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A simply awesome result!
London Marathon 2019 

Huge thanks to Owain Wilkins - our one and only runner at 
the London Marathon 2019. Here is how Owain described 
his marathon, in his own words: “What an experience! On 
28 April I was delighted to complete my first ever marathon, 
and even more so to have run it on behalf of MDS UK. I first 
became aware of this excellent charity when my mother 
was diagnosed with MDS at the start of 2018, and I first 
raised funds for it when I ran the Cabbage Patch 10 Mile 
Race last October. When I was fortunate enough to win 
a ballot place for the London Marathon, one of my first 
thoughts, once the initial shock had subsided, was to use it 
as another opportunity to raise awareness of MDS UK and 
the people it supports.

The marathon itself was hard work, especially from mile 20 
onwards—that was when I “hit the wall”, to use runners’ 
parlance—but a number of factors kept me going, not least 

my amazing group of supporters. It made such a difference 
knowing they were there, urging me on every step of the way. 
I was also motivated by the thought of everyone who had 
donated so generously to my fundraising efforts. The biggest 
motivating factor of all, however, was my reason for running 
in the first place, and I’m proud that the funds raised will go 
towards MDS UK’s continued invaluable work.”

The London Marathon brings with it a perennial problem for 
MDS UK. Despite being a charity, we don’t get offered running 
places in the event and it’s increasingly looking like this will be 
a permanent position. We put out a request every year in the 
hope that someone, or some people, could step forward and 
use the biggest charitable fundraising event in the world as an 
opportunity to help MDS UK.

Continued on page 2

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



London Marathon 2019 - a simply awesome result! - continued...

For this 10th Newsletter of MDS UK, we wanted to put 
particular emphasis on communication.

Over the last 10 years of taking calls from MDS patients 
and their relatives, and working with many different people 
in the healthcare setting, the most important topic that 
comes back over and over again is how successfully - or 
otherwise - information is conveyed.

So for this edition, I have commissioned several articles 
that will hopefully help people to cope better with the ups-
and-downs of communication, or help them to simply ask 
questions in a different way.

As a patient group, and through our helpline, we are often 
there to go over information already provided, to break it 
up into manageable chunks, in order for the patient, or 
the relative, to understand it a bit better.  Sometimes we 
also help tackle the topic of communication in families, 
between children and parents, or between couples. Some 
people want to know more about the MDS, others prefer 
to know less. Some are not quite ready to hear more, 
others are not able to express their emotions just yet 
about the whole diagnosis.

By reaching out for some help, all these situations can be 
dealt with, or at least improved. Communication is also about 
what you are given to read, as a patient, or a caregiver.

In the last 6 months for instance, as a team, with 
Chris Dugmore, Claudia Richards and Kes Grant, our 
MDS patient experts, we have been involved more than 
ever in reviewing patient information documents for trials 
and projects, which can be confusing, poorly written or 
laid out and sometimes unnecessarily repetitive . In most 
instances we were able to significantly improve legibility 
and clarity of the documents we were asked to review.

As this sort of work is increasing, we do require new 
proofreaders, with a view to train them to become patient 
experts. This is an extremely interesting role, just requiring 
some common sense, a good command of English, and a 
lot of attention to detail.

Having been part of a clinical trial does help immensely as 
well - as it can be a confusing process.  

Survey successes - posters at ASH, 
BSH, and EHA
Communication is also at the heart of our research work 
with our patient survey.

We have tried to show that providing patients and relatives 
with access to a support group, as soon as they are 
diagnosed, can be immensely helpful and time efficient. 

We have now presented our first scientific poster at 2 
major haematology congresses, ASH and BSH.

By the time you read this article, we will have also been 
to a 3rd congress, EHA, to present this poster. This is a 
major achievement for our 
small organisation.  You can 
read more details on this in 
the section about our Patient 
Survey.

Good communication can pay off in wonderful ways, such 
as when people get together to produce good work, in a 
friendly environment. This was definitely the case during 
the ASH 2018 congress, with our international colleagues 
in the MDS Alliance (see photo and article written by 

Welcome to the 10th edition of the 
MDS UK newsletterThis year we had a quite remarkable result when Owain 

Wilkins managed to gain a ballot place in the event and 
offered his services to raise money for our charity.
Owain has a particular motivation for wanting to help raise 
funds. His mother was diagnosed with MDS and is being 
treated at the wonderful Cardiff University Hospital.

Running conditions on the day were almost ideal and 
Owain, through a great deal of preparation, was able 
to keep a remarkably steady and consistent speed 
throughout much of the event. When he was recovering 
at the end of the race it transpired that he had a quite 
‘dodgy’ knee whilst running and so the event was 
somewhat more painful than he might have imagined!
He was supported by his sister Rhiannon, girl-friend 
Harriet and a number of his colleagues from work as 
well as friends - Cara, Robert and James - and another 
James, all of whom made great efforts to appear at 
various points along the course to support Owain.

Also there on the day was our Chief Executive, Sophie 
Wintrich, and Trustee, Russell Cook.

Having such a team really made a significant difference to 
how much attention and awareness we were able to raise 
during such a busy event as the London Marathon.

It goes without saying that the fear that the charity has 
every year that we would miss an opportunity at the 
biggest event of its type was allayed in no small fashion 
by Owain’s almost superhuman efforts - both physical and 

financial! In the end, Owain raised a staggering £5600 for 
the charity! That’s enough to completely fund a full patient 
forum day! And he’s done it on his own!

Whilst Owain’s efforts on the day have resulted in a huge 
result, it’s not too late to donate towards his fundraising. 
I’m sure he would be delighted if we could get him over 
£6000!

All of us here at MDS UK would like to say a very public 
‘thank you’ to Owain and his family. Despite having to 
contend with an unenviable diagnosis, all of them have 
been shining lights.

Russell Cook
Deputy Chair, Head of Fundraising
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Nowadays, there are amazing achievements in 
haematology treatments which can be delivered within 
a close partnership of the patient and their physician. 
For example, you may have heard the exceptional story 
of Dave deBronkart, a patient who has been cured from 
advanced cancer with the help of ACOR, an online patient 
community, under the supervision of his oncologist (¹). 

In this short article, I’d like to share with you my way 
of consultation in clinics.  Engaging, educating and 
empowering patients are three key stages which I 
consider important parts of Haematology Care.

Engaging patients and families
Most recent patient-clinician communication guidelines 
by ASCO, issued in 2017, describe the engaging process 
in a very clear way: ‘Before each conversation, clinicians 
should review the patient’s medical information, establish 
goals for the conversation, and anticipate the needs and 
responses of the patient and family. At the beginning of 
conversations with patients, clinicians should explore the 
patient’s understanding of their disease and collaboratively 
set an agenda with the patient after inquiring what the 
patient and family wish to address and explaining what the 
clinician wishes to address’ (2).

Dave deBronkart described a practical way of engaging 
patients and families in his article, British Medical Journal, 
2013. Dave’s own attitude towards his health was as 
important as the open-minded approach of his physician, 
Dr David McDermott (1).

At this point of my consultation I open up the MDS UK 
Patient Support website (³) and turn the screen towards 
my patient and their family to encourage them to join this 
UK national advocate organization, free of charge, to find 
support for themselves and maybe provide support to 
others in the future. This opportunity to join the national 
community usually works as a very powerful inspiration for 
the patient and their family.

Educating patients and families
Educating my patients has two parts: explaining the blood 
and bone marrow results to the patient and teaching them 
about their disease. 

Again, I use my computer screen, turned towards a 
patient, to show them their relevant results; hospital IT 
systems can plot patient results instantly to create graphs. 
For example, when a patient can see an improvement 
of their haemoglobin while being treated with EPO 
injections, they are greatly encouraged. This is a powerful 
visualisation technique, well described in Cancer Research 
UK (4).

Empowering patients and families
This is the stage when we are dealing with difficult 
questions, such as ‘How much longer will I live?’ ‘Why 
me?’ ‘Is there any meaning of this disease in my life?’ 

While trying to answer these sensitive questions I equip 
my patients with knowledge and encourage them to 
seek the meaning behind their disease. In this way, they 
become empowered and involved in the management. 
However, some patients may need additional help to 
deal with reactive depression and anxiety, so I refer them 
to General Practitioners and Counselling services of 
Macmillan Cancer Support.

n How much longer will I live? When patients and 
their families are starting to understand their disease 
and comprehend its management, I usually offer them 
the calculated IPSS-R prognostic risk categories in 
order to answer their questions about prognosis. MDS 
UK Patient Support Group website and booklet are 
useful when obtaining this calculation. I emphasize 
to my patients that this is just a medical statistic from 
medical literature and each patient is very unique and 
there is no way of predicting the future for certain. 
As MDS is a very complex disease, I also offer 
them an opportunity to see a specialist consultant 
haematologist in Centres of Excellence, which are 
listed both on the website and in the booklet.

n Why me? Is there any meaning of this disease in 
my life? One of the ways I approach these questions 
is by referring to the thoughts of Professor Viktor 
Frankl, Consultant Psychiatrist and Neurologist, 
founder of Logotherapy: We must never forget that we 
may also find meaning in life even when confronted 
with a hopeless situation, when facing a fate that 

Novel ways to improve 
communication

How support groups and technology can assist 
in communicationBlerina Ahmetaj from the MDS Kosovo group and 

Jacqueline Dubow, from the French MDS group, CCM).

We had a particularly good mix of hard work and good 
times at the British Society of Haematology conference - 
as we had the company of our committee member Kes 
Grant (aka Rebel Rev), (see group photo, and our busy 
BSH stand). 

We also managed to meet up with the famous Ally Boyle 
and his brilliant daughter Jess.  Again, this enabled 
enhanced communication, as Kes and Ally had only ever 
met virtually over Facebook or Twitter - but never in person. 

We were so happy to be able to arrange this get-together 
- and spent the evening talking about needs and plans 
for MDS patients, and putting the world to rights. A truly 
memorable time, which we hope to repeat soon.

For more information on why we attend conferences, 
please see the extra section in our article on Survey 
Results.

Local MDS groups
The last - but also essential - aspect of communication I’d 
like to cover is the key role of our local MDS groups.  We 
have a growing number of groups, and our model relies 
on patients and relatives getting properly involved too.  

These groups are of enormous value to everyone, to help 
communicate with one another, and relieve some of the 
isolation that MDS can sometimes lead to, as friends and 
families don’t always understand what it’s like to live with 
the condition day-to-day.  We have managed to get 2 
more groups off the ground this year alone, in Kent and 
in Yorkshire (almost there) - but this requires everyone to 
pool their efforts and contribute.

It is not easy, but incredibly worthwhile.  If you are 
interested in helping, just contact us.

All you need is - again - a common sense approach, a 
reasonably sociable nature, and an interest in the disease 
MDS. The rest, we can help with guidelines and tips from 
other group co-ordinators. See updates from our local 
co-ordinators in this newsletter.

Key to all of this work, is our team - and it is our pleasure 
to properly introduce Chris Fryer, our new Office Manager 
(tall chap in the BSH photo above), who joined us in April 
2019, and Lizzie Marshall, a brand new admin assistant, 
who started in June 2019.

With their help and hard work, we hope to offer even more 
assistance and activities to all our members and other 
people we work with.

As a very last word, I want to thank our Fundraising Team, 
Benita and Russell, who help coordinate all the fantastic 
events people take part in to raise funds to keep our work 
going. Without them, and all the fundraisers, this charity 
would not be sustainable.  Thank you!

MDS patient Ally Boyle, (left), who does amazing work, 
volunteering with Anthony Nolan to recruit stem cell donors.
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cannot be changed. For what then matters is to 
bear witness to the uniquely human potential at its 
best, which is to transform a personal tragedy into 
a triumph, to turn one’s predicament into a human 
achievement. (Frankl, 1984)

I encourage my patients to take this diagnosis and accept 
it as a part of their life journey; “Do the best you can, 
despite the difficult times you are faced with. You never 
know what amazing experiences you may have along the 
way, what fantastic people you will meet.”

Contact with others, especially other patients, helps 
the patient to lighten their suffering by sharing with and 
inspiring each other. I usually finish my consultation with 
inviting my patients to the next Essex Local MDS Group 
meeting.

