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Caitlin Limmer! 
MDS UK’s new patron

We are so pleased and honoured to announce Caitlin 
as our choice of an additional patron, alongside 
Professor Ghulam Mufti. The “Force of the Limmer” 
almost needs no introduction. Chosen, not only for 
her outstanding dedication, tireless activity, wonderful 
teamwork, in everything she does – and specifically 
for MDS - but also for her kindness, generosity, 
selflessness and the inspiration she instills in everyone 
around her. This appointment was well overdue and we 
were so honoured and grateful she accepted the role.

We also wish to thank and acknowledge the magnificent 
help and support from all her runners and friends to date.  
We are gaining a patron with a big family of terrific people. 
Thank you for all your activity for 
many years already.

To those less familiar with her 
amazing work: Caitlin is the Race 
Director of Twickenham’s famous 

Cabbage Patch 10 Race 
and The Turks Head 10k. 
She is the Founder of The 
Bearcat Running Club and 
has taught hundreds of 
people to improve their lives through running.  In 2015 she 
was awarded a Points of Light award by David Cameron 
and in 2014 a Richmond Council Community award – both 
for her contribution to sport and her awareness raising of 
Myelodysplastic Syndrome.

Caitlin has spent many years raising awareness and 
money for our charity through various means: running 
17 marathons, one of which was as an 8 ft beer bottle; 
swimming 14km in the Thames; getting donations of cheek 
swabs at any event she organises; regularly standing in the 
doorway of Tesco supermarket; using her running events to 
raise money for MDS UK, plus many other inventive ways.

Continued on page 2

Moni Lau and Caitlin Limmer 
- Brighton marathon



MDS UK’s new patron: Caitrin Limmer! - continued...

Caitlin hopes that by being a Patron she will help to make 
MDS well known enough that people do not have to ask 
you what it is. She hopes to be able to attend and speak 
publicly at events that educate audiences about MDS and 
to encourage people as to how they can help.

She hopes to continue to promote getting the general 
public to give cheek swabs, as well to raise funds and 
encourage more people to get involved in raising money 
to support patients and research through events such as 
The London Marathon, The Prudential Bike Ride, and The 
Serpentine Swim etc.

Caitlin sees her role of Patron as dropping a huge pebble 
in the MDS pond and causing a lot of positive ripples that 
help patients, doctors and researchers.

To date, Caitlin and her dedicated followers have raised 
almost £25000 via many different events, marathons, 
collections at her local Tesco as well as funds she donated 
personally.

Such amazing funds enable us to provide so much 
dedicated advice time, support and information events to 
the growing number of patients and families who contact 
us every week.

Why is such work doubly important?

As ever – it is not just about the money – it is the 
awareness of this rare blood disease which Caitlin and 
her team is helping to raise. The more MDS will get talked 
about, the quicker GP’s will refer to haematologists for 
example.  And it may help Government realise that a bit 
more needs to be done for this category of patients – and 
blood cancer patients generally.

Worldwide, MDS is one of the top priorities and most 
researched topic in the field of blood cancers.  This 
research covers trying to find the cause, as well as a 
potential cure for MDS, but also ways to improve existing 
treatments, transfusion methods and Quality of Life 
generally for all patients, regardless of their age or eligibility 
for a bone marrow transplant.

The more we talk about MDS, and stress how it impacts 
on the life of families, the faster authorities will realise the 
extent of the problem.

n 2500 new patients are diagnosed every year with MDS 
in the UK.

n 85% of MDS patients are over 65 years old.

n This number will grow every year, as our population 
ages. 

With the NHS at crisis point, much more needs to be 
done to improve matters for this specific generation – 
to ensure they are properly cared for – and able to still 
contribute to society as grand-parents, volunteers – or 
simply to enjoy a well-deserved retirement.

The previous graphs show the population projection, per 
age groups between 2010 and 2040.

n By 2040, the 65-95 age groups will increase 
significantly.

n As you know, the median age group for MDS diagnosis 
is 74 years old.

n It is therefore predicted that we will have many more 
people with MDS in the coming years.

n 15% of patients are of working age – but many 
struggle, need to reduce their hours, switch to a less 
physically taxing role or have to take early retirement.

n But thanks to great care, and access to helpful 
treatments, as well as fair and understanding 
employers, many are very able to carry on working.

n So when diagnosed with MDS, it is important to 
educate employers and the HR department too.
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Dear readers and members – an explanation and apology 
first.  Due to various issues, including a heavier than 
planned workload, staff shortages, the election of a new 
chairman, and the very sad passing of our past chairman 
Prof Rodney Taylor, we have had a very long gap in the 
production of this Newsletter 7.

Sincere apologies – as we know that many of you rely 
on this publication for news and information, and enjoy 
reading it.

The good news is that we have gained two further 
members of staff, which is helping with our workload and 
will ensure a smoother production of future newsletters.

Our recent activites: This year, we increased the number 
of patient forums events, and organised them all over 
the country, for the benefit of people unable to travel to 
London. Our first one was in Birmingham in February 
2017, the 2nd was in Southampton in early November, 
ensuring that Isle of Wight patients would be able to 
attend more easily, and the 3rd one was in mid-November, 
for patients in the Dublin and Belfast regions.

We intend to run three information events every year 
from now on – if the funding allows, including the London 
Forum every other year – due to popular demand.

We have also increased the number of our shorter local 
meeting groups, and succeeded in creating a Derby group 
– and nearly have a Birmingham group ready. Still needing 
one or two more volunteers.

We may also be able to revive our Brighton group, at long 
last, following an offer of help from a long-standing patient 
member and his wife.

On the scientific and clinical front, we have contributed 
to the application and development of three academic 
clinical trials in the UK. We have set up a comprehensive 
list of all available clinical trials in the UK, for MDS and 
some AML trials – for the benefit of patients, but also 
clinicians for whom it is much easier to see all relevant 
information on a single website. Thank you to Consultant 
Haematologist Dr Simone Green for this great ongoing 
work.

As video clips have shown to be very popular, we have 
conducted several interviews with key MDS specialists. 
For those of you without access to a computer, you can 
read the transcripts in this newsletter.

More of this type of work is already in production.

Lastly - the long awaited MDS UK Patient Survey is being 
analysed. We started using some early top-line results. To 
date, this is the largest patient survey conducted in the 
UK, perhaps Europe, covering 170 MDS patients of all 
ages, including those without internet access.  See the 
relevant article in this Newsletter.

In the meantime – as it is nearly 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 carry 
on working with and for you to improve matters for all 
affected by MDS

Sophie Wintrich, CEO 
MDS UK Patient Support Group

Welcome to the 7th edition of the 
MDS UK Newsletter

n You must explain that regular check-up visits to 
hospital are necessary, that fatigue is a frequent 
occurrence – and needs to be managed carefully in 
order to function well in the long-term.

n Our patients frequently talk about MDS being 
“an invisible disease” They don’t look ill – but feel 
exhausted inside. It is hard and tiresome to have to 
explain it so frequently. 

n Even within the family set-up, it is a difficult concept to 
discuss sometimes.

In our recent survey about their MDS journey, we asked 
patients about the greatest challenges of MDS.

In respect of fatigue, they said:

''Keeping positive, coping with the side effects of 
my medication. Explaining to others when fatigue 
takes over''

''I look too well to be ill. It is hard to explain the deep 
fatigue and pains because of that''

''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'' 

See our article in this newsletter and our website for more 
survey results. MDS UK Patient Survey 2017 ©

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

3



In Rodney Taylor’s Memory 
We at MDS UK, have 
grown, learnt and 
improved thanks to 
Rodney’s leadership. 
His death is an immense 
loss to us. We will 
maintain our work and 
dedication to patient 
support and services – 
emphasising QOL and 
good communication 

at every opportunity - in his memory.   MDS UK was 
extremely important to him and the work we did was 
very close to his heart – and so were all the committee 
members and patients. He cared very deeply – and 
never missed an opportunity to express it. Equally – 
Rodney was very close to our heart too. Rodney had 
not made his wishes known to MDS UK whilst alive, but 
he had arranged to have memorial donations directed 
to our organisation as an option. We have therefore set 
up a page in his memory – where you can also leave 
a message which will be read by all family and friends: 

http://uk.virginmoneygiving.com/SomeoneSpecial/
RodneyTaylor

His death comes shortly after that of a previous MDS UK 
Committee Member, Sharon Berger, who passed away 
due to similar reasons, after a second transplant. With 
the increased research being conducted into MDS we all 
hope, as Rodney did, that a real cure or at least improved 
treatments, are on the way for patients. We thank all the 
friends, colleagues and patients who have sent in tributes 
and caring thoughts regarding Rodney. We are very 
grateful and will pass them on to his family. Rodney was a 
man of deep faith and quiet conviction. There is a Native 
American saying which says “when you were born you 
cried and the world rejoiced. Live your life so that when 
you die the world cries and you rejoice”. Rodney certainly 
lived his life well and I am sure has received a very warm 
welcome in heaven. May he rest in peace.

We offer our most sincere and caring condolences 
to his wife Janet, to his children Alice, Beatrice and 
Romilly and to his many grand-children.

We elected a new chair in January 2017 – and are very 
happy to introduce Edward Peel, voted unanimously by 
our committee members.

Ted (as he prefers to be called) gained a Bachelor of 
Laws Honours degree at University College London. 
He spent 32 years with the Metropolitan Police Service 
which included CID, teaching, anti-terrorism work and 
Policing and Security Advisor to the Government Office 
for London. As a Chief Inspector, he represented the 
Police Service of the UK on Channel 4’s ‘In Quest’ live 
debate regarding Policing and the Black Community. 
Ted joined the Management Resource Unit (The Police 
Think Tank) and helped to establish a multi-industry MBA 
Course at Warwick University for staff with potential for 
top management. He spent two years as Staff Officer to 
the Commissioner of Police, which included researching 
aspects of policing in the USA and elsewhere and 
writing policy papers for the MPC Senior Management 
Team. Whilst he was Chief Superintendent of Brixton, 
he arranged work experience in policing for young 
disadvantaged people and Chaired an off-site school 

helping young people who had been excluded from 
mainstream schools to get back into education. He 
assisted in fundraising which enabled the school buildings 
to be refurbished and qualified teachers to be employed. 
Whilst at Brixton, Ted took part in numerous television 
interviews including Black Britain and Panorama. 

He taught various aspects of policing at Hendon College 
and taught on an ‘Inner City Conflict’ course at Helsinki 
University.

He retired from the Police Service as a Commander and 
then worked in Law, including Privacy Law and latterly 
Employment Law, prior to retiring from work on becoming 
ill. He was diagnosed with MDS in March 2015. 

Hobbies include keeping fit, horology, history, gardening 
and Arsenal FC. Ted was invited to join the MDS UK 
Committee in early 2016. In January 2017, Ted was elected 
Chairman of MDS UK - to replace Prof Rodney Taylor who 
had served as chair for 7 years. We thank Ted for taking up 
this role and look forward to working with him.

Introduction of our new Chair  
Ted Peel 
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NHS England will fund 2nd stem cell transplants 
for patients whose blood cancer relapses 

Since NHS England 
initially announced 
in December 2016 
that it wouldn’t fund 
second transplants, 
more than 25,000 
people joined our 
campaign to reverse 
the decision. Thanks 
to every single 

person that signed the petitions, and wrote to their MPs. 
We all did it together. Thanks to colleagues at Anthony 
Nolan, all other blood cancer charities, Emma Paine, Mark 
Tami MP, the APPG on Stem Cell Transplant, many MPs 
and clinicians, Sasha Jones and friends. An extra-special 
thanks to the Hepburn family, who showed so much 
courage and campaigned selflessly after Gavin’s death. 
We owe them a huge debt of gratitude.

