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Reginald Hall!
95 and happily married

Reginald Hall’s story is certainly an uplifting one. Reginald 
is an MDS patient who has been a member of MDS UK 
Patient Support group for quite some time. Lately we 
received a couple of letters from him and he allowed us to 
share them with our members, both on the website and in 
this newsletter. Despite being 95 years ‘young’, Reginald 
still keeps busy by doing all the cooking, trying to keep 
the place a bit tidy, looking after his disabled wife and 
sorting everything else out. He even finds time to read our 
newsletter!  We were so impressed – and thought it was 
time to acknowledge and celebrate this wonderful couple, 
who have been happily married 73 years.

Why did we want to make this point?
Age 95, Reginald belongs to the 52% of MDS patients 
in the 70+ age group (based on our own patient survey). 
Along with his wife, Dorothy, they are the true embodiment 
of why quality of life must be the main objective in the care 
of MDS patients. 

Based on the MDS UK helpline queries, patients in this age 
group are not always receiving the full benefit of supportive 
care options and they aren’t always considered candidates 
for active MDS treatment or clinical trials. Too often, they are 

told that blood transfusions are the only option, and even 
then, not all are transfused to an adequate level. We would 
like to think that the calls we receive are exceptions, but we 
don’t know for sure. These issues keep coming up and we 
keep explaining, educating and empowering patients as to 
their rights and options for better care.

Maintaining good quality of life for patients and caregivers is 
necessary to ensure independent living as long as possible. 
In Reginald’s case this is even more important, as he 
also looks after his wife. This too is not untypical of MDS 
households, where most people in this age group will live 
with more than one long-term medical condition. Ensuring 
that Reginald and his wife stay in their own home, relieves 
the burden on care homes, and reduces the need for more 
full-time carers. It also means that family can visit and stay – 
which would otherwise be impossible in a care home.

Curative treatment options in MDS are still extremely 
limited, but quality of life type improvements are 
available (see our article by Dr Chris Dalley on page 9) 
for any age and any stage of the condition.

Continued on page 2
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Reginald Hall: 95 and happily married - continued...

This newsletter is dedicated to some of the many people 
who go to extraordinary lengths to support our work – 
and those who actively seek to involve us in their work 
– to ensure the voice and opinion of MDS patients is truly 
represented.

First – hats off to the wonderful haematologist Dr Kavita 
Raj, who works at King’s College Hospital and Guy’s in 
London, for running this year’s London Marathon. We’ve 
had a fair few marathon runners to date – but never 
a MDS haematologist – and we are utterly grateful to 
Kavita for putting herself through this ordeal, on top of 
her seriously busy job. Kavita has already shown such 
tremendous dedication to patients and to MDS UK – and 
this run shows she stops at nothing to help patients and 
their families. Thank you so much!  

The other special thank 
you goes to haematologist 
Dr Pavel Kotoucek – for 
consistently ensuring that 
every single of his MDS 
patients gets introduced 
to our support group. His 
failsafe tactic: 1 minute 
is spent in consultation, 
looking at our MDS UK 
website, and asking 
patients if they wish to 
receive information from 
us, and willing to share their exact diagnosis with us. If 
they give consent, he simply copies us into the standard 
clinic letter to the patient’s GP, requesting the MDS UK 
information pack to be mailed to the patient direct.

n Patient refusal rate: 0%. Problems: 0%. Confidentiality: 
100%.

n Patients spared anxious searches online: 100%. 
Patients receiving reliable info: 100%. And – all of his 

patients think he is fantastic – we could not agree 
more. Thank you Pavel.

As this edition of our Newsletter is dedicated to ‘the 
importance of quality of life (QOL)’ – we will also briefly 
mention the projects and people we work with:

The EHA Scientific Working Group on QOL have 
developed a new tool to measure aspects of QOL in 
patients affected by a haematological malignant disease: 
HM-PRO which stands for Haematological Malignancy – 
Patient Reported Outcome. This tool will be available via 
smart phones, tablets, and on paper – and patients will 
fill answer a short simple set of questions relating to their 
day-to-day QOL. It is in the final stages of being tested 
– and we will report more soon on this important work 
we have been involved with from the start, thanks to the 
working group, Professor Sam Salek, Dr Esther Oliva 
and Dr Tatyana Ionova. 

Another QOL clinical trial is under way in Sheffield, led by 
Dr Harpreet Kaur, looking specifically at MDS Watch & 
Wait (W&W) patients. The W&W status is generally difficult 
to cope with, as it is difficult for patients to be given a 
shocking diagnosis of MDS, yet no treatment. The trial will 
be looking at ways to ease the burden of coping with this 
status by providing better support to respond to patient’s 
needs. MDS UK is fully involved in the development of this 
important clinical trial.  

More on this in our MDS UK Survey on p17.

Lastly, our involvement in the REDDS - transfusion 
thresholds study, mentioned already and led by Dr 
Simon Stanworth in the John Radcliffe Hospital Oxford, 
who is eager to keep working with us. Understanding 
how to best use red cell transfusions and improving the 
experience of patients on regular transfusions is a key 
part of the treatment aims in MDS, and the focus of this 
ongoing research.

Our call is for any clinicians, researchers and 
pharmaceutical company to engage fully with us in any 
projects for patients, to ensure we can provide consistent 
and valuable input, from a patient perspective. Our wish 
and aim is to be consulted as early as possible in the 
development of every clinical trial, be it protocol level, 
information sheet or consent form. There is still much to 
improve to ensure these materials are truly patient friendly.

