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Prudential 

2018 has proven to be a watershed year for MDS UK. We 
now have two major events that we plan for each year and 
will be adding more as the months go by.

This year was our first exposure to the Prudential 
RideLondon-Surrey 100 - an endurance cycle race around 
London and Surrey. The charity was lucky to secure five 
places at this year’s event and we will also have these 
available for the 2019 event. 

Prudential Ride is the world’s greatest festival of cycling. 
It took place the 29th July 2018 on safe, easy and well-
connected cycle routes across the Capital. Amateur cyclists 
participate in the Prudential Ride - a 100 mile challenge - on 
the same closed roads as the professionals, with the added 
incentive of raising money for good causes.

This year, not only did we have our five charity riders but 
we were also lucky enough to have two ballot riders - in the 

guise, no less of our Patron, Caitlin Limmer, and her best 
friend Moni Lau who together competed on a tandem! 

n Our full team was: Darren Laverty, Peter Southey, Clare 
Fraser, Steve Richardson, Alex Myers, Moni Lau and 
Caitlin Limmer. Between them they raised over £14,200 
which is a truly staggering amount! 

n Of this Caitlin and Moni raised over £8000!

We are enormously grateful for all their efforts, and most 
especially when conditions were so truly dreadful with heavy 
rain and driving wind. Russell Cook, our Deputy Chairman, 
was on hand at the 50 mile mark to greet some fairly 
bedraggled-looking cyclists! 

We are delighted that all managed to finish and hope that 
next year we can cajole a few more supporters at other 
points around the circuit!

Continued on page 2

MDS – Myelodysplastic Syndromes is a bone marrow 
failure disease – and a rarer type of blood cancer

Cabbage Patch Run 2018



Prudential RideLondon 100 - continued...

If you know someone that is keen to undertake this 
challenge in 2019 then get in touch early on so that we 
can support and encourage you in your fundraising. 

They will need to be able to raise a minimum sponsorship 
amount of £600 (not including gift aid).

Steve Richardson 
“My outstanding memory of the day was wondering why 
we had to have the wettest day for weeks but still being 
left with the eternal memory of satisfaction and knowing 
we had all raised money for our favourite charity. LONG 
MAY IT PROSPER !!”

Moni Lau  
“The toughest challenge I’ve ever done!”

Peter Southey
“I was soaked through by about mile 3!
The wind and rain made it particularly hard work and I 
was ready to throw it in regardless just before Newlands 
Corner. Then I found a second wind from somewhere 
which took me to the end. Enduring the adverse weather 
made finishing very very satisfying.”

Alex Myers  
“Was great to contribute to such a fantastic cause 
and loved my first ride London - the rain didn’t 
dampen a fun day out!”

Darren Laverty 
“What an amazing day!! We trained in the hottest summer 
for 40 years and then it rained for the first 90 miles on the 
day!! So grateful to be a part of it, thanks very much.”

Starting with a big thank you to all of you who sent in 
feedback and comments about our previous newsletters. 
Your comments are extremely valuable in helping us 
produce information that is relevant to all of you reading 
this. Please keep those comments coming (as well as 
comments about our work in general) and don’t hesitate 
to make requests for other types of articles.

The last 6 months have been the busiest ever for MDS 
UK, this is due to a combination of parallel projects.

We have finalised the revised edition of our MDS 
patient booklet and ensured the continued cooperation 
with fellow blood cancer charities Leukaemia Care and 
Bloodwise. The content of the booklet remains the same 
for all 3 charities, reassuring both patients and clinical 
staff that the same high-quality information is used for 
everyone. This new edition mainly reflects the new WHO 
classification for MDS.  Taking the opportunity to sincerely 
thank all involved, especially our 3 scientific authors, 
Dr Sally Killick, Prof David Bowen and Dr Dominic 
Culligan, and our expert proofreaders Claudia Richards 
and Chris Dugmore.

Other scientific work this year includes proofreading, 
commenting and revising more patient information 
documents for some clinical trials, making them easier 
to understand and ensuring the patient perspective is 
captured. The benefits of such work are numerous and 
far-fetching: it speeds up ethics approval and all the 
steps leading up to the opening of a clinical trial, ensures 
easier and speedier recruitment to the trial and therefore, 
potentially a faster access to the treatment. Such work 
is essential in all commercial and academic clinical trials, 
where researchers can sometimes use overly complex 
medical jargon. These days, no clinical trial documents 

should ever be produced without a patient expert 
input. Ideally, pharmaceutical companies and principal 
investigators should contact us well ahead of ethics 
submission. 

Thanks to consultant haematologist, Dr Simone Green, 
we are maintaining our comprehensive list of all available 
clinical trials in the UK, for MDS and some AML trials. We 
encourage all patients to discuss all suitable trials with 
their consultant.

We produced several 
more video interviews 
with key MDS specialists, 
following the 2018 UK 
MDS Forum Education 
Day, which this day covered: molecular diagnostics in 
MDS, optimal transfusion care, alternatives to transfusion, 
and familial MDS and AML. The main speaker Prof 
Steensma also wrote an article for us in this edition (see 
page 10). 

We keep working closely with this group of MDS experts, 
who are also advising us regarding the funding of a PhD 
project which will represent our first support of actual 
MDS research, as opposed to just patient support. 

Welcome to the 9th edition of the 
MDS UK newsletter

Claudia Richards Chris Dugmore

Above: Dr Lynn Quek, Oxford; Ms Sophie Laird, Salisbury; Prof 
Nick Cross, Salisbury, Prof David Steensma, Boston, USA, at UK 
MDS Forum Education Day.

Above: Ms S. Laird, Dr Sally Killick, Bournemouth, Prof N. Cross

Prof David Bowen Dr Dominic CulliganDr Sally Killick
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Patient handbook

The content of this booklet has received the Information Standard kitemark 

through our colleagues at Leukaemia Care. 

Thank you for this extra work in our collaboration.

The printing of this MDS UK booklet version has been made possible thanks to the 
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Rare Diseases require a special level of support. 

MDS is a complex form of bone marrow failure.

We provide a dedicated service to help and guide you:

Support, Information, Awareness and Campaigns                         

for those affected by Myelodysplastic Syndromes.

MDS UK is the only nationwide charity dedicated to 

Myelodysplastic Syndromes.
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This is my first article for our Newsletter since becoming 
Chair of MDS UK and I thought it appropriate to look 
briefly at our beginnings, major achievements and future 
ambitions for the Charity. 

Following our registration as a Charity in 2008, 
membership stood at 28. By 2016 that number had 
risen to 1388. In the same year our first patient leaflet 
was published and circulated, followed by our inaugural 
patient meeting in London. Today we have eight local 
patient forums supported by volunteers and a further 
imminent group launch. A dedicated MDS UK website 
was created in 2010 with a ‘chat forum’ followed by the 
MDS Community closed group launch in 2014.

I have a copy of our first newsletter, dated September 
2010, when the Chairman, David Hall, spoke of the need 
to communicate with all those touched by MDS by way 
of a regular newsletter. He made the point that many 
MDS patients were elderly and perhaps uncomfortable 
with using technology to gather information. That is still 
pertinent today, perhaps even more so with the speed 
of technological change. Hence, even though we have 
greatly improved the quality of the information provided 
on our dedicated website, together with its accessibility, 
our regular newsletter remains fundamental to the support 
that MDS UK offers. 

Our inaugural newsletter, just four pages in length, 
set out the aims and aspirations of a regular written 
communication. I think our last newsletter, consisting of 
sixteen pages, delivered on those aspirations. Much of 
that has been achieved through patient participation, for 
which we thank you.

In addition to the progress outlined above, our Charity has 
made numerous advances for the benefit of MDS patients. 
Key amongst these has been MDS UK positioning itself 
as a leading advocate for the advancement of knowledge 
about MDS, both in national and international forums. We 
were one of the founding members of the MDS Alliance 
and have close connections with specialist haematologists 
in the United Kingdom, in Europe and elsewhere. 
A specific key achievement was the overturning of 
the recommendation by NICE not to make Azacitidine 
available through the NHS to MDS patients, due to 
perceived cost-effectiveness. 

This was achieved by way of an appeal based on 
researched argument and a petition on the part of our 

Charity. This was a major breakthrough for many MDS 
patients who have since benefitted. Our knowledge and 
reputation now enables us to represent MDS patients 
when NICE are considering the cost-effectiveness of 
new treatments, as well as being consulted when issues 
regarding MDS arise in various arenas.

MDS UK has also been instrumental in establishing local 
patient forums and in assisting patients to access clinical 
trials. In addition, many publications have helped to inform 
the MDS Community on relevant issues. Subject matter 
has covered such diverse subjects as Nutrition; Clinical 
Trials; Factsheets for GPs; Starting Local Support Groups; 
Travel advice and Insurance; Elderly Patients; and specific 
information on CMML, Exjade, GVHD, and Venetoclax. 
The ‘What is MDS?’ publication in 2014 was a particularly 
useful and informative aid for the newly diagnosed and 
the current MDS UK Patient Handbook, produced with 
Leukaemia Care and Bloodwise, was an example of 
collaborative endeavour.

Patient involvement is essential to what we do and I urge 
all those affected by MDS to view our dedicated website 
where there is an enormous amount of regularly updated 
information available. Unfortunately, some negative 
factors remain from our early days for those suffering from 
MDS. These include the poor knowledge of the disease 
amongst non-specialist clinicians and health staff in the 
NHS. Not every patient is able to access MDS Centres of 
Excellence and, consequently, it is important for your own 
health to spread information about MDS when visiting 
your own GPs and non-specialist hospitals. Informative 
leaflets are readily available from MDS UK.

Our fundraising has progressed and has allowed us to 
consider entering the area of sponsored research. We 
have already taken part in various research projects as 
partners but are now considering sponsoring appropriate 
clinical research. Such research is expensive, but it is 
something that many MDS patients have requested. To 
enable us to do this we need to ensure a regular level of 
income and are therefore commissioning a fundraising 
strategy to ensure that we are able to access every 
available funding resource. In a similar way, with the 
help of specialist clinicians, we are hoping to develop a 
research strategy to enable us to target our research in 
the most appropriate way.

Edward Peel LL.B (Hons)
Chair MDS UK

MDS UK Patient Support Group   
Growing and achieving

On October 25th, we marked MDS World Awareness 
Day in a brand-new way: with a ‘radio day’. Three patient 
experts and a carer gave several radio interviews on 
various national and local radio stations, to raise public 
awareness of MDS and its symptoms.

These interviews produced an impressive increase in 
the number of visitors to our website, as shown in graph 
above. The top blue line shows 2018 visitors, whilst the 
orange line is 2017 visitors. The graph also shows that we 
have doubled the number of visitors to our website. Proof 
that more people are finding their way to us.

n More about MDS Awareness Day on page 26 of 
this newsletter. You can also listen to all the radio 
interviews on our website.

n We thank the company Celgene, who suggested the 
idea of a radio day and supported the project financially.

We finish the year with another very proud achievement, 
related to our patient survey, which 171 of you took part 
in. Our results were accepted as a scientific poster at the 
largest annual international haematology congress: 
ASH (American Society of Haematology). 

For this poster, we highlighted the importance of GP 
awareness in relation to the speed of referrals: how many 
of them overlook the symptoms of fatigue or under-play its 
importance. 

We also pointed out that haematologists ought to 
question what their patients’ life was before MDS 
symptoms as this helps to understand why a lower 
haemoglobin level may cause a lot of upset or possibly 
depression in a previously very active and fit person - 
regardless of chronological age.

For this poster, we benefitted from 
the knowledgeable and generous 
assistance of Dr Esther Oliva, an 
Italian haematologist, who is also 
one of the contributors to the 
QoL-e quality of life measurement 
tool which we also used in our 
survey. We owe Esther huge debt 
of gratitude for this poster, and look 
forward to more work with her in 
future. She is amazing! 

Read more about the results of the patient survey on page 
18 of this newsletter.

And, finally to highlight another friendly haematologist - 
who recently sent us a lovely review of our work: “MDS 
UK provides an enormous help for our patients. I am 
a great fan of it. Thank you for all your effort to make 
a journey with MDS nicer and a burden lighter.” From 
our friend Dr Pavel Kotoucek at Broomfield Hospital in 
Chelmsford - we are big fans of his too.

As ever at the end of the year, we’d like to wish 
you a very pleasant, relaxing and joyous festive 
season. Look after yourselves and we look forward 
to carrying on working with and for you to improve 
matters for all affected by MDS.