On Friday 24 February, NHS England announced that 
they will routinely fund second stem cell transplants 
for patients who relapse more than one year after their 
first transplant. This replaces the announcement in 
December 2016 that second stem cell transplants were 
‘not currently affordable’. Every year, a small number of 
patients with a blood cancer or blood disorder who have 
already received one stem cell transplant from a donor will 
unfortunately relapse (their disease will come back). For 
some of these patients, their doctor might recommend 

a second donor stem cell transplant. It is estimated that 
16 to 20 people every year in England will need a second 
transplant because their blood cancer or blood disorder 
has relapsed.

This decision affects a small number of patients in 
England who:

n have received a first donor (allogenic) stem cell transplant;

n were in complete remission;

n subsequently relapsed more than 12 months after their 
first transplant; and

n their doctor now recommends a second stem cell 
transplant.

This decision does not affect patients who suffer 
graft failure (their first transplant fails) or patients who 
have received a first transplant using their own cells 
(autologous). This decision only affects patients in 
England; patients in other parts of the UK are not affected.

Why does this decision only apply to patients who 
relapsed more than 12 months after their first transplant? 
The recommendation of clinical experts is that patients 
who relapse more than 12 months after their first 
transplant have the best chance of a successful second 
transplant. Unfortunately, there is weak evidence for the 
effectiveness of second transplants for patients who 
relapse within a year of their first donor transplant.

What is CAR T cell therapy? 
Learn about how this immunotherapy works

Cell therapies, sometimes called “living therapies,” are 
an especially promising and rapidly growing area of 
cancer research. One approach that’s been pioneered 
by Memorial Sloan Kettering (MSK) researchers, led 
by investigator Michel Sadelain, is called CAR T cell 
immunotherapy. This type of targeted immunotherapy 

aims to boost the immune system by giving immune cells 
the information they need to better recognize tumour 
cells as foreign and attack them. How does it work?  The 
technique involves filtering white blood cells called T 
cells from a patient’s blood and introducing a new gene 
into those cells. A disabled virus called a vector is used 
to carry the gene inside the T cells and insert it into the 
cells’ genomes. The gene programs the T cells to make 
a chimeric antigen receptor (CAR), which enables them 
to recognize a specific protein that’s present in cancer 
cells. The CAR T cells are then grown in the laboratory 
and infused back into the patient, where they seek out 
and destroy the cancer. CAR T cell therapy is currently 
being evaluated in the clinic at MSK for certain types of 
leukaemia and lymphoma. In this approach, T cells are 
genetically engineered to recognize a protein called CD19, 
which is found on the surface of blood cells called B cells. 
In the largest study reported so far, for adult patients 
with B cell acute lymphoblastic leukaemia — a rapidly 
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Annual UK MDS Forum Education Day 2016/17

progressing form of blood cancer — a report published 
by MSK researchers last year found that 88 percent of 
patients responded to the therapy. In late 2014, the US 
Food and Drug Administration granted MSK Breakthrough 
Therapy Designation for its CD19 CAR therapy. 

The science behind it

n A chimeric antigen receptor (CAR) helps T cells identify 
tumours.

n These T cells then recognize tumours as foreign and 
attack them.

n CAR T cell therapy is being used to treat leukaemia 
and other cancers.

You can watch an explanatory video at our website: 
http://mdspatientsupport.org.uk/car-t-cell-therapy-
learn-immunotherapy-works

On our website you 
can watch the videos 
from the annual UK 
MDS Forum Education 
Day 2016, which took 
place in London in 

November 2016. The day is targeted at all haematologists 
in the UK and Ireland who deal with MDS patients. Its 
aim is to provide information and updates on the most 
advanced scientific and clinical research in MDS. The filmed 
presentations were initially intended for health professionals, 
but patients and families are encouraged to watch them 
too. Our aim is to make this valuable information more 
widely available, to educate and empower patients and 
families, and explain the fantastic research that goes on in 
MDS.  In 2016, presentations covered:

n Immuno-phenotyping in MDS - Prof. Arjan Van de 
Loosdrecht

n Case history: Immuno-phenotyping an MDS patient - 
Dr. Robin Ireland

n King’s Myeloid Gene Panel Development - Dr. Steve Best

n CHIP / ICUS / CCUS What Does It Mean in the Clinical 
Practice? - Dr. Catherine Cargo

n MDS Initiating Cells and Clonal Evolution - Prof. 
Dominique-Bonnet

n Integrated Functional and Genomic Analysis of 
Leukaemia Stem Cells in AML - Dr. Lynn Quek

ResearchFORpatients – MDS UK interviews:
we have started a series of interviews with key specialists 
in the treatment, care and research into MDS.

These clips are available on our website to watch, and 
transcribed here for those without website access.

Interview with Professor David Bowen, Consultant 
Haematologist at St James University Hospital, Leeds, 
and key opinion leader in MDS.

“One of the biggest challenges for a patient is 
they’ve never heard of MDS” says Prof David 
Bowen

Sophie Wintrich, Chief Executive of the MDS UK Patient 
Support Group, interviewed Prof. David Bowen – Consultant 
Haematologist at St James University Hospital, Leeds. 

Prof David Bowen answered the following questions 
on camera – which you can view on our website:                    
http://mdspatientsupport.org.uk/mds-challenges-
treatment-trials-david-bowen

n What are the typical issues when you first diagnose a 
patient with MDS?

n What difference does it make to you personally - in 
your daily consultations – to have a well-informed or 
empowered patient? Benefits/drawbacks?

n How important is it to have a treatment plan for MDS? 
Why?

n What kind of difficulties do you encounter with 
explaining the concept of trials to patients? Do you 
have examples of a successful trial for a patient? 

n How frequently do you discuss clinical trials with your 
MDS patients? Any trials discussed today that sound 
interesting or promising? 
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n How do you address and explore quality of life issues 
with patients and their families?

n What are your views on patients who request an 
additional opinion? How do you generally react? Does 
it offend you?

n What is the difference for patients between being 
discussed in an MDT – and going for a 2nd or 
additional opinion somewhere else?

n Where are we at in terms of more personalised 
treatment for MDS?

n Should we start to insist that all MDS patients must 
have a genetic mutation test to establish what 
treatments may work out best for them?

n What would be the research benefit of collecting tissue 
samples from all MDS patients? How can patients 
ensure this happens?

MDS UK Interviews with key specialists in the treatment, 
care and research into MDS.

These clips are available on our website to watch, and 
transcribed here for those without website access.

How is a patient’s treatment discussed and managed?

What are the benefits of patients’ groups? What 
difference does it make to you personally, in your 
daily consultations, to have a well-informed or 
empowered patient? 

I think these patients tend to be more involved in 
their ongoing care. They come to the consultation 
with information and it makes the consultation flow 
much easier. They know what they want out of their 
management, they know what they want for their long-
term care. It just makes the consultation easier when you 
need to discuss the diagnosis, the prognosis, etc. 

Are there any drawbacks to having a patient who is 
“over-informed”? 

It always good for patients to be informed. But we 
sometimes encounter difficulties when a patient becomes 
disappointed when a new drug, for example, is not 
available to them in their centre. With MDS there are new 
drugs coming out, most of them available in clinical trial 
studies only. So, if a study is not available at their centre or 
somewhere that is easily accessible, it’s disappointing for 
the patient. That’s one difficulty. 

One topic that comes up very often in our patients’ 
calls is second, or what we call ‘additional’, 
opinions. What are your views on patients who 
request an additional opinion? Does it offend you if 
a patient asks for an additional opinion when he is 
seen by you? 

One of the reasons that I went into haematology is that 
we work as a team - there is no individualised treatment, 
the treatment is all evidence based and we work as 
a team managing our patients. I welcome a second 
opinion, it’s always good to have fresh eyes, bringing a 
new perspective on how to manage a patient. It involves 
someone else’s expertise. 

What is the difference for patients between being 
discussed in an MDT and going for an additional 
opinion somewhere else, as you have just 
explained? 

An MDT involves decision making within a local team, or 
a local network in some situations. So obviously that will 
take into account the local guidelines, which are evidence 
based, but it will be tailored to that local environment. 
It looks at the local resources available and the local 
expertise as well - so the clinical experience within that 
centre. A second opinion will be outside of that local 
setting, taking into account someone else’s experience 
and expertise, and probably it would have a perspective 
based on a lot more information and more resources. 1 
A Multidisciplinary Team (MDT) is a group of health care 
workers and social care professionals who are experts in 
different areas with different professional backgrounds, 
united as a team for planning and implementing treatment 
programs for complex medical conditions.

Dr. Simone Green – Haematologist at Hull and East Yorkshire 
Hospitals, NHS Trust. Watch the video and read the transcript below.

Dr. Simone Green “Well-informed patients tend to be more involved in their daily care. They come to the 
consultation with information and it makes the consultation flow much easier. They know what they want out 
of their management, they know what they want for their long-term care...” 

ResearchFORpatients: Interview with consultant haematologist 
Dr Simone Green, Hull and East Yorkshire Hospitals, NHS Trust  
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MDS Treatment: What to Expect from a Visit to a Consultant
What are the typical issues when you first diagnose 
a patient with MDS and when may you tell patients 
about the existence of a support group? 

I think it’s really difficult sometimes for patients to 
understand what goes on in the blood. So, for me, it’s 
really important to try to give an appropriate explanation 
about what myelodysplasia is and the symptoms they 
may have. Of course, because it is a significant blood 
disorder with lots of anxiety, you want to be able to 
support the patient when you give the diagnosis and try to 
allay any anxieties that they may have. 

In terms of the diagnosis and explaining the diagnosis, 
there’s lots of written information available, so it’s very 
important for patients to access that (and I often give that 
to patients at first diagnosis or subsequent visits) and 
also to be able to access support from the MDS Patients 
Forum. So normally I give that information at the time 
of diagnosis, and a clinical nurse specialist who I work 
closely with will also reiterate that to patients.  

And how have you seen the Patient Support Group 
activities and materials help specific patients? 

Well, a lot of patients have questions and I think, in this 
day and age, most patients want to have information that 
they can access and it’s not always the case that you 
can access that information in the clinic or have all the 
questions answered in the clinic, to be honest. So I find 
that if they have additional support they can access that 
information, talk to other patients and experts and to other 
family members from across the UK. I think that’s really 
important and a great help for patients and families. 

Tim, how frequently do you discuss clinical trials 
with your MDS patients and have you heard of any 
trials today that sound interesting or promising? 

We discuss clinical trials as and when it’s appropriate to 
do so. Obviously, we have established treatments by way 
of Azacitidine for patients newly diagnosed with high-risk 
myelodysplasia but, of course, not all patients respond to 
those treatments. 

Some will progress to leukaemia, others won’t have an 
adequate response in terms of their blood count. So there 
are many occasions when we have to look at alternative 
treatments for these patients and that really would be the 
occasion for bringing up clinical trial opportunities both 

within Brighton and elsewhere, for instance at Kings or 
elsewhere in London. 

And what kind of difficulties do you encounter with 
explaining the concept of trials to patients? Have you 
got an example of a really successful trial for a patient? 

