, I am trying to remain active for as long as 
possible, so Pat and I were both in agreement that we would like to help MDS UK in some way if we could.

After discussions with Sophie Wintrich, a target date of October 2019 was decided upon and I set about the task of trying 
to decide upon a suitable location and venue. Not knowing where in Kent potential attendees live was a bit of a problem 
in this respect, as there is a fair distance from the East end of the county to the West, but it was decided to try Canterbury 
to start with as the city is a public transport hub for both rail and bus services, has main road links in several directions 
to other parts of the country, and is central for the major hospitals of the East Kent NHS Trust which have Haematology 
outpatients appointments at Canterbury, Margate and Ashford. After a bit of detective work I identified a church hall 
which was not too far out from the city centre and had free off-road parking for attendees, and a date was set for the first 
meeting to be on Monday 14th October to run from 4.30pm to 6.30pm at St Dunstan’s Church Hall in Canterbury.

That date soon came round, and Sophie came from the London office to be at the first meeting, along with Chris 
Charlwood, a Trustee of MDS UK Patient Support Group accompanying her. In total there were 13 attendees and, after 
tea, coffee, biscuits and fruit were served Sophie opened the meeting by giving an introduction to the work of MDS UK 
and the role of Local Support Group meetings; then the discussion turned to our individual experiences as patients, family 
members and caregivers. The time passed very quickly and, in the course of sharing experiences, quite a few topics were 
covered, and before we knew it the next group that had hired the hall to start from 7pm began to arrive. A date for the 
next meeting has been set for the 9th of March 2020. Thank you Andy Veitch and all those attending this new MDS UK.             

Come and join one of the growing and energetic groups 
in your region. All local patients are welcome to attend, 
as are relatives and friends. This is an opportunity to get 
to know one another, share experiences and increase the 
support network in the area.

This is also an important opportunity for newly-diagnosed 
patients to meet others who have been living with MDS 
for a while. If you have never contacted MDS UK, please 
contact the main office for a full Patient Information Pack 
before attending a Support Group.

If you can, please tell us if you are coming to a meeting – 
this will help us to plan refreshments. 

Would you like to attend MDS Support Meetings, but 
there is no group in your region? Can you help setting up 
a new support group but don’t know where to start?

Check our ‘Starting a local MDS Support Group 
Guidelines’ and we will do our best to supply everything 
else, including the financial assistance. Call or email us for 
an initial chat or to request a copy of the guidelines.
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Midlands Local Group 

This group is now coordinated by Sophia Taylor, whose grand-father has MDS. Sophia 
works at the Queen Elizabeth Hospital in Birmingham, where the meetings take place. 
Her Mum also works at the QE - so come join this wonderfully pro-active family. Dr 
Manoj Raghavan, as well as some of the nurses, will be frequent speakers at the 
meetings.They had their first meeting at the end of 2019.

A few words from Sophia: “I started to learn more about MDS following my Grandad’s 
diagnosis back in 2017. Looking back on this period I recall the uncertainty and isolation that followed the knowledge that 
this was a ‘rare’ cancer. Having heard of the success of the other regional support groups, I was determined to bring this 
initiative to the inevitably large patient and relative population of the Midlands region. I appreciate the potential for such a 
group to provide that unique degree of comfort that is necessary alongside the standard medical care.

Having completed my Medical Sciences degree I am now spending the year working in research at the Queen Elizabeth 
before returning to university to begin my medicine degree. My mum has also worked within the trust for the past 20 
years. Together, we are both very familiar with the hospital and its welcoming environment. Looking back to the time when 
I knew very little about MDS, it is incredible to now be able to set up the very first Midlands Region Support group. I hope 
these meetings provide a friendly platform to gain the necessary knowledge, guidance and support that remains individual 
to every person living with MDS and their loved ones. I look forward to meeting many of you!”

Thanking Sophia and all the attendees of the inaugural meeting for showing much support and enthusiasm for this new 
MDS UK local group.

Yorkshire Local Group
An inaugural meeting of this brand new MDS UK local group took place on the 
26th February.  This group has started to be coordinated by MDS patient Brian 
Poulton. At the time of writing, we are still working out who else will be assisting 
Brian in this role. If you are interested in helping out during the 3 meetings per 
year - please contact Sophie at MDS UK head office for an initial chat.