Sophie Wintrich, CEO 
MDS UK Patient Support Group

Dr Esther Oliva
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This research has implications beyond CMML. Many of 
these faults also occur in MDS and other blood cancers, 
and designed drugs will likely be useful across diseases. 
Intriguingly, CMML is teaching us about how the normal 
blood system changes with ageing and how this can 
go awry. This is because many features of CMML are 
basically ‘exaggerated’ examples of normal changes that 
occur in everyone’s blood as we get older. CMML has 
actually been called the ‘leukaemic conversion of the 
normal aged blood system’. It’s no coincidence that on 
average CMML patients are older when diagnosed than 
for all blood cancers (on average 73 years). 

So it was with huge optimism last year that the 
MONOCLE trial opened across several UK hospitals. This 
tested an epigenetic drug called tefinostat: the first new 
CMML-specific drug ever trialled in the UK. The premise 
was cutting-edge. It took a type of drug known to work 
in the lab against many cancers, but with too many 
side effects for it to be used at high enough doses for 
maximum effect. 

Cleverly, tefinostat was designed to be activated by a 
particular enzyme found only in white blood cells, but to 
remain inactive everywhere else allowing much higher 
doses to be used and concentrating its effects only where 
needed. Early lab studies looked really promising. But 
unfortunately analysis of the first 21 patients recruited 
showed very disappointing results, and the trial had to be 
closed early. Back to the drawing board, but with important 
lessons to shape ongoing research and future trials. 

So what does that future hold? Given the emerging 
understanding of its biology it’s only a matter of time 
before we have other targeted therapies ready to test. 
Various other drugs have reached phase 1/2 trials, mostly 
in the US. For example, ruxolitinib, lenzilumab and H3B-
8800. We await these results, and hopefully future trials 
will come to the UK in due course. 

Our group in Manchester, generously supported by 
Bloodwise and the Oglesby Charitable Trust, have initiated 
a research programme dedicated to understanding CMML 
better, and to developing new treatments. With collaborators 
in the UK, Europe and US we have several early but exciting 
drug development projects, targeting different aspects of 
the disease. Hopes are high, but we must caution that these 
remain some years off hitting the clinic.

More imminent is an exciting international effort, led by 
a team in Nashville, to open the largest clinical trial ever 
for CMML and other Overlap Syndromes. This will open 
across The US and several EU countries, hopefully in 
March 2019. This ‘basket trial’ will randomly allocate 
patients to one of three treatment arms, each including 
a different experimental drug fresh off the production 
line. The innovative design will allow patients to move 
between treatments if their allocated treatment fails. And 
it will seamlessly evolve over time, bringing on board 
extra treatment arms as and when new drugs come 
through. Unfortunately, as things stand we in the UK will 
probably not be able to participate in this first phase. 
However, we’re working hard to ensure UK patients get to 
participate in this important trial as soon as possible. 

Unfortunately, for now the available treatments for CMML 
patients remain quite simply not good enough, and there 
is much, much more that we need to do to change this. 
But, and really for the first time, the future might just look a 
bit brighter for this dreadful disease. 

Daniel Wiseman MB, ChB, MRCP, FRCPath
The University of Manchester Paterson 

Institute for Cancer Research

Any readers interested to learn more about CMML 
or contribute to the research programme in any way 
are invited to contact the author through the MDS UK 
Patient Forum. 

Most people have never heard of CMML. Truth told, the 
same can be said for many doctors. It’s certainly a rare 
disease, affecting around 500 people in the UK each 
year. Even within the profession it’s often confused for 
the better known chronic myeloid leukaemia (CML)… 
or even assumed to be a spelling mistake. Until recently 
the experts couldn’t even agree what type of disease 
it actually was - bouncing around between labelling it 
a leukaemia, a myelodysplastic syndrome (MDS) and a 
myeloproliferative neoplasm (MPN), three quite different 
groups of blood cancer.

CMML does share features with each of these, and as 
such is often called an ‘MDS/MPN Overlap Syndrome’. 
For patients, this can unfortunately mean the worst of all 
worlds. Readers familiar with MDS will be all too aware 
of how the bone marrow fails to generate blood cells in 
sufficient quantity or of sufficient quality; and of the effects 
brought about by the associated anaemia, weakened 
immunity, and low platelet counts. CMML too, causes all 
of these. But in addition the bone marrow is overactive 
– or myeloproliferative, churning out far too many white 
blood cells. Specifically, the monocytes and myeloid 
cells that give the disease its name, which normally 
play important roles in defence against germs and in 
inflammation. 

Release of these extra white blood cells into the 
bloodstream brings a whole different set of problems. 
They can cause the spleen - an organ that essentially 
acts as a sponge for blood cells - to swell up and enlarge. 
Often painfully, sometimes massively. They can also cause 
blood flow to become sludgy, compromising blood supply 
to vital organs like the lungs, brain, eyes and kidneys. 
These extra cells also consume a lot of energy and 
symptoms like weight loss and drenching night sweats 
can be profound.

Identity crisis
Not fitting neatly into any existing box, CMML for 
decades suffered a real ‘identity crisis’. Most often it 
was considered to be an unusual subtype of MDS, 
and ignored as a disease in its own right. But the more 
research we did, the clearer it became that CMML is its 
own disease, with unique features and vulnerabilities that 
could be targeted by future treatments. This was formally 
recognised in 2001, when the World Health Organisation 
(WHO) created a brand new disease category for CMML, 
alongside a handful of similar and even rarer conditions. 

This was about more than just semantics. Patients were 
impacted too. Very few trials were designed specifically for 
CMML. Instead patients were invited onto more general 
MDS or leukaemia trials. But this could be misleading, 
since what works for these isn’t necessary the best way 
to treat CMML. Azacitidine, arguably the most important 
new MDS drug for decades, is also approved for CMML, 
following inclusion of a handful of CMML patients in the 
original landmark trials from the late 2000s. And for some 
CMML patients with lower white cell counts azacitidine 
can indeed be useful. But the recent CMML-201 UK 
trial has since confirmed suspicions that for most CMML 
patients its effects are rather disappointing. 
 
This highlights the importance of designing trials 
specifically for CMML, particularly since the current 
warchest is so frustratingly bare. Most patients receive 
hydroxycarbamide, a pretty old-fashioned oral drug, that 
can be helpful in controlling the white blood cell count 
but barely impacts the underlying disease or its progress 
over time. Azacitidine has a role for some, but responses 
are often modest and invariably transient. Low dose 
chemotherapy (e.g. cytarabine) can be used, but probably 
adds little compared with hydroxycarbamide capsules. 
Only a tiny fraction of younger patients are suitable 
candidates for a bone marrow transplant: an intensive 
approach that can potentially cure, but with extreme side 
effects and considerable risk to life; certainly this is not the 
right approach for most patients.

Looking forward
New ways of treating CMML are desperately needed. 
Fortunately, there is some light on the horizon. Recent 
years have seen an explosion of research, and great 
strides have been made identifying genes that develop 
faults (or ‘mutations’) to turn healthy blood cells into 
CMML cells. This in turn is revealing the driving forces 
behind CMML, and exciting new ways to try attacking it. 
For example, we know that almost all patients develop 
faults in ‘epigenetic regulators’: genes that control the 
switching on and off of other genes, including those that 
guide how blood cells are made. Plus, at least 70% of  
CMML patients develop mutations in genes that control 
‘splicing’: a fundamental process used by all cells to 
make many different versions of a protein from the same 
DNA blueprint template. Drugs targeting both of these 
processes are in development, including some just 
entering clinical trials. 

Chronic Myelomonocytic Leukaemia (CMML)  
Overcoming its identity crisis?

Mandy lives and works in a small town in the Scottish Borders. She trained as a registered nurse in 
the ‘90s and enjoyed many happy years working in the NHS, mainly in haematology and oncology. 
She left the NHS in 2005 to work as a Myeloma Information Nurse Specialist with Myeloma UK. 
Mandy remains a passionate advocate for high quality 
care - she now combines managing a health care 
training company and writing for the careers section of 
the Nursing Standard. 

When Mandy isn’t working she loves nothing more than 
to walk or run in the Scottish hills with her collies, Ben 
and Jay. This year she’s also taken up Dog Agility. Look 
out Crufts! 

We are so glad to have her on board Team MDS!

Introducing our new Newsletter Editor, Mandy Day-Calder, who 
has now helped complete the last 2 editions of this newsletter.
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After reading the helpful leaflet on taking exercise and how 
it could help, I purchased a set of dumbbells for Penny, 
they are very nice all different colours from 1Kg to 5KG, 
I thought they would help making it easy for her to build 
up her strength, well you can imagine I nearly ended up 
wearing them!
 
Listening and thinking are two skills that I need to develop, 
you can do things to help your partner cope, but you can’t 
directly affect MDS. We are reliant on our medical team for 
that, so this is another part I play, discussing everything 
with the consultant helps, I tend to take over asking all 
of the questions that Penny and I have discussed, often 
the fatigue causes Penny to struggle for the right words 
to phrase a question so I jump in because I think I know 
what she wants to ask, but I need to help by prompting 
and not taking over. I could easily make things worse by 
making it harder. 
 
Some of my ideas are good and hiring a pink mobility 
scooter so that Penny could go to Disney Orlando with 
the grandchildren last year was one of my better moves. 
I made a mistake of saying during the wonderful summer 
this year that sitting is the garden was as good as going 
away, I even bought a luxury sun bed and made sure that 
a nice paddling pool was there warm and clean. It soon 
became clear that there is more to a holiday than sitting in 
the sun and getting your feet wet, those few hours getting 
out in a day are important. Penny enjoys people watching 

and looking at a bush at the bottom of a garden was 
not cutting it, so trips to a garden centre for breakfast or 
lunch are a pleasure even if we do not buy anything for the 
garden. 
 
Plans
Decisions on my own plans have to be made and 
although I had intended working for at least another 8 
years, what is the point in being retired on my own? So 
I have started phased retirement working three days per 
week for two years and spending some of our savings 
while we can enjoy them together.     
 
No day can be planned in great detail, so being flexible as 
much as possible is the best approach, sometimes that 
means going on holiday and sitting in the room during 
the day with Penny while she rests. We are fortunate 
in many ways and know people have to cope with far 
worse diagnosis and treatments, others may not be able 
to afford the luxuries we take for granted. However, I am 
sure we all probably make the same mistakes, share the 
frustration and anger which must not make things harder 
for our partner. 
 
A final lesson to learn is that I must ask to be granted the 
‘Serenity to accept the things I cannot change, Courage 
to change the things I can, and Wisdom to know the 
difference’.

I am Andrew and married to Penny who has been by 
my side during 18 years’ service in the RAF (we married 
the day before I joined up), followed by 22 years as an IT 
Project Manager. Recently we have been joined in our life 
together by an unwelcome visitor (MDS) which, it appears, 
will be here to stay.

You may think ‘Married to MDS’ is a strange title for an 
article; however, I am learning to cope with being married 
to MDS, more accurately married to a person I love who 
has been diagnosed with MDS. A perspective some may 
not initially think about. There are many emotions that 
you have to deal with while supporting the person you 
love, one of the biggest challenges is to not make things 
harder for your partner as this is easily done and quite 
unintentional.

 Another challenge is getting your partner to open up and 
let some of the pain, anger and emotions out; I think it is 
part of the treatment to address fears and retained stress 
in a safe and supportive way.
 
Diagnosis
Penny had been very active until about two and a half 
years ago, she had retired from work, and then looked 
after two grandchildren full time until they went to school. 
In addition, Penny would tour with a choir both in the UK 
and internationally, she loved being with her grandchildren 
and her singing. Things changed and Penny started to 
struggle for energy, losing weight, overwhelming tiredness 
and unexpectedly not able to sing. A holiday became 
mostly resting by the pool and returning to the room in 

the early afternoon to sleep. I struggled to understand the 
difference between laying on a sunbed and sleeping in the 
room.
 
After many months of consultations, tests, scans, waiting 
for results and eventually a bone marrow biopsy, we were 
given the news that there was a diagnosis of MDS. You 
may be surprised to hear that we were initially relieved to 
hear the results - well, we had worried about so much and 
now we knew what was wrong, so of course it can be 
fixed?!  After explanation, reading lots of information and 
gaining an understanding of what MDS is, we were not so 
happy. 