I think the concept of clinical trials and the problems 
perhaps we encounter when we discuss these with 
patients are conveying the sort of complexity of the study 
in simple terms that they’re able to get their head round. 

These are often very complicated trials with a lot of patient 
information with them. But, in essence, the question 
that all clinical trials are trying to answer is whether new 
treatments that are becoming available for us are better 
than standard treatment. For most of the patients who fail 
Azacitidine, there really isn’t any “Plan B”, so we are very 
keen to try and understand where these newer therapies 
will fit in future treatment for our patients. 

You asked about clinical trials that we have ongoing in 
Brighton at the moment: we’re looking at antibody-based 
therapies, at targeted therapies; we’re looking at Immune 
Checkpoint Inhibitor therapy which is very promising in 
the solid tumour field, but not yet established in blood 
cancers; we’re looking at antisense therapy, hopefully next 
year, in patients who have refractory anaemia or anaemia 
that’s no longer responding to Erythropoietin, for instance. 

So we have some interesting trials locally and obviously 
many others elsewhere in the country. The important thing 
is giving patients the opportunity to take part in these 
studies and make these studies available to them.

NOTE: Dr Chris Dalley has since moved from Brighton to Southampton Hospital, where we have organised our recent Southampton 
with him, his colleague Dr Srini Naranayan, as well as Dr Sally Killick from Bournemouth.

Dr. Christopher Dalley & Dr. Timothy Chevassut – Haematologists 
at Brighton and Sussex University Hospitals Trust and Royal 
Sussex Hospital NHS Trust.

ResearchFORpatients: Interview with consultants from 
Brighton, Dr Tim Chevassut and Dr Chris Dalley  
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Where are we exactly with 
respect to personalised 
treatment for MDS patients? 
MDS: A disease where everybody is different. 

When we think about personalised treatment, we think 
about a disease where everybody is different. We group 
all these patients together, but everybody’s disease has 
slightly different changes in the genetic make-up of the 
disease and also how they progress or how they do in the 
duration of their disease. The really interesting thing about 
where we are with MDS now is that we will hopefully 
be able to personalise treatment for the patient so we 
can look at the patient - look at their individual disease 
and what abnormalities they have - and then potentially 
target those abnormalities with specific drugs. “We are 
starting to see particular drugs which target specific 
abnormalities”. I think that it is an exciting time, because 
we are now starting to see particular drugs which target 
abnormalities or genetic mutations which are found in 
MDS and certain patients will respond very well to those. 
Another interesting thing is that we can use technologies 
to identify patients who will respond to more generic 
drugs - drugs that we at the minute give to everybody. 
There will be certain patients who will respond very well 
to those and we should be able to use a lot of these new 
technologies to identify patients who will respond better, 
and give patients an idea of how they are going to do on 
treatment and what their future holds.  

Does it mean that all patients must have genetic 
mutation test? We should start to insist that all 
patients must have genetic mutation tests to establish 
which treatments may work out best for them? 

 I think we are getting to the point where this information 
is going to be useful in the clinic. We are still gathering 

information and the tests that we use are still quite difficult 
and quite complicated for a lot of different labs. And at 
the minute we don’t have a very standardized way of 
doing this, so there is quite a lot of work that needs to be 
done before we get to the point where we can offer this 
as a blanket test for everybody. I think we will get there 
and it is something that we will do in the future. It is an 
option, we can do it in the UK. It’s exciting and I think it 
will be offered in future, but we shouldn’t necessarily be 
insisting on it now. There are certain cases where it will be 
particularly helpful and it’s definitely being applied in the 
clinical trial setting. It will be very interesting gathering that 
information. At some point in the future we will be able to 
insist that patients do get this testing done. 

How far off is this future? 

I don’t think that it is that far off. This is something that 
we are going to be doing quite soon. The technology is 
there. It’s becoming cheaper and cheaper to do, and it’s 
becoming easier to do, even within the NHS. So I think 
within the next couple of years we will be seeing this as a 
routine test for MDS patients.

You can watch the complete interview on our website: 
http://mdspatientsupport.org.uk/mds-personalised-
treatment

Dr Catherine Cargo – Consultant Haematologist at St James 
University Hospital, Leeds.

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

Start a new local MDS Support Group 

ResearchFORpatients: Interview with consultant haematologist 
Dr Catherine Cargo of St James University Hospital, Leeds.
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Birmingham MDS Patients & Family Forum 2017 

The latest MDS UK Patient and Family Forum took place 
in Birmingham on the 4th of February. It was an invaluable 
opportunity for those affected by MDS to hear about the 
latest developments in MDS research and treatment.

 Those attending the forum took part in a variety of 
workshops and sessions delivered by experts and were 
invited to ask questions on the most pressing issues, from 
how to manage fatigue to newly available treatments. 

The list of speakers included Peter James, Clinical Nurse 
Specialist at Worcestershire Acute Hospitals NHS Trust, 
Susan Smith, Research Nurse at the Kings Mill Hospital, 
Sutton in Ashfield and Dr Justin Loke, Haematologist, QE 
at Birmingham, among others.

You can read the forum presentations on our website: 
http://mdspatientsupport.org.uk/missed-birmingham-
mds-patients-family-forum-catch-online

n MDS Patients Forum: A Run-through: What 
happened in Birmingham? Everything you need to 
know, from the welcome notes to the credits.

n Clinical Trials: Potential Benefits and More: Why 
entering a Clinical Trial? Get to know more about the 
process and potential outcomes

n Myelodysplastic Syndromes and their Treatment: 
an Update: Refresh your knowledge on MDS and get 
the latest on treatment options

To illustrate how patients and their families learn to 
live with MDS we have set up a new ‘Patient stories’ 
page on our website. Visit it to read more about 
the experiences, struggles and advice from other 
patients, across all types of MDS. If you find this page 
helpful, please return the favour and share your story 
with us and other patients – you are all inspirational in 
how you deal with MDS!

Either email your story to info@mdspatientsupport.
org.uk.org or post it to our main office: 

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

Advice on Travel and 
Insurance Factsheet!
Travelling and being able to go on holiday is important to Christina, Janet, 
Bev and many other MDS patients because it helps them enjoy their lives, 
keep positive and connect with other people. However, having a pre-existing 
medical condition like MDS poses additional challenges to planning a holiday or 
seeking travel insurance. To help our patients and their families deal with these 
challenges most effectively and to pursue their travel plans, we devised a Travel 
Factsheet, which is full of useful tips and advice for potential holidaymakers. 
Find your copy inside this newsletter.

Further travel advice, including details of recommended insurance companies 
are available in ‘Travel Insurance - General advice and recommendations’ folder 
on our Discussion Forum.  All our factsheets (Fatigue/Nutrition/Clinical Trials) 
are available on our website and can be requested from our main office.

New ‘Patient stories’ page on MDS UK website
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Sachyio lives in the UK. Her Mum 
has MDS, but lives in Japan. A few 
of our members have family far 
away, and when travel is particularly 
difficult or expensive it gets really 
hard. So this is the contribution of 
one daughter – helping her Mum 
cope with MDS and helping to raise 
awareness internationally. Take a 

look at her brilliant blog full of amazing ideas and gifts. 
When my Dad sends me an e-mail without me writing to 
him first, he usually has bad news. My mother has MDS, 
Myelodysplastic syndromes. MDS are a group of diseases 
in which the production of blood cells by the bone marrow 
is faulty. She was diagnosed with the illness some time 
ago and has been getting blood transfusions every 10 
days. It is believed that many patients develop leukaemia 
a few years after the diagnosis although it isn’t always 
the case. Together with new drug treatments, my mum 
has been relatively doing well. Until this summer. She had 
slight temperatures for a few days in August and was 
losing her strength. She ended up spending two weeks in 
hospital. She recovered a little but she is back in hospital 
again. This time, the doctors suspect she has infections, 
possibly Sepsis, the blood poisoning. 

Learning to Cope

I felt devastated. I was devastated the first time when I 
was told about her condition, but even more so this time.

For the saddest moment, I started preparations quietly. I asked 
Dad if I should fly to see her right away, but no, he said. I 
should wait for a few days until the test results come out. 

Feeling restless, I started searching for charities related 
to her illness and I found MDS UK Patients supporting 
group. I filled in the membership form online and a day 
later, I received a very warm welcome by e-mail. I will 

be receiving the 
information pack 
soon but I can call 
them any time if I 
wanted to speak 
to them. I felt that I 
have found another 
family. They offer 
regional meeting for 
patients and families 
and I would love to 
participate these 
although Mum is in 

Japan. Some patients may benefit from her story. She has 
been living with MDS almost 15 years (!).I don’t want her 
suffering to go to waste and I think I can make a difference 
no matter how small that can be. I want support from 
others, but at the same time, I want to support the people 
in the same situation. I shouldn’t shut everyone out and 
cry all by myself.

I can make a difference

I don’t want her suffering to go to waste and I think I can 
make a difference no matter how small that can be. I 
want support from others, but at the same time, I want to 
support the people in the same situation. I shouldn’t shut 
everyone out and cry all by myself. I am also hoping to 
be able to make use of my sewing, knitting and cooking 
skills for fundraising. I may not be able to run a marathon 
or climb Kilimanjaro, but there must be something I can 
do for the group. I have been working as a craft designer 
for last few years, and it is the time to up a game and offer 
something more. I have decided to book a trip to Japan 
for winter holidays, hoping that I will not need to travel 
any earlier. Five years ago when we visited her, she said it 
would be the last New Year’s Day that we could celebrate 
together. We are extremely lucky.

https://knitsbysachi.wordpress.com/2016/10/31/
living-with-mds/

Patient stories: 
Sachiyo Ishii tell us about her mother’s MDS 
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Back in August 2015 I was noticing how tired I was. I 
would sit down in the evening feeling totally exhausted 
and then castigate myself mentally that I hadn’t 
accomplished everything I had planned to do. Was there 
something wrong with me? First symptoms... Am I old 
and fat? I had reacted badly to a bee sting in May which 
ultimately led to a full blood count being taken in August 
2015 and a referral to see Haematology. Within ten days 
and several more blood tests at my GP surgery I was in 
front of a Consultant in Haematology. I received the news 
that something was not right with my blood counts and 
there was to be further investigation. Over the next three 
months I became an Internet junkie, scrutinising every 
site I could find relating to blood diseases. My husband 
became increasingly concerned as I frantically searched 
for answers. I had my first blood transfusion in September 
2015 and felt so well after it I realised my blood counts 
must have been dropping slowly for some time. When 
asked what my symptoms were by the Consultant in my 
first meeting I had told him I wasn’t ill, just old and fat! 
After the initial transfusion I felt like my younger self which 
made me appreciate that I was unwell.

The diagnosis and my Internet obsession

I ended up having a bone marrow biopsy in September 
followed by a second in December. My case wasn’t clear 
cut and various possibilities were considered namely 
MDS, Aplastic Anaemia and Lymphoma. It wasn’t until 
mid-January 2016 that my MDS diagnosis was confirmed. 
Armed with this information I threw myself into intensive 
internet research relating to MDS. The web forums were 
informative but I felt like a voyeur rather than a participant. 
On reflection I don’t think I could really reconcile how 
it related to me and I can honestly say I had never felt 
so lonely in my life. Some stories terrified me and for all 
my research MDS remained a mystery. Every personal 
account seemed to differ so widely and I struggled to 
find a common thread that related to me. At that stage I 

didn’t know my specific diagnosis of RCMD or what any 
other diagnosis’s meant. I felt completely inadequate as 
forum writers signed off with letters indicating their specific 
diagnosis and/or treatments. It was almost like there was 
a club that existed with other people like me but I didn’t 
know how to be a member. This was entirely my own 
perception though and not how anyone made me feel. My 
husband seriously threatened to ban me from the Internet 
as he viewed my obsession unhealthy.