Dr Pavel Peter Kotoucek, FRCPath
Haematology Department, 

Broomfield Hospital, Chelmsford

1. Dave deBronkart, How the e-patient community helped save my life: 
an essay by Dave deBronkart, BMJ 2013; 346: f1990

2. Gilligan, Coyle, Frankel et al: Patient-clinician Communication: ASCO 
consensus guideline JCO 35:3618-3632, 2017 https://ascopubs.org/
doi/full/10.1200/JCO.2017.75.2311

3. MDS UK Patient Support Group: https://mdspatientsupport.org.uk/ 

4. Cancer Research UK https://www.cancerresearchuk.org/about-
cancer/cancer-in-general/treatment/complementary-alternative-
therapies/individual-therapies/visualisation

5. Frankl, Viktor E. 1984. Man’s search for meaning: an introduction to 
logotherapy. New York: Simon & Schuster.

Clinical Trials in MDS
What’s happening in 2019/2020 – brief selection and outline: 
There are a number of trials open, or due to open, for a variety of patients: 

n Patients with MDS that no longer responds to hypomethylating agents (eg. Azacitidine) 
or for whom hypomethylating agents never worked: MEDI4736 is a Phase 1 trial running 
in KCH, London and Brighton. 

n Very specific sub-groups of MDS, with IDH genetic mutations: FT-2102, a Phase1/2 
trial available at University College London Hospitals and Royal Marsden Hospital, 
Sutton. AG-221-AML005, a Phase 1/2 trial for those unable to have intensive induction 
chemotherapy. 

n High-risk patients who are unable to undergo a stem cell transplant: RFUSIN2AML2, a 
Phase I study of Immune Gene Therapy. 

n Trials that combine existing drugs with a new agent, with a view to improving efficacy: 
Panther, a Phase 3 trial for high risk MDS, CMML or low blast count AML. Available in 
Bournemouth, Swansea, Bart’s and Kent. BRIGHT, a Phase 1B trial available in Oxford. 

n Transfusion dependent patients: FibroGEN and Luspatercept are due to open soon. 

For the complete list of trials and all details, call us, or look up “Current Clinical Trials” on our 
MDS UK website. Patients and carers are encouraged to check that page regularly and ask 
about trial options at their local hospital, as well as at hospitals further afield. 

Please contact us on 0207 733 7558 if you have any general 
questions about clinical trials. Always consult your doctor or 

nurse about any decisions regarding your treatment 

This is a helpful list of questions, which you can use at any point in your MDS journey – from 
diagnosis to various forms of treatment, including clinical trials. 

Frequently, patients do not think of specific questions 
until after the consultation is over, or until they read 
specific information booklets. This is perfectly normal, as 
consultations are tense times, where your mind can go 
‘blank’. Using such a list may help to cover all topics you 
need to be aware of.

Most of this list was compiled by patient groups, 
working in conjunction with researchers, to help MDS 
patients gain greater control over the flow of information 
in consultations.  You can read more about this work 
completed by French MDS experts in France, Leukaemia 
Foundation of Australia, Melbourne/Australia, CCM - 
Connaître et Combattre les Myélodysplasies, Paris/France 
https://www.ncbi.nlm.nih.gov/pubmed/25850728

We adapted the list for the UK and added a few comments 
– to facilitate the discussion with your haematologist.

Just diagnosed with MDS
n How sure are you about the diagnosis of MDS?

n Can you explain what MDS is? How is it different from 
leukaemia?

n Do I need any other tests before we can decide on 
treatment?

n Can you explain the types of tests to me?

n Do I need to see any other types of doctors?

n What type of myelodysplastic syndrome do I have?

n Which risk group does my MDS fall into (IPSS)? 

n How might this affect my prognosis and treatment options?

n Are there other factors that could affect my outlook or 
treatment options?

n Can I have a print out of my blood results?

When deciding on a treatment plan
Support groups and MDS experts do recommend 
an additional opinion, when it comes to rarer blood 
cancers like MDS, as not all haematologists can be MDS 
specialists. This can also be helpful to gain access to a 
wider range of clinical trials.

n How much experience do you have treating MDS?

n Do you attend MDTs with access to a recognised MDS 
expert?

n Should I get a second opinion before starting treatment? 

n Can you suggest a doctor or Centre of Excellence?

n What treatment choices do I have? 

n Do we need to treat the MDS right away?

n Which treatment, if any, do you recommend, and why?

n What should I do to be ready for treatment?

n How long will treatment last? What will it be like? 
Where will it be done?

n What are the risks or side effects of the treatments that 
you recommend? How long are they likely to last?

n Will treatment affect my daily activities?

n What is the outlook for my survival?

Clinical Trials
n Are there any clinical trials I ought to be aware of 

before deciding on a standard treatment?

n What travelling is involved? I am, (or I am not) able to 
travel far for a clinical trial.

n Will I be treated any differently if I enrol in a trial? 

During and after treatment
Once treatment begins, you’ll need to know what to expect 
and what to look for. Not all of these questions may apply to 
you, but getting answers to the ones that do may be helpful.

n How will we know if the treatment is working?

n What type of follow-up will I need during and after 
treatment?

n Is there anything I can do to help manage side effects?

n What symptoms or side effects should I tell you about 
right away?

n How can I reach a CNS or consultant on nights, 
holidays, or weekends?

n Do I need to change what I eat during treatment?

n Are there any limits on what I can do? 

n Should I exercise? What should I do, and how often?

n What would my options be if the treatment isn’t working?

Other support 
Can you suggest a mental health professional I can see 
if I (or my spouse/partner) start to feel overwhelmed, 
depressed, or distressed? Where can I find more 
information and support?

Top tips
n Take a pen and paper and write your questions down.

n With permission of your physician, you can sometimes 
electronically record the consultation, if you feel you 
cannot take all the information down.

n We recommend you attend most consultations with 
a family member or friend, as it can be difficult to 
remember all that is said in a conversation.

n When necessary, the CNS may also be available to 
go through the main aspects of the consultation again 
with you.

Making the most of your consultation

MDS Question prompt list
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to start at gives her the choice to do football as an option. 
Oh my days! I’d have been in my element if that had been 
available in my day.
 
It was interesting for Ally and I to compare notes about the 
difference we receive in treatment and what’s available in 
Scotland and England. I was also pleased to be able to 
applaud Ally for all he has done to raise the profile of MDS 
and to recruit potential stem cell donors for the cause. 
I will leave Ally and Jess to comment further on their 
impression of our meeting.
 
Ally Boyle: “When Kes suggested we meet up when 
they were in Glasgow, I was delighted. It is always lovely 
to see Sophie and a great opportunity to meet Chris but 
it would be especially nice to meet Kes in person. We 
are social media friends and have even been on the radio 
together but have never actually met. My health hasn’t 
been great of late but it gave me such a lift to spend time 
in the company of such amazing people. My 11-year-old 
daughter Jessica came along, she has huge enthusiasm 
for helping people and is often found sporting an MDS or 
Anthony Nolan T-shirt, most recently at the fantastic ‘Make 
Blood Cancer Visible’ event in Edinburgh. I suppose that 
also shows just how a blood cancer diagnosis has an 
impact on the whole family, the trick is to try and keep 
finding some positives in it and Jessica’s interest in charity 
is certainly one.
 
Having had MDS for 11 years I finally have been given 
access to next generation DNA sequencing so it was 
brilliant to be able to discuss this with Sophie, her 
knowledge never fails to impresses me and this led to us 
chatting about access to Centres of Excellence and the 
need to constantly keep local haematologists in touch 
about the specifics of MDS. It is always a rare opportunity 
for me to speak to a fellow MDS patient, so it was a real 
treat to talk to Kes, she has been through so much but her 
resilience and positive attitude is absolutely contagious.
 
The night flew past and before I knew it the combination 
of fatigue and my watch said it was time to head home. 
The conversation had been very wide ranging and I was 
sure poor Jess must have been really bored but, on the 
way home she said she had found it really interesting 
and hoped to meet everyone again. She and Kes had 
bonded over football and tales of school and her verdict 
was that Kes was ‘awesome’ and ‘hilarious’…something I 
wholeheartedly agreed with!“ 

Thanks Ally and Jess. It was lovely to meet you in person 
and not just virtually. Hope our paths cross again soon. 
 
The conference gave me an opportunity as a member of 
the Management Committee of MDS UK to welcome and 
get to know Chris our new Office Manager. I think he will 
be an asset to us and I look forward to getting to know 

him better. It was also great to spend some time with 
Sophie and watch her work. She is a force to be reckoned 
with. We have an excellent CEO. Sophie presented our 
poster during the conference. Having a poster reach 
the rigorous academic standards demanded by these 
professional bodies is a big accolade in its own right. Well 
done to all who were involved in the interpretation of the 
data and presenting it. 

Our work with patient and quality of life issues is vital for 
the welfare of patients but is also information that is now 
sought after from pharma companies as well as clinicians. 
I believe this is an area of work that is developing and 
expanding. The patient voice is becoming louder. This 
is necessary as we are partners in our own healthcare 
provision. We need to work with all the medics and allied 
health care professionals to get the best results. MDS UK 
is helping us as patients to have a strong voice. Sophie 
is committed to PRO (patient reported outcomes) being 
a regular part of reviews. We also often talk about the 
explosion in technology and that “wearables” that collect 
data (like ‘fitbits’) will eventually become the norm. It’s a 
rapidly changing and evolving field. We live in exciting times.
 
During the conference I had the pleasure of listening to 
Professor David Bowen. He delivered a session about 
transfusion protocols. Many hospitals have guidelines 
and it seems each of these guidelines are different. He 
was hammering home the point that these guidelines 
are drawn up based on data for critically ill and injured 
patients in ICU. His point was their needs are different to 
the person suffering from chronic illness and needing long 
term transfusion support. This is a quality of life issue, not 
just a life-threatening issue. He wholeheartedly encouraged 
all clinicians to transfuse based on symptoms, not on 
numbers. He then explored the different ranges from 
which people report adverse symptoms and how some 
find anything below 110 causes them problems whereas 
others could dip down to 70 before they had symptoms. 
It was a very interesting debate. MDS UK also advocate 
that transfusions should be symptom-led so it was good to 
support Prof Bowen in his presentation.
 
The conference ended Wednesday evening and Chris and 
I slept for most of the train journey back. The exhaustion 
was a good exhaustion because it was born out of all the 
interactions with many medics and pharma companies 
and patient support groups. It was well worth the effort 
and a great deal of knowledge was given and gained. I 
was chuffed to be able to represent MDS patients as well 
as MDS UK. We have a loved and respected charity. Long 
may it continue.

Kes Grant 
MDS UK Committee Member

“The more light you al low within you, the 
brighter the world you live in wil l be”

As regulars readers of mine will know, I have lived with my 
MDS for 19 years. I’ve had many highs and lows along 
the way and have learnt a lot. My experience of attending 
the British Society of Haematology (BSH) Conference with 
Sophie and Chris was a highlight and it didn’t disappoint 
in terms of teaching me a few more things as well as 
enriching and deepening my knowledge about issues that 
affect our wonderful MDS community. I hope the following 
account gives you a flavour of the event.
 
My MDS always had an autoimmune component to it that 
affects my muscles and joints. I had a transplant in Oct 
2016 and sadly have gone on to experience extensive 
Graft versus Host Disease (GvHD), including in my 
muscles and joints. As a result, I really cannot walk far 
at all. I use a mobility scooter to whizz about if there are 
distances to be travelled. Despite this limitation I try to be 
as independent as possible.
 
Our trip to the BSH Conference started on Sunday 31 
March. I was travelling with my trusted enabler and 
was going to meet Sophie and Chris at Euston. Sophie 
advised me to get a cab but I’d looked at the tube map 
and seen the wheelchair sign at Euston, so thought I’d 
save the charity some money by using my freedom pass. 
I feel I need to say this in capital letters now: PEOPLE 
BE CAREFUL!! Just because there is a wheelchair 
sign doesn’t mean it’s step-free access. Apparently the 
wheelchair sign at Euston is just to say ‘as a mobility 
impaired person you can change tubes at this station’. I 
didn’t know what to do as I couldn’t go on the escalator 
with my scooter. I rang the emergency intercom on the 
platform. The disembodied female voice explained that 
there isn’t step-free access and that I wasn’t the first to 
make that mistake and I won’t be the last. She sent two 
station assistants to me and between us we pulled the 
scooter apart and carried it up the escalators. What a 
palaver! The disembodied voice advised me to ring in 
future before travelling. That’s so not right though. Why 
should disabled people have to do all these extra things 
and additional planning? Surely good quality information 
should be available online. I will keep fighting my corner.

Thankfully once boarded, the rest of the trip to Glasgow 
was uneventful. Sophie, Chris and I put the worlds to right 
and enjoyed the scenery out the window.
 