Clearly I do not have MDS, but I am living with it and 
loving my wife as she struggles with the impact. I 
have had to learn a lot, had to reset my attitude and 
expectations of our lives together, making many mistakes 
on the way. 
 
Lessons
The first thing I learnt was that I had to stop asking ‘are 
you OK?’ after several times of asking, Penny eventually 
snapped and said ‘No I am not OK, just ask me ‘how am 
I doing?’ or ‘how can I help?’’. The next thing I learnt was 
that I can’t Fight or Project Manage MDS. I can make 
things worse but not make things better so 40 years of 
experience does not amount to much. 
 
The next lesson was and still is hard. Tiredness and 
fatigue are often considered very similar; however, I have 
come to slowly understand the difference. Even though 
you are tired you can carry on and climb a mountain, but 
with a deep fatigue there is nothing in Penny’s energy 
store and it can’t hold energy even if I try and put some in. 
I have seen that even getting up to go to the loo can be 
a struggle, days of sleep providing no benefit is difficult to 
understand. Then I looked at an old rechargeable battery 
that would no longer hold its charge, no matter how long 
you leave it plugged in it will not last once disconnected, it 
needs new cells. 

Blood transfusions every 4 weeks is the current treatment 
and after a consultation with the Stem Cell transplant 
team we hope to avoid that avenue, although I have to 
accept it is Penny’s decision. My role is to support her on 
whichever path she tries to walk, I can be no more than a 
GPS recalculating at every turn which may be different to 
the one I suggested.  
 

Andrew Scott  
Married to MDS 

Give as you Live is a free and very easy way to raise money for us – without having 
to donate anything yourself – simply by shopping online via their website.

If you use the internet to buy goods, hotels, travel or services online, please 
consider using this scheme, which allows you to raise funds at no cost to you!

Sign up, and browse the Give as you Live website www.giveasyoulive.com 
for the store you want to shop with. Click 'shop now' to go to their website, 
then continue to shop as normal. 

Give as you Live will then email you within 1-7 days to let you know how much 
you've raised for us.

Please forward to friends and family. Thank you for your on-going support.
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Incorporating the Patient’s Voice into MDS Care and Research   

Measuring quality of life
Most studies of new treatments for myelodysplastic 
syndromes (MDS) track measurable changes in 
patients’ full blood counts and bone marrow cells, since 
improvements in these ‘objective’ parameters tend 
to correlate with better physical functioning, reduced 
symptoms, and sometimes even longer life. But the 
day-to-day experience of the patient is fundamentally 
important too, both in the context of clinical trials and in 
more routine haematology care. Increasingly, investigators 
are capturing the voices of patients through the use of 
formal surveys that measure what are called ‘patient-
reported outcomes’ (PROs), which can give insight into 
‘health-related quality-of-life’ (HR-QOL).

While it has long been recognised that HR-QOL is 
critically important, the advent of PROs is a welcome 
development as certain symptoms can only be reported 
by patients and are not easily measured by an outside 
observer. For example, a doctor may notice when 
the patient in the clinic chair in front of her appears 
uncomfortable and fidgety, dozes off during conversation, 
or is breathing rapidly and audibly. But only that patient 
can tell the doctor just how much he is actually bothered 
by pain, anxiety, fatigue or breathlessness. In addition, 
the influence of a diagnosis like MDS on patients’ daily 
lives, including the degree to which disease-associated 
symptoms get in the way of important activities such 
as exercise, cooking, bathing, working, or interacting 
meaningfully with family, is best reported by the patients 
themselves.

PRO tools
There are many PRO tools with diverse designs. What 
all PRO tools have in common is that patients are asked 
a series of questions about the presence, absence, 
or severity of particular symptoms or concerns. Each 
‘domain’ in a PRO survey instrument includes questions 
about a specific area of focus such as fatigue, sleep 
disturbance, or financial worries. 

Some survey instruments explore a single domain like 
depression, or are designed for use by patients with a 
single disease such as dementia. Others are designed 
to assess health status more generally. Some PROs are 
well-validated and have been employed in hundreds 
of studies, while others have been used only on one 
or two occasions. The most useful PROs for clinical 
trial purposes are those that are most specific to the 
disease or problem being measured and that have been 
benchmarked in a large number of people with the 
condition of interest.

Widely used general PRO tools include:

n  The European Organization for the Research and 
Treatment of Cancer 30-question Quality of Life 
Questionnaire (EORTC QLQ-C30), which has been 
translated into over 100 languages and used in more 
than 3,000 studies to date.

n The Psychological General Well-Being Index (PGWBI), 
which has been part of thousands of studies and is not 
limited to haematology-oncology.  

More narrowly focused tools include:

n  The Brief Fatigue Inventory (BFI), which measures 
specifically the severity and impact of fatigue - the 
most common MDS-related symptom. 

n The series of Functional Assessment for Cancer 
Therapy (FACT) instruments developed by Chicago 
social scientist Dr. David Cella. The dozens of FACT 
tools are well validated in patients with cancer and 
blood disorders. One of the most commonly used is 
‘FACT-An’, which specifically assesses the influence 
of anaemia-associated symptoms and transfusion 
burdens on patient’s quality of life. Given the frequency 
with which patients with MDS suffer from anaemia 
(over 90% are anaemic at diagnosis), the FACT-An tool 
is commonly used in MDS clinical trials, even though it 
was not developed specifically for MDS.

PRO tools were first developed for use in health care 
services research, but are now integrated into almost 
every major clinical trial in haematology-oncology.  We 
are also starting to see these tools used as part of 
general clinical care, where patients are being asked to 
complete surveys (either on paper or on an electronic 
tablet) while in the waiting area prior to an appointment. 
Formally capturing PROs in practice allows the recording 
of trends in symptoms, and may save time in the clinic or 
allow triaging of which patients most need to be seen for 
consultation. For instance, in our practice in Boston, older 
patients are assessed using a PRO at the time of initial 
consultation and those with a high degree of symptoms 
and other markers of frailty are seen by a geriatric 
specialist in addition to the haematologist. 

In addition, some patients may be uncomfortable bringing 
up certain types of symptoms with their doctor (e.g. 
depression, anxiety, sexual concerns). But if the patient 
is ushered into the consultation room having completed 
a PRO instrument that discreetly highlights those 
symptoms, the doctor can then inquire specifically about 

such problems and offer help. This may be especially 
beneficial in some geographical areas where patients are 
more hesitant to discuss symptoms. 

I was recently on a flight from Florida to Boston in which 
the person in the middle seat in the row in front of me 
began to discuss her bothersome rash, prompting a 
soliloquy from her neighbor about hip pain and sciatica 
and a later mention from the seatmate on the other side 
about how difficult it had been for her to get her infant 
to breastfeed properly. I was reminded that Americans 
tend to ‘over-share’, having few qualms about discussing 
intimate physical complaints with a casual acquaintance 
or someone they’ve just met. During the 2 years I spent in 
Oxford, I noted that patients in the UK tended to be a bit 
more reserved!

PRO scores and new drug approvals
Increasingly, PRO scores are reviewed by regulatory 
agencies considering new drug approvals, and are part 
of the deliberations of health technology assessment 
bodies and insurers when deciding which new drugs 
are worth paying for. For instance, ruxolitinib (Jakafi) was 
approved by the US Food and Drug Administration (FDA) 
in November 2011 for treatment of patients with the 
bone marrow disorder myelofibrosis, and the European 
Medicines Agency (EMA) approved ruxolitinib in April 
2012. 

Those regulatory approvals were primarily based on 
striking medication-induced improvements in patient 
scores on a disease-specific PRO tool called the 
Myeloproliferative Neoplasm Symptom Assessment Form 
(MPN-SAF) designed by Drs. Ruben Mesa of Mayo Clinic 
and Claire Harrison in London and their colleagues. MPN-
SAF scores were supplemented by objective measures 
of radiographic improvement of spleen dimensions, since 
spleen enlargement is common in myelofibrosis, unlike 
MDS. 

Once EMA approval had been received, the UK National 
Institute of Health and Clinical Excellence (NICE) and the 
Scottish Medicine Consortium (SMC) for NHS Scotland 
carefully considered MPN-SAF PRO scores and decided 
for which types of patients with myelofibrosis they would 
fund the drug.

Patient-friendly PRO tools 
Of course, if PRO tools are very long and cumbersome, 
they are less likely be used, so when a new PRO tool 
is designed, considerable effort goes into developing 
the shortest tool that will reliably gather the desired 
information. Developing a PRO tool is a multi-step 
process. For instance, when my Harvard colleague 
Gregory Abel and I developed the first MDS-specific PRO, 
Quality of Life in in Myelodysplasia Scale #1 (QUALMS-1) 
in 2014-2015, we began with a series of structured 

interviews with patients and caregivers, supplemented 
by findings from focus groups. We compared results to 
FACT-An and EORTC QLQ-C30 measurements from 
the same patients, and administered the tool on multiple 
occasions just in case patients were having a particularly 
bad day on the day they used the PRO. 

We then used statistical tools with the help of experts 
in measuring HR-QOL to figure out which questions 
provided the most information and provided information 
that was not redundant and therefore should be 
incorporated into the final PRO, as well as which domains 
were independent of other domains. QUALMS-1 has 
been validated in international populations (Abel G et al 
Haematologica June 2016) and is now being used in 
several ongoing MDS prospective clinical trials.

Silver lining
One unexpected finding from our work on QUALMS-1 
was that some patients noted a ‘silver lining’ from their 
MDS diagnosis. A subset of patients expressed greater 
appreciation of the value of life in the context of regular 
reminders of its fragility, and they told us that their MDS 
diagnosis favorably influenced interactions with friends 
and family and made them appreciate each day more. We 
called this the ‘existential domain’, and it is an important 
part of the QUALMS-1 measurements. 

It is a welcome development to see HR-QOL metrics and 
PROs incorporated into medication trials and haematology 
clinics. After all, at the end of the day it is the patient who 
has the disease and who is best able to judge whether a 
treatment makes a meaningful difference beyond merely 
altering measurable numbers.

David Steensma, MD FACP
Dana-Farber Cancer Institute and 
Harvard Medical School, Boston, 

Massachusetts USA.

MDS UK comment: Prof Steensma is also 
very present on twitter, with fascinating insights 
and comments on MDS, care of patients and 
clinical trials, which we frequently share via our 
@MDS_UK twitter handle.

Another very interesting American MDS hematologist is 
Dr Mikkael Sekeres - who regularly writes very thoughtful 
articles in the New-York Times.
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Why are we campaigning to 
Make Blood Cancer Visible?
Make Blood Cancer Visible (MBCV) is a nationwide 
campaign which aims to inform, educate and increase 
awareness of blood cancer.  September was blood 
cancer awareness month and during the month we 
worked hard alongside other blood cancer charities to 
#MakeBloodCancerVisible. During September, we called 
on governments in the UK to make blood cancer a priority, 
starting with clear long-term commitments in their next 
cancer plan.

Blood cancer affects 240,000 adults and children in the 
UK and claims more lives each year than either breast 
or prostate cancer. Yet, blood cancer does not get the 
priority and recognition it deserves. For MDS in particular, 
and other rare forms of blood cancer, the campaign helps 
to make them known among the general public, so that 
MDS patients and carers, as well as doctors and nurses 
get to know the disease and its effects better.

MBCV Installation
This year as part blood cancer awareness month an 
installation of 10 life-sized transparent, motion-activated 
human figures which creatively represent the ‘unseen’ 
or invisible nature of blood cancer was unveiled. The 
installation started in Westfield in Stratford and travelled 
to Cardiff, Manchester and Edinburgh. The figures, which 
represent the ‘unseen’ or invisible nature of blood cancer, 
shared real-life stories from people with blood cancer, in 
their own voices, encouraging passers-by listen to their 
experiences and to show their support for the campaign.

The official ambassador of the 2018 campaign was Dame 
Kelly Holmes, whose Mother died from myeloma last year. 
Of the campaign she said, ‘It’s so important that more 
people know about the various blood cancers, and of their 
symptoms.’