The day I picked up the phone to MDS UK Helpline

On one of my web searches I came across the MDS UK 
Patient Support Group website – and decided to ring for 
extra information and possibly some help. I can honestly 
say picking up the phone to the MDS UK helpline was 
a game changer for me. I felt that I wasn’t weird having 
an illness no one has ever heard of. Sophie, the Patient 
Liaison, listened to me, answered my questions, asked 
me questions and reassured me and made me feel part 
of a community and not alone. She also helped to put 
me in touch with their nearest local group. I was elated 
when I had finished that phone call. I went to my first local 
meeting and met people like me who all look completely 
normal but they all had MDS or had partners with MDS. I 
started to fully appreciate how different everyone’s MDS 
experience is. I also met Sophie as she was at my local 
group that week. 

Me - now - and some advice

I now have greatly reduced the time I spend on the 
Internet searching. It hasn’t stopped completely but I 
dip in and out to clarify meanings of results and words. 
I have had 9 transfusions so far since September 2015 
and I still get tired the week or so before a transfusion but 
life is readjusting to my new normal. If I could look back 
and offer any advice to myself or anyone else I would say 
speak to Sophie and MDS UK as soon as you have a 
diagnosis.

Patient stories: 
Anna Sherratt. The day I picked up the phone 
to MDS UK Helpline  
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In every Newsletter, we include some feedback or story from you – the patients and families.  Do write to us, 
if you’d like others to benefit from your experiences. We are keen to hear from people all over the UK. This 
particular letter came from a patient, Mrs L, who was keen to write about her participation in a very new 
clinical trial for MDS:

It was good to meet you on Thursday afternoon at the MDS session for International Trials Day. I found the presentations 
very informative, and the visit to the laboratories fascinating. You said that you would like me to write down my thoughts 
about having participated in the above trial, so I have done so below. 

I first visited my GP in March 2014 with the symptoms of a condition which was eventually diagnosed as Sideroblastic 
Anaemia. I was 59 years old, still working full time as a Chartered Accountant, and enjoying a life without any responsibility 
except for work and home. The Haematology Clinic at the PRU and the Supportive Therapy unit became increasingly 
familiar to me as I went through an array of test whilst receiving regular blood transfusions. Eventually, it was determined 
that I had MDS RCMD. By the middle of 2016 it became clear that my need for transfusions was increasing, and also that 
the Epoetin and Filgrastim were no longer having any effect on my HB. 

By September 2016, I was needing fortnightly blood transfusions. It was increasingly difficult to fulfil my work 
commitments, even though these were much reduced. I wasn't doing much better on the home front either. This made 
me feel very down, as I could see no happy ending for my medical condition. 

This all changed after seeing Dr Gandhi on my next clinic appointment. He spoke to Dr Floro about my condition.  Then 
Dr Floro contacted me to ask if I was interested in participating in a drug trial. Thus in November 2016, I became a 
participant in the stage 3 trial for Luspatercept for a period of 6 months. Although there was a 33% chance of being on 
the placebo, it was clear to me that this was a risk worth taking. 

That has proved to be the case, even though it became increasingly obvious that I was receiving no benefit from the drug, 
and so was probably being injected with the placebo. I would take the same chance again, because throughout the trial, 
the medical care provided by Dr Floro and Maria Brillante has been first rate. My health has been monitored much more 
regularly, and in greater depth, than it would be if I were simply attending the Haematology Clinic.  Also, I have met other 
patients in exactly the same situation as my own, which is a huge positive for me. Perhaps most important is that I have 
come to see that I am making a real contribution to the future treatment of MDS simply by taking part in the trial. In a way, 
it has given me my life back, as I have had to step outside the comfort zone that I had created to help me deal with this 
condition that I didn't understand,  and didn't feel I deserved.

As a footnote, I have stopped working, so that I can devote my time to things that bring me pleasure rather than financial 
reward. My colleagues have been wonderfully supportive, and have followed my progress with great interest. I am also 
fortunate to have had the support of my son, Sebastian, who has been there for me throughout my illness, but especially 
during the trial. 

So, in conclusion, I am very pleased that I had the opportunity to take part, and even though I still need a blood 
transfusion every two weeks, I remain optimistic for the future. Thank you everyone for looking after me.

Linda

Testimonials of Experiences

Clinical trials are a very important and helpful part of the MDS journey for patients. We have created an 
easily understandable list and description of all MDS clinical trials in the UK. Including eligibility criteria 
and locations. Available as a Factsheet or via our website. Always discuss these options with your own 
physician and do consider a referral to a bigger/specialised centre to benefit from more options.

https://mdspatientsupport.org.uk/what-is-mds/current-trials

MDS Trials - Factsheet & website
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European and World-wide News 
Important projects with patient advocacy component 

The Harmony project is currently one of the most exciting 
and promising – state of the art initiative, which aims 
at gaining answers to some of the unmet needs and 
uncertainties in several blood diseases, by pooling patient 
data from all over Europe. MDS is one of the diseases 
being researched. 

MDS UK is involved through the MDS Alliance, and will 
ensure patient needs and voices are fully represented.

“HARMONY: a € 40 million PROJECT FOR BETTER CARE 
OF PATIENTS WITH HEMATOLOGIC MALIGNANCIES”

The Innovative Medicines Initiative (IMI) has approved 
HARMONY, a project that aims to foster better 
access and care for patients with various hematologic 
malignancies (HM) with the use of big data. The project 
is made up of 51 partners from 11 European countries, 
including 7 pharmaceutical companies.

Other organisations such as Myeloma Patients Europe 
(MPE), Lymphoma Coalition, MDS Alliance and CLL 
Advocate will be involved in this project as well in order to 
provide the patient perspective.

MDS Alliance will attend the kick-off meeting in mid-
January 2017, together with the other patient advocacy 
groups and all stake-holders.

HARMONY will capture, integrate, analyze and harmonize 
anonymous patient data from high-quality multidisciplinary 
sources to unlock valuable knowledge on multiple 
myeloma (MM), acute myeloid leukemia (AML), acute 
lymphoblastic leukemia (ALL), chronic lymphocytic 
leukemia (CLL), non-Hodgkins lymphoma (NHL), 
myelodysplastic syndromes (MDS) and pediatric HMs.

Building on pre-existing, long-lasting collaborations 
between Academic institutes and the pharmaceutical 
industry, the HARMONY project shall further advance 
HM management through a more efficient process of 
treatment development and rapid decision-making. The 
expected outcome will be better prognosis and quicker 
life-saving decisions, important for patients suffering from 
these hematological diseases.

The project brings together key stakeholders in the 
clinical, academic, patient, HTA (health technology 
assessment), regulatory, economical, ethical and 
pharmaceutical fields to:

n Developing a data sharing platform that empowers 
clinicians and policy stakeholders to improve decision-
making

n Establishing a network reflecting the European HMs 
landscape

n Defining clinical endpoints and standard outcomes in 
ALL (paediatric & adult), NHL, MM, AML, CLL, MDS

n Alignment of key stakeholders on relevance of these 
outcomes (policy makers, payers, patients)

n Providing means for analysing complex data sets 
comprising different layers of information

n Identifying specific markers for early registration of 
innovative and effective therapies for HMs

The HARMONY project’s final deliverable is a big data 
platform which integrates outcome measures and 
endpoint definitions for HMs. HARMONY will achieve this 
from a pan-European perspective by uniting and aligning 
European stakeholders and key opinion leaders in the 
field. 

The 5-year project will start in January 2017 and is funded 
through the Innovative Medicines Initiative (IMI); Europe’s 
largest public-private initiative aiming to speed up the 
development of better and safer medicines for patients. 
Harmony is coordinated by two public leads: Prof. Dr. 
Jesús Marïa Hernández from Instituto de Investigación 
Biomédica de Salamanca, Spain, and Dr. Guillermo Sanz 
from Instituto de Investigación Sanitaria del Hospital 

La Fe de Valencia, 
Spain, and by two 
EFPIA leads, Tayyab 
Salimullah from 
Novartis Oncology 
and Pam Bacon from 
Celgene International.

Two major projects started in 2016/2017, where the MDS Alliance is fully involved. These 2 projects will immensely benefit 
patients in the UK, Europe and the rest of the world – so do follow the progress – and mention it to your haematologists.

The Harmony project
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The European Reference Networks (ERN) and 
EuroBloodNet project is a most helpful European led and 
funded initiative, to increase cooperation across Europe, 
for the benefit of all patients with a rarer disease.

Topics dealt with include cross-border health care, sharing 
of best practices, clinical trials abroad, tele-medecine and 
access to specialist advice in other countries.

MDS UK is involved in this project through the umbrella 
organisation MDS Alliance.

“EUROBLOODNET AIMS FOR BETTER CARE FOR 
PATIENTS WITH RARE BLOOD DISORDERS”

Patients suffering from rare blood disorders will benefit from 
networks of excellence across the European member states.

At the third conference on European Reference Networks 
(ERNs) in Vilnius, Lithuania, EuroBloodNet was officially 
awarded as one of the recently approved ERNs

 ERNs is an initiative of the European Commission and 
consist of networks of 
healthcare providers and 
centers of excellence 
in Europe aimed at 
improving quality, safety, 
and access to  highly 
specialised healthcare. 
Through these networks, 

healthcare providers have access to a much larger 
knowledge pool and patients have better changes to 
receive the best treatment.

EuroBloodNet, the ERN 
on rare hematological 
diseases, results 
from joint efforts of 

the European Hematology Asssociation (EHA), and 
the European Network for Rare Congenital Anemias 
(ENERCA). It is coordinated by Prof. Pierre Fenaux from 
the Hopital Saint Louis , Paris, together with Prof. Béatrice 
Gulbis from the University Hospital Erasme, Brussels.

The network brings together 66 highly specialized hospital 
centres with expertise on malignant and non-malignant 
rare hematological diseases.  

Patient involvement is key in ERNs. For EuroBloodNet, 
the hematology patient community elected five 
representatives: Amanda Bok (European Haemophilia 
Consortium), Angelo Loris Brunetta (Associazione Ligure 
Thalassemici Onlus), Jan Geissler (Leukemia Patient 
Advocates Foundation), Ananda Plate (Myeloma Patients 
Europe) and Sophie Wintrich (MDS UK Patient Support 
Group) successfully ensured that the patient voice is 
fully represented in the ERN Board and sub-clinical 
committees – a great achievement and milestone in 
increasing the role of patients in clinical care as it evolves 
in Europe.

The world-wide umbrella group 
MDS Alliance keeps growing 
and improving in terms of 
membership and activities.

MDS UK CEO Sophie Wintrich 
is one of the founding members 

of the group – and ensures the voice of the patients and 
families in the UK is fully included.

The extended experience of the UK group with 
organisations such as NICE (National Institute for Health 
and Clinical Excellence) is useful on many levels within the 
MDS Alliance, to assist other members.

The European Reference Networks (ERN) and EuroBloodNet project

MDS Alliance progress

Please forward to friends and family. 
Thank you for your on-going support.

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 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.
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The MDS UK Patient Survey Preliminary Results
In 2012, MDS UK Patient Support Group started an 
important endeavour to systematically assess the needs 
of patients suffering from Myelodysplastic Syndromes in 
UK. 