Many of the patients and families who attended the Harrogate Forum in 2019 
will be joining this new Yorkshire group. We look forward to reporting more 
about progress. Do look out for future meeting dates on our website.  MDS UK 
members will of course be invited to these group meetings automatically, via email or postal letters.

Thank you to Brian and all those attending this long awaited new MDS UK local group. As ever - look up new dates on 
our website - or register as MDS UK members to receive invitations by email or post.

Events for patients  
MDS UK offers two types of patient meeting events:
National patient and family forum events
Our patient and family forum events are open to all MDS 
patients and their guests and are free of charge. It is a whole 
day event - starting about 10am - finishing around 4pm.

Check our website for 2020 events.

Patients and their families can participate in informal 
discussions regarding their quality-of-life issues living 
with MDS.

New therapies and patient treatment options are 
discussed, presented by our guest speakers – MDS 
specialist physicians and nurses. Attendees are also given 
the opportunity to participate in a question and answer 
segment with the guest speakers.

Local patient and family groups
We started assisting the creation of informal local and 
regional groups – to enable patients to meet face to face 
more regularly and offer each other support. 

Typically, these informal local meetings last 2-3 hours, either 
as a coffee morning - or in the late afternoon - depending 
on patient preference. We actively encourage patients and 
families to help run these groups - as MDS UK does not 
have enough staff to be present at all these meetings. Much 
assistance and support is provided though!

The groups do not replace the advice and assistance we 
give from our London office – nor the national forum event 
days we organise every year.
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Midlands MDS Support Group Meetings
Midlands Support Group, Queen Elizabeth Hospital
Birmingham B15 2GW

Date:  Friday, 13 March, 2020
Time:  10.00-1.00pm

London MDS Support Group Meetings
King’s College Hospital, Weston Education Centre 
Cutcombe Road, London, SE5 9RJ

Date:  Wednesday, 6 March, 2020
Time:  3:30pm- 6.30pm

Date:  Wednesday, 8 July, 2020
Time:  3:30pm- 6.30pm

Date:  Wednesday, 30 November, 2020
Time:  3:30pm- 6.30pm

Oxford MDS Support Group Meetings
Oxford MDS UK Local Group, Maggie’s Oxford Centre, 
Churchill Hospital, Old Road, Oxford, OX3 7LE  

Date:  Friday 28 February, 2020
Time:  10.30am -12.30pm

Date: Friday 12 June, 2020
Time:  10.30am -12.30pm

Date:  Friday 11, September, 2020
Time:  10.30am -12.30pm

Date:  Friday 27 November, 2020
Time:  10.30am -12.30pm

Anglia MDS Support Group Meetings
Anglia MDS UK Local Patient Group,
Cambridge Cancer Help Centre, Scotsdales Garden 
Centre, 120 Cambridge Road, 
Cambridge CB22 5JT

Date:  Monday, 9 March, 2020
Time:  10.30am -12.00pm

Essex MDS Support Group Meetings
Essex Local Group, Broomfield Village Hall, 
158 Main Road, Broomfield
Chelmsford, CM1 7AH

Date:  Thursday,12 March, 2020
Time:  10.00am -1.00pm

Southampton Region MDS Support Group 
Meeting
Southampton Local Group, 
Ibis Southampton Centre Hotel,
Suite, 9, W Quay Rd, Southampton
Lymington, SO15 1RA

Date:  Wednesday 26th February 2020
Time:  10am - 1.00pm

Yorkshire Region MDS Support Group 
Meetings
Yorkshire MDS UK Local Group, 
The Old Fire Station, Jimi’s Community Room, 
Gipton Approach, Leeds, LS9 6NL

Date:  Wednesday, 26 February,  2020 
Time:  2:00pm - 5.00pm

Kent Region MDS Support Group Meetings
Kent Local Group, 80 London Road,
Canterbury, CT2 8LS