Quotes from some of the patients included:
n Sandy: ‘Blood cancer is very hard, I find it hard to 

describe both to myself and to my friends and family.’

n Carmen: ‘I look okay to the outside world, but in the 
inside my body is trying to kill me. Just because I look 
good today and I feel fine doesn’t mean I’m okay.’

n Debbie: ‘I avoided going to the doctors. I’d got the 
symptoms and I knew there was something wrong, I 
just put it off.’

n Claudia: ‘Even now nine years later, the enormity of a 
very uncertain future can be quite overwhelming.’

n Debbie: ‘I always thought I was a strong person 
anyway, but I think now I really know what strong is.’

n Carmen: ‘And I think our bodies are really powerful. In 
some way they will find, if you’re really lucky, a way of 
regenerating, so I’m really lucky that I’m in remission now.’

n Debbie: ‘I discovered that the more I shared the better 
I felt.’

Inspirational images from the campaign:

 
If you want to listen to listen to the voices of real patients, 
taken from the audio on the exhibit please visit our 
website: https://mdspatientsupport.org.uk/make-blood-
cancer-visible-2018-coverage-from-manchester

We thank Janssen UK for sponsoring this work and 
making this awareness campaign possible. Without 
their help and organization, this type of work would 
not have been possible.

Not many people will have heard of Linus Pauling 
but he remains one of the greatest scientists of the 
20th century. His early work was on the haemoglobin 
molecule, something that is of great importance to our 
understanding of anaemia and the symptoms of tiredness 
that many patients with myelodysplasia (MDS) will know 
all too well. However,  it was his deep held belief in 
vitamin C and its health benefits that Linus Pauling will 
be remembered for, particularly in preventing and treating 
cancer. At the time, not many people believed him thinking 
that his claims for vitamin C were unfounded, but it turns 
out that Linus may have been right all along, at least in the 
case of the MDS.

The effects of  vitamin C
Recent research has shown that vitamin C, or ascorbic 
acid as it is known scientifically, can have profound effects 
on the blood. This is because vitamin C can affect the way 
that some proteins work in our blood cells. In particular, 
there is a protein called TET2 that carries out an important 
job in our bone marrow by controlling a process called 
DNA methylation. This is the mechanism that tells genes 
when to switch on and when to switch off. In turn, this 
determines what type of blood cells are produced, a 
process called differentiation. In MDS, the fundamental 
problem is that cells fail to differentiate properly and very 
often this is due to a mutation in the TET2 gene that 
causes DNA methylation to go awry.

Remarkably, it turns out that vitamin C can help to correct 
this problem by binding to the TET2 protein and boosting 
its activity and thereby restoring normal DNA methylation! 
This is because vitamin C is a what’s called a ‘co-factor’ 
of the TET2 enzyme that is required for it to work properly: 
a discovery made only a few years ago by scientists 
working on DNA methylation. 

In MDS, doctors use drugs such as azacytidine to help 
restore normal DNA methylation in the blood cells in order 
to treat anaemia and improve low cell counts. Azacytidine 
slows down progression of MDS to acute myeloid 
leukaemia (AML) and can even target the leukaemia cells 
themselves. In laboratory experiments, vitamin C can 
overcome the mutated TET2 protein and help to kill the 
leukaemic blasts in combination with azacytidine.

Current research
This exciting discovery has led to the testing of vitamin 
C in patients with MDS to see if it can improve current 
treatment with azacytidine. There is certainly evidence 

to suggest that vitamin C can enhance the effects of 
azacytidine but we don’t know yet whether this will work 
similarly in MDS patients. Nor do we know the dose 
of vitamin C that patients would need to take or even 
whether vitamin C is at all harmful at higher doses. That 
is why several clinical trials, both in Europe and the USA, 
are now looking at whether vitamin C can be a useful 
treatment in MDS. 

First of all we have to establish that vitamin C is safe 
for patients and does not have unwanted side-effects. 
Once we have found out the best dose, then there will be 
further clinical trials to explore whether it actually works 
to improve patients’ symptoms and prolong their lives. 
Hopefully, this is something we shall be looking at in the 
UK in the near future.

Oranges and lemons...
So should patients diagnosed with MDS start taking 
vitamin C? It is probably too early to say at this stage 
but it is certainly worth bearing in mind the many other 
health benefits of eating fruit, particularly citrus fruits such 
as oranges and lemons, as part of a well-balanced diet. 
Perhaps we should all be listening to the good advice of 
the bells of St Clement’s?

Timothy Chevassut
Reader in Haematology, Brighton and Sussex 

Medical School, Consultant Haematologist, Royal 
Sussex County Hospital, Brighton

Vitamin C and Myelodysplasia   
The future is orange…
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In this article I thought I’d look at the subject of how 
to cope with long stays in hospital.

When I started bouncing into hospital after my MDS 
became unstable I had to learn to cope with being in 
a small room without much of a view and very little 
stimulation apart from what I created myself.

In general, hospitals these days are set up for quick stays 
and rapid turn overs. Things have of course changed and 
improved over the years. For example, when I was young, 
women stayed in hospital for 10 days after having a baby. 
These days they are in and out in a matter of hours if all is 
straightforward. Our expectations of hospital stays are that 
we will only be in for the bare minimum. That is not my 
experience when it comes to haematology admissions.

Over the years that I have been living with MDS I have 
had neutropenic sepsis 10 times. I also had septic shock 
once. I think that qualifies me as having more lives than a 
cat! The average admission for these episodes was three 
weeks. Some stays were a bit longer and some slightly 
shorter.

My tips for getting through the days
When I am admitted I fight to retain my individualism. 
During my last admission I wrote a different quote on the 
notice board in my room every day. In the end staff were 
coming in just to see what today’s quote was.

What really helps me to pass the time of day is watching 
TV. Luckily, the rooms at Kings all have their own TV. Also 
you can watch DVDs or Netflix via the hospital WiFi. I 
always pay to access the WiFi because the mobile signal 
is rubbish otherwise and being able to be in contact with 
people is important to me.

Books with short stories or chapters can be helpful as 
it can be hard to concentrate for long periods. My other 
essential is headphones so I can listen to the radio at 
night without disturbing anyone.

Whether you are a fussy eater or not, hospital food can be 
challenging. It’s often a limited menu and not very flexible. 
The ward hostesses are lovely people and they will do 
what they can to accommodate requests so it’s always 
worth asking.

If you are not neutropenic it’s also worth getting out of 
your room and having a meal outside. My visitors used to 

bring me lots of treats and I always keep a big tupperware 
box to store goodies like sweets, biscuits, crisps, and 
chocolate. At Kings the rooms have fridges so you can 
keep salads, desserts and drinks in there. If your appetite 
is poor, try to get someone to make you some home 
made soup and put it in a flask. A few homemade treats 
really make a difference.

It’s lovely to have visitors when you spend so much of 
your time in isolation. If you can, ask them to let you know 
when they are coming so you can spread them out. It 
horrible when you’ve been maybe a bit bored and not had 
visitors all day and then a few come at once. Try and get a 
bit of a rota going.

If you are feeling sick another tip is to tell your visitors to 
all sit on the same side. When visitors sit either side of the 
bed you have to keep turning your head like in a tennis 
match. This does not help nausea. It’s a simple thing but it 
really helps.

My phone is always my lifeline. I am a keen social media 
user and being in contact with people helps me to keep 
the world a bigger place. It can be easy for the world 
to shrink to just what happens in your room. Life goes 
on though and I still want to be part of people’s lives so 
staying in contact is great. It’s also ok to switch the phone 
off if you need a rest or some down time.

One of the other things I like to do is personalise my room. 
I have a lovely patchwork blanket knitted by a friend that 
I put on the bed and I love having my own pillow. This 
summer, during the heatwave, I ended up enduring a five-
week admission. It was incredibly hot and sleeping on the 
rubber mattress was not fun so my sister brought me a 
chill pillow. You put it it in the fridge and then lay it on your 
pillow when you sleep. It was bliss and very cooling as I 
drifted off.

Trying to have your own routine is a challenge when the 
hospital has its routine and you have to fit into it. I’m 
not an early riser and the regular staff would often leave 
changing my bed till last. I always tried to get up and have 
a shower and get dressed every day.

If you are a light sleeper it’s worth taking in some ear 
plugs. Hospitals are not quiet places. There are doors 
openings and closing, alarms going off, obs to be 
completed. Ear plugs can help you sleep through all this.

Patient stories: 
‘Coping with long stays in hospitals...’ 

The hospitals that look after those of us with blood 
cancers are used to having long-stay patients. You end up 
developing different relationships with the staff because 
you get to know them over a period of years. Amongst the 
staff will be someone that you feel more drawn to. If you 
are having a tough time, please talk to them. 

The staff are really good and very often they can sign post 
you to someone else too. There is no shame in admitting 
you are going through a tough time. Many hospital 
haematology teams have counsellors attached. They can 
help with mindfulness and relaxation techniques and a 
whole host of other things. Remember, you are more than 
the sum of your physical parts. You are also an emotional 
and spiritual being. These aspects of you need tending 
too while you get well. Chaplains in hospitals are there for 
people of all faiths and none. If you want to ask ‘why me?’ 
they are also good people to speak to. You can ask any of 
the staff to refer you.

Emotional roller coaster
It doesn’t matter how resilient you are and how strong 
you are emotionally, dealing with MDS, sepsis, operations, 
transplant, GVHD and all the associated fall out is going 
to have an impact. On one admission I had a really awful 
rectal infection and abscess which caused a fistula. It 
was very undignified and I was in agony and no amount 
of morphine was helping. At one point the consultant 
came in and I was lying in the foetal position. I’d seen him 
a number of times over the years and he knew me as a 
strong and stoic person. 

On this occasion I told him I’d had enough and I wanted 
to go to Dignitas. This really took him aback as I’m not 
prone to moaning but it made him realise how bad I felt. 
He got the Palliative Care Team and the Pain Team to 
come and see me in order to help me cope. I then had to 
have surgery after to repair the damage the infection had 
done.

Sometimes you have hours of ‘thinking time’ when you 
are an inpatient. During my last admission this summer, 
I was in a really hot little side room for five weeks. It was 
32 degrees day and night all through the heatwave. You 
wouldn’t be human if at some point during this time you 
don’t feel a bit sorry for yourself. On this admission I 
came in because I’d been losing too much weight and 
not maintaining my nutrition. Apart from that I felt relatively 
well. After the team started to treat me I felt awful. At one 
point I even wondered whether the transplant had been 
worth it. Living with chronic GVHD can really zap your 
resources. 

Before I had the transplant, in between life threatening 
infections, I could be quite well. These days I’ve lapsed 
into chronic ill health. That takes a different set of skills to 

manage it psychologically. All the time I had the transplant 
ahead of me, that was my goal. I used to dream what my 
life would be like post-transplant. I was looking forward 
to having energy again and the ability to do what I like 
without worrying about the impact. The reality is very 
different. Each day is a slog. I’m currently being tube-fed 
and next week will have a small operation to convert my 
NJ tube to a PEG. 

I also have to attend Guys Cancer Centre for two 
consecutive days every two weeks for ECP treatment 
to try and get on top of my GVHD. It’s nearly two years 
since my sister gave me the gift of life and I’m no closer to 
getting back to work. I am finding that I need to dig deep 
just to keep on an even keel emotionally. This doesn’t 
mean I’m weak. It means I’m very human. At least I’m still 
breathing though and without my sister and the fantastic 
team at Kings that might not be the case. 

I lay myself open before you in an attempt to show that 
living with MDS really is a roller-coaster ride. Please don’t 
be afraid of the dips. Just make sure you look after your 
emotional and mental health as well as you look after 
yourself physically. Ultimately we all have to keep stepping 
forward in faith and hope that one day they will find a cure. 
I really like quotes. It comes from years of working with 
young people who like sound bites. 

This quote was written by a man called Mìcheal Mayne 
who had terminal cancer and I think if we all take this 
approach we will bit by bit make a difference “I have 
learned that suffering when permeated by love can have 
a transforming effect. When I light a candle at midnight, I 
say to the darkness I beg to differ.”

My final tip for you if you are having to endure a long 
admission is to ensure that you keep your sense of 
humour!

Kes Grant

Sophie’s comment: Thanks so much to Kes for her wise 
and insightful words - I’m sure these tips will help many of 
you cope with hospitals admissions. Don’t forget, as with 
all MDS treatments, transplant outcomes can differ greatly 
between patients. 
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Hair. An unnecessary, usually inconvenient thing that 
grows all over us and never where, or how we want. But 
when it comes to losing it...you begin to see the whole 
thing in a brand-new light. The hair on our head is usually 
taken for granted. Don’t get me wrong, as a female it can 
be one thing that, with the right treatment and a ridiculous 
amount of time, can complete an outfit. But usually, it’s 
just a pain in the ass! 