‘’UK MDS patients – Assessing the needs for support’’ 
is the largest UK-specific study ever conducted focusing 
exclusively on patient experience, Quality of Life, and 
needs of MDS patients, with 170 MDS patients surveyed.

The aim of this study was to better understand better the 
impact of MDS on patient’s life and evaluate the services, 
provided to them. The ultimate goal is to improve the 
support and care offered to all MDS patients. 

To achieve this, we designed a comprehensive survey, 
which considers all major aspects of patient’s experience 
throughout their MDS journey. The survey was anonymous 
and participation was voluntary. 

We are glad to announce that we have collected 170 
results across UK, covering MDS patients of all ages, 
including those without internet access and it is currently 
being analysed. We have presented some early top-line 
results at this year’s UK MDS Forum Educational Day and 
at our Patient Forum Events in Southampton and Dublin. 

Below, in Graph 1, are some results from the recently 
concluded MDS UK Survey. 

The emotional impact of MDS can be as substantial 
as the physical impact of the disease. When newly 
diagnosed with MDS, patients usually experience a wide 

range of emotions as they try to cope and understand the 
magnitude of the disease and many have described this 
as ‘’being on an emotional rollercoaster’’. 

When asked in the survey about the impact of MDS, 
about two-thirds of respondents said MDS is an significant 
emotional burden to them while over half of them said 
their daily activities are seriously affected by MDS. We also 
asked patients about the greatest challenge of MDS; with 
regards to emotional impact, they said:

‘’Fear of the unknown, depression when unable 
to plan for the future’’

‘’Coping with the frustration of not being able to 
do the level of activity I would like’’

One way to ensure that the emotional impact of MDS 
does not get too overwhelming is to understand and 
process your thoughts instead of pushing them aside and 
practice mindfulness activities. 

It is also helpful to talk about your feelings or situation 
with other patients who might be going through the same 
problem as you or professionals and members of your 
family. And of course, it helps to understand that help, 
care and some treatments are available, or perhaps just 
round the corner, in the form of a clinical trial.

Remember, you are not alone –  reach out 
and seek contact.

Graph 1: Some results from the recently concluded MDS UK Survey
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It is important to have access to Clinical 
Nurse Specialists (CNSs) or a MDS nurse 
because they are involved in treating and 
managing the concerns of their patients 
as well as promoting health and wellbeing 
however, not every patient have access to a 
CNS or MDS Nurse. 

A quarter of respondents stated they did not 
have access to a specific MDS nurse or CNS 
when asked in the survey. Nevertheless, 
patients who have access and have 
contacted a CNS found it useful with more 
than half of them (74%) saying they found 
CNSs extremely useful in dealing with issues 
such as reducing the level of worry and 
emotional burden of MDS as well as dealing 
with physical health issues caused by MDS 
or MDS treatments.

We asked patients to add any relevant 
comments with regards to access or lack of 
access to a specific CNS, they said: 

‘’It is brilliant to be able to contact 
my CNS about anything in 

relation to my MDS. She is very 
knowledgeable and helpful’’

‘’I did meet a nurse in the lift who 
told me she was a specialist nurse 

and was surprised that I hadn’t 
been referred to her’’

‘’Just a phone call away and if 
unavailable they will always ring 

back’’

MDS may have an impact on other family 
members. Patients were asked how 
much time on average is spent at the 
hospital during transfusion; over half of the 
respondents said 5 to 8 hours. Due to the 
consequences of MDS, patients rely on 
their family or friends who can help with 
certain tasks. On average, patients received 
69 hours per month of help from family, 
friends and other paid helpers with regards 
to assistance with daily activities and 125 
hours per month with regards to emotional 
support. However, not every patient benefit 
from this kind of support.

In addition, many older carers/spouse are 
not in perfect health themselves, making it 
twice as hard to cope.
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Below are word clouds illustrating the most quoted words 
when patients were asked what the greatest challenge 
about having MDS was, and what terms were used when 
MDS was explained to them at time of diagnosis.

We also received some feedback about MDS UK Support 
Services. Here is what some of the patients had to say:

’I have felt far less ‘’alone’’ with my MDS since 
accessing the support group’’

‘’Information from MDS UK patient support group 
has been very welcome and helpful’’

‘’I find the MDS UK newsletter very helpful and will 
try to make use of the MDS website’’

‘’I always find it very useful to know new 
treatments and meet patients with MDS’’

‘’It is a vital and valuable service’’

‘’I posted a question online, Sophie phoned me 
back the next day, felt very supportive and was 

extremely useful

‘’They are the only people who have explained 
anything to me’’

“MDS Support Group helped with referral to a 
Centre of Excellence’’

What do UK MDS patients say about the information 
they receive at diagnosis?

According to the MDS UK survey:

n 30% reported insufficient verbal information for their 
needs

n 29% reported no written information about MDS 
provided

What can you do to ensure you receive the 
information you need?

There are many different reasons why MDS patients may 
not be fully satisfied with the information they receive 
on MDS, such as the complexity of their diagnosis, 
unfamiliarity with the condition or medical terminology, 
short consultation time or information overload. 
Associated emotions of shock, uncertainty and feeling 
overwhelmed may also get in the way. Patients also differ 
from one another in terms of the amount and detail of the 
information they want and at which point in their MDS 
journey.

One way to ensure you receive the information you need, 
and when you need it, is to ask questions that are relevant 
and matter to you. However, putting your concerns into 
words and finding the right questions to ask isn’t always 
easy.

To help MDS patients gain greater control over the flow 
of information in consultations, French and Australian 
researchers put together a list of over 50 questions, which 
were found to matter most to MDS patients and their 
family members in those countries. Using this list could 
help you decide what questions to ask your haematologist 
at your next consultation to better understand your 
diagnosis, treatments and consequently to make more 
informed decisions about your health care.

Please see the QUESTION PROMPT LIST on the MDS 
website at http://www.mdspatientsupport.org.uk/
question-prompt-list-to-help-meet-the-information-
needs-of-mds-patients/ to identify the questions that 
matter to you. Categories include questions on diagnosis; 
tests; prognosis and evolution; treatment options; 
treatment plan; clinical trials; the team and support. Write 
them down together with any other questions that you 
have. Finally, if you can, bring someone with you to the 
consultation to take notes and to help you make sense of 
what’s been discussed.

Remember, our office is here to provide further general 
information on MDS and services that can help you. We 
don’t give clinical advice, as only your clinical team can do 
that, but if there is anything you would like to discuss with 
us, please don’t hesitate to call us on tel: 020 7733 7558.

Please request permission before using this data -
MDS UK Patient Survey 2017 ©

Greatest challenge about having MDS

Terms heard at diagnosis with MDS
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MDS Specialists and Centres of 
Excellence (CoE) in UK/Ireland
The haematologists in the hospitals below are the MDS 
experts we recommend you consult for any type of MDS, 
at any time or any stage, but especially if you are seeking 
an additional opinion. 

These physicians have extensive experience treating MDS 
patients - and will work with your local haematologist to 
offer you the best possible care and advice.

All of these haematologists are part of the UK MDS Forum 
- the UK specialist group for MDS - and work extensively 
with other MDS experts worldwide. In addition - some of 
these hospitals have obtained a Centre of Excellence 
(CoE) status, others have not yet applied for this status.

Under NHS rules, you are free to seek a referral to the 
hospital of your choice.

To get a referral: Please just ask your GP or your 
haematologist to refer you. You will receive an 
appointment in the post as soon as possible.

Do not ever hesitate to seek an additional opinion:  

You have been diagnosed with a rarer condition – you also 
only have 1 body – look after it – seek the best opinions 
available.

We congratulate Dr. Chris Dalley for his initiative in adding 
Southampton Hospital to the list of Centres of Excellence.

London
King’s College Hospital (CoE)
University of London
Prof Ghulam J. Mufti

Leeds
St. James’s University Hospital (CoE)
St. James’s Institute of Oncology
Prof David T. Bowen

Cambridge
Addenbrookes NHS Trust (CoE)
Professor Alan J. Warren, PhD, 
FRCP, FRCPath

Birmingham
Queen Elizabeth Hospital (CoE)
University Hospital Birmingham NHS 
Trust
Prof Charles Craddock, MD
Dr Manoj Raghavan, MD

Oxford
Radcliffe Hospitals and University of 
Oxford (CoE)
Prof Paresh Vyas
Prof Jackie Boultwood

Bournemouth
The Royal Bournemouth and 
Christchurch Hospital (CoE)
Dr Sally Killick, MD

Aberdeen, Scotland
Aberdeen Royal Infirmary (CoE)
Dr Dominic Culligan

Cardiff, Wales
University Hospital of Wales (CoE)
Dr Jonathan Kell

Manchester
Christie NHS Foundation Trust (CoE)
Dr Dan Wiseman

Brighton
Brighton and Sussex University
Hospitals NHS Trust
Dr Tim Chevassut

Hull
Hull and East Yorkshire Hospitals
Dr Simone Green

Worcester
Worcestershire Acute Hospitals 
NHS Trust & Birmingham NHS 
Foundation Trust
Dr Juliet Mills

Glasgow, Scotland
Beatson West of Scotland Cancer 
Centre
Dr Mark Drummond

Truro
Royal Cornwall Hospitals Trust
Dr Anton Kruger

Reading
Great Western Hospitals
NHS Foundation Trust
Dr Alex Sternberg

Northampton
Northampton General Hospital
Dr Jane Parker

Newcastle
Newcastle Hospitals
NHS Foundation Trust
Dr Gail Jones

Dublin, Ireland
Tallaght Hospital (CoE)
Trinity College Medical School
Dr Helen Enright, MD

Southampton
Southampton General Hospital (CoE)
NHS Foundation Trust
Dr Chris Dalley
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Regional groups update

London and King’s College Hospital Group 
KCH - MDS, AA, AML London Local Patient 
Meeting at Kings’s College Hospital 
London Group led by Clinical Nurse Specialists: Nana 
Benson-Quarm, Janet Hayden and Geke Ong together 
with Sophie Wintrich, CEO/Patient Liaison, MDS UK at 
King’s College Hospital for patients with MDS, Aplastic 
Anaemia (AA) and Acute Myeloid Leukaemia (AML). 
Monday afternoon meetings in Weston Education Centre, 
Cutcombe Road, London SE5 9RJ every 4 months.

Essex Patient Group
Essex group led by Chris Dugmore and featuring informal talks 
from local physicians and nurses. Meetings every 3-4 months 
at Salamanca Room, Chelmsford Museum, Oaklands Park, 
Moulsham Street, Chelmsford, Essex, CM2 9AQ. 

For further information, contact:
Coordinator: Chris Dugmore
Email: Essexgroup@mdspatientsupport.org.uk 
or check our Events page for details.

Anglia Patient Group – Cambridge 
Anglia group led by patients and family members and 
facilitated by John Heywood. Monday morning meetings 
on a 6-8 week basis in Cambridge Cancer Help Centre, 
Great Shelford, Cambridge, CB22 5JT. Local physicians 
and nurses attendance to deliver informal talks and 
answer general questions.

For further information, contact:
Coordinator: John Heywood
Phone: 0207 733 7558
Email: Angliagroup@mdspatientsupport.org.uk
or check our Events page for details.