Our hotel was opposite the conference centre so that 
was very well organised by Sophie. The event itself 
was in a purpose-built exhibition space. MDS UK had 
a stall in the exhibition hall. Between the three of us we 
resourced the stall for the next 3 days and gave out lots 
of info about our small but mighty charity. This was in the 
form of newsletters and fact sheets. We also gave out 
copies of the new handbook. What was really good was 
the opportunity to speak to clinicians from all over the 
country. We signed up new doctors to our mailing list as 
well as updating existing contacts. The hospitals were 
as geographically diverse and stretched from Cornwall 
to Scotland. It just shows the hard task we have as the 
national charity for this rare cancer. We would love to have 
patient groups in every region, so it’s vital we build links 
in each area, as these groups have to run themselves. 
There is no way Sophie and Chris could cover the whole 
country. Networking throughout the conference was very 
successful and will hopefully open some new relationships 
for us.
 
One of really nice things about being in Glasgow was the 
opportunity to meet Ally Boyle. For those of you who don’t 
know Ally, he is also a long-term MDS patient. His working 
life is in the fire service. Being the resourceful guy he is, 
Ally combined his love of the fire service and wanting to 
do something positive for MDS sufferers and so he works 
with Anthony Nolan on recruitment drives and signing up 
firefighters to the registers and anyone else who listens to 
his message. 

Ally came and found us in the hotel and we went out for 
a really nice meal to a local Greek restaurant. Ally came 
along with his very talented daughter, Jess. Jess had to 
put up with 5 adults talking about all sorts of boring stuff. 
She was a real credit to Ally to sit through all that when 
she is only 11 years old. I think she’s fab because she is 
taking up girls’ football seriously. The school she’s about 

BSH Conference Report   
Kes Grant: Living with MDS

The following article covers our attendance of the BSH – British Society of Haematology Annual conference for all 
haematologists in the UK. MDS UK attends this event every year, with an information stand, which is kindly provided free 
of charge to many UK patient support groups. It is an opportunity to meet haematologists face-to-face and explain how 
the charity can collaborate with them, to offer their patients and relatives some additional support at different stages of the 
diagnosis and treatment, when information and extra assistance can be particularly helpful. This year, MDS UK committee 
member Kes Grant came with us to help out and engage with attendees.
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Feedback and views from two new MDS 
Alliance advocate attendees
From December 1-4 2018, 30,000 people attended 
the 2018 conference in San Diego, CA.  ASH is by far 
the most highly attended conference on hematology. 
It is the largest meeting of worldwide experts for blood 
cancers. The conference covered new developments in 
hematology and haemato-oncology, new treatments for 
patients and improved practice methods. You had to run 
between nine different locations, programs starting from 
6:00am and finishing at 10:00pm or even later.  More than 
5000 abstracts were presented. And of course, there 
was a large exhibit hall where all the big pharmaceutical 
companies were represented.  

Regarding the non-profit organizations exhibit, it was 
located outside the large exhibit.  Not the best location 
in terms of exposure, but it made networking with 
other non-profits easier, as we spent a lot of time at 
the MDS-Alliance booth. Visitors from all around the 
world stopped by the booth. The majority of them were 
MDs, practitioners or researchers looking for MDS 
support groups, because they are still missing in many 
countries. Some were interested in small grants/ funding 
opportunities for clinicians or researchers. However, 
how to organize a patient support group was the most 
recurrent question. This was the place to find patient 
educational materials and to have face to face exchanges 
with patient organizations.

Pharmaceutical companies also organized special 
meetings with non-profit organizations, and this was 
another good opportunity to meet with other groups and 
network. It was interesting to note that the pharmaceutical 
companies understand much better than they did before 
the role that patients can play in the development of new 
molecules or treatments.

The scientific sessions were technical and often quite 
difficult to follow.  Sessions related to MDS mainly covered 
research on high-risk MDS. But one of the most highly 
attended presentations was on the results from the phase 
III Medalist trial, in which treatment with Luspatercept 
significantly reduced red blood cell (RBC) transfusion 
dependence in more than half of the patients with anemia 
associated with low-to-intermediate-risk MDS.

Of the patients treated with Luspatercept, 37.9% 
experienced RBC transfusion independence (RBC-TI) 
for more than eight weeks, as compared to 13.2% in the 
placebo arm. Furthermore, 28.1% of the former achieved 
RBC-TI for more than 12 weeks, as compared with 7.9% 
of the later. The agent was also well tolerated in patients 
requiring regular RBC transfusions. Luspatercept may be 
on the market in early 2020 in the US and in Europe.

One session had a particularly intriguing title: “The Story is 
the Story: Using Narrative Medicine to Cure Disease”. This 
session presented an approach that is at the intersection 
of storytelling, writing, and medicine. The three presenters 
offered their take on how clinicians should be able to 
interpret - or at least hear - the many layers of their 
patients’ narratives, in order to refine their diagnostic 
and better integrate the patients into the therapeutic 
journey. Thinking like a writer can also provide tools for 
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understanding and responding to patients’ stories: tools 
that can be utilized to create traction in the interactions 
with patients. This type of approach can be especially 
uplifting, when clinicians try to wear the shoes of their 
patients and go beyond a pure diagnostic.

The ‘Patient Partners’ event organized by Celgene was 
also interesting. This was an invitation-only session where 
patients, clinicians, researchers and pharmaceutical 
companies come together to aid discussion about 
patients’ needs. It was particularly inspirational to hear 
directly from a patient who had had CAR-T therapy and 
how it had transformed her life. In contrast, it was difficult 
to listen to opinions raised about what price patients 
should pay for drugs. The opinion expressed by some that 

pricing should be based on demand and not how much 
people can afford to pay left a lot of people shocked but 
in turn stimulating interesting responses in particular from 
patient organizations.

Overall this was a very fruitful meeting which gave us a 
great opportunity to network with other hematological-
related patient organizations and update our knowledge of 
the most current clinical trials/ therapies available for MDS 
patients.

Blerina Ahmetaj-Shala
Jacqueline Dubow

The following article was commissioned from two relatively new patient advocates, attending ASH –American Society 
of Haematology Conference for the first time.  They attended on behalf of the MDS Alliance, the international umbrella 
organization of all national MDS support groups.

Every year, the MDS Alliance gives out travel grants to their country members to attend conferences and congresses 
worldwide, in order to benefit from the exposure to research, represent their own national organization, meet with 
physicians from their own countries, as well as help out on the MDS Alliance stand.  It is an excellent opportunity for 
national groups to help one another, and learn from one another.

In 2008, a group 
of European MDS 
experts met to 
discuss setting up a 
registry for the study 
of MDS across many 
European countries. 
This year we are celebrating 10 years of this fruitful 
collaboration and are now starting to use the information 
to help with the understanding of MDS as a disease, 
and also how best to use the treatments that we have 
available. Across Europe more than 2500 patients have 
kindly agreed to participate, with more than 400 UK 
patients included, making us the second highest recruiting 
country in the programme. 

We are collecting information that is used for routine 
care, plus some blood and bone marrow samples for 
scientific studies. Importantly we are asking all participants 
to complete questionnaires about their quality of life at 
6-monthly intervals from their diagnosis. We hope that we 
can use this to discover the patients’ perspective on their 
quality of life over the lifetime of their illness. This patient-
focussed work on a large scale is long overdue. 

So far, we have proposed some new blood features at 
6 months after diagnosis that may help to predict if the 
MDS is going to shorten life expectancy in some patients 
more than we had originally thought at the point of 
diagnosis. We have shown that an injection that boosts 
red blood cells, called EPO, works best if given before 

blood transfusions are needed but when patients are 
already starting to feel the effects of anaemia. We are also 
starting to get a more clear picture of the toxic effects of 
iron overload and who might benefit from iron removal 
(chelation). This information will help us to plan more 
trials of strategies to remove iron, but also to make blood 
transfusions more effective.

Although European collaboration may be affected by 
Brexit, we trust that this will not interfere with this unique 
research programme in which U.K. is playing a major role. 

Professor David Bowen 
Honorary Professor of Myeloid Leukaemia Studies 

and Consultant Haematologist
St James’s Institute of Oncology, Leeds

Research Programme  
European MDS Registry 
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Familial/inherited MDS: rare 
but important to keep in mind

When a patient is first diagnosed 
with myelodysplastic syndrome 
(MDS), one of the most frequent 
questions posed is whether the 
disease is likely to be passed 
down from parent to child, 
and if other family members 
could conceivably develop this 

malignancy too. Conventionally, heritable (i.e. passed 
from parent to child) forms of MDS are thought to be 
rare and are typically, not considered to run in families. 
Our research group at Queen Mary University of London 
(QMUL), with funding from the charity Bloodwise, have 
been collecting and storing blood and bone marrow 
samples from these rare patients and their families 
in order to better understand the nature of the faulty 
genes responsible for inherited MDS.  This research is 
important for the individual families, as it provides valuable 
information for treatment of the disease, assessing 
risk and genetic counselling, but it also offers a unique 
opportunity to identify the critical early genetic events that 
give rise or predispose patients to MDS. 

Since 2016, inherited forms of myeloid malignancies, 
including MDS, have been included as a separate 
disease entity in the World Health Organisation (WHO) 
classification of haematological cancers. This is leading 
to a greater awareness on behalf of haematologists 
regarding the existence of these forms of disease, 
enabling more tailored management of this group of 
at-risk individuals. This is important, as patients with 
‘familial MDS’ (i.e. with a predisposing mutation present in 
every cell) tend to develop symptoms at a much younger 
age compared to people with ‘sporadic disease’ (i.e. 
mutations are restricted to the MDS only). 

We also appreciate that MDS can arise as part of a wider 
syndrome, with many patients/families initially exhibiting 

bone marrow failure syndromes such as Fanconi anemia, 
dyskeratosis congenita, and Shwachman–Diamond 
syndrome which often subsequently lead to MDS.  Our 
research is demonstrating that there isn’t a singly mutated 
gene responsible for familial MDS but many different genes, 
some of which are also mutated in sporadic forms of the 
disease (RUNX1, GATA2). In comparison other mutations (in 
the germline) appear enriched or exclusive to inherited forms 
of MDS (DDX41, SAMD9) and this is offering researchers 
novel insights into the causes of MDS and the prospect of 
developing better treatments for all MDS patients.

It is, therefore, important that when a new patient is 
diagnosed with MDS in the clinic, steps are taken to 
determine whether the disease has a significant genetic/
inherited component. This is crucial, as in some subtypes 
of inherited/familial MDS subsequent therapy must be 
modified. For example, if a patient has MDS associated 
with an underlying telomerase mutation then the 
chemotherapy conditioning regimen performed prior to 
a bone marrow transplant has to be reduced. Equally, a 
haematologist would want to ensure that, in selecting bone 
marrow/stem cell donors, an asymptomatic family member 
with the same genetic defect is not used as the donor as 
the recipient could go on to develop MDS again at a later 
time point. In order to facilitate identification and genetic 
categorization of inherited/familial MDS our research 
group (in collaboration with the Genetics Laboratory at 
Birmingham and support from Bloodwise) provides genetic 
testing in such cases. This means if a clinician suspects 
that their patient may have a significant genetic component 
they can send blood samples directly to our laboratory. 

Indeed, in the future, our expectation is that every MDS 
patient will have a molecular profile performed as part 
of their overall management, to identify the specific 
mutations that are exclusive to their MDS and to assess if 
there is a significant inherited component, linked to their 
disease, where a mutation is present in all cells in the 
patient’s body. 

We are also able to provide specific advice on the 
management of patients if a genetic defect is found in 
one of the many genes that are associated with inherited/
familial MDS by contacting us directly (email i.dokal@qmul.
ac.uk). Furthermore, if a genetic defect is not found in one 
of the known familial MDS genes and there is a strong 
clinical suspicion for familial MDS (for example, if there is 
a history of multiple MDS cases in the family) then these 
samples are put forward for research studies aimed at 
new gene discovery.

In summary, familial/inherited MDS is a very 
heterogeneous and complicated disorder. It is thought 
to be rare but the precise figures on its incidence and 
prevalence are not known. Over the last 20 years many 
genes have been identified that are responsible for familial/
inherited predisposition to MDS and they have highlighted 
the importance of making specific modifications to therapy 
to achieve optimal outcomes. Our ongoing research 
programme at QMUL provides genetic testing for all of 

these genes as well as a strong focus on identifying new 
disease genes where current genetic tests fail to identify a 
defect in at-risk families.

Professors Jude Fitzgibbon, 
Tom Vulliamy, Inderjeet Dokal

Queen Mary University of London

MDS UK Note: Watch our interview with Prof Fitzgibbon on our website.