Date:  Monday, 9 March, 2020 
Time:  4.00pm-6.00pm

Date:  Monday, 15 June, 2020 
Time:  4.00pm-6.00pm 

Date:  Monday, 12 October, 2020 
Time:  4.00pm -6:00pm

Bournemouth Region MDS Support Group 
Meetings
Bournemouth MDS UK Local Group
The Grove Hotel, 2 Grove Road, East Cliff,
Bournemouth, Dorset BH1 3AU

Date:  Wednesday, 11 March, 2020 
Time:  10.30am - 1:00pm

Date:  Wednesday, 15 July, 2020 
Time:  10.30am - 1:00pm

Date:  Wednesday, 11 November, 2020 
Time:  10:30am -1:00pm

MDS UK GUIDELINES!
Would you like to attend MDS Support Meetings, but there 
is no group in your region? Can you help with setting up a 
new support group but don’t know where to start? 

Check our ‘Starting a local MDS Support Group Guidelines’ 
to identify where and how your skills and local knowledge 
could be best used – and we will do our best to supply 
everything else, including the financial assistance. Call 
or email us for an initial chat or to request a copy of the 
guidelines. Also available online at http://mdspatientsupport.
org.uk/what-is-mds/information-material

Online alternatives for patient communication
If you want contact with other patients but can’t attend 
meetings or don’t want to wait weeks before the next one 
– why not join 540 users of our Discussion Forum on MDS 
UK website or 1,000 MDS UK Facebook users, including 
the users of our ‘MDS UK Community’ closed group on 
Facebook. Please contact us if you need help accessing 
the Forum or Facebook pages. 

Start a new local 
MDS support group

Upcoming Support Group Meetings
Some groups may need to be cancelled due to coronavirus. Please check with us before attending any group.
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Make a donation
Leaving Money to the MDS UK
Patient Support Group
Although we are a voluntary charity, we do need funds to 
enable us to expand and improve our services.
If you are willing to assist with donations, we have the 
following options:

Cheques - Please send a cheque made up to “MDS UK 
Patient Support Group”. Mail it to our to our head office, 
addressed to our treasurer:

MDS UK Patient Support Group Treasurer
Haematology – Bessemer Wing
King’s College Hospital
Denmark Hill Campus
London SE5 9RS

If you are a UK tax payer, the value of your donation can 
increase by a quarter under the Gift Aid Scheme.  Please 
use the Gift Aid section overleaf and send it with your 
cheque to allow us to reclaim the tax on your donation. 
All cheque and cash donations will be acknowledged in 
writing.

Bank Card Donation - Please use the Virgin Money Giving 
site which allows you to donate the sum of your choice
safely. You will be prompted about the Gift Aid and will 
receive an automated thank you message.  Please contact 
our office if you wish to receive an official thank you letter.

Other type of donation such as legacies – It is important 
to remember all your loved ones when drawing up your Will
and make sure that they are taken care of. Once you have 
done this, you may wish to leave a legacy to our charity.

Your contribution will help us support MDS patients, provide 
information opportunities, support research and advocate 
for access to treatments. Please contact our main office if 
you would like more information on how to leave a legacy to 
MDS UK.

Become a member 
Join the MDS UK
Patient Support Group
Membership of the MDS UK Patient Support Group is free 
and open to all, so why not join us? 

Member benefits include:

n MDS UK information and welcome pack with further 
materials on MDS UK and our services

n All newsletters posted to you regularly

n Personalised assistance through our helpline

n Facilitated contact with other members

n Invitations to relevant MDS UK meetings and events 
mailed or emailed to you

n Opportunities to help shape access to NHS treatment 
and influence governmental decisions when necessary

n Opportunity to contribute to NHS consultations

n Chance to strengthen the MDS patient voice nationwide

You can join as a member via several options.
Please either:

n call or email our main office, or

n register your membership online via our website, or 

n send us the completed form overleaf and post it back to 
us, on the address below at

Tel: 020 7733 7558

Email: admin1@mdspatientsupport.org.uk

For helpline questions: info@mdspatientsupport.org.uk

MDS UK website: www.mdspatientsupport.org.uk

Address: MDS UK Patient Support Group
 Haematology – Bessemer Wing
 King’s College Hospital
 Denmark Hill Campus
 London SE5 9RS

Did you know you can ask your local Waitrose branch to open 
a green token collection box for MDS UK?