Oxford Patient Group
Oxford group led by Kirsty Crozier, Advanced Nurse 
Practitioner at Churchill Hospital with assistance from 
patients Claudia Richards. Friday morning meetings 
every 3 months at the Maggie’s Oxford Centre Churchill 
Hospital, Old Road, Oxford OX3 7LE

For further information, contact:
Coordinator: Kirsty Grozier
Phone: 0207 733 7558
Email: oxfordgroup@mdspatientsupport.org.uk
or check our Events page for details.

Dublin/Ireland
An official MDS Ireland group was formed over 2013 – 
2014 led by Sinead Mahon, whose Mum Brenda has MDS. 
MDS UK is offering advice, guidance and financial support 
to this emerging group. Dr Helen Enright of the Centre of 
Excellence in Dublin is supporting the group as well.  
We held our most recent patient forum there for Dublin 
and Belfast. The Irish MDS Group is gaining in strength 
– so please get in touch if you can contribute to it in one 
way or another with its organisation.

For further information, contact:
Coordinator: Sinead Mahon
Email: mdsireland7@gmail.com 
or check our Events page for details.

Bournemouth Group
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. Meetings will be scheduled on Wednesdays 
between 10.30 am – 1 pm every 4 months at The Grove 
Bournemouth – UK’s exclusive not-for-profit hotel created for 
sufferers of life-limiting illnesses and adapted to their needs.  

For further information, contact:
Coordinator: Guy Rouquette
Phone: 0207 733 7558
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.

Brighton 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.

Birmingham Group
Currently on hold, as we are looking for a new venue 
and proactive volunteers who are willing to set up and 
moderate future meetings. Please contact our main office 
if you can help.

Information on all our local groups and upcoming meetings are regularly 
updated on our website - www.mdspatientsupport.org.uk. Please visit 
our page for further details or call our main office on 020 7733 7558.
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Fundraising successes
As always – here is a selection of some wonderful fundraising events we are so grateful for – and so proud of.  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.

Christmas Concert
Claudia Richards, 
our Oxford Group 
Coordinator, organised 
a beautiful new event. 
A Christmas Concert 
with Carols presented 
by Newlands Madrigal 
Choir from Newlands 

Girls’ School, Maidenhead followed by Afternoon Tea 
and an opportunity to shop at MDS UK Christmas Craft 
Stall

World Awareness Day Walk 
A new event 
organized by our new 
patron Caitlin Limmer, 
a relaxed and 
social walk. We are 
immensely grateful to 
Caitlin for organising 
this amazing event. 
It will be a day to 

remember, for all our supporters and members and a 
great opportunity to join efforts and raise awareness of 
MDS with the general public.

The Cabbage Patch Race 2017 

Again, on the 15th October 2017, more than 10 truly 
generous people took part in The Cabbage Patch 10 
and raised money for MDS UK. The Race Director of 
Cabbage Patch 10 is our dear friend, supporter, and 
patron the amazing Caitlin Limmer. We immensely thank 
the runners: Darren Laverty, Daniel Holah, Sarah Mayo, 
Nicky Morgan, Alec Holah, Alicia Madgwick, Gareth 
Clifton, Simon Gardiner, Mark Read, Chris Fawcett and 
Russell Cook.

Chase Buchanan Estate Agents also ran the The 
Cabbage Patch 10 Mile Run for MDS UK Patient 
Support Group! This year they raised £669! We hugely 
thank the Chase Buchanan runners: Lauren Hayler, Colin 
Deer, Michael Peacock, John Sawyer, Lianne Gregory, 
Sam Smith, Nadeem Younus, Manuela Bregiel, Katie 
Wilson, Anna Masters & Chris Brookshaw. 

Steve Wright, a 26 mile walk for Terry
Steve set up this 
event in memory of 
his late Father in law 
Terry who would have 
celebrated his 70th 
birthday on the same 
weekend. Steve says 
“Terry had a passion 
for walking, and prior 

to being diagnosed with MDS in October 2015 he was 
steadily ticking off the Scottish Munros. Lawley was one 
of his regular local walks and I therefore felt this would be 
a fitting way to raise money for a fantastic charity.” Steve 
raised £709.00!

Katharine on the 
Southwest Coast 
Path Trail
On the 1st of October 2017 
Katharine Phillips run 18km 
at the scenic Southwest 
Coast Path Trail Running 

Challenge, fundraising for our small charity £425.00. 
The race started and finished at Dartmouth Castle 
and passed such wonderful locations as Bee Sands, 
Slapton, Start Point Lighthouse and so many more, with 
incredible views and tough trails. 

Lingyi & Judith Run 
in memory of Mr 
Phil Winstanley  
Lingyi Yang and Judith 
Lesowiec ran the Robin 
Hood Half Marathon in aid 
of MDS UK Patient Support 

Group. They ran in memory of their late head of sixth 
form, Mr Phil Winstanley, who sadly passed away from 
MDS. Phil spent most of his working life in education, 
latterly as head of sixth form at West Bridgford School. 
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His students remembered him fondly. Lingyi and Judith 
said “We are dedicating this run to our late head of 
sixth form, Mr Phil Winstanley. He made such a big 
impact in our lives but left too soon due to a form of 
Myelodysplastic Syndrome.” 

Team 10K! In memory 
of Brenda Goodland
“We are running the Kew 
Gardens 10k - this will be 
the furthest that most of us 
have ever run before! We’re 
raising money for a wonderful 
charity that has helped support 
our friend Brenda over the 

last few years - She has written an amazing blog 
about her experiences which you can find here: 
brendagoodland57.wordpress.com. The Gould 
Team raised the amazing amount of £2125.

We are so grateful to this incredible group of friends 
and families – as Brenda had been a very wonderful 
and long-standing member of MDS UK – and a superb 
fundraiser. Missing her dearly.

Wendy Mansell - 
Warrior Adrenaline Race 

Wendy Mansell took 
the challenge with 
Stuart Billins and a few 
other people. We are 
immensely grateful to 
Wendy for thinking of 
us, and full of admiration 

for her sense of fun and, indeed, stamina.  They raised 
£560, thanks a lot!

Hywel, RideLondon-Surrey 100 in 
memory of dad Graham

In July 2017 Hywel 
Matthews rode an 
amazing 100 miles 
at the RideLondon-
Surrey 100, and 
in only 6 hours 
and five minutes! 
, raising £1116 
for MDS. Hywel 

said “My Dad was diagnosed with Myelodysplastic 
Syndromes (MDS) in July 2016 and had been receiving 
weekly blood transfusions as part of his treatment. This 
cruel syndrome stopped Graham’s bone marrow from 
producing haemoglobin and platelets, which meant 
he could no longer enjoy losing golf balls around the 
countryside, or fishing to keep the freezer stocked up 
with Trout. After 6 weeks and excellent neurological and 
haematological care at Royal Stoke University Hospital, 

Graham lost his battle on 4th March, a week before his 
76th Birthday. I was lucky enough to get a place in the 
Prudential Ride London-Surrey 100 on Sunday 30th 
July, and I’m dedicating this ride in his memory. I’m 
hoping to raise as much in donations as possible for 
the MDS UK Patient Support Group, who supported 
Dad since he was diagnosed. You might not have heard 
of the MDS UK Patient Support Group as they are a 
small charity, but their work is crucial in supporting all 
patients, especially in regions with no MDS specialists. 
They’re also striving to improve treatments, including 
recruit eligible patients for clinical trials.”  So grateful to 
Hywel and family for these words and fundraising.

Annette - Brownsea Swim 
in Memory of Aunty Sue

“My lovely, Aunty Sue 
passed away from 
developing a condition 
called Myelodysplastic 
Syndrome. She was a 
zany, slightly bonkers 
wild child reformed. An 

adoring mum of three grown up children and a much 
loved wife, sister and aunt. She worked as a carer later 
in life which she loved very much. She passed away at 
59 six years ago from complications arising from MDS. “ 
Annette raised £642

Kate and Ali Took on the Thames
On the 16th of July 2017 
Kate and Alison squeezed 
into their wet suits and 
bravely took on a one mile 
route around the Royal 
Albert Dock in support of 

our charity! We are immensely grateful to Kate and Ali 
for thinking of us.  They raised £150.00.

Dan Crowley golf day & car boot sale
A golf day and car 
boot sale were held 
in memory of Dan 
Crowley recently at 
Tilgate Golf Club. “These 
amazing fundraising 
events organised by 
Dan Crowley’s widow, 

Stella and all their family and friends took place on 18 
September 2015. The family has been holding the Golf 
Day for the last five years in a row. The full sum raised 
– £7,288 – is truly phenomenal and is the most that 
anyone has ever raised for MDS UK at a single event. 
We are immensely grateful to Stella and her family, as 
well as all their friends, for the generous support,” They 
also raised £605 at the car boot sale held as part of the 
event. 
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“We would like to express our deepest gratitude and 
thanks to Stella, her family, friends and staff at the 
Tilgate Golf Club for all their support over the years,” 

Matt Griffiths - Ultra 149 Mile Run 
This event was a non-stop, 145 mile 
foot race that followed the Grand Union 
Canal from Birmingham to London. Matt 
Griffiths has a few long races under his 
belt, including 24 marathons and 10 Ultra 
Marathons but this was the longest run he 
ever attempted. Matt raised the amazing 
amount of £1528.

Dan & Sarah’s 40th Peru Adventure
Dan & Sarah say in their Virgin 
Money Giving Fundraising 
Page: “For our 40th birthday 
next year, Sarah Mason and 
I wanted to do something 
different! So, in May we are 
stupidly putting backpacks 
and walking boots on and 

going to Peru for 9 nights. And as people will know, this 
is not “our normal thing”. For 4 days and 3 nights of the 
trip we will be doing the Inca Trail Trek where we will 
be sleeping in a tent in the mountains and the rest of 
the trip will not be glam (although we stopped short of 
staying in hostels!). 

We have to trek up to 4,200 meters which could cause 
altitude sickness issues. This isn’t a walk in the park! We 
are self-funding the whole trip but wanted to do some 
good so we will be raising money for charity. All charities 
are worthy but this year we lost an old friend who we 
met on our honeymoon (and recently reconnected with) 
to a very rare cancer, leaving behind 3 young children 
and his wife. So we thought in Gavin’s memory we 
would raise funds for 2 charities that are personal to his 
wife Lisa’s heart - MDS patient support and Winston’s 
Wish. Dan and Sarah raised £1063.

Kirsty Runs the London Marathon
The incredible Kirsty Crozier, 
MDS nurse in Oxford, MDS 
UK Committee Member 
and Oxford Group Meeting 
Coordinator together with 
Claudia Richards, ran the 
London Marathon for MDS 
UK Support Group. Kirsty 
is not fundraising – but she 
is already doing wonders 
to raise awareness – as 
the only MDS nurse in the 

country to run for us!!!! This is an incredible achievement 
as it is close to impossible to get a running place in the 

London marathon these days, if you are a small charity. 
Kirsty joins Alec Holah, who ran and fundraised in 
memory of Gavin Hepburn. Go Kirsty!