A Feasibility Randomized Trial of Red Cell 
Transfusion Thresholds in Myelodysplasia

This short section provides some information about a first 
ever clinical study to help us learn more about how to use 
blood transfusions in patients with MDS. 

Myelodysplastic syndromes (MDS) are bone marrow 
disorders which impair the production of the correct quality 
and quantity of blood cells. Many patients develop anaemia 
or low levels of red cells in the circulation, which can persist 
for many years. Therefore, much of the treatment of MDS 
is focused on relieving the symptoms of anaemia. Many 
patients will commonly receive blood transfusions. In the 
medical literature, we describe these patients as ’being 
dependent on red blood cell transfusions’. 

Although a large group of haematology patients has MDS, 
there is no high quality research data on safe and effective 
thresholds of haemoglobin in transfusion dependent MDS 
patients. Currently red cell transfusions are usually given 
when a patient’s haemoglobin typically falls to 80-85g/L 
or lower. We do this because we wish to prevent serious 
complications, such as heart disease, but some patients 
may still feel short of breath and tired. Other recent research 
suggests that giving red cell transfusions to keep the 
patient’s haemoglobin at a higher level (100g/L) may result 
in improved functioning and fewer symptoms. However, 
this might mean patients could need more hospital visits 
to receive more transfusions to achieve this higher level of 
haemoglobin and it is possible that increased transfusion of 
red cell transfusions will have its own side effects.  

Therefore, we have started doing some clinical studies to 
help us understand the best strategy for use of red cell 
transfusions in MDS. We have just finished a pilot study 
in which a small number of patients in UK and Australia/

New Zealand were allocated by chance (or tossing a 
coin) to different policies for red cell transfusion.  These 
two policies were to support a a lower Hb transfusion 
threshold (85-100g/L) or a liberal threshold (110-125g/L) 
policy. In addition to understanding whether the study 
works well across different hospitals, we also collected 
some information on quality of life. In a future article, 
we will provide some results for this study as analysis is 
completed. We hope the pilot results will inform the design 
and practicalities of any larger study. 

Author
Professor Simon J. Stanworth is a Consultant Haematologist 
for NHS Blood & Transplant at the John Radcliffe Hospital, 
Oxford (and Oxford University Hospitals NHS Foundation 
Trust), and Professor of Haematology and Transfusion 
Medicine at the University of Oxford. He is Secretary 
of the Regional Transfusion Committee for Oxford and 
Southampton/Hants. His research as a Principal investigator 
in Clinical Research in transfusion medicine for NHSBT is 
centred on clinical indications of blood components, through 
systematic reviews and clinical studies/trials.

Professor Simon Stanworth

The study is called: A Feasibility Randomized Trial of Red Cell Transfusion Thresholds in Myelodysplasia. The 
chief investigators in UK were Prof Simon Stanworth and Prof David Bowen, and further information can be obtained by 
contacting them.

MDS UK Note: Watch the interview with Prof Stanworth on our website.
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Professor David Bowen and Leeds Teaching Hospitals 
are pleased to announce the start of a new service for 
patients who would like a specialist MDS consultation but 
who are unable to, or prefer not to travel to Leeds for a 
conventional clinic appointment.

Starting date for this service
This will be a brand new type of NHS service, opening for 
MDS patients in April 2019, for online clinical consultations 
with one of the main MDS specialists in the UK, Professor 
David Bowen, from the MDS Centre of Excellence in Leeds. 
Video consultations will be available from April 2nd 2019, 
generally on Wednesdays but with some flexibility.

Who is it for? 
Any MDS patients who would like a specialist MDS 
consultation but who are unable to, or prefer not to 
travel to Leeds, or another Centre of Excellence for a 
conventional clinic appointment. This service will be very 
similar to the standard referral request for an additional or 
second opinion at an MDS Centre of Excellence.

Prof Bowen: “Patients should have the opportunity 
to see a true expert in whatever disease they have.” 
  
You can 
watch Prof 
Bowen talk to 
Sophie about 
personalised 
treatment for 
MDS on our 
website.

How can you access this service? 
If interested, just like any conventional referral request, speak 
to your GP or local haematologist, explaining you would like 
to have an additional opinion from an MDS expert.

MDS is a rarer disease, and often requires an MDS expert 
to evaluate the exact sub-type of MDS, or explore and 
discuss additional treatment options, including clinical 
trials. Your haematologist, or GP, will then need to refer via 
the traditional referral system, to Professor David Bowen, 
at Leeds Teaching Hospital. An appointment will be 
arranged after receipt of a formal referral from either the 
GP or local Haematologist, which should contain as much 
detail as possible, specifically results of bone marrow tests 
and details of treatment.

Technical Requirements
Patients will require an internet connection and a smartphone, 
tablet or laptop/desktop computer with a camera. This video 
consultation service is offered via a secure portal from a 
professional company specialising in NHS video consultation, 
and confidentiality is of paramount importance.

Contact Us 
n For any questions, please feel free to contact us 

directly at MDS UK on info@mdspatientsupport.org.uk 
or call us on Tel 020 77337558

n Or send an email to Professor Bowen’s secretary, 
jayne.croft@nhs.net

Patients outside England 
NHS funding mandates that for UK patients resident 
outside England, the local consultant / GP must have 
agreed funding for the consultation from the local payers 
(eg Health Boards in Scotland, and equivalent in N. Ireland 
and Wales), prior to the formal referral to Professor Bowen.

Overseas patients
The video consultation service is available to overseas 
patients. A formal referral from a local haematologist is 
preferred, accompanied by details of bone marrow and 
blood tests, and of treatments received. These can be sent 
by email to Professor Bowen’s secretary, jayne.croft@nhs.net

Prior to the consultation a signed document confirming the 
undertaking to pay the overseas patient fee must be received 
by Leeds Teaching Hospital. An approximate charge for a 
single consultation is currently £196; this may vary.

Online Consultations with an MDS expert
For MDS patients who are unable or prefer not to travel 
to a conventional appointment, there is now an option 
for one-to-one video consultations online.

Video communication
How will it work? 

A user guide will be sent to you with the appointment 
notification.

The appointment will be arranged after receipt 
of a formal referral from either the GP or local 
Haematologist, which should contain as much detail 
as possible, specifically results of bone marrow tests 
and details of treatment.

The consultation will either be a one-off session, or 
part of an on-going care, depending on the situation 
and patient preference, just like the more traditional 
“shared care” setup.

Poetry 
Kate, who is an active member of our MDS Community Facebook page, wrote this fabulous poem, 
using the letters M, D & S. This is fantastic Kate - please keep writing and many thanks for this. 

My Day Starts.
I Must Do Something,
but then remember;
I can’t always do what I used to.
It Mostly Doesn’t Show 
to those who don’t know.

Most Days Show how life used to be
before my Many Daily Struggles began
and Mild Depression Set in.
My Dog Sits on my shoulder.
But it Mostly Doesn’t Show 
to those who don’t know.

Most Doctors Strive to do
what is best for the patient; 
Many Don’t Spot the tell - tale signs,
are confused and perfunctory because 
there are Multiple Different Symptoms
that confuse and delay.

My Marrow’s Diagnosis’ State is not
a good one; in fact,
My Diagnosis Stinks, but
it Mostly Doesn’t Show 
to those who don’t know.

Medicinal Drugs Start.
I May Die Slowly or stay like this 
for years yet as it
Mostly Doesn’t Show 
to those who don’t know.

There are More Daily Struggles
for people like me
who have this fatigue,
these aching joints and bones, 
this marrow that doesn’t work,
these days of despair.

Many Don’t Survive.
But I am not the worst and 
for those in the know,
it Mostly Does Show
bravery, honesty, resilience. 

Many Days Sort themselves out 
in hospital waiting rooms on 
hard plastic chairs, 

Most Doctors Smile and ask how I am,
and continue to Make Some Diagnosis 
if they know and can show
me that My Daily Struggle,
my MDS is Myelodysplastic Syndrome.
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Data – a patient’s 
new best friend 

The ability of computers to perform tasks normally 
requiring a human brain is mind-boggling. From driverless 
cars to winning quiz shows, being fluent in any language, 
or writing publishable poetry, there is seemingly no limit to 
what Artificial Intelligence (AI) can offer.

Yet despite these tantalising possibilities, for most people, 
entering a hospital will still feel like stepping back into an 
analogue era – repeating your medical ‘back-catalogue’ 
every time you interact with a different healthcare 
professional, waiting patiently for appointments via the post, 
and needing an appointment with the consultant to be 
updated on progress. Whilst the system clearly works, it is 
a relic of a more paternalistic, ‘the doctor will see you now’, 
era. But, as we adapt to the benefits technology brings 
in other areas of our lives – online banking, shopping and 
entertainment to name but a few – there is an expectation, 
rightfully, that healthcare keeps pace with the rest of society. 
So why is healthcare lagging so far behind?

At the heart of the technology revolution is data. Given 
that the NHS budget runs into the billions, the lure of 
gaining a slice of the healthcare pie is a big carrot for the 
private sector. In exchange for access to clinical data, 
companies, such as Google and IBM, can offer exciting 
clinical solutions. Collect enough data and powerful 
computer programmes, or algorithms, can perform routine 
tasks, such as interpreting x-rays and blood results or 
optimising treatment plans. Yet caution is required. 

Data security
The Cambridge Analytica scandal highlights how 
unscrupulous large corporations can be in utilising data 
for their own profits. Given the highly personalised nature 
of clinical data, the NHS has a duty to protect the patient 

information it holds. A London NHS Trust had their 
knuckles rapped for failing to properly anonymise data 
that was being shared with a Google subsidiary. And it is 
vital that we maintain the trust of our patients. 

A 2018 consumer survey revealed that over ¾ of British 
adults trust the NHS with their data, but over half had 
concerns about how their data was used. Various 
groups, including charitable foundations such as The 
Wellcome Trust, are developing clear standards as to what 
constitutes acceptable practices. Establishing protocols 
is a first step in making hospitals and patients feel 
comfortable sharing their data.

Joined up systems?
A second barrier to using data in the NHS is that different 
hospital computer systems are notoriously difficult to 
join up. Any patient referred to another hospital is likely 
to have experienced this absence of a collective NHS 
memory. After several high-profile and expensive failures 
to create a centralised health record, there is finally cause 
for optimism. There has been a shift in focus to building 
a digital ‘spine’ that enables different NHS providers to 
share information regardless of computer system. The 
infrastructure now exists for all GP referrals to be sent 
electronically and is a sign that data-sharing should 
become more straightforward across the NHS.

Moving towards a digital era
The final challenge with healthcare data is that most 
of it is not digitised. A patient’s health record exists as 
an explosion of clinic letters and notes with subjective 
descriptions of symptoms interspersed with reams of 
legalese. Furthermore, for outpatients, these records 
are largely generated by doctors periodically interpreting 
patient symptoms face-to-face in a hospital setting. But 
what if we used technology to empower patients, enabling 
them to report their symptoms in the moment, at home, 
with minimal effort, capturing that data in easy-to-read, 
easy-to-share digital formats? 

Smart, responsive follow-up questionnaires could be 
used to identify specific issues facing a patient and be 
conducted via the phone or internet.  Blood results 
performed nearer to home could be screened by powerful 
algorithms to look for early signs of disease progression. 
Wearable technology could flag signs of anaemia or 
infections. Progress in data protection and data sharing 
should permit these findings to be shared directly with the 
patient without having to wait for a hospital appointment. 

The doctor-patient relationship will always be at the heart 
of what we do. By using technology more intelligently 
within healthcare, we can focus on the needs and 
preferences of each patient. Routine follow-ups, blood 
tests and even treatments could be safely administered 
in more convenient locations, including a patient’s own 
home. 

Rather than relying on the rigid structure of fixed hospital 
clinic appointments, clinicians could then divert greater 
attention to emotional support, broader patient education 
and being more available to respond when issues 
arise. Artificial Intelligence gives patients the means to 
individualise their healthcare. For us as doctors, our role is 
to make sure we embrace this new era of ‘the patient will 
see you now’.

I am currently working on a project to digitise hospital 
health records - one aim is to use this to create an 
algorithm to ‘match’ patients to national clinical trials 
based on eligibility criteria. However, I am also keen to 
hear from patients about their experiences of outpatient 
care - as a way to learn how we might best integrate 
‘direct patient reporting’ of symptoms into routine care.

I’m currently a Haematology registrar at King’s. From 
September I will be Haematology Consultant at the Royal 
Devon & Exeter Hospital.