Nothing easier – just contact our office, ask us for the standard 
Waitrose letter, or download it from our website – and hand it to your 
local branch. Raises awareness and funds for MDS UK locally.
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Making a Donation
Funds are urgently needed to enable us to expand and improve our service. If 
you are willing to assist with donations, please complete the contact details at 
the top of this page and please send payments to:

MDS UK Patient Support Group (via post) or 

Virgin Money Giving account online - see our website for details 

All donations will be acknowledged in writing.

I enclose a donation of: £ 

Gift Aid: I am a UK taxpayer and wish the charity to reclaim the tax on all donations since 6 April 2008, current and 
future donations. I have paid an amount of tax equal to the amount reclaimed.

If you are a UK tax payer and agree your donation value will be increased by 25%.

Signature:                                                                Date:

Membership, GDPR and Donation form 
Contact Details
Title:        Mr / Mrs / Ms / Miss / Dr / Other - please specify:

Full Name:

Address: 

          Post Code: 

E-Mail: 

Telephone: 

Are you a patient/carer/other? Please specify: 

GDPR (General Data Protection Regulation) Consent
MDS UK Patient Support Group needs to have your consent to contact you and to send out news and information such 
as newsletters. You can choose from four different levels of contact and these can be changed whenever you wish.

A  YES - I DO consent to MDS UK contacting me with news and information on MDS

If you do not wish to receive our standard news and information, but wish to become or remain a Member (we therefore 
keep your details on our database – should you ever need to contact us), please tick box B. 

B  NO – I do NOT consent to receiving news and information from MDS UK

If you wish to terminate your membership with MDS UK for any reason - please tick either of the following boxes:

C  I wish to terminate my membership with MDS UK 

D  I wish to terminate my membership with MDS UK and request MDS UK to destroy all traces of the 
details I provided to them.

Signature:                                                                Date:

Cut out and return page to 

MDS UK Patient Support Group
Haematology – Bessemer Wing
King’s College Hospital
Denmark Hill Campus
London SE5 9RS

Join the MDS UK Patient Support Group
Membership is free – please just complete the form below, as well as specifying your GDPR choices, and sign.  If you are 
an existing member, you may also use this form if you wish to unsubscribe, be removed from mailings, or have your data 
completely deleted from our records.

I wish to register as a new member
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It is with great sadness we share the news that Guy, our Bournemouth 
group coordinator passed away end of December 2019.

Guy had been running this group since 2015 – and turned it into one of 
our most successful local groups, with the assistance of co-helpers Tess 
and Gordon, as well as his wife Ruth, and of course Dr Sally Killick who is 
a regular visitor and speaker at the Bournemouth meetings.

Guy was an absolute pleasure – and great fun - to work with – always 
looking for news, explanations and ways to convey more information to 
patients and families.

He truly embraced the role and we are deeply grateful to him for all his 
efforts, time and dedication. Truly happy and privileged to have known him. 

MDS UK received £220 in donations in his memory. Thank you to all those 
who contributed to this memorial fund set up by his wife Ruth.

We asked Dr Killick to write a few words about Guy as well:

“It is a great honour to be asked to write a few words about Guy. He was 
my patient, but actually I think without me realising, I was interviewed for the job many years ago! He was kind, 
gentle, knowledgeable and very respectful. We spent many hours discussing areas of healthcare. The patient 
journey usually encounters roundabouts, U turns, road works and traffic lights but always together we would hatch 
a plan and move forward. 

I was lucky enough to get to know him as a person and MDS advocate as well as a patient. He was pivotal in 
helping set up the local patient support group and had great pride in it, for that we are very grateful. I know that this 

group has been well received by many patients over the years and has provided a great deal of 
support.  He was a man of great dignity and it was a privilege to know him. May he rest in peace. 
The MDS patient community in Bournemouth is richer from having had his steer and guidance.” 