Nonetheless, it is more of who we are than we realise. It 
is that thing that gets tied up when it’s time to get down 
to the serious cleaning or when we get in from a long 
day. What we can change after a break up and feel like a 
whole new person. The one thing our parents would let 
us alter in our early teens with a £5 box of dye and half 
an hour staining the bathroom to make us feel grown up! 
Something we can fiddle with when we are uncomfortable 
or nervous. A thing for the babies we meet to grab on to 
(somehow they always find the most painful parts, don’t 
they?). The ‘do’ on our head that leads to a trail of kirby 
grips that means even a monkey could track where we 
have been that day (and no matter what we are told we 
will continue to put them in ‘upside down’). It’s the thing 
that you can spend three hours on one evening and 
then forget to even brush the next morning because you 
pressed snooze too many times and brushing your teeth 
takes top priority! But either way, it’s always there. 

So what about when it’s not? 
When I was told I was going to lose my hair, on the 
surface I wasn’t that bothered; it’s hair, it will grow back. 
But then my thoughts deepened. I began to realise what 
losing your hair actually means. It means waking up in the 
morning and and running your fingers through nothing. 
Getting in the shower to rub your scalp. Looking in the 
mirror and having a big ol’ slap-in-the-face reminder that 
you have cancer. No hiding now, kid! Don’t get me wrong, 
the ‘not having to shave your legs’ etc bit isn’t too bad 

but when you’re all out of eyebrows, eyelashes, hair and 
your skin has taken a rather unpleasant turn due to some 
of the chemo....you begin to look like a scaly thumb with 
ears!

I write all of this jokingly but it is hard. I spent a long time 
‘preparing’ for it to go but, if I’m honest, I don’t think you 
can fully prepare. Personally, mine lasted for a couple of 
weeks after I started chemo. It had been in a bun and got 
in the shower and half of it fell out when I washed it that 
morning. I was upset.....for ten minutes. Then I made a 
decision. I either sit here upset about something that is 
unfortunately inevitable, or I laugh about the fact that my 
shower looks like a scene from CSI where Barney has just 
been massacred (my hair was purple at the time). So, I 
chose the second option. 

I need to remember that my time without hair will be a blip 
in my life. My time with cancer will be a blip in my life. Why 
should I let something so trivial bring me down? Yes, it 
has an impact. Yes, it changes things. Yes, it is hard! And 
yes, unfortunately, it is more than hair. But yes, it will grow 
back. And yes, you will be ok. And yes, you are most 
definitely ‘ok’ to laugh about it and make fun of yourself 
and enjoy it.

I sometimes wonder how the people around me feel 
about it. Most of the time, I’m sure they spend it keeping a 
strong face to show support, but we quite often take how 
they must feel for granted. I mean yes, my health may be 
the main focus at the moment but surely it must all be 
affecting their fears of something going wrong during the 
operation or treatment, getting used to all of the physical 
changes, having to hear us in agony and sometimes 
they just can’t do anything about it... or even the odd 
romance... it can change because you can’t have the 
same freedom or confidence as before. 

Patient stories: 
‘How I felt about losing my hair...’ 

While partners worry about losing certain parts of their key 
connection, they can still make things more interesting or 
just open a new chapter. I remember seeing on TV shows 
how different characters (although very dramatised) dealt 
with the same things but one thing stood out; with all of 
the stresses, fears, embarrassments, shame and changes 
came an opportunity....to play any role you wanted! 
Without hair, you can be the new blonde in the office...
the hot brunette next door... the cute redhead teacher...
what about the outlandish, purple punk rock chick at the 
festival? You can even be a spicy Latino with long, dark 
curly hair with the baby hairs on the front at the beach etc. 
You can ask your children to help you paint your head or 
pick out your scarf or wig for the day and get them to try 
things with you so that they see it as normal to take away 
any negative connotation or stigmatism. I’ve kept the 
children in my life very involved along my whole journey 
and it’s been a fun learning experience for them in an 
incredibly positive way! 
 

So then, what do you chose to do now you’re bald. 
Embrace it? Try and hide it? Scarves? Wigs? Denial? 
Crazy hair? Paint your head? Hats? In my opinion, I don’t 
think there is a right or a wrong and I don’t think anyone’s 
ideas are better than anybody else’s. Do whatever works 
for you. Just like the cancer, it’s part of you and your story, 
so make the best of it. Enjoy it when you can and do 
whatever feels right for you. Unfortunately, no one else can 
give you the answer, it’s something you need to find along 
the way. Just know that however YOU feel is the right way 
to deal with it, is the right way. 

Tilly Tilbrook

From MDS UK: thanks so much to Tilly for sharing her 
experience of losing her hair. Also for sharing photos 
of herself and two of friends who ‘braved the shave’ to 
support Tilly’s hair loss.

In life we have to make lots of decisions, over the last few 
years I have spoken to many men who have had to make 
a decision over which treatment they will choose after 
being diagnosed with prostate cancer, these decisions 
are not easy as the consultant is there to give you all the 
options not to decide for you. 

So in May I found myself in that position, after being 
diagnosed in 2009 and first having transfusions for a few 
years then followed by EPO and GCFS and then moving 
on to Revlimid for 4 years in which time I led a full active 
life and travelled all over the world to visit our children and 
grandchildren. 

Then, in April of this year I started to feel a bit tired and 
would have ‘flu like symptoms at night. So, on a routine visit 
to Kings I was booked in for a bone marrow biopsy, a week 
later they phoned to say I must go up immediately. It was 
a horrendous train journey as I felt so weak, but we made 
it and I collapsed on a bed in haematology outpatients 

and was told by Austin and Janet that I wouldn’t be going 
home. My treatment with Revlimid had stopped working 
and my options were a transplant or azacitadine. 

I stayed for one week and had the best of care physically 
and mentally. So there I was with this big decision which, 
of course, I shared with my family. All of us reading all 
the info we had been given by a very caring team. So my 
decision after very many sleepless nights was to go with 
the azacitadine. The reasons: I’m now 72 and have lived 
a very full life, privileged to have travelled and experienced 
many wonderful things and I decided I wanted to spend 
whatever time I have left with my family in my own home. 
By going with the azacitadine it enabled me to have the 
treatment in my local hospital and I also felt very positive 
about it keeping my MDS at bay. 

I have to say if I had been 10 years younger I’d have gone 
with the transplant -  even though the doctors said I was 
strong enough I didn’t feel that I could cope with it. I have 
full admiration for all those who have made their decision to 
have the transplant and if you have many years in front of 
you it’s really a ‘no brainer.’ Who knows, if the azacitadine 
doesn’t work I may have another decision to make. 

So to all those having to make a big decision I wish you all 
the very best luck in the world and may it be the right one 
for you. 

Christina Fowler 
(some will know me as Tina 

from the Facebook support group)

Patient stories: 
‘Decisions, decisions...’ 
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Myelodysplastic Syndromes (MDS) are a wide range of 
disorders which affect the functionality of the bone marrow. 
Thus, blood cells such as red blood cells, white blood cells 
and platelets may be affected. Low red blood cell (RBC) 
counts can lead to symptoms of anaemia such as fatigue 
and shortness of breath which can impact patients’ quality 
of life (QoL). The clinical management of MDS itself can 
impact on a patients’ QoL. 

This article will be concentrating on issues regarding RBCs. 
Some categories of MDS patients are in need of supportive 
care in the form of RBC transfusions. However, these are 
associated with risks such as iron overload, infections and 
transfusion reactions. To assess the impact of MDS on 
QoL, we administered the QoL instrument QoL-e together 
with our survey. QoL-e1 is a quality of life questionnaire used 
to assess the impact of MDS and its treatment on physical, 
functional, social, sexual and emotional wellbeing domains. 
The aim of this article is to highlight some of the specific 
issues relating to low RBC counts in MDS.

MDS Symptoms
The clinical manifestation of MDS varies amongst 
patients. It ranges from mild and stable cytopenia to 
severe deficiency in all blood cells and increased risk of 
progression to acute myeloid leukaemia (AML). The most 
common symptom is fatigue. 

Based on our survey:

n 66% had symptoms attributed to MDS before 
diagnosis.

n Fatigue was reported to be the most 
common symptom of MDS (76%) followed by 
breathlessness (62%), bruising (32%), infections 
(18%), and bleeding (12%).

Depending on the type and risk category of MDS, MDS can 
seriously affect the QoL of patients. 29% of MDS patients 
who took part in the survey indicated that they can carry 
out their usual activities with only minor symptoms of MDS 
and none reported that they required special care and 
assistance or hospitalisation. However, patients indicated 
the impact MDS had on their lives:

n 22% reported it ‘takes an effort to engage in normal 
activities.’

n 18% report they can’t perform active work.

n an additional 6% and 8% reported that they required 
occasional and a considerable amount of assistance 
respectively. (See Graph 1)   

 
Suffering from MDS causes a steady and persistent 
decrease in the functional ability of patients partially due to 
fatigue and this has a negative impact on QoL in a number 
of ways. Fatigue experienced in MDS patients is as a result 
of low haemoglobin levels due to anaemia and it could have 
an impact on the physical aspects of a patient’s life.2 The 
physical aspects of fatigue experienced by MDS patients is 
often associated with decreased strength, unusual tiredness 
and weakness, lack of energy and the persistent need 
to sleep or rest. This fatigue is usually not as a result of a 
recent strenuous activity and could affect the functional and 
cognitive ability of a patient. This can lead to early retirement 
or reduction in work hours for patients who are not of 
retirement age thus resulting in financial consequences for 
the patient and their family. Similarly, it can lead to restriction 
in daily activities, planning for the future and diminished 
independence for patients who are of retirement age. 

Based on QoL-e scores3, the majority of patients found it 
very difficult performing heavy activities and experienced 
added fatigue simply when carrying out daily activities. 

Impact of myelodysplastic syndrome and 
its treatment on quality of life of patients

When asked about the greatest challenge of having 
MDS, patients said:

“Chronic fatigue affects my day to day activities.’’

“I look too well to be ill and it is hard to explain the deep 
fatigue I feel.’’

“The fatigue and how it can impact on daily life some of 
the time. Finding it difficult to explain to people that the 
tiredness I feel is not the sort one might have in life in 

general.’’

“Sudden change in lifestyle from being fit and healthy to 
being restricted by fatigue and hospital visits.’’

Use of red blood cell (RBC) transfusions as a 
form of supportive care
Supportive care with red blood cell transfusions is usually 
the primary and standard management strategy particularly 
for patients with low-risk MDS based on the Revised 
International Prognostic Scoring System (IPSS-R)4. MDS 
patients are usually anaemic at the time of their diagnosis 
and would rely on RBC transfusions to correct the 
symptoms at some point in their MDS journey. 

Based on our survey:

n 62% received transfusions as part of their MDS 
treatment.

n 59% of those who received transfusions had 
red blood cell transfusion as part of their MDS 
treatment. 

How often RBC transfusion is given varies between 
patients; some need them as often as every week while 
others need regular transfusions every couple of months. 
Likewise, pattern or frequency of transfusion can change 
over the course of the disease. In the UK, patients are 
usually transfused when their haemoglobin level drops to 
80 to 85 grams per litre of blood5. However, once a patient 
is transfused, the level of haemoglobin does not remain 
constant and is not long-lasting. Haemoglobin levels start to 
drop after being transfused thus the symptoms of anaemia 

resurfaces before the next transfusion is due. This leads to 
fluctuation in the energy levels of the patient hence affecting 
QoL. Based on our survey, red blood cell transfusion 
dependence (RBC-TD) at the time of the survey correlates 
with decreased or compromised abilities compared to red 
blood cell transfusion free (RBC-TF) patients (See Graph 2).  
  
There are no set haemoglobin concentrations at which 
blood is transfused at. It is based on different individuals; 
this level will differ between patients depending on the 
presence of co-morbidities such as heart conditions.6 
Therefore, haematologists need to assess the symptoms 
of a patient before deciding what level they should be 
transfused at. 