Dr Thomas Coats 

MDS UK Note: Dr Thomas Coats will be writing a follow-up article to this in the not-too-distant future, once he is settled 
into his new role in Exeter. Please email us comments and feedback if you have found this article interesting - and wish to 
hear more about this topic. We will forward all to him, to improve the work he is conducting.

I am a long-term survivor of Myelodysplastic Syndrome 
(MDS).  In 2006 I received a  tentative diagnosis which 
was finally acknowledged in 2007. Since then I have 
been waiting in line for a stem cell transplant; this has 
been postponed twice with the reason that the risk of 
a transplant would probably outweigh the risk of still 
waiting and living with certain limitations. So, I have been 
dependent on blood transfusions for 11 years and have 
been suffering from neutropenia and fatigue, just to name 
my major ‘worksites’.

To be ‘watching & waiting’ is really hard stuff for my 
mind. A heavy burden to carry physically, mentally and 
emotionally. Traditionlly, haematologists are known to 
be hard-core! When your blood-counts and clinical 
chemistry are fairly in order and stable, your case is done. 
Examination of vitamin status and trace elements are not 
of their main concern. 

However, my first haemtologist in 2007 who traced my 
anaemia, tested my Vit B12- and folic acid level before 
he was ready to share his preoccupation with me that 
I possibly suffered from some serious blood disorder 
disease. My vitamin levels all were fine at that time and 
since then I have been labelled with ‘refractory anemia, i.e. 
anemia that cannot be cured.

Vit B12 
Did you know that Vit B12 does a lot of essential things in 
your body? It is involved in making your DNA and your red 
blood cells. If you suffer from a Vit B12 deficiency you may 
have symptoms such as fatigue, weakness, dizziness, 
feelings of needles and pins and mouth ulcers. I’m sure 
that all that sounds so familiar to you when the underlying 
disease is anaemia, but with Vit B12 deficiency on top you 
probably double or triple your symptoms. If not treated, Vit 
B12 deficiency can cause severe damage to your nervous 
system.

The second time Vit B12 came across my MDS-journey 
was in 2014 in connection with a clinical trial. I had 
qualified for a phase-2 study with Luspatercept (a drug for 
low and intermediate risk patients requiring regular blood 
transfusions  with the goal to lower transfusion frequency 
or even make patients temporarily transfusion-free).  A 
normal Vit B12 value was one of the inclusion criteria and 
at first I failed. In fact my Vit B12 level was very low and I 
had to get several infusions to up it to finally get approved 
for the trial. 

Luspatercept will shortly get its market-approval for the 
target it was developed for. I had quite a benefit for a 
while experiencing a slightly longer interval between my 

Patient Experience   
Bergit Kuhle: B12 meets MDS
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blood transfusions, but unfortunately I never became 
transfusion-free. While I was in the trial, my Vit B12 counts 
kept on needing to be controlled and I had to be ‘refilled’ 
several times to keep them on the normal level. It’s 
interesting that I never had any gastrointestinal problems 
to eventually explain my repeated Vit B12 deficiency. I 
can’t remember the cause of my deficiency ever being of 
great interest for my physicians.

After quitting the trial I didn’t pay much attention to my Vit 
B12 status. I admit I forgot about for a while. In the winter 
and spring of 2018  I was having a very hard time. Not 
only had I my usual symptoms of fatigue according to the 
level of my haemoglobin level (worse prior to a red cell 
blood transfusion and significantly better after), 
but I felt excessively exhausted and tired all the time. My 
general condition was awful, I was feeling weird on my 
sofa as well as in fresh air and there did not seem to be 
a real benefit from a transfusion anymore.  Every 10-12 
days, in need of another transfusion, I almost crept to the 
haematological ward-counter to register and then begged 
for a bed in the outpatient clinic to lie down and rest. 
Impossible to wait 2-4 hours at the ward, in the waiting 
zone, for my blood being prepared from the blood-bank. 
This is what my life was like for months: I felt like crap.

In my desperation I asked for an appointment with my 
consultant. As a consequence an extensive program of 
investigations was being started with fabulous results: labs 
low but stable, no blasts, no further progress in cyto- and 
molecular genetics. Dream results every patient in my 
disease stage would wish to have. In all my consultations 
in the past years these were the results always having led 
to more ‘watch & wait’.

New course of action?
But this time the conversation between my consultant and 
me took a totally different course than I had expected. 
I was clearly recommended a stem cell transplant, so 
echoed the second opinion:  although my counts would 
not yet indicate the progress, it was clear that my general 
condition was deteriorating after 12 years of MDS. I would 
report that impressively it could be seen in my complexion 
and posture. It now would be wise to jump onto the SCT. 
Waiting much longer would diminish my chance to survive 
this dangerous therapy. 

I fully and humbly accepted this view and well, I always 
have known, this moment would come and now the 
moment obviously was there: Finally hit with full guns. My 
only possibility was to stand up and get back into the race 
by taking the risk of the trip to hell for a potential cure.

To cut a long story short, I don’t know why and how I 
had the intuition to ask my vitamin status to be checked. 
Not that I was so clear in my head as to intend to evoke 
contradiction, I just remembered two MDS-patients in my 

social media groups complaining of low Vit B12 levels 
and the excessive fatigue-producing side-effects and I 
suddenly started reflecting on my own Vit B12-story so 
far. 

And then, not only was my Vit B12 store completely 
empty, but equally was my Vitamin D store. In the end 
my stem cell recommendation was cancelled, because 
after having been substituted with Vit B12 and Vitamin D, 
I was doing fine again. I returned to my former rhythm I 
had coped with for many years: bad, but still manageable 
fatigue prior to a blood transfusion, but after it a clear 
benefit with a couple of rather good days to follow. 

My general condition for the time being is satisfactory 
within my usual limitations. I keep on receiving Vit B12 
shots, since my body is not resorbing the vitamin properly 
via pills. And I regularly take Vitamin D pills too. Why I am 
repeatedly developing these deficiencies has never been 
found out.

Did you know Vitamin D is an important nutrient our 
body needs to stay healthy? It helps the body absorb 
calcium to build bones and keeps them strong. Vitamin 
D also plays a role in muscle function and in the immune 
system. Deficiency often leads to symptoms such as 
extreme daytime fatigue, headaches, bone, muscle and 
lower back-pain,  impaired wound-healing…. Again I 
would say many patients would interpret those symptoms 
in association with their MDS disease and they would 
probably never assume that there is another important 
reason why they are feeling so worn out.

My message to you
To whoever of my MDS-fellows reads this: do yourself a 
favour and have your vitamin status checked once in a 
while. Deficiency can have uncomfortable side effects and 
may lead to avoidable therapy decisions as far as your 
primary disease is concerned. 

Bergit Kuhle

Patient Survey 2019
Our patient survey work has gone from strength 
to strength over the last 12 months, and thanks 
to the great collaboration with Dr Esther Oliva, 
MDS expert in Reggio Calabria, Italy.

Dr Oliva is not only a haematologist 
specialising in MDS, but also an expert in 
Quality of Life issues and Patient Reported 
Outcomes, amongst many other skills.

Our work with Dr Oliva helped resulted 
in our data being presented in two major 
haematology conferences so far, in the form of 
a scientific poster.

Our survey data and poster has also 
been accepted at the EHA conference 
in June 2019, in Amsterdam.

ASH - American Society of 
Haematology - which took place in 
San Diego, USA in December 2019. 
ASH 2018 attracted over 25.000 
haematologists from all over the world.

Photo (left to right): 
ASH 2018 - Our Project Worker, 
Raqeebah Agberemi, who worked 
on the Patient Survey until January 
2019, Dr Esther Oliva, Haematologist 
in Italy, Sophie Wintrich, CEO MDS 
UK.

BSH - British Society of Haematology 
- which took place in Glasgow in April 
2019, and was attended by 1436 
haematologists from the UK. 

Above are photos of the busy poster 
session at BSH, as well as Sophie in 
conversation about the poster results, 
with Dr Tom Coates, haematologist at 
King’s College Hospital.

The data we analysed so 
far covers only a fraction 
of the work we plan to do.

We also plan to work in 
collaboration with other 
NHS researchers and 
haematologists who have 
expressed an interest in 
the data we have. 

This data will continue to 
help to better understand 
what else remains to 
be done to improve the 
support offered to MDS 
patients in the UK.
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I have just finished reading your most excellent Magazine 
Issue number 9 dated November 2018 which has 
prompted me to sit down and tell you my story which you 
may use in any way whatsoever, if you wish so to do.
I feel that I should start by ‘painting a background of 
my life’ for you to give you some idea of how, in my 
particular case, being diagnosed with MDS and suffering 
from its increasingly difficult stresses is so hard for me 
to understand and cope with. Your magazine clearly 
illustrates that I am not alone in that.

Two years ago my youngest granddaughter said to 
me ‘you’ve had such an interesting life Grandpa, you 
really ought to write about it’ and so 2 years ago my 
autobiography, ‘Where has the time gone’, was published.
I am 87 years old and was fortunate enough to have 
enjoyed a main career lasting 30 years working in 
independent television, namely ABC Television and 
latterly Thames Television. I took early retirement from a 
management position of their Outside Broadcast Division 
based in London at the end of 1990.

I have also been very fortunate to have had a very active 
sporting life, representing RAF football and tennis teams 
mostly during my 2 years national service time spent in 
Germany between 1949 and 1951 and Police (UK) teams 
thereafter until it became time to hang up my boots and 
tennis racquets, whereupon I took up Golf.

I mention these things because I believe that the contrast 
between being so fit and active to becoming a chronic 
invalid barely able to walk without pushing my ‘shopping 
trolley’ in front of me, almost too much to bear.

Due to the onset of severe arthritis I had to give up playing 
golf when I became 79, needing both hips and a shoulder 
replacement over the following 3 years.
 
About 2 years ago I started to feel unwell, losing my 
appetite and finding food almost distasteful.  Despite 
having to almost ‘force feed’ myself, I lost 3 stone and 
became chronically anaemic and somewhat of a ‘medical 
enigma’.

My local GP, an excellent chap, referred me to a ‘HUB 
system’ of Doctors specifically formed to cater for 
geriatrics with health problems. In November 2017, a 
very strange lump, shaped like a suitcase luggage handle 
started growing underneath my skin in my lower right 
back area which the doctors feared was a cancerous 
Sarcoma.

Whilst there were several discussions taking place as 
to the best way to treat my condition the lump started 
discharging a yellow mucus which they decided would be 
best treated with antibiotics rather than surgery and I was 
attended to on a daily basis by district nurses dressing my 
wound at home. This treatment proved to be the correct 
course and eventually cleared up.

On February 14th, so I’m told, I was rushed into Dorset 
County Hospital in the early hours of the morning suffering 
from a ‘seizure’. I eventually woke up in a side ward 
of the Stroke Unit at OCH with all my family standing 
round my bed. They had been advised that having been 
unconscious for so long it was extremely likely that I would 
not survive.

My eldest son who lives in Malta, fortunately, was already 
staying with us but my youngest son had driven down 
from Manchester and my daughter and son-in-law came 
from Hampshire. I hadn’t a clue what was going on !
After 3 and a half weeks in hospital,  I was eventually 
allowed home much relieved.  Realising that I had been 
very lucky, I bought myself a little battery driven mobility 
scooter which when dismantled would fit in the boot of 
my car. Would you believe it but after a couple of months 
I was back in Hospital again, this time with a ‘blood 
infection’.

A sample taken from my bone marrow revealed the 
dreaded Myelodysplastic Syndrome and I was a further 
2 and a half weeks in hospital. This time however, when 
I was discharged, I was unable to walk and struggled 
even to get in and out of a wheelchair. I had absolutely no 
energy whatsoever and the slightest exertion caused me 
to become breathless almost immediately.

I can however, having had a little shed built to 
accommodate the buggy just outside my kitchen door, 
manage to get to the local parade of shops and back on 
my own.

Whilst I realise  that no one lives forever, my wife seems 
to be more affected by my health problems than I who, to 
some extent, has accepted that I’m stuck with what I’ve 
got, whereas she is constantly asking ‘are you all right?’
I understand that one of the major ‘downsides’ that MDS 
sufferers have to deal with is that one’s ‘immune system’ 
is either not working properly or has simply buggered off 
altogether as seems to be so in my case. I had a major 
head cold and cough recently which instead of lasting the 
usual 2-3 weeks lasted 3 months and drove us all mad.

Patient stories: 
Bernard E Burke

On the positive side it has made me ‘put my affairs in 
order’ as they say. Also I was asked to give a talk to the 
National Women’s League in Weymouth recently which 
seemed to go down well, so I’m not completely useless 
yet! 