Dr Sally Killick, Consultant Haematologist, The Royal Bournemouth Hospital NHS 
Foundation Trust

My Experience as A Partner at the Bournemouth MDS Patient Support Group

I attended most of the Patient Support Group meetings with Guy.  I looked forward to them for a few reasons.
It was reassuring meeting a group of people who were living with a diagnosis which was usually very vague 
and uncertain and not good by any means and yet most members of the group were bright, cheerful and had 
something to offer the other members.

The discussions ranged from medical issues often centred around mitigating the effects of treatments drawing from 
the experiences of others, the cost of travel insurance, maintaining physical fitness in the face of an illness which 
depletes energy levels and other issues connected to living with an illness. It was always interesting, sometimes 
funny and full of people determined to engage with life.  

Guy would often discuss the facts of his MDS with me but much less about the emotional and psychological 
effects.  These would sometimes come up from people in the meetings and were met with sensitivity and 
openness. The energy and optimism in the room deeply impressed me. 

There is always a thirst for knowledge around MDS both for patients and family members and the talks during the 
year help fill this need. The specialists and others involved with dealing with MDS patients are very willing to attend 
and give talks and question and answer sessions.The meetings were important to me as Guy was with a group of 
people with whom he could fully relate to regarding his health and I was able to be with family members with whom 
I could relate to regarding living with the illness of someone who is very important in our lives.

Being alone and isolated in this situation would have been much harder for both Guy and myself.

Ruth Marshall (Guy’s wife)

In Memoriam: Guy Rouquette, Coordinator 
of our Bournemouth MDS Local Group
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MDS UK PATIENT SUPPORT GROUP

Patrons: 
Professor Ghulam Mufti Head of Haematology, KCH

Caitlin Limmer Extraordinary Patron 

Trustees: 
Ted Peel Chairman
Russell Cook Deputy Chairman, Head of 

Fundraising
Don Barrett Treasurer  

Sophie Wintrich Chief Executive (staff)
Fiona Pirilla Committee Secretary
Chris Charlwood Finance Assistant
Claudia Richards HTA contributor,  

Patient Expert 

General Members: 
Chris Dugmore Local Coordinator,  

Patient Expert
Reverend Kes Grant Spiritual Advisor and 

Patient Expert
Andy Veitch Local Coordinator

Scientific Committee:
Dr Dominic Culligan  (Aberdeen Royal Infirmary) 

Editorial Medical 
Consultant  

Professor Ghulam Mufti  (KCH, London)  
Medical Advisor

Professor David Bowen  (St. James’s University 
Hospital, Leeds) 
Medical Advisor

Dr Austin Kulasekararaj  (KCH, London) 
Medical Advisor

Clinical Nurse Specialists:  
Janet Hayden (King’s College Hospital, 

London)
Geke Ong (King’s College Hospital, 

London)
Kirsty Crozier (Churchill Hospital, Oxford)
Phyllis Paterson (Addenbrooke’s Hospital, 

Cambridge)

Staff: 
Caroline McGovern Membership and Office 

Manager
Chaudian Morgan Membership and Database 

Assistant
Vacant Project Worker
Jan Edwards Fundraising Officer
Benita Ashwell Fundraising Coordinator 

(volunteer)
Lorna McTernan Newsletter Editor

MDS UK is supported in part by grants from 
Celgene UK Ltd, Janssen, and Novartis.

MDS UK Patient Support Group Ltd 
(Charity  No. 1145214 - Company Reg No. 7818480)

Haematology, Bessemer Wing, Ground Floor
King’s College Hospital,
Denmark Hill, London SE5 9RS, UK
Telephone: 020 7733 7558    
Email:  admin1@mdspatientsupport.org.uk
 info@mdspatientsupport.org.uk

Local groups scheduled 3 
times a year in numerous 
locations around the 
country - see inside  
pages for details.

Local MDS 
Meeting Groups

Code: MDSNL011

MDS UK Support website
www.mdspatientsupport.org.uk

MDS UK Facebook:
MDS UK Patient Support Group
MDS UK Community (closed group)

MDS UK Patient Support Group 
Twitter: 
@MDS_UK
@HelpforMDS

MDS Instagram
Find us at: 
MDS_UK

Find us online

We are now also on Instagram. Thank you to our 
new volunteer Katie Hall for starting us on this. 
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