Also, new research is going on to assess whether 
MDS patients should be transfused restrictively or in a 
more liberal manner. It also aims to investigate whether 
transfusions at more frequent intervals could potentially 
reduce fluctuations in energy levels therefore improving 
QoL.7 Visit our page to get more information on a recently 
concluded trial (REDDS trial) which investigates this: 
https://mdspatientsupport.org.uk/redds-clinical-trial

The negative impact of MDS on a patient’s QoL can worsen 
as a result of the added efforts spent trying to cope with the 
disease such as repeated hospital visits for transfusions, 
waiting times as well as managing the side effects of 
transfusions.

n RBC-TD patients will be on transfusions for a 
significant amount of time. At time of survey, 27% 
RBC-TD patients had received transfusions  for 2 
years or more.

n According to our survey, the majority of RBC-
TD patients are on a transfusion pattern of 2 - 4 
weeks.

These efforts could potentially use up the limited energy 
stores of a patient thus affecting their QoL. Regular visits to 
the hospital for transfusion can have a financial impact on 
households.

Graph 1 Question: Please 
pick the statement that 
describes your ability at the 
present time.

1 Esther N Oliva et al (2013) Development 
and Validation of QoL-E instrument for the 
assessment of health-related quality of life in 
myelodysplastic syndromes. 

2 Steensma et al., 2008 Common troublesome 
symptoms and their impact on Quality of Life 
in patients with myelodysplastic syndromes 
(MDS): Results of a large Internet-based survey.

3 Esther N Oliva et al (2013) Development 
and Validation of QoL-E instrument for the 
assessment of health-related quality of life in 
myelodysplastic syndromes. 

4 Lodovico Balducci, M.D. Transfusion 
independence in patients with Myelodysplastic 
Syndromes.

5 https://www.cancerresearchuk.org/about-
cancer/find-a-clinical-trial/a-trial-looking-
at-blood-transfusions-and-quality-of-life-in-
people-with-myelodysplastic-syndrome

6 Sally Killick et al. Guidelines for the diagnosis 
of adult myelodysplastic syndromes.
7 https://mdspatientsupport.org.uk/redds-
clinical-trial

Graph 2 Question: Please
pick which statement 
describes your abilities at 
the present time? Graph 
shows differences in 
abilities between RBC-TF 
AND RBC-TD patients.
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n 31% and 21% RBC-TD patients respectively 
reported that cost for hospital travel and car 
parking had an impact on their household budget.

Also, reliance on family members or friends for support can 
affect a patient’s independence thus resulting in additional 
concern and stress for some patients and their families. 
This is worse for patients who don’t benefit from any 
support network. Based on our survey: 

n 81% RBC-TD patients required support as a result 
of having MDS.

n 59% RBC-TD patients relied on their spouse for 
transport to medical appointments. 

Apart from the physical health issues caused by MDS, 
emotional impact of the disease can be problematic as a 
result of uncertainties associated with the disease. RBC-
TD patients worried about MDS to a significant extent 
compared to RBC-TF patients and suffered a higher 
emotional burden (See Graphs 3 and 4). QoL-E scores8 
were significantly lower (worse QoL) in RBC-TD patients 
in all domains (physical, functional, social, sexual and 
emotional wellbeing).

Iron Overload
RBC transfusion dependent MDS patients have been found 
to have a lower QoL compared to RBC transfusion free 

patients.9  Our survey also supports this statement; QoL-E 
scores were found to be significantly lower (worse QoL) in 
RBC-TD patients in all domains. This could be due to the 
fluctuations in haemoglobin and energy levels, transfusion 
reactions, infections or accumulation of iron in the body. 

Based on our survey: 

n 15% of RBC-TD patients had complications or 
side effects from transfusions. 

n 44% of RBC-TD patients required hospitalisation 
due to the side effects.

Patients who are on long-term RBC transfusion are 
inevitably susceptible to developing iron overload. 
Increased amount of iron in the body results in the build-
up of iron in various organs, in particular, the heart, liver, 
kidneys and endocrine organs thus leading to the continual 
deterioration of these organs. There are tests available to 
assess iron overload in a patient; the most common is a 
blood test called a Ferritin test. Iron chelation therapy is 
required to remove the excess iron in these patients and it 
is administered either via the Deferoxamine pump or oral 
tablet, Deferasirox (Exjade). 

Based on our survey:

n 24% of RBC-TD patients received iron chelation 
therapy.

Though iron chelators are administered to patients with 
iron overload, they can have side effects which can be 
challenging for patients. Common side effects are: body rash 
or hives, digestive problems, anaphylactic shock, swelling 
or lumps at the local infusion site to mention a few.10  Also, 
using the Deferoxamine pump can be inconvenient and 
uncomfortable for patients as they have to insert a needle 
into the stomach and wear the pump overnight. This can 
disrupt a patient’s sleep thus affecting their limited energy 
levels. Most side effects can be prevented or managed by 
working closely with the clinical staff. 

Discuss any symptoms you have developed after 
starting iron chelation therapy with your clinical team.

Below is a word cloud illustrating the most quoted words 
when patients were asked what they found to be the 
greatest challenge of their treatment for iron overload.

‘’Having to wear the pump 3 times a week.’’ 

‘’I reacted to exjade with body rash all over.’’

‘’Poor sleep while on the pump.’’

‘’The injection site gets very lumpy and sore.’’

‘’Made the digestive system unreliable.’’
  
Other health issues
Very often MDS patients have other health problems aside 
from MDS, due to their age. 

n 65% of survey respondents had other health problems 
such as osteoporosis of the spine, lupus, pulmonary 
fibrosis, chronic kidney disease, rheumatoid arthritis to 
mention a few. 

MDS has a wide range of effects on a patient’s life due 
to symptoms associated with the disease. These effects 
combined with other health issues can have a negative 
impact on QoL. QoL-e results relating to physical well-
being matched these findings from the general part of 
our survey. As a result, patients have to navigate the 
health system, speak to different consultants and manage 
multiple health visits sometimes in different hospitals. In 
some cases, patients are forced to ensure that there is 

communication between the consultants in the same and/
or different hospital departments. As a result, there is a 
need for physicians treating the other health issues to liaise 
and collaborate with haematologists in charge of MDS care. 
Thus, an overall treatment plan adjusted for other health 
issues can be developed for the patient. 

Summary
The consequences of MDS can be debilitating thus affecting 
the physical abilities of a patient. Additional factors associated 
with multiple disease management such as side effects from 
treatments, travel time and regular hospital visits by MDS 
patients can further impact QoL. Therefore, it is important 
to offer these patients some increased support and a more 
coordinated/collaborative care so as to improve QoL.

The impact of MDS on emotional well-being can be 
challenging. This is usually due to uncertainties which 
can arise as a result of inadequate understanding of the 
disease, fear of potential disease progression therefore 
leading to anxiety and worry. Unfortunately, care and 
attention is sometimes too focused on patients physical 
problems associated with MDS. This is where the role of an 
MDS nurse and counsellor lies. The former helps patients 
understand MDS better, identify and assess any physical 
issues associated with MDS as well as help navigate 
through the complex health care system. The latter helps 
patients understand, reflect on and work through concerns 
and worries they may have thus potentially improving their 
QoL. Patient support groups are also an excellent source of 
reassurance for MDS patients. 

Recommendations

n Coordinated, collaborative care and support for 
MDS patients to help with the development of a 
treatment plan adjusted for other health issues is 
important.

n Clinicians should look into transfusing patients 
at more frequent intervals in order to potentially 
reduce fluctuations in energy levels thus 
improving their QoL. 

n Emotional and psychological support should be 
offered at the earliest stage to patients who need 
it in order to help them navigate some of their 
challenges. 

n Patient reported outcomes should be used to help 
provide information and elaborate on a patient’s 
experience. It is important to direct them to 
services according to their needs. 

n Remote monitoring needs are to be explored 
further for Watch & Wait patients to reduce the 
need for hospital visits. 

Raqeebah Agberemi

Graph 4 Question: How often 
do you feel that MDS is an 
emotional burden to you?

8 Esther N Oliva et al (2013) Development and Validation of QoL-E 
instrument for the assessment of health-related quality of life in 
myelodysplastic syndromes.

9 Thomas, ML et al. The importance of Quality of Life for patients living 
with Myelodysplastic Syndromes.

Graph 3 Question: How 
frequently do you worry 
about MDS?

10 Sandra Kurtin. Building blocks of hope; Strategies for patients and caregivers living with MDS.
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Bournemouth 
MDS UK Local Group
The Grove Hotel, 2 Grove Road,
East Cliff, Bounemouth, 
Dorset BH1 3AU

Date:  12th March 2019
Time:  10.30 am - 1.00 pm

Anglia MDS UK Local Group
Cambridge Cancer Help Centre, 
Scotsdales Garden Centre, 
120 Cambridge Road, Great Shelford, 
Cambridge CB22 5JT

Date:  11th March 2019
Time:  10.30 am - 12.00 pm

Date:  13th May 2019
Time:  10.30 am - 12.00 pm

Date:  8th July 2019
Time:  10.30 am - 12.00 pm

Date:  19th September 2019
Time:  10.30 am - 12.00 pm

Date:  11th November 2019
Time:  10.30 am - 12.00 pm

Greater London Support 
Group Meeting MDS-AA–AML
Weston Education Centre, 
Cutcombe Road, Brixton, 
London SE5 9RJ

Date:  13th March 2019
Time:  3.30 pm - 6.30 pm

Date:  8th July 2019
Time:  3.30 pm - 6.30 pm

Date:  18th November 2019
Time:  3.30 pm - 6.30 pm

Oxford MDS UK Local Group
Maggie’s Oxford Centre, 
Churchill Hospital,
Oxford OX3 7LE U

Date:  8th March 2019
Time:  10.30 am - 12.30 pm

Date:  7th June 2019
Time:  10.30 am - 12.30 pm

Date:  13th September 2019
Time:  10.30 am - 12.30 pm

Date:  6th December 2019
Time:  10.30 am - 12.30 pm

Southampton Group (photo above) is now fully up 
and running - thank to volunteers Andrew Scott and 
wife Penny (featured in this edition of the Newsletter), 
as well as Philip Dinn, a transplant patient. This group is 
supported by nurse Dawn Cousins, Dr Dalley and Dr Srini 
– who attend all meetings for great Q&A sessions.

Isle of Wight Group - is in the making, with a small 
group of patients who also attend our Southampton 
Group, and the help of Dr Kaznicky. We need to hear from 
more IOW patients and families please.  

London Support Group Meeting MDS-AA-AML - 
Keeps going strong, with about 15 to 20 attendees at 
each meeting. We get frequent updates from the very 
busy Clinical Trials Team, who keep us up to date about 
the latest trials, and consultants providing Q&A sessions. 
Clinical Nurse Specialists Janet Hayden and Geke Ong 
together with Sophie Wintrich, CEO/Patient Liaison, MDS 
UK moderate group discussions. 

Bournemouth Group - led by patients and family 
members Guy Rouquette and Tess Brown and supported 
by Dr Sally Killick, Consultant Haematologist at Royal 
Bournemouth Hospital. A well-attended group, recent 
talks have included one on Mutations in MDS and a visit 
from Southampton Consultant Dr Dalley. We are also 
thinking of scheduling a session for carers. For further 
information, call our main office on: 0207 733 7558 or 
email: Bournemouthgroup@mdspatientsupport.org.uk or 
check our Events page for details.

Derbyshire Group - Meetings currently on hold as 
we are looking for volunteers who will help facilitate the 
meetings. Patients and staff – please let us know if you’d 
like us to maintain this group.

Worthing Group - in the making, to replace the previous 
Brighton Group. Please get in touch with the office or 
the haematology department directly if you would like to 
attend.

Regional groups update

NEW MDS UK GUIDELINES!
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’ 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

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.

Keep checking our website for details of 2019 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. Detailed list and contacts of 
local groups can be found on page 21 of this newsletter.

Upcoming events

n If you want any more information about any of these events or if you feel 
inspired to start your own group, please contact us on 020 7733 7558 or 
info@mdspatientsupport.org.uk

 We hope to organise a full day Patient Forum in Harrogate towards the beginning of the year, with 
speakers from Leeds, York and Harrogate.

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.
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What MDS patients say about MDS UK services
Patients benefit greatly from attending support groups – as seen in these quotes from our recent 
King’s College Hospital group in London, which welcomes patients with MDS, Acute Myeloid 
Leukaemia and Aplastic Anaemia – as part of our work with the Aplastic Anaemia Trust.

Letter from a MDS Patient 
I was diagnosed with MDS early in 2016 but it was 
only this week that I happened to see a copy of your 
newsletter at the hospital and brought it home to read.
It has been a revelation and has given me a great deal 
of optimism for my future. Importantly, I now feel less 
isolated.