Ironically, although I had a 30 year career in TV which has 
provided me with a very nice pension I find it very hard to 

watch TV these days and am severely critical of the poor 
sound quality that seems to prevail in most dramas one is 
persuaded to watch.

Once again, my congratulations on your Newsletter - well 
worthwhile and informative – I shall certainly make an effort 
to get to the next Bournemouth meeting in March next year 
(if I’m still around). I was too ill  to go to the last one.

My name is Michael Bower, I am a 63 yr old male. I was 
diagnosed with MDS in September 2016. Having had 
trouble with my blood count after an operation (a total 
knee replacement) I was sent to see a haematologist who 
sent me for a bone marrow biopsy.

This showed that I had myelodysplastic syndrome with 
multi lineage displasia, which means it affects both red 
and white cells plus my platelets.

I have always followed a healthy lifestyle: in my younger 
years I played football, golf and some athletics, I later 
turned to fell running, a sport limited to the North of 
England due to the hilly and some areas mountainous 
terrain. It was a sport I enjoyed and occasionally excelled in.

I did smoke in my early 20’s while having an occasional 
drink, and to this day I still have the odd glass of IPA ale 
which I enjoy.
 
I have come to terms with my illness and it’s possible 
prognosis, the hospital I attend which is Burnley General 
have me on ‘watch & wait.’ I have bloods taken every 
month and see my consultant  every 3 months, I am 
always willing to help other sufferers to help them 
understand the problems that can arise.

The condition has caused me other problems having had 
a swollen lymph gland at the top of my right leg, not long 
after the knee replacement, they surgically removed it in 
case of further cancerous cells being present, it was all 
clear but due to now having a blockage to my lymphatic 
system I now have to wear class 2 pressure socks to 
keep swelling at bay - not nice things to wear, some days 
the pain is unbearable. I live on painkillers!!

Making other people understand the ‘condition’ - that’s 
what I call it as I hate using the “C” word. Because I have 
not been given chemo or radiography and not suffered 
hair loss they seem to think there’s nothing up and I’ve 
actually been called a liar!!

As I have always been an active person I still carry on by 
going to a local gym to keep myself moving and it helps 
keep the weight at bay and lifting and pushing weights 
is good for building up your bone density which is good 
for MDS. I would recommend it to everyone suffering the 
same thing as me, I also have some good friends at the 
gym who help me through the good times and the bad. 

Exercising property means you will follow a proper diet 
too, because of  this I have now decided to would like to 
make some funds for the MDS UK support group.  

My target is to try and get myself fit enough to run in 
next years London Marathon - as an athlete I have a sub 
2hrs 40mins for a marathon time so I know what I’ve got 
coming to me as far as training goes although I do expect 
to be a lot slower!! If I am unable to get my self fit enough 
for a marathon there are other avenues open to me.

If you are reading this, your goals do not need to be as 
big, sponsored walks, cycling, no matter how far, will help 
you feel a lot better within yourself and help the MDS UK 
organisation. 

Many Thanks for your time reading this and I truly hope it’s 
given you some encouragement, 

Patient stories: 
Michael Bower
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I remember feeling very tired in 2000, so much so that 
I went to my GP and had blood tests for anaemia three 
times over the following two years.  Since I had gone 
through an early menopause at the age of 37 after having 
my tubes tied to be sterilised my periods had totally 
ceased.  I was a single parent, twice divorced and had 
two teenage daughters from my second marriage and a 
son in his twenties from my first.  I was single and didn’t 
want any more children and life had been a struggle.  
During my childhood we had been moved and put 
through so many schools, I went to ten schools.   Our 
parents always worked so we raised ourselves with no 
family near us. I used to have lots of energy and thought 
nothing of walking five miles to school and back when I 
was a young girl.  

My family had broken up when I was 13 and my brother 
had been placed in a mental hospital with schizophrenia, 
my sister in a home, that was in the 60’s and 70’s 
and I started work at the age of 15 in 1971 in a large 
overcrowded ward with mentally and physically disabled 
babies, children and adults before these institutions were 
pulled down in the 90’s. I was a cadet nurse and had to
bath, feed, change, make beds and clean floors for up to 
50 patients, sometimes just myself and one other nurse. 
Years later I scrubbed operating theatres in the days when 
we would open the windows and use just detergent and 
disinfectant to scrub all the theatres and adjoining rooms, I 
earned a pittance but had energy and nobody caught the 
infections they have now. 

I worked in 4 hospitals in Essex and London and then 
tried work in a shop and office as well as a stint in a 
factory. In those days you could apply and get a job 
without computers and social housing was available too. 
In 1982 I also joined an acting agency and did a few 
commercials and was an extra in films so smiled into 
cameras too.

In late 1991 my brother was diagnosed with acute 
myeloid leukaemia and I was the only family member who 
matched his bone marrow but he died before having the 
transplant from the chemotherapy he had to take after 
just three months at the Royal Free Hospital, he was just 
38 years old.  I remember our mother saying after each of 
our births in the 50’s she had to have an injection to stop 
bleeding.  She had an unusual blood group AB negative 
and we were common blood groups with O positive 
like our father who was from India and had come to this 
country after independence and had been a nurse in the 
RAMC in the British Army in India. He had died shortly 

after my brother’s incarceration so he wasn’t around and 
my mother had remarried and wasn’t near me either to 
help me raise my children when my marriage broke down.  
My sister also had tragedy when her only child died in 
a car crash in 2002, she also lived miles away and was 
divorced.

Anyway I always had bruised easily and my GP had 
confirmed I was just a bit anaemic and had slightly 
enlarged blood cells but this was nothing to worry about.  
So for the next few years I just took iron pills and even 
started doing a part time degree at Goldsmiths in 2001 
as well as looking after my neighbour’s mother who had 
been through a stroke. I still felt exhausted and in 2003 I 
saw an advert at Guys Hospital in a newspaper for people 
to test a new hormone replacement therapy. I was 47 
years old by then and thought it might help my moods of 
depression, anxiety and tiredness.

So off I went to Guys Hospital and saw a lovely African 
consultant who took my blood and I thought nothing of 
it until later in the week when he phoned me and told 
me to come in to see him as it was urgent. Then I was 
told my enlarged blood cells were definitely not normal 
and that I needed a bone marrow biopsy because I had 
bone marrow disease. Of course I wasn’t able to be a test 
person for their Hormone Replacement tablets as I now 
had a life threatening disease.

To say I was in shock would be to put it mildly, I remember 
it was my son’s 29th birthday, October 3rd, 2003, and I 
walked around London Bridge in a daze and can’t even 
remember catching the train home.

By the time it had all sunk in and my son and daughters 
had been told and also were in shock, they were just 15 
and 16 and sitting GCSE’s and totally dependent on me to 
survive, I also became very angry at being fobbed off by 
my GP and couldn’t understand why he thought enlarged 
cells were normal.

I suppose I had always looked up to doctors like they 
were gods able to cure and answer everyone’s problems.  
Of course I now realise they are just human beings and 
overworked just like I had been and the last thing any 
of the humble home GPs would test for would be bone 
marrow disease.  I do think this has to change if anyone 
comes in to surgery complaining of exhaustion and 
especially if they come back more than once.  I think the 
initial shock of having to deal with the news of a blood 
cancer, which I always refused to even say the cancer 

Patient stories: 
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word, is the worst part.  I remember phoning my mother 
who almost seemed dismissive and angry with me for 
telling her my diagnosis, made me feel worse.  She even 
seemed to blame me by saying I wonder where all this 
disease comes from and I remember blurting out in my 
defence that maybe it was genetic. She had had a cousin 
who had also died from leukaemia but if I was expecting 
any sympathy from my mother I never got it.  

The people I did turn to were my fellow friends in SGI-
UK, a Buddhist organisation I had joined in 1997 after the 
unhappy life and awful death of my brother.  I used to go 
to church but felt God had forgotten my family. At least 
with these friends who chanted with me I felt I could share 
everything with them even if some just kept telling me all 
would be well, which also made me angry.  How would 
they feel if told they would die young? But I have got over 
this fear because I am somehow still alive and each day I 
am grateful to still be here. Each day is precious even if all 
I can do is make a cup of tea and read or watch a film.

For the next seven years I was monitored by Guys and 
had tests confirming I also have osteoporosis in the 

spine and fibromyalgia in my muscles and shoulders and 
I am lactose intolerant, these were done at St Thomas 
Hospital.  I was given Tramadol and Gabapentin for pain 
relief and had to apply for disability living allowance. 

Fortunately my GP backed my claim. Some days I could 
barely get out of bed and I felt terribly low. I had known 
friends who had died young from cancer and worried 
myself sick over how and where my children would live 
as I lived in a rented property, these days children cannot 
take over a property if a parent dies and there is no 
housing available with thousands homeless.  

I tried writing a book of poems but the publisher took 
more money than the book earned and so I cancelled it.  
My children were my only concern and their father had 
remarried and didn’t seem to care.

After being diagnosed 4.5 years ago with MDS/MPN 
crossover (CMML), John was put on a ‘watch and wait’ 
system.

We were in between appointments when John became 
very poorly. In desperation I contacted the Essex MDS 
Support Group who advised me to contact the MDS UK 
Support Group for advice.

Within 24 hours we had an appointment to see a 
consultant and John was quickly referred to both Guys 
and Kings College Hospitals.

In Nov 2018, the results of his bone marrow showed 
his disease had progressed to AML, whereby he was 
transferred to St Bartholomew’s hospital with heart failure 
and AML. After 6 weeks stay he was offered palliative care 
only, as he was unable to qualify for treatment.

Once again, we contacted Sophie at MDS UK for help 
and her intervention, together with his consultant at Barts, 
made it possible for John to be given the opportunity to 
have chemotherapy, which is still ongoing. 
He is feeling much better and we appreciate the 
importance of attending our local MDS support group in 
Chelmsford and its dedicated CEO Sophie Wintrich. Our 
deepest thanks once again to you all.

Patient stories: 
John and Sandra

This heartfelt letter arrived with a wonderful bouquet of 
flowers from Sandra.

Part 2 of this Patient Story will feature in our next 
Newsletter.

But if you want to read it all immediately, you can find it on 
our website, under Patient Stories.
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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.

Hei Hing Cafe and 
Noodle Bar
£103.45
Moni Lau, the sensational 
side-kick to our brilliant 
patron, Caitlin, runs a 
fantastic noodle bar – 
and they do an all year 
round collection for MDS 
UK (besides all sorts of 
other fantastic fundraising 
activities for us). The last 
collection from her lovely customers was for £103.45 
– we thank them and Hei Hing profusely for their 
generosity.

If going through London, we also really encourage all 
of you to sample the great food at HEI HING cafe & 
noodle bar at: 14 South Street, Isleworth TW7 7BG 
www.heihing.co.uk. 

Do say you are connected to MDS UK – and you’ll be 
guaranteed a SUPER welcome by all staff.

Westcliff Land Cultivation Society
£230.00
We received a very lovely donation of £230 via our 
committee member Chris Dugmore (Essex Group), 
from the WLCS, which is Chris’s garden allotment site. 
They had very kindly nominated MDS UK as one of 
their charity causes - for the 2nd year running. Money is 
raised at their summer show and Xmas party by sales of 
fruit and vegetables, teas and cakes, raffles and a variety 
of stalls. We thank the treasurer, Philip Dunn, and all of 

the Westcliff Land Cultivation Society for their generosity, 
glorious gardening and support to MDS UK!

Louise and Caroline ran the Bury 10k
£1050.00
Louise Lewis and her friend Caroline Hilton set out to run 
the Bury 10k and raised a superb £1050 in donations 
for MDS UK. Louise told us: “We sadly lost Dad on 
16th May 2018 to MDS. Dad heavily relied on weekly 
blood transfusions as part of his treatment and we were 
frequent visitors to the hospital. Dad also had heart 
failure and with the combination of MDS, he fought both 
conditions courageously, positively & bravely, which is 
something I will also admire. 

MDS is not a common condition and we had not heard 
of it until Dad’s diagnosis. This is part of the reason 
I did this run, to try and get some awareness and to 
contribute to the good work of the MDS UK Patient 
Support who helped us during the years. I also wanted 
people to consider giving blood instead, as you never 
know when you or someone close to you may need a 
blood transfusion”

Immense thank you to both - and all their donors.

Christine & Peter Watson Silver Wedding
£200.00
Christine and Peter held a family lunch party for their 
silver wedding anniversary, where they asked for 
donations rather than gifts. They were happy to pass on 
the amount of £200 for the good work and information 
we supply. Peter has MDS and finds the booklets and 
local meetings extremely helpful.