Alec Holah Runs the London Marathon! 
Alec was inspired by 
Lisa, Olivia, Tilly, and 
Ellis to run.
He says on his 
Virgin Money Giving 
Page: “The reason 
why I am running 
the marathon, 

and why it’s so important that I can RAISE AS MUCH 
MONEY AS POSSIBLE with your help.... Last year 
my family’s life was literally turned upside down and 
none more so than my sister Lisa and her three young 
children, when we lost a great man - my brother-in-law 
and great friend Gavin Hepburn. Gav was an amazing 
father to his kids and a rock to my sister. He was a 
young, outgoing, energetic and successful man who 
had everything to live for, and so many things to look 
forward to in life. In November 2012 Gav was diagnosed 
MDS. To say that Gav gave everything to overcome his 
battle would be an understatement. Years of intense 
treatment and hospital visits never deterred him and 
I will forever be grateful for the bravery he displayed, 
showing me that no matter what life throws at you 
nothing is more important than your family and friends. 
A huge inspiration to myself and so many other people 
that knew him, he is hugely missed by us all. So my aim 
by way of a huge thank you for dedicating their time 
to look after Gav, and to provide him with incredible 
support throughout his illness is to RAISE AS MUCH 
MONEY AS POSSIBLE for an unbelievable group of 
people at MDS UK. My family will be forever grateful for 
the support and help that they have provided not only to 
Gav, but also those who have been affected in a similar 
way. “ Alec raised the amazing amount of £2102!! 
Hepburn’s, Holah’s, no day goes by at MDS UK without 
us thinking about Gavin and all of you. Your family 
represents the reason why we keep working to ensure 
access to the right treatment the moment a patient 
needs it. Not a day later.

The Bearcats Run the 
Brighton Marathon

The amazing 
Bearcats Runners did 
it again! They ran the 
Brighton Marathon 
2017 in support of 
our charity and raised 
£1097!  Go Bearcats 
– we LOVE you!
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Simon with West 
Brom Legends vs 
Stourbridge FC 
Legends
The West Brom Legends 
played a team of 
Stourbridge FC Legends 
including the appearance 
from the legendary Simon 
Wilkes. Simon organised this 

amazing day. Not only fundraising £421 for MDS UK, 
but also raising awareness of the need for Bone Marrow 
Donations.

Russell keeps 
fundraising! 
Our friend and MDS 
UK trustee Russell 
Cook is fundraising 
for our charity. He 
suffered from MDS and 
underwent three stem 
cell transplants: two 

from an unrelated donor, which failed, followed by stem 
cells from his 15 year old son Luke – which fortunately 
did work. Russell has since gone on to run several 
marathons campaigning and fundraising for MDS UK 
Patients Support Group.

Springtime Concert & Easter Craft Sale
Claudia Richards, our 
trustee and Oxford Group 
Coordinator, organised a 
beautiful event for Easter: 
a Spring Concert & Easter 
Craft Sale in aid of MDS 
UK, with the amazing 
performance of Voices in 

Accord, a mixed harmony group based in Hillingdon.
Thank you Claudia – you are a lady of many talents!!!
We could not function without you.

Cate Skeat in memory of Glyn Jones
Cate said “I am fundraising 
as a personal challenge. My 
challenge is Dry February 
to spend a month without 
booze and raise money in 
memory of Glyn Jones... 
We really appreciate all your 
support and thank you for any 
donations “. We hugely thank 
Cate for her efforts in memory 

of Glyn. She has raised £1,350.00 for MDS UK Patients 
Support Group. 
 

Memorial Dart Day
On October 2016 Scott Phillips 
organised a Darts Day and 
Charity Night in memory of his 
dad Naughton Phillips. Darts 
with a trophies for the various 
categories and prize money on 
the day. The evening included 
singing and dancing, plus a raffle 
with some fantastic prizes. What 
an amazing way of celebrating 

Naughton Phillips’ life!  A massive thank you to those 
that attended what was an amazing day, raising an 
amazing amount £1316.

Christmas Craft Fair 
at Gerrards Cross 
Methodist Church
We would like to thank Claudia 
Richards, our patient coordinator 
from Oxford, for raising the 
profile of MDS on this occasion. 
An event like this raises crucial 
awareness of rare diseases and 
smaller charities amongst the 

general public. We need as much help as possible in 
order to carry on our work of supporting patients and 
campaigning with them. Gerrards Cross Methodist 
Church Christmas Craft Fair raised for MDS UK £600. 

The Cabbage Patch 10 Mile Race 
The Cabbage Patch 10 
has been going for at 
least the last 35 years 
and is tremendously 
popular – and almost 
as old as the London 
Marathon. The race is 

also very generous regarding donations and support to 
charities. This year, The Cabbage Patch 10 Race also 
supported our small charity MDS UK Patient Support 
Group – for which we are enormously grateful, raising 
£2000

Chase Buchanan - 
The Cabbage Patch 10 

Chase Buchanan 
Estate Agents’s was 
running The Cabbage 
Patch 10 Mile Run 
for  MDS UK Patient 

Support Group! We hugely thank the runners: Colin 
Deer, Michael Peacock, Malcolm Hall, John Sawyer, 
Emily Francombe, Dawn Platt, Samantha Collins, 
Nadeem Younus, and Chris Brookshaw. A big THANK 
YOU to all sponsors for their generosity, raising £1340. 
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Ed Haskey - Bournemouth Marathon 
Ed Haskey ran 
the Bournemouth 
Marathon in 
support of our 
charity on the 2nd 
of October and 
raised an amazing 
total of £1,668 

for MDS UK Patients Support Group! In 2013 Ed’s Dad 
was diagnosed with MDS. Since then he has been in and 
out of hospital for chemotherapy every few weeks. The 
treatment aims at reducing the impact of the bone marrow 
malfunction and to stabilise the advance of his disease. 
He is a long standing member of MDS UK Patient Support 
Group. Ed completed the marathon despite the fact that 
he was recovering from an ankle injury. We congratulate 
Ed for his great achievement and thank him, his family, and 
friends for the generous support!
 
Bridget Hunt - Thames Path Challenge

Bridget, a new fundraiser for 
MDS UK Patients Support 
Group, completed the 
Thames Path Challenge 
and raised a total of £1,610 
for MDS UK. Bridget is a 
Bearcat Runner, the amazing 
group of runners that have 
contributed so much to the 

MDS UK Patient Support Group so that we can keep 
supporting patients and their families. A big THANK 
YOU to Bridget and to all her supporters and sponsors! 
She also runs a sublime ise-cream place in Richmond! 
Go explore.

Moni and 
Caitlin - 
Thames Path 
Challenge  
Moni Lau completed 
the London Ultra 
Marathon in aid of 

MDS UK Patient Support, raising an amazing amount 
of £1163. We congratulate Moni on her fantastic 
achievement – and her generous support for MDS UK. 
Caitlin Limmer helped to raise the funds and was meant 
to run with Moni, but didn’t do it in the end due to an 
injury. For the past four years Caitlin, Moni and The 
Bearcat Runners have been raising funds for MDS UK. 
They have inspired many to take up running and achieve 
their sporting goals while doing something for those 
in need and the local community. We are extremely 
grateful to Caitlin and her mates and amazed by their 
commitment to helping us to support MDS sufferers in 
UK. Their ongoing support is very important to a small 
charity like ours.

Harriet Riley did the 
Bantham Swoosh
Harriet took part in the Bantham 
Swoosh – an amazing 6k river 
swim in Devon in support of our 
charity. We hugely thank Harriet 
for her stamina and generosity. 
She raised £269 for MDS UK 
Patients Support Group.

Andreas 
Evangelou - St 
Albans Half 
Marathon
Andreas run in memory 
of his cousin Jack 
Michael who sadly 
passed away. Andreas 

said in his Fundraising Page: “Please support the 
MDS UK Patient Support Group which makes a real 
difference to those suffering from MDS; the condition 
which took Jack from us.” We hugely thank Andreas for 
his commitment and generosity. He raised £1,600.00, 
an impressive sum, for MDS UK Patient Support Group.
 
Caitlin’s pride – running for MDS 

Caitlin Limmer was off again – for a new running 
challenge for MDS UK. This time, however, she was 
running the hills of the Surrey countryside as a London 
Pride bottle on 13 September 2015.

Fuller’s Brewery, who also support her Bearcats 
Running Club, kindly offered to sponsor her – if she ran 
inside their giant London Pride bottle. Caitlin need not 
be asked twice and set out a fantastic training agenda 
– running from pub to pub in preparation for the big 
day.  Thank you CAITLIN – and Fuller’s – for this new 
opportunity to talk about MDS and blood cancer. Caitlin 
and the entire Bearcut Running Club also took part in 
the Turks Head 10k Fun Run on 7 June 2015 on Marble 
Hill Park Riverside, following the beautiful route of the 
Thames towpath along Teddington Lock Bridge, Ham 
House, Petersham Fields and Richmond Upon Thames 
before finishing back in Marble Hill Park. Congratulations 
Caitlin!
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MDS Channel Swimmer – 
Lisa, Olivia and Co March 2016

Incredible swimmers 
Lisa Hepburn, and 
daughter Olivia - and 
Co swam the length 
of the Channel - at 
their local pool  and 
raised the amazing 
amount of £1507.

Concert & Easter Craft Sale at Gerrard’s 
Cross Methodist Church

Claudia Richards, 
our patient 
coordinator from 
Oxford set up a 
beautiful event on 
Eastern 2016: a 
Spring Concert & 
Easter Craft Sale 

in aid of MDS UK. The concert took place in Gerrards 
Cross Methodist Church, starting at 2.30 pm. Thanks for 
joining Claudia for a great and enjoyed afternoon!

Vicky Crawley and 
Rob Summerfield’s triathlon 

Vicky and Rob braved the cold weather and 
completed the amazing fundraising event they set 
for themselves, by cycling and walking 50 miles 
and swimming 50 lengths in March 2016! You can 
still donate towards Vicky’s Virgin Money page 
at http://uk.virginmoneygiving.com/VickyCrawley  
Vicky’s children go to the same school as Olivia and 
Tilly Hepburn, who are now well known to all the MDS 
community for raising awareness and funds for MDS for 
the last 2-3 years. For the last few miles of swimming, 
Vicky and Rob joined Olivia and Lisa Hepburn, who did 
their last few lapses of their own challenge: swimming 
the equivalent of the English Channel
 

TJ’s MDS soiree 
Tracey Cottrell scheduled a marvellous 
evening on 5 March 2016 at Burhill Golf 
Course in Surrey to raise awareness of 
MDS – Myelodysplastic Syndromes, 
as well as funds for MDS UK’s Patient 
Support Group. Tracey’s Dad was 

diagnosed with MDS, which is why she got in touch with 
us and what prompted her to organise this wonderful 
event.

The evening featured a fantastic silent auction, as well 
as a raffle with fabulous prizes donated by businesses. 
There was also a brief presentation on MDS for those 
who are not so familiar with this complex and rare type 
of blood cancer. Many thanks to Tracey and her family 
for organising this evening, to all those donating prizes 
and to all attendees who came to support this event. 

Teddington Tesco fundraiser 

The wonderful Caitlin Limmer performed a supermarket 
challenge on 26 February 2016 – at her local Tesco 
branch – with some of her friends and fellow Bearcat 
Runners. They offered to help pack their shopping in 
exchange for a small donation.

“It was a fantastic, fun but long tiring day - and they 
raised a brilliant £700 for MDS UK – from 8.30am to 
6pm,” commented Caitlin.

Many thanks to Caitlin and her helpers: Moni; Mel; 
Jeanette; Kamna; Alex; Maddie and tons of Bearcats 
and all their friends who did their shopping and donated 
as well. Many thanks as well to all the Tesco staff and all 
the very generous Tesco customers on that Friday.