My experience when I was initially diagnosed was utterly 
devastating and has coloured my life on a daily basis ever 
since. Fortunately, my daughter was with me - otherwise 
I may have found it difficult to drive home!  The very 
eminent consultant greeted me with virtually no preamble 
and the bald statement - “You know there is no cure for 
this so my advice is that you should go home and put 
your affairs in order”. He then went on to tell me that a 
drug might be available (I have since found out that he 
was referring to Azacitidine) but said that “it will only give 
you a few extra months”.

Both my daughter and myself are strong women and 
are educated professionals but both felt, as we left the 
hospital, that I had been given a death sentence. I have, 
since that initial consultation, been fortunate in being able 
to see a different consultant who has done his best to 
make me feel more positive but, sadly, the disgraceful 
attitude of the first doctor has coloured the lives of my 
entire family. However, as is the case with so many 
patients, I don’t feel I want to make a formal complaint as 
he is, presumably, still in overall charge of my treatment.

Thanks to the articles that I read in the newsletter, I now 
feel that I can go to future appointments armed with 
significant and appropriate questions to ask and I intend 
to give my copy of the newsletter to my daughters in 
hope that it will help them feel more positive.

I am writing to you about my experience because 
there must be other patients who have received similar 
treatment and they should know that there are people 
like the wonderful Reverend Kes Grant who have lived for 
many years with this condition and who still have good 
quality of life. I am slowly coming round to the idea that 
I am not just waiting to die and messages such as hers 
make a huge difference.

MDS Patient: My decision to go to the MDS Support 
Group was only made a couple of days before the 
meeting. I couldn’t make my mind up if I wanted to go 
or not. I was slightly apprehensive about what I might 
find and whether I would have anything in common 
with others. I haven’t spoken to, or seen anybody with 
MDS. I wanted to hear opinions, feelings, reactions 
to treatments and to see a clinical nurse specialist, 
as since my diagnosis, I haven’t had a face-to-face 
contact. My initial impression was what a great venue - I 
was completely surprised how modern and welcoming 
Maggie’s is. I found it to be light and airy and a great 
venue for our meeting, which was informal, relaxed and 
interesting. I look at the website regularly and realise how 
different MDS is for all those who have it. Our group was 
so different in types of MDS and I realised how difficult 
the decision to have a stem cell transplant must be. My 
initial thoughts had been that this was nirvana - to be 
able to live a normal life. How wrong! I did not realise 
the complications faced by patients and the difficult 
decisions to be made. Through the meeting I now have 
a new contact in the CNS, Kirsty, who has supplied me 
with useful information and answered my questions. 
To anybody who has not been to a meeting and is 
hesitant.......go! Listen to others and tell your own story. 
Everybody will be interested.

MDS patient: The thing you get right with the newsletter 
is the choice of content. It shows you know your patient 
community and prioritise addressing their needs, and 
don’t just claim to speak on their behalf. There’s a lot of 
that around :)

Daughter of an MDS Patient: A little over a year ago, I 
got a call from mother to tell me she had been diagnosed 
with MDS. While it wasn’t something I’d heard of before, 
when she said the words ‘pre-leukemia’, my heart 
dropped and I knew it was serious. What made things 
harder was I was on the other side of the world. My 
family are based in Australia, and I was in London. While 
trying to find out more online, I came across the MDS UK 
Patient Support Group and gave them a call. I spoke to 
the Patient Liaison, for about an hour. She was not only 
kind and understanding, but full of useful information. In 
that one phone call, I learned more about MDS than my 
mother had access to with her doctor. She calmed me 
down and explained the facts. She educated me to what 
the different blood counts mean and things to look out for. 
I’ve since had several calls with MDS UK and always had 
good advice and I would feel more positive after speaking 
with them. I am so grateful for the work you do, thank you 
Sophie and team! 

Member of MDS Support Group: l learned more about 
MDS from that one Newsletter than in the whole 4 years 
since my diagnosis!!

MDS patient: Penny and I met you at the Southampton 
meeting. Thank you for the May edition of the MDS 
newsletter, it is so helpful to have such a good resource, 
the range of articles cover many topics which are so 
relevant, it feels as though this edition was written just 
for us. The way it is written is balanced, informative and 
just at the right level. The article by Dr Chris Dalley, was 
especially helpful, as was the detail shared by Bergit 
Kuhle, please pass on our gratitude.

Member of MDS Support Group: I attended my first 
Patient Support Group at the Maggie Center in Oxford in 
June 2018. I found the Support Group to be friendly, warm, 
and supportive. It was very interesting, and somewhat 
reassuring to hear other people’s stories. For me, joining a 
support group is important. Talking to others helps me to 
understand more about the twists and turns associated with 
MDS. I’m now looking forward to the next meeting!

CMML Patient: Many thanks for inviting us to your MDS 
meeting, which we found very interesting listening to the 
various stories of others. Having attended I felt that I left 
the meeting more informed than when I arrived. Having 
CMML I thought I would be the odd man out but that 
was not the case. I wish both the Drs and Hospitals could 
be as informative as both your magazine and meeting. 
Looking forward to your next meeting in December.

MDS Patient: I just wanted to meet other people 
with the same condition. I had never heard of it before 
diagnosis and no one I knew had ever heard of it either. 
My initial impression was that everyone was friendly and 
that everyone of us was different. It proved to me that 
whilst we all had a diagnosis of MDS it is an extremely 
individual disease. Having attended the group, I now 
feel not alone. Kirsty (the CNS) was very knowledgeable 
and helpful, and the people I met approachable and 
friendly. I wouldn’t hesitate to get in touch with them in 
between meetings if I needed to. My daughter came to 
the meeting with me and found it very informative. It also 
helped her feel part of it all and it helped us talk more 
openly about the future.

MDS Patient: Initially we had very little idea of what 
to expect from the group. We hoped to find some sort 
of informal forum in which we could learn more about 
MDS, but in addition to meet patients who were also 
living with the condition. In this sense, I wanted to feel 
as if there was actually a strong collection of people to 
whom we could relate, given the rarity of the condition. 
We both found the group very welcoming and helpful. 
There was a very friendly atmosphere that allowed you 
to feel comfortable in your contribution, however big or 
small that might be. The group was incredibly interesting 
and we both learnt many new things about MDS that we 
didn’t know beforehand. We would certainly encourage 
anyone living with MDS, and also their friends or relatives, 
to attend the group. The group is a great place to learn 
about the condition from the most reliable sources, and 
the shared sense of understanding is something unique 
that can be taken away from the experience.

MDS Patient: I was hoping to meet someone at the 
meeting who has been through a transplant, just to ask 
a few questions, in the hope of maybe making a decision 
on the transplant. However, after meeting other people, I 
really understand that it’s very hard to match my condition 
like-for-like with anyone else. My mind is now made up 
and I am scheduled for January to go in for a transplant.
I was impressed with the meeting and found it very helpful 
to have the CNS, Kirsty, there. It was interesting to meet 
other people at different stages of MDS and I am pretty 
sure I would go out of my way to attend the next meeting.
I would recommend anyone with MDS to attend a 
meeting: going through the information that Kirsty had 
prepared was very informative, and listening to other 
people could help your decision moving forward.

To realise our ambitions we need dynamic people to help. Our trustees 
and management board members are committed to supporting you, 
but they are relatively few in number and need assistance. 

If you have a specific skill that you feel will assist us, e.g. fundraising, 
finance, technology - that would be fantastic. However, the only 
attributes you really need are a willingness and ability to help. If you 
wish to help achieve the ambitions of our Charity, please contact the 
office at Kings College Hospital or me directly.

We have come a long way, but no organisation can stand still – 
success requires ongoing momentum!  

We need your help

Edward Peel 
LL.B (Hons)
Chair MDS UK
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MDS world awareness day 
25th October marked MDS Awareness Day, which focused on raising public 
awareness of myelodysplastic syndromes (MDS) and its symptoms.

To mark this day, the four people below, all affected 
by MDS, were interviewed on radio stations across 
the UK.

n Claudia Richards: MDS UK Oxford Group Coordinator 
and Committee Member.

n Kes Grant: MDS UK Committee Member.

n Ally Boyle: MDS UK Member and MDS Campaigner.

n Adrian: husband of MDS patient Emma.

Kes Grant and Claudia Richards, pictured above, came 
to a London radio studio, whilst Ally Boyle answered 
questions from his home in Scotland. Adrian, wife of 
recently diagnosed Emma, was interviewed ahead of time 
by BBC Radio Lincolnshire.

In total, we had 11 interviews, which produced 130 
minutes of airtime on local and national radio stations, and 
we reached 1.78m people! 

n Radio Diamond Manchester: Claudia and Kes

n Central FM: Claudia and Ally

n UCB Radio: Claudia and Kes

n North Manchester FM 106.6: Claudia and Kes

n 97.5 Kemet FM: Claudia and Kes

n BBC Radio Scotland: Ally

n BBC Radio Lincolnshire: Adrian

n BBC Radio Lincolnshire: Claudia

n Switch Radio: Claudia and Kes

n 106.9 SFM: Claudia and Kes

n Radio Saltire: Claudia and Ally

You can listen to all the radio interviews on our website.

Statistics
MDS is a rare form of blood cancer

n Annually 2,240 patients in the UK are diagnosed with 
myelodysplastic syndromes (MDS).

Fundraising successes
As always – here is a selection of some wonderful fundraising events we are so grateful for – and so proud of. They – and 
all our donors and sponsors are the reason why we can assist patient and families, and ensure we can lobby for access 
to treatment when necessary. We could not do it without you.

Carly Marie Cannings held a Fundraising 
Cake and Fizz Party 
30th August 2018 - Raised £755.00 on Virgin Money 
Giving plus £132.50 in Gift Aid.

Carly and her mum Jacqui organised a fantastic cake 
and fizz party event to fundraise and raise awareness 
on MDS. Jacqui was recently diagnosed with MDS 
(Myelodysplastic Syndrome). She is on a watch and wait 
program and is being monitored by her consultant.
Carly says in their Virgin Money Giving Page:
“We have decided to raise awareness of this rare 
condition and the importance of giving blood and 
registering to be a bone marrow donor’’.

Jacky Leonard did the 
Wye Valley Challenge!
11-12th August 2018 - 
Raised £150.00 Virgin 
Money Giving plus £18.75 in 
Gift Aid and £50.00 in cash.
The Wye Valley Challenge is 
in Chepstow. Here are some 
photos of the beautiful scenery 
and an exhausted Jacky home 
after the Wye Valley Challenge 

on 11th-12th August. Jacky said: “It all went very well. 
Fabulous scenery and perfect weather for walking. 
Here’s a selfie of a very tired me when I got home after 
the event, with a finishers medal between my teeth!’’

Jacky says in her Virgin Money Giving Page:
“Anyone who’s met me will know I’m up for a challenge 
and keen to make a difference. This event gives me an 
opportunity to do both.

Cancer is a horrible disease. It strikes indiscriminately, 
often with tragic results. Perhaps you know someone 
who has been affected. I can’t imagine the mental and 
physical strength it takes to fight a diagnosis. Thankfully, 
there are a number of wonderful charities, doing essential 
research and supporting those affected by cancer. This 
year, I have chosen to fund raise for MDS UK. It’s a small 
charity, doing vital work supporting people with bone 
marrow failure MDS Blood Cancer. Sadly, a friend has 
just been diagnosed and I need your help to raise as 
much money as possible to help MDS UK continue their 
essential work. Please donate whatever you can afford...
remember every little helps.

Prudential Ride London for MDS UK 
completed by 7 amazing people 
Sunday 29th July 2018 – Raised £10948.15 through 
Virgin Money Giving plus £1922.56 in Gift Aid 
and other donations of £3808.47. An incredible 
£16679.18 in total. 
Prudential Ride London is the world’s greatest festival of 
cycling. The event took place from 9.00am on Saturday 
28th July right up to the Sunday 29th July 2018 on safe, 
easy and well-connected cycle routes across the Capital. 
Amateur cyclists also participate in the Prudential 
RideLondon-Surrey 100 – a 100-mile challenge on the 
same closed roads as the professionals, with the added 
incentive of raising money for good causes. MDS UK 
had a fantastic presence at this event and supporters 
and volunteers were very welcomed and much 
appreciated!
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Thank you for contributing
We have decided from now on to include two types of special public thank yous. First to the families who 
kindly set up a MEMORIAL DONATION in the name of a loved one:

And second, to those who have made an INDIVIDUAL CONTRIBUTIONS TO THE MDS UK PATIENT 
SUPPORT GROUP. Thank you 

We offer our heartfelt condolences to the families, friends and colleagues.