Thank you to both Christine and Peter, and all their 
guests - and congrats on the silver wedding anniversary 
as well!

Digme Duathlon 2018
£500.00
Yet another donation through the great efforts of out 
patron Caitlin Limmer - and her incredibly generous 
and active Bearcat Runners - who got involved in this 
Duathlon. Thanks to all who contributed - you are all a 
truly amazing group of people.

Barclays Community Affairs 
Dress Down Day
£939.50
A very kind donation of £940 
was made in memory of 
Gavin Hepburn, by an old 
school friend, Andrew Marsh 
in Scotland, as part of a 
fundraiser.

Grateful to all those 
remembering Gavin - who 
sadly passed away, when the Department of Health 
decided that 2nd transplants were no longer funded. 

MDS UK, and many others, successfully campaigned to 
resolve this unfair funding issue - but we will never forget 
Gavin. 

Wimborne & District 
Riding Club Event
£1254.77
MDS UK member Linda 
Skakich held a horse riding 
event in November 2018, for 
the benefit of MDS UK, at her 
local Wimborne and District 
Riding Club. The event raised 
a magnificent £1245.77, 
which is enabling our charity 
to look after roughly 20 
newly diagnosed patients 
and families - including ample time on the helpline and 
sending information packs.

Events such as these are invaluable to raise awareness 
of MDS amongst the wider public - and of course much 
needed funds. We thank Linda, and all involved at the 
Wimborne and District Riding Club - and we hope you all 
had a fabulous day.

Portraits donated by Rowland Phillips
£62.00
Rowland Phillips is an architect of 35 years and for 
the past 22 years has designed healthcare buildings, 
specialising in Clinical Planning. He is also a talented 
artist, although he considers his art only a hobby. His 
works can be seen on his website rowlart.tumblr.com.

Recently, through his friendship with our patron Caitlin 
Limmer, Rowland has generously given two of his 
paintings and asked the money to be donated to MDS.

We received two donations from Andrew Ryan and 
Faisal Islam who bought Rowland’s artwork.

Very grateful to Philip, as well as Andrew and Faisal. 
Hope the paintings look great in their homes.

Family Pig Race Night in Troon, Ayrshire
£100.00
Mark Simpson and his wife Viv organised this slightly 
unusual Race Night on the 9th Feb and raised £100 to 
raise funds for the charity. Viv’s Dad sadly passed away 
4 years ago suffering from Myelodysplasia. We are really 
grateful to all who took part and donated towards this 
entertaining event.

Owain Wilkins ran the London Marathon
£5544.25
Last year, following his mother’s diagnosis with MDS, 
Owain raised funds for MDS UK by running the Cabbage 
Patch 10 Mile Race. This year he did it again big time by 
running at the London Marathon! Owain was our only 
runner representing the 2,500 newly diagnosed MDS 
patients per year in the UK. He raised a phenomenal 
£5544.25 for MDS UK.

Massive thanks to him, family and friends who provided 
the best support gang throughout the marathon route!

Owain says on his Virgin Money Giving Page: 

“I’ve been fortunate (or should that be unfortunate?) 
enough to win a ballot entry for this year’s London 
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Marathon. Many people very generously donated to my 
cause when I ran the Cabbage Patch 10 Mile Race back 
in October 2018, and I’d like to take this opportunity to 
once again raise awareness of the excellent work of my 
chosen charity, MDS UK.

A little over a year ago, my Mam was diagnosed with 
MDS, a rare form of blood cancer that can be kept 
under control by certain treatments but for which new 
approaches are being, and need to be, developed.

MDS UK provides invaluable information for patients, 
their families and the wider public. Unlike many larger 
charities, it isn’t allocated any entry places for the 
London Marathon and so misses out on a source of 
much-needed funds. I would therefore be delighted with, 
and very grateful for, any donations to this extremely 
worthwhile and hard-working charity.”

Read more about him on our front page. 

Jazz evening - Faye Wright and Friends
£245
We were in for an absolute treat with this exciting, 
glamorous and brilliant musical event, organised by Faye 
Wright, and several of her talented artist friends. This 
took place at The Pheasantry, in Chelsea, the Live music 

place run by Pizza Express. The place is truly fantastic - 
and the whole evening was amazing. 

The website says: “The Pheasantry is one of London’s 
premier spaces for jazz, cabaret and more. In 2012, 
this beautiful and atmospheric room was nominated for 
Best Live Music Venue in the London Lifestyle Awards, 
coming second only to the Royal Albert Hall.”

There was a variety of artists, different styles, moods, 
inspirations - and all highly engaged and talented. And 
all dedicated to making it a really memorable evening.

Faye had organised the whole event in memory of her 
father, who passed away of MDS. Faye also gave a 
brief and excellent overview of MDS to the audience - 
and explained the importance of stem cell donations, 
blood donations and the need to raise awareness of the 
disease generally.

You can view a short clip of the evening on our website. 
We thoroughly thank Faye, all her friends, the audience 
on the evening and The Pheasantry in Chelsea.

Lucy Maycox ran the Cambridge 
Half-marathon
£655.00 or with gift aid £736.25
This is what Lucy shared on her Virgin Money Giving 
page: “On March 3rd I ran the Cambridge Half Marathon 
in memory of my grandad and one of my closest friends, 
Jamie Gardiner, both of whom sadly passed away in 2017.

I raised money for two charities: MDS UK Patient 
Support Group and Wasdale Mountain Rescue Team.

My grandad suffered from MDS (Myelodysplastic 
Syndromes), which comprises a group of malignant 
blood disorders in which the bone marrow fails to 
produce healthy blood cells. All types of blood cells can 
be affected, causing a range of symptoms. 

MDS UK Patient Support Group is a small charity which 
seeks to raise awareness of MDS, offers invaluable 
support and information to patients and families and 
campaigns to increase the quality of life and make 
treatments available to those affected by MDS. For 
more information about MDS and the great work MDS 

UK Patient Support Group do, take a look at: https://
mdspatientsupport.org.uk”

Lucy raised a fantastic £736.25 incl Gift-Aid - and we 
thank everyone involved.

A great day out at the Turks Head 
10k fun run!
£2058
For the last six years, the Bearcat Running Club, 
based in Twickenham, and led by the inspirational 
Caitlin Limmer (a patron of MDS UK), have organised a 
community fun run over 10k along the banks of the River 
Thames. MDS UK is very proud to be associated with a 
community event which encompasses our own values at 
almost every level – support, inclusivity, positivity!

A number of runners represented MDS UK this year 
and money raised will be going to continue the charities 
various services.

At this year’s event there was the now familiar face of 
Alistair Day. Alistair is an MDS patient and has been 
remarkably resilient in so much as he has run marathons 
on behalf of the charity. He’s said of this event that he 
had an “Excellent morning” and managed 49:55 so I 
made his target time.  He also said that “Caitlin and the 
others did a great job”. It goes without saying that Caitlin 

and the Bearcat Running Club put their heart and soul 
into this event and it’s no surprise, therefore, that Alistair 
enjoyed his day with them.

Thank you again to Alistair for supporting us, and, we are 
pleased to hear, continues in good health. 

Thank you also, again, Bearcat Running Club.

Thank you for contributing
We have decided from now on to include two types of special public thank yous. First to the families 
who kindly set up a MEMORIAL DONATION in the name of a loved one:

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

We offer our heartfelt condolences to the families, friends and colleagues.
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Bournemouth 
MDS UK Local Group
The Grove Hotel, 2 Grove Road,
East Cliff, Bounemouth, 
Dorset BH1 3AU

Date:  16th July 2019
Time:  10.30 am - 1.00 pm

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

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

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

Date:  9th September 2019
Time:  10.30 am - 12.00 pm

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

Greater London Support Group 
Meeting MDS-AA–AML
King’s College Hospital, Weston 
Education Centre, Cutcombe Road 
London, SE5 9RJ

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

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

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

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

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

Essex MDS UK Local Group
158 Main Road, Broomfield, 
Chelmsford, CM1 7AH United Kingdom

Date:  3rd September 2019
Time:  10.30 am - 12.45 pm

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

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

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

Start a new local 
MDS support group

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

Keep checking our website for details of 2019 events.

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

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

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

Typically - these informal local meetings last 2-3 hours 
- either as a coffee morning - or in the late afternoon - 
depending on patient preference.

We actively encourage patients and families to help run 
these groups - as MDS UK does not have enough staff 
to be present at all these meetings. Much assistance and 
support is provided though!

The groups do not replace the advice and assistance we 
give from our London office – nor the national forum event 
days we organise every year. Detailed list and contacts of 
local groups can be found on page 21 of this newsletter.

Upcoming events

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

Kent MDS UK Local Patient Meeting
80 London Road Canterbury, Kent CT2 8LS

Date:  14th October 2019
Time:  4.30 pm - 6.30 pm

This is a new group so if you want to attend please email: 
kentgroup@mdspatientsupport.org.uk

NEW
SUPPORT GROUP

Harrogate Forum 
We had a very successful Patient Information Forum in Harrogate, in 
March this year, with some 80 attendees.

In addition to the clinical talks, we had two stimulating talks 
from Committee Members Fiona Pirilla and Claudia Richards, 
on “Making sense of information after diagnosis.’, and 
“Reviewing clinical trials documents”, as well as our Quality 
of Life session about coming to terms with all the various 
aspects of MDS. Thanking all participants who made it a 
lively and helpful day.

We’d like to thank all our fantastic speakers, 
who gave up their time for the following 
clinical talks:

n What are Myelodysplastic Syndromes and 
what are their current treatment options?

 Prof. David Bowen
 What are the goals for treatment? How do we treat 

MDS in the UK in 2019?

n New advances in MDS & emerging 
treatment options

 Dr Catherine Cargo
 Advances in understanding MDS genetic biology. 

How can this help in the diagnosis, risk assessment & 
treatment?

n Clinical Trials in MDS
 Dr Simone Green
 Which clinical trials are open to recruitment in the UK? 

What are their aims?

n The MDS European Registry Trial
 Dr Catherine Langton
 What is a Registry Trial? How can it improve the lives of 

patients?

n Transplant option in MDS
 Dr Anjum Khan
 What you need to know about a BMT

You can download presentation from these clinical 
talks from our website. 

Results of the Evaluation and 
Feedback Forms - Harrogate
Out of the 80 attendees, we received 29 evaluation forms. 
This allowed us to gain a bit of feedback for future events. 

Approximately 90% of attendees agreed the meeting was 
Very interesting and Relevant to them. The most useful 
features of the day were by far, Prof Bowen’s presentation, 
input and availability throughout the day to answer questions 
from the audience.

For instance: “Being a recent patient the content was new to 
me.  I found it interesting to hear about recent developments 
in treatment that I may require in the future. The clinical staff 
delivered the content in an easily understood format that gave 
me confidence that my care was in excellent hands.”

Also highly appreciated, was the Quality of Life Discussion. We 
had several comments along the line of this one: “I found the 
shared experiences humbling and helpful for myself and my 
family. Although emotional, this did allow for connections to 
be made and support between patients and families.” Others 
appreciated being able to meet in person after meeting online, 
or simply being able to talk freely about their journey with MDS.

We also asked what the audience would like to hear about 
in future meetings. High on the wish list were: Mental health 
support, coping mechanisms, and ways to deal with mental 
fatigue.  An equal number wanted more ‘open’ forums for 
experience of sharing and connecting between patients and 
family members.

Many of the attendees asked us to keep up the news on 
research, new treatments and clinical trials.

Lastly, 95% of people said they would attend a local group if 
there was one close to them. A good indication that the new 
Yorkshire group will be well attended in future.
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Regional groups update
Information on all our local groups and forthcoming meetings is regularly updated on our 
website - www.mdspatientsupport.org.uk. Please visit our page for further details or call our 
main office on Tel: 020 7733 7558. All registered members of MDS UK receive all meeting 
notifications via postal letter or email.

Oxford Group - Claudia Richards

The Oxford MDS UK group is the second longest-
running local group, having been started in 2011. We are 
fortunate in many ways: not only are we fully supported 
by the clinical and research teams based at the Churchill 
Hospital, but we also now meet in the beautiful Maggie’s 
Centre -  surrounded by trees and reminiscent of a 
tree-house, but just a few steps from the hospital main 
entrance. This beautiful environment puts people at 
their ease the moment they enter the building, and the 
gentle welcome from the staff also adds to the feeling of 
peace and security. What is more, the group is incredibly 
fortunate to be supported by a dedicated myeloid 
specialist nurse, Kirsty, who is so generous she gives up 
one of her precious days off to run most of the meetings!