Bournemouth fashion show  
On 21 October 2015, 
an exciting evening of 
fashion, with M&Co 
(modelled by some of 
our patients and friends) 
as well as drinks and a 
raffle were held. This great 
evening was organised 
by our local MDS group 
in Bournemouth, with 
Tess Brown in charge, her 
husband Gordon, MDS 
transplant patient Andrea 
Lacey, as well as the help 
of patient Guy Rouquette 
and his wife.
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Thank you for contributing
We have decided from now on to include two types of special public thank you’s.  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.

Albert Hood

Alfred Colderwood

Allan Healey

Allan William Watts

Anthony Wells

Audrey Hill

Avril Anne Dickinson

Brenda Bennett

Brian Robert Cooke

Carolie Foster father

Colin Goldspink

Dan Crowley

David Miller

David Worrall

Dorothy Clarke

Edwina Abrook

Edwina Catherine Abrook

Emma Cooke

Francene 

Gavin Hepburn

Gerlinde Wright

Glyn Jones

Graham Matthews

Hazel Rose

Henry Bellinger

Ian Stage

Jeffrey Walsh

John Bellinger

John James

John Kenneth Hughes

John Petty

John Roy England

John W Prior

Joseph 

Glendenning

Joyce Cocks

Keith Barton Aldred

Ken Grainger

L Niven

Lawrence Guest

Lily Niven

Marion Mansfield

Michael Allen

Michael Gildea

Michael Laney

Michael Naughton

Michael Sears

Naughton Phillips

Neil D Smith

Peter Wallace

Ray Paul

Raymond Wilkinson

Richard Barker

Richard Jenkins

Rob Lovering

Robert Houghton

Robert Lovering

Rodney Taylor

Rose Attridge

Sharon Berger

Sheila Dickerson

Shilpa Rathi

Stella Weale

Stephen Ungi 

T Connelly

Trevor Smith

Victor Harrowing

William Joseph 

Xavier Bouzan

A F Miles

S M H Sassoon

A C J & H Johnstone

A J McKeon & H B Neville

AE Philp

Alan Cavers

Alan Cook

Alastair Boyle

Alastair Ross

Alec Holah

Alex Miller

Alexia Hudson

Alison Lascelles

Amanda Goodur

Amanda Wynne

Amanta Goodur

Andreas Evangelou

Andrew Hadrick

Andrew Marples

Andrew Ross

Andy Houghton

Anthony Woodburn

B Blake

B H Goodland

Bev Nye

BJ Knight

Bob Wallace

Bridget Hunt

Bruce Naughton

C J Waterman

Caitlin Limmer

Carly Brown

Carol Holah

Caroline Banszky

Caroline jungels

Caroline Osbourn

Cate Skeat

Charles Guest

Chase Buchanan

CJ Soul

Claire Loewe

Claudia Freund

CP & EJ Ratcliffe

D  S Browne

D & R Clayton

D Beaumont

D Hall

D J O’Connell

D & H Silber

Daniel Holah

Daniel Mason

Daniel Ogletree

Daniel Punt

Darell Allen

David Cross

David Evans

David Kellas

David Paul

DB & M Malloy

Derek Hogg

Diane Clifford

Diane Gibbons

Donald Newell

E A Goy
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E Bruford-Davies

E R Peel

EA Kemsley

Ed Haskey

Edward Peel

Emma Abrook

EP Macaulay

ER Peel

Frances Fraser

Francesca Arundel

G & C E Chappell

G A Paul

G R & H A P Warwick

Gabrielle Riley

Gayle Lock

Geoff Smith

Georgina Cook

Geraldine Woods

GH & RS Stewart

Gordon Mclellan

Gurbarash Garcha

Guy Rouquette

Harriet Riley

Harry Callaghan

Helena Shovelton

HJ Harding

I J Thorpe

I P Simpson

J & C C S McIntyre

J & J V Heywood

J G R Alington

J O & J C Loxdale

James Yeeles

Janet Grainger

Janet Nye

JB & ET Macdonald

JE Berwick & RC Berwick

Jeannie Chamberlain

JH Bellinger

Jill B Parker

Jim Penman

JK & DM Baker

JM & AA Steedman

Jo van den Broek

Jodie Cooper

John Barker

John Evason

John Hannacher

John Holford

John Jones

John Newman
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JP Bott

Justin Lang

K Bott

Karen Martin

Kate Brown-Lowe

Kenneth Riley

Kes Grant

KG & J Bray

KG & R Allen

Kim Woodford

KJ & BA Holland

KN Smith

Knight Frank LLP

Lesley Worrall

Lisa Hepburn

Lisa McNally

LM Stebbings

Louise Looijestijn

Lynne Lidster

M Dickason

M Gower

M J Armstrong

Marc Gittens

Mark Bowen

Mark Gittins

Martin Aldridge

Martyn Coe

Mary Colderwood

Mary Crozer

Mary JD Heaton

Matthew Griffiths

Maureen Cole

MC & D Wright

Melanie worrall

Michael Beaver

Michael Swan

MJR Sage

N & K Abbott

N J Payne & B P Payne

ND Sherman

Neha Dhadwal

Nessy Ungi

Nigel McFadden

Nikita Daga

NJ Payne & BP Payne

Norman Horne

NS & SM Harrowing

OA Beswick

OK & HL Norman

Ottilie Dugmore

P A Bailey

P A Granger

P Reeks

PA Barlow

Pam Butts

Pam Dore

Pam Orbell

Patricia Wilson

Paul Ungi

Peter G Gordon

Peter Milne

Peter Perks

Peter Stage

PN & HB Sargeaunt

R & J Redfern

R Elsden

R Felstead

R G Richards 

C L Richards

R J Lascelles &                    
A C Lascelles

R M Burgess

R Wood

RA Harris

Rachel & Yanni

RDA Wells

RG & CL Richards

Richard Bellinger

Richard Guest

Romit Basu

Russell Cook

S & G Timmins

S M & H R Dabin

Sally Welch

Sam Bellinger

Sara Line

Sarah Johnstone

Scott Phillips

Shaun Hicks

Simon Fletcher

Simon Smith

Stanley Brodie

Steve Richardson

Stuart England

Sue Bunyan

Sue Sheath

Susan Coles

Suzanna Mayer

Suzanne Speed

T & AH Zutshi

T Ladlow

T S O’Regan & J O’Regan

TE Mulloy

Terri Hillier

The Research House

Thomas Roy

Tilly Hepburn

Tracey Cousins

Trevor Rose

Vachan Kashyap

Vicky Crawley

Victoria Price

William Hall

WJ & AM Eykyn
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Make a donation
Leaving Money to the MDS UK
Patient Support Group
Although we are a voluntary charity, we do need funds to 
enable us to expand and improve our services. 
If you are willing to assist with donations, we have the 
following options:

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

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

If you are a UK tax payer, the value of your donation can 
increase by a quarter under the Gift Aid Scheme. Please 
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.

Help us create new groups.
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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, 

Proofreader 
Professor John Taylor Charity Commission 

Advisor

General Members: 
Chris Dugmore Local Coordinator
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
Enric Fusté  Membership and Office 

Manager 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 2018:
London in October + 2 further 
major cities

Local MDS 
Meeting Groups

Code: MDSNL007
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New MDS UK Committee Members and Trustees 

Claudia Richards  After graduating in Modern Languages and training as a tri-lingual 
secretary/PA, Claudia worked in a wide range of industries before finishing her working career as 
PA to the Headmistress of an independent school. Having been diagnosed with MDS (RCMD) in 
November 2009, she has to-date received supportive care only, but was referred to a Centre of 
Excellence in 2011. It was there she first learnt of the existence of the MDS UK Patient Support 
Group. She attended the next meeting of the Oxford Regional Support Group and shortly afterwards, 
the 2011 London Patient Forum. This was a catalyst for her involvement with the charity. As well as 

sponsoring those far fitter than herself to run marathons or half marathons in support of the charity, she and her family have 
also supported events such as the Windsor Walks and the MDS UK Comedy Nights. Two concerts held at her church 
have raised funds for MDS UK; at the first, she spoke to the audience about MDS and the role of the MDS UK Patient 
Support Group. After learning at the 2012 London Patient Forum that the Oxford Support Group was looking for a patient 
co-ordinator, Claudia volunteered for the role and early the next year was one of three MDS patients who gave a personal 
“patient’s perspective” on MDS at a Thames Valley training day for Haematology nurses. She has also helped to man the 
MDS UK stand at London-based conferences and attended the 2014 Cancer 52 meeting at Westminster, having written 
to her MP to invite him to attend. As a user of iron chelation therapy for over four years, Claudia attended a May 2016 
European pharmaceutical Advisory Board as a Patient Representative. Having herself received no written information about 
MDS prior to contact with MDS UK, Claudia is determined that other patients – and particularly newly-diagnosed patients 
- have access to honest and clearly-understandable information about their condition. She has therefore been happy to 
be involved in proofreading and reviewing MDS UK publications, including the new MDS Patient Handbook published 
in collaboration with Bloodwise and Leukaemia Care. Claudia’s personal experience of the Individual Funding Request 
(IFR) process and the lack of access to certain supportive care options at her local hospital has led her to raise a formal 
complaint and to seek her MP’s support in aiming to improve the options for newly-diagnosed MDS patients in her area.

Reverend Kes Grant has been one of the original members of the very first MDS UK patient 
group, back in 2006 – together with Fiona Pirilla. She stepped down from that role in 2007 – due to 
work commitments. More recently, in 2014, she has started helping out informally on a number of 
events – be it giving talks, fundraisers, mentoring, patient groups or recently writing a patient focused 
articles in a medical journal on our behalf. She is therefore already known to the majority of our 
committee members and certainly many MDS patients. She is a frequent and popular contributor on 
our MDS Community Facebook page.  Kes officially retired about a month ago – and expressed an 

interest in joining the committee officially, now that she has a bit more time. She is an extremely valuable contributor to the 
work we do, very helpful, has excellent writing, blogging, facebook and twitter skills. She is also well respected amongst 
the MDS clinicians she meets. She has undergone a stem cell transplant in October 2016 and is currently at home 
recovering. Provided all goes relatively smoothly – she will be prepared to be an active committee member as soon as she 
is strong enough.

Chris Charlwood  I discovered MDS Patient Support Group not long after my husband was 
diagnosed with MDS about 4 years ago. The meetings were a great help to us, as they obviously 
were to everyone present. Despite Prof Mufti and the department’s best efforts John’s health 
continued to deteriorate and I gave up work July 2015. After he passed away in Oct 15 I decided I 
didn’t want to re-join the rat race but would need something to keep my brain active. I immediately 
thought of the support group and particularly how busy Sophie always was. Sophie not only made 
me very welcome but was thoughtful enough to worry that coming back to Kings might be upsetting. 

I have now been working in the office since March 2016. Using my skills I am taking responsibility for the day-to-day 
money matters to free up Sophie to concentrate on the organisational and management tasks. Although I have no formal 
qualifications, I have worked in accounts all my life, mainly in manufacturing, so have a good, down-to-earth knowledge of 
all aspects including management accounting, budgets, payroll and purchase and sales ledger. I have strong Excel skills, 
have used accounting and payroll IT packages. I intend to helping out in the office on a 1 day/week basis. When not in the 
office I enjoy working in the garden and nurturing a collection of bonsai trees. I also enjoy needlework and crafts, reading 
and walking.
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MDS UK Satisfaction Survey
Please help us to improve our services by completing this survey returning it to our head office address - 
MDS UK Patient Support Group Ltd, Haematology, Bessemer Wing, Ground Floor, 
King’s College Hospital, Denmark Hill, London SE5 9RS, UK
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