Barbara Joyce Bourne

Brenda Goodland

Charles Millard

Edward Pettitt

Eileen Allen

Felicia Urben

Gillian Ann Willgrave

Hazel Petrie

John French

John Herbert Griffiths

Kenneth Bray

Martin Richard 
Plumley

Maureen Gibbs

Neil Merritt

Paul Haskey

Penny Wakelin

Robin Gathercole

Thomas Cooke

Victor Beyer

Alan Woodward

Belinda Brinton

Carolyn Jane Soul

Chris Martins

Christine Smylie

Colin Gleave

David Fogg

Denis O’Connell

Eileen Green

Geoffrey Alan Paul

Gillian Park

Irene Simpson

James David Baker

Jean Munier

Joanne Cocks

Keith Bott

Leanne Rigby

Lewis Gollub

Maynel Vessey

Peter Watson

Robert Vaughan

Roz Donnelly

Sandra Norris

Read all about our brilliant team of riders (Clare Fraser, 
Caitlin Limmer, Moni Lau, Peter Southey, Steve 
Richardson, Darren Laverty and Alex Myers) in our cover 
story (see Page 1 & 2 of this newsletter) or on our website 
https://mdspatientsupport.org.uk/cycle-prudential-ride-
london-mds-uk 

Sarah’s Facials 
10th June 2018 - raised £35.00 on Virgin Money 
Giving plus £104.00 in cash plus a cheque for 172.00.
On Sunday 10th June Sarah 
Barrington-Kendall offered 40 
minute Neal’s Yard Facials from 
her treatment room in North 
Abingdon Oxfordshire. Sarah is a 
fully qualified and insured holistic 
massage and facial therapist and 
organised this event to fundraise 
for our small charity!  Sarah was 
also due to walk the Wye valley in 
August. Unfortunately she broke her toe and was unable 
to complete the walk. But her amazing supporters still 
gave generously. In total, Sarah raised £172 cash plus 
£139 Virgin Money Giving  for these two events. All of 
us at MDS UK hope that Sarah’s foot is healing well and 
she’s back to walking soon. 

Turks Head Fun Run
10th June 2018 - Amount raised £3357.82

MDS UK is delighted to 
announce that we secured 20 
running places in this Turks 
Head 10k Fun Run race thanks 
to our wonderful supporter and Patron, Caitlin Limmer, 
and the Bearcat Running Club.

Helen Wilson completed The Liverpool 
Rock’n’Rock Half Marathon    
20th May 2018 – Amount  raised  £227.50 through 
Virgin Money Giving plus £36.28 Gift Aid 
On May the 20th, 2018 Helen Wilson run the Liverpool 
Rock ‘n’ Roll Half Marathon. She says: “Yesterday, I ran 
the Liverpool Rock ‘n’ Roll Half Marathon for MDS UK 
and what a fantastic experience it was! Thousands of 
runners were there, the sun was shining, the music was 
playing, the crowds were cheering and the atmosphere 
was amazing. The route took us around the lovely city 
of Liverpool, out to Sefton Park and then along the River 

Mersey to complete the 13.1 
miles. What a great feeling it 
was to cross the finish line.

My mum was diagnosed with 
MDS in 2012 but we had never 
heard of it before. MDS UK 
gave us helpful information and 
advice when we didn’t really 
know where to turn. Sadly, we 
lost my lovely mum to MDS a 
year later but it gives us some comfort to know that MDS 
UK is striving to help people with MDS and their families”.

Steve cycled from Gerrards Cross to 
Gretna Green in two days with Everest in 
the way! 
13th May 2018 £245.00 through Virgin Money Giving 
plus £56.25 in Gift Aid.
During this spring Steve 
Plant has completed 
an incredibly strenuous 
challenge in support of our 
small charity. He sent us the 
following kind message:
“When you have had a loved 
one who you have lost to 
cancer before I know how 
much distress and pain it causes, not only for the person 
affected but for all the family and friends. I want to make 
a difference and by supporting MDS UK I hope to raise 
awareness of the condition and provide future hope to 
those affected. I cycled in two Sportives, one in Majorca on 
28th April 2018 , the other in the Lake District on 13th May 
2018. I called it “My cycle from Gerrards Cross to Gretna 
Green in two days with Everest in the way” as not only will 
it mean cycling 305 miles over those two days but I also 
ascended the height of Everest (8848 m or 29,029 feet)”.

Gareth M Coombs and Deidre Opp 
Staged a StandUpPaddleBoarding 
Fundraiser
23rd July 2018 Amount raised £700.00
Deidre told us about her motivation to complete this 
challenge and fundraise for MDS UK: “I have known 
Caitlin now for almost four years and have seen how 
passionate she is in regards to raising awareness and 
money to support MDS UK. Her passion is contagious 
and I felt compelled to add to the cause.
I am a StandUpPaddleBoard (SUP) Yoga Instructor and 
offer a very therapeutic approach to learning how to SUP 
and do SUP Yoga. The experience is very empowering 
and fits in nicely in with raising money and awareness for 
a charity close to everyone’s heart! Since I am a Starboard 
SUP Yoga Team Ambassador, Starboard UK also kindly 
loaned us state of the art boards to support getting as 
many people out as possible on the day. 

The day involved taking out three different groups or waves 
for 1.5 hours with a 1/2 hour change over for those who just 
finished to enjoy some tea and cake and to cheer on the next 
wave or group that is going out. The joy easily transferred from 
one group to the next! It was wonderful to witness and feel the 
joy shared amongst the participants. Over 30 people paddled 
and contributed to the effort on the day”.

Jennifer H - ran The Richmond Funfest 
10k & Half Marathon 
15th and 16th September 2018 - Raised - £130.00 
through Virgin Money Giving plus  £18.13 in Gift Aid.
Jennifer completed two 
runs on consecutive days 
to help raise funds for MDS 
UK. She told us “I am a 
newly qualified secondary 
English Teacher, so things 
are super busy and I barely 
get a moment to breath, 

I’m not sure how I managed to fit in training and the two 
runs during the term!!! I did it, however and somehow 
managed to hit personal bests on both days”. 

Matt Griffiths – Ultra-marathon  
28th May 2018 - Raised £1555.13 (inc 255.13 Gift Aid)
Matt revisited the 
toughest and longest 
marathon in the UK. The 
Grand Union Canal Race 
is a 145 miles non-stop 
ultra-marathon from the 
centre of Birmingham 
to the centre of London 
along the Grand Union 
Canal. Competitors are 
required to complete the 
145 mile distance within 
the time limit of 45 hours. Matt had attempted it last year, 
but a nasty knee injury forced him to give up half-way. Well 
HE DID IT this year! With true determination and renewed 
energy, he again raised awareness and funds for MDS. 
Awesome, incredible, ultra-impressive. So very grateful to 
him for this extreme challenge. Total champion for MDS!

Other events:
n Dolores Kay, J Ainsworth, Franca Diaverdino &   

B J Griffith
 Haulgh Community Choir concert 2018
 18th March 2018 - Raised £573.50.
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Sunday 14 October saw MDS UK represented at the iconic Cabbage Patch 10 
mile race - named after the Cabbage Patch Pub in Twickenham. The race itself was 
originally set up by the owners of the Cabbage Patch Pub and is almost as old as the 
world-famous London Marathon. It’s had some pretty significant winners too! Sir Mo 
Farah, no less, back in the day! Russell Cook, Deputy Chair of MDS UK, and Head of 
Fundraising, sent us his feedback on the day:

The race starts in the centre of Twickenham and heads out towards Richmond. It’s 
quite flat and fast which is probably why it appeals to so many club runners. Apart from 
the first half mile or so most of the race is held on open roads and paths! One of the 
intriguing prizes at this event is the presentation of enormous cabbages to the winners! 
Often with some fairly amazed looks on the athletes faces!

n This year, under the patronage of Caitlin Limmer, who also passes for race director 
of CB10, MDS UK had a team of 20 runners.

 Against a background of torrential rain all managed the 10 mile course in a wide 
range of times. There is a great vibe to this race, it’s very community orientated, 
and it’s very popular with committed club runners as well as fun runners (and not 
forgetting old codgers like me….) It’s extremely well organised and this year there 
were over 140 marshals stood in pouring rain with enormous smiles on their faces 
urging on the athletes. I can only say what an enormously enthusiastic and committed 
bunch they were too! Many of them are members of the Bearcats Running Club and 
Stragglers Running Club. Bearcats have supported MDS UK through thick and thin 
over the last three years. We owe them an enormous debt of gratitude.

n This is the third year that MDS UK have had a big presence and it’s now our 
‘signature’ event. This year we hope to raise enough money that we can 
comfortably cover the cost of a patient forum meeting and ultimately we hope to 
add to our vision of supporting research into MDS.

Here’s what some of our runners had to say:

Eva Boyd and Ken Pearson:
‘A fantastically well organised event with many supportive people and encouraging 
marshalls right round the course. The weather was pretty grim but it didn’t spoil 
the race and finishing definitely felt like an achievement! It was a real privilege to be 
involved with MDS UK and we would both be more than happy to fundraise again for 
this wonderful charity.’

Joseph Ogbonna
‘Great cause to support. Warm reception from MDS Patient Support team, in the form 
of Sophie who seemed to be everywhere with her smile. Fantastic race atmosphere 
with runner camaraderie enroute and the singing at the end topping it all.’

Owain Wilkins
‘When a loved one was diagnosed with the rare disease MDS, a condition about which 
my family and I (and countless others) had previously not heard, it was difficult to know 
where to turn for information. In addition to the first-class care and support provided by 
the haematology unit at the University Hospital of Wales, we have found the information 
provided by MDS UK, through its patient handbook, newsletter and website, to be 
invaluable. The charity’s work, both in promoting knowledge of MDS and in supporting 
patients and their families, is truly inspirational. I’d like to think that the funds I raise as a 
result of running the Cabbage Patch 10 will represent a small but helpful contribution to 
its ongoing efforts.’

n In 2019, we will be there again and hope that we can encourage family members, if 
not the actual patients, to come along, support MDS UK and enjoy the day.

Cabbage Patch Run Sunday 14th October 2018 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 
attach completed Gift Aid Form with your cheque to allow 
us to reclaim the tax on your donation. Use ‘Making a 
donation’ form enclosed inside this Newsletter or download 
the Gift Aid form from our website. 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 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? 

Upon registration, you will receive a Welcome pack with 
further materials and information on MDS and our Support 
Group. You will also be added to our mailing and newsletter 
distribution lists so that we can keep you informed of any 
relevant news, support group meetings or MDS Forums. 
Once a member, you will also benefit from receiving a free 
copy of all newsletters that we publish.

Membership also provides an opportunity to help shape 
access to treatment; have a say over NHS issues; play 
a role in the future of MDS patients; lobby politicians or 
help influence decisions on health made by government. 
The voice of the patient now carries substantially more 
weight than before. This greatly helps the work carried out 
by our Committee members when evaluating and, when 
necessary, challenging NICE policies and decisions on the 
evaluation and adoption of new medication.

To join MDS UK Patient Support Group - please call or email 
our main office. You can also register your membership 
online via our website or by sending us a completed 
membership form, enclosed inside this newsletter and 
available to download on our website:

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 locally.
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MDS UK PATIENT SUPPORT GROUP

Patrons: 
Professor Ghulam Mufti Head of Haematology, KCH
Caitlin Limmer Race Director, Cabbage 

Patch 

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
Zlatko Sisic HTA Advisor 

Reverend Kes Grant Spiritual Advisor

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
Geke Ong (King’s College Hospital, 

London)
Kirsty Crozier (Churchill Hospital, Oxford)
Shahnaz Hama (Nottingham University 

Hospital)
Phyllis Paterson (Addenbrooke’s Hospital, 

Cambridge)

Staff: 
Raqeebah Agberemi Project Worker
Mike Pond  Membership and Office 

Manager
Mandy Day-Calder Newsletter Editor
Benita Ashwell Fundraising coordinator 

(volunteer)

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

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

Find us online

MDS local meetings take 
place 3 times a year in 
each of these locations
Three Forum Events will be 
scheduled in 3 locations in 2019:
London in October + 2 further 
major cities

Local MDS 
Meeting Groups

Code: MDSNL009
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