We meet once a quarter for a two-hour session, preceded by coffee or tea provided by the Centre, and whilst we regularly 
have talks on clinical matters, the focus of the meeting is always on supporting the members as they deal with all the 
many issues that arise from a diagnosis of a relatively rare blood cancer. The average attendance is around 12 members, 
both MDS patients or family members, and most meetings include at least one newly-diagnosed member. Because of 
this, we often take the opportunity to go ‘back to basics’ on MDS – something which is equally valuable for those of us 
who were diagnosed many years ago! Over the couple of years, other sessions have included a visit to the labs at the 
Weatherall Institute of Molecular Medicine (WIMM), a Q&A session with Prof Paresh Vyas, a talk by the Oxford Blood 
Group, a talk by one of the staff at Maggie’s and a presentation of the results of the MDS UK patient survey by Sophie’s 
then assistant, Raqueebah.

If you live within relatively easy reach of Oxford, but haven’t yet ventured out to one of our meetings, I would recommend 
that you give it a try – you might be surprised at the benefit you feel simply by being among people who totally ‘get’ what 
you are experiencing. If, on the other hand, you cannot easily access a meeting, why not consider starting a new local 
group? All that is needed is a willingness to get involved, plus a little record-keeping and a few email messages. With 
admin support from the UK Head Office and (hopefully) a useful contact within your hospital, it may not require as much 
input from you as you might imagine. Once the group has held its first few meetings, you might find that another member 
is willing to share the role with you. 

Anglia MDS Support Group - John Heywood

We first met in January 2012. We meet every 2 months, fortunately having 
free use of a recently built Cancer Help Centre which is situated in a fine 
Garden Centre near Addenbrooke’s Hospital, Cambridge, with free car 
parking space and on bus routes.

We meet on  Monday morning between 1030 and 1245 and are welcomed 
with coffee/biscuits.   Usually we have a speaker  and we always leave 
sufficient time for members to report on their treatments, especially any 
changes.  This part of the meeting is particularly important, especially for 
recently diagnosed members, who are often in a state of confusion about  

this strange beast “Myelodysplasia.” (MDS) Such conversations often continue informally after the meeting has closed.  

Whilst the majority of our members are cared for at Addenbrooke’s Hospital (a Centre of Excellence for MDS,) we have 
patients who attend from a wide range of hospitals, such as hospitals in London, Stevenage,  Huntingdon, Bedford, and 
Yarmouth.  We also remind ourselves that carers/relations often accompany patients.

We have had speakers on, for example, Managing Fatigue, Blood Transfusions, Nutrition, Gentle Exercise (we actually 
did some!) Footcare, Falls and Frailty.  Not always is the theme medical.  We had our largest attendance when the 
subject was Travel Insurance!  We are also fortunate in being able to call on the services of an MDS Specialist Nurse and 
occasionally consultants to help explain some of the mysteries of MDS.  We always try to have in mind  “The importance 
of talking to each other” which is a “feedback” comment.  Thus, we hope we support each other at difficult times. 

Bournemouth Patient 
Support Group - Tess 
and Gordon Brown 

The Bournemouth Patient Support 
Group started in November 2014. 
It meets 3 times a year in March, 
July and November. It is attended by 
patients, their family members and 
friends alike.

Each meeting begins with an 
introduction by Guy Roquette, our 
main coordinator who explains the 

format of the meeting which is in two parts with an interval in between.  In the first part people are invited to share with 
the group their personal experiences of MDS and any concerns they have about it. Most people find it comforting and 
reassuring to hear the views of other members, especially concerning treatments and any current drug trials.  Some also 
find it useful to discuss the emotional issues of living with blood cancer in a supportive setting. At the end of this session 
we break for coffee/tea and biscuits. This enables informal chatting when members can get to know each other better.

In the second part of the meeting there is a presentation usually given either by a member of the group or by a health 
professional from the haematology department. This is followed by questions from  members. We find this part very 
interesting and informative.  All of these are advantages. 

The main difficulty in running a group is finding somewhere to hold the meetings on a regular basis. We are fortunate to be 
able to hold our meetings at the Grove Hotel, in East Cliff, Bournemouth. The next is letting people know of the existence 
of the group. Local haematologists are informed of our support group and are sent information on dates of meetings to 
give to their MDS patients. The MDS UK charity at Kings College Hospital also informs any new contacts of our group 
meetings. There is also the difficulty of choosing  a topic for our presentation. Sometimes, group members will ask for a 
particular topic to be discussed. From a list of possible subjects we select the one most relevant to us at that time and the 
health professional may choose their own topic.

Essex MDS Support Group - 
Chris Dugmore

I’d been diagnosed with CMML, a sub-
type of MDS, in 2008 and I’d found that 
attending the Cambridge regional group 
and National Forum meetings in London 
had immeasurably improved my anxiety 
and low mood about my diagnosis. 

I wanted to help others to come to terms 
with their diagnosis by offering sound 

information and a space to share common worries and practical coping strategies. So, in October 2012, with Sophie’s 
encouragement and written guidance on setting up an MDS Patient Support Group, I set up the first meeting of the Essex 
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Regional Support group. Dr Pavel Koutocek (then working as a haematologist in Colchester Hospital) was very supportive 
and encouraging, referring patients and helpfully sending me an email distribution list of all the haematology clinicians and 
nurses in Essex!! This greatly helps in spreading the word to patients about our meetings.

We have now had 18 meetings, 2 or 3 a year.  Our average attendance was 9 – until Dr Pavel Koutocek arrived at 
Chelmsford Hospital (having worked outside of Essex for several years) and began referring MDS patients (see his 
article elsewhere in Newsletter). Since then our average attendance has rocketed to 22! What a difference a supportive 
haematologist makes!! We meet in a Village Hall in Chelmsford which is geographically central in the County.  Even so, 
some people may have to travel for up to an hour to attend. We’ve managed to get 5 speakers – local clinicians talking 
about blood transfusions, bone marrow biopsies, nutrition and MDS generally.  This can be very challenging as clinicians 
and nurses are often under great time pressure in their clinical roles. We mainly discuss quality of life issues, asking each 
member and their caregiver to give their perspective on the impact of MDS.  We’ve also discussed travel insurance, 
holidays generally, attitudes of others towards MDS patients, employment issues, difficulties with treatment, fundraising, 
attitudes of clinical staff, benefits of MDS (yes, there are some!), financial help and local and National events.

As the group coordinator, I do spend some ‘admin’ time keeping my details of patients 
up-to-date and contacting them and local clinicians about the group and future 
meetings. I also arrange speakers, book and arrange payment for the venue and 
organise refreshments. At the meetings I lead the discussions, ensuring everybody 
gets a chance to speak.

Kent Local MDS Group

We are really excited to finally be able to confirm that we will have a new group for the 
Kent area.  As some of you may remember, we had tried to keep a group going a few 
years ago, but due to low attendance, and no new coordinator, we had to close it. 

Now, thanks to a new patient and his wife, Andy and Pat Veitch, we have a new venue 
and a date in the calendar - 14th October 2019. Email Kentgroup@mdspatientsupport.
org.uk or call 02077337558 if you’d like to attend or help us run this group.

Yorkshire Local MDS Group

Following the Harrogate Patient Information Forum we 
held at the beginning on this year, we have decided 
to form a local group for the Yorkshire area, and had 
a fantastic group of about 10 patients, relatives and 
staff interested in taking this further. 

We are currently looking for a suitable venue in 
either Harrogate or perhaps York, to have regular 
meetings. Do contact us if you are interested in joining 
the group, and especially if you would like to help 
being involved in the initial setup.  Email admin1@
mdspatientsupport.org.uk or call 02077337558

Manchester Local MDS Group

Sadly, we have had no further activity in this local area. We are actively looking for a patient or relative or NHS staff 
member to help us meet and greet patients in this group. Please contact us urgently if you are prepared to help a little - 3 
times a year, for just 2-3 hours - to get this group up and running again.

All our groups are patient led, with our help and guidance, as well as NHS staff members coming for talks.  This model 
works well, and really gives patients and families the confidence to take a bit more control about their situation and living 
with MDS. Don’t hesitate to call us for a chat on this topic, or for any questions.

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

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

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

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

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

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

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

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

Member benefits include:

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

n All newsletters posted to you regularly

n Personalised assistance through our helpline

n Facilitated contact to other members

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

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

n Opportunity to contribute to NHS consultations

n Chance to strengthen the MDS patient voice nationwide

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

n call or email our main office, or

n register your membership online via our website, or 

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

Tel: 020 7733 7558

Email: admin1@mdspatientsupport.org.uk

For helpline questions: info@mdspatientsupport.org.uk

MDS UK website: www.mdspatientsupport.org.uk

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

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

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

MDS UK Patient Support Group (via post) or 

Virgin Money Giving account online - see our website for details 

All donations will be acknowledged in writing.

I enclose a donation of: £ 

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

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

Signature:                                                                Date:

To celebrate our 10th newsletter we thought it would be useful to give you a list of the ‘best of the rest!’ So, here 
you can find our top picks of articles (clinical and otherwise) from the previous 9 editions. 

 If you haven’t got old copies all articles can be downloaded from our website or contact us for a copy.

Newsletter archives

10th Newsletter summary

List of best clinical articles from newsletters 1-9

Article Title Author Newsletter No Pages

Vitamin C and Myelodysplasia The future is 
orange

Dr Timothy Chevassut 9 13

QOL Focus: Erythropoiesis stimulating agents 
in MDS

Dr Chris Dalley 8 9-10

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

MDS UK Patient Support Group 7 5

NICE news update: n Lenalidomide appraisal, 
August 2014 

Summary from NICE 6 2

Update on Lenalidomide (Revlimid) Summary from Scottish Medicines 
Consortium (SMC) 

5 2

Stem cell transplant outcomes MDS UK Patient Support Group 4 6

Stem cell transplants Dr Charles Crawley 3 2

The UK NCRI MDS Clinical Trials Group: What 
is it about and why is it so important?

Professor David Bowen 2 7

The Role of the Clinical Nurse Specialist Janet Hayden, RN, BSc (Hons), MSc 
Myeloid Clinical Nurse Specialist

1 5

List of best stories from newsletters 1-9

Article Title Author Newsletter No Pages

Married to MDS Andrew Scott 9 8-9

The ‘Hidden’ Cancer – The need to improve 
blood cancer care report 

MDS UK Patient Support Group 8 5-6

Fundraising successes MDS UK Patient Support Group 7 21-26

Story of Janet and Bev Nye Janet Nye 6 9-10

Travel Tips Fiona Pirilla 5 4

Jayne Snell’s experience of a stem cell 
transplant

Jayne Snell 4 3

Fatigue: Effects & Strategies Julie Burkin, Occupational Therapist 
and Lead Practitioner

3 10

What our patients say MDS Patients 2 10

NICE and the MDS Patient Dr Rodney Taylor 1 3

Remember,  if there’s something you want to see in future newsletters, just let us know!

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

Full Name:

Address: 

          Post Code: 

E-Mail: 

Telephone: 

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

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

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

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

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

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

C  I wish to terminate my membership with MDS UK 

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

Signature:                                                                Date:

Cut out and return page to 

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

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

I wish to register as a new member
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MDS UK PATIENT SUPPORT GROUP

Patrons: 
Professor Ghulam Mufti Head of Haematology, KCH

Caitlin Limmer Extraordinary Patron 

Trustees: 
Ted Peel Chairman

Russell Cook Deputy Chairman, Head of 
Fundraising

Don Barrett Treasurer  

Sophie Wintrich Chief Executive (staff)

Fiona Pirilla Committee Secretary

Chris Charlwood Finance Assistant

Claudia Richards HTA contributor,  
Patient Expert 

General Members: 
Chris Dugmore Local Coordinator,  

Patient Expert

Reverend Kes Grant Spiritual Advisor and 
Patient Expert

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)

Phyllis Paterson (Addenbrooke’s Hospital, 
Cambridge)

Staff: 
Vacant Project Worker

Chris Fryer  Membership and Office 
Manager

Lizzie Marshall Administrative Assistant

Mandy Day-Calder Newsletter Editor

Benita Ashwell Fundraising coordinator 
(volunteer)

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

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

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

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

Local MDS 
Meeting Groups

Code: MDSNL010

MDS UK Support website
www.mdspatientsupport.org.uk

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

MDS UK Patient Support Group 
Twitter: 
@MDS_UK
@HelpforMDS

MDS Instagram
Find us at: 
MDS_UK

Find us online

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