Sophie Wintrich, CEO 
MDS UK Patient Support Group

Welcome to the 8th edition of the 
MDS UK newsletterResearch and clinical trials such as the REDDS 

study is looking at exactly that area – assessing 
quality of life in patients with MDS by transfusing them 
according to two different haemoglobin levels (a restrictive 
transfusion strategy or a liberal transfusion strategy) and 
seeing whether those transfused more regularly cope 
better overall and over time. The aim being to avoid the 
dips in energy between transfusion intervals.

Quality of life matters at any age – as the following 
amazing patients will equally agree.

Be it MDS Patient Bev Nye (here with wife Janet), 
who both help run our Derby MDS UK local group, 
or our tremendous committee member, trustee and 

Oxford coordinator 
Claudia Richards (on 
very regular blood 
transfusions 2x month).

Or also Christina, a 
long-term MDS UK 
member who tries 
to keep active and 
fit playing golf when 
possible.

Or Blossom, a very 
long-term MDS patient, 
who benefitted from 
a stem cell transplant 

many years ago – which prompted her wish to set up a 
special patient group for very long-term post-transplant 
patients. 

A further area to explore – to add quality of life for MDS 
patients – is the possibility of having treatments at home.  
Several pilot studies are under way to set up the delivery 
of azacitidine at home. Birmingham, and two areas in 
Scotland have set up a successful scheme run by mobile 
nurses or community nurses. Cardiff may have options 
too – but not yet implemented. We will share these best 
practice examples via our support group.

And lastly everyone needs to get better at capturing and 
measuring quality of life data. Read our welcome article 
for more details on this very topic. This edition of our 
Newsletter is truly dedicated to the ‘importance of quality 
of life’ – inspired by Reginald, Dorothy all our members 
and phenomenal clinicians, nurses and researchers.

More background on Reginald and Dorothy
We received Reginald’s first letter in the post, after he 
received our MDS UK Newsletter, and it came with a 

£100 donation. In the letter, Reginald said: “My sincere 
‘Thanks!’ to you and all the staff for the newsletters, our 
chats on the phone with all the advice and help you have 
given me.

“I am still sorry to say, due to my poor health and invalid 
wife, it is impossible to attend any of the meetings, I wish 
I could, as we don’t have the chance to get out of these 
four walls. I have just had another fall in fact two months 
ago, the bruises have just about gone, but I still have a 
bump on my head, but all the doctors can’t decide what 
to do.

My wife Dorothy has just had a birthday, so we are now 
both 95 and 73 years married! We do have a cleaner, 
hairdresser and chiropodist come to our bungalow, but 
I still do all the cooking etc. trying to keep the place a 
bit tidy and sorting everything else out, it is hard work 
although my wife has a carer morning and evening. I still 
have lots to do, she has a walker in the bungalow and a 
wheelchair when off to the day centre twice a week. Sorry 
about the moaning and many thanks to all concerned.”

Reginald’s amazing kindness
Immensely grateful to Reginald for his words and his 
unexpected donation, we replied with a note. A short time 
afterwards we were amazed to find yet another letter from 
Reginald on our post box, with an extra £100. Reginald 
said in his second letter:

“I hope that you and the staff are keeping free from 
coughs and colds. The two photos are from our 70th 
wedding anniversary, we now have 3 lovely photos of the 
Queen, the other is one I picked up while sorting them all, 
it is memories of my conscript call when I tried to join the 
Air Force, but was told “No”, it’s the pits for you or a term 
in jail, very dangerous. We have been marching at the 
Albenas arboretum with all the veterans for many years 
and we are very friendly with the organizer and admirals, 
many Lords, etc.

I think again that your idea of printing things and photos 
is a really nice idea: “Thank you!” You deserve another 
donation. We are not rich, but it goes to a deserving 
cause.”

Reginald, we are all so pleased you agreed to share these 
lovely pictures in our newsletter and website. Thank you 
again for entrusting the pictures to us for a short while. 
Your words in both letters are lovely and touching, and for 
sure positive and encouraging for other patients.
Congratulations again to your 73 years of marriage! 
Marvellous and inspirational! Thank you again for your 
donations and support.
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Reverend Kes Grant has been involved with MDS UK 
for many years. In 2006, she was one of the original 
members of the first MDS UK patient group. Though work 
commitments led her to step down from that role in 2007, 
she re-joined the MDS UK ‘family’ again in 2014 when she 
began helping at various events (giving talks, fundraising 
events, mentoring, patient groups etc). Since retiring she 
has become an active member of the MDS UK committee 
and is well known to many MDS patients. She is also a 
frequent and popular contributor on the MDS Community 
Facebook page.

Diagnosed with MDS in 2000, Kes is highly respected 
amongst the MDS clinicians she meets. In this short 
article, she writes from the heart, offering her thanks to 
those who have helped to save her life through the gift 
of blood and updates us on her health and journey with 
MDS.

Thank you
Once again, I need to say thank you to altruistic strangers 
for saving my life. Thank you for the gift of life in this bag 
of blood. Your donation made a 7-year girl very happy 
because I was there to see what she had learnt in gym 
club. You also made boys aged 10 & 12 happy because 
I can still give them football tips and watch them play. 
Their 14-year old brother is also happy that I’m still here to 
discuss psychology with him because he has just started 
to study it for GCSE. 

When you give your 10-minute donation you are not just 
saving my life but having an impact on all those who love 
and care about me too. 

Bringing you up to date 
Recently, I went away for a lovely week in Ireland. It 
was great to breathe some mountain air and chill out. 
Unfortunately, we’d only been there for a day when I got a 
cold. The problems of a low immune system and being in 
public!

I contacted my team at Kings and on their advice went to 
see the GP in the village (where we were staying) to get 
some extra antibiotics. 

I arrived back last night and as requested went to Kings 
for a once-over this morning. They gave me some blood 
otherwise I would have been too anaemic to have ECP 
next week. They also gave me a magnesium infusion. I’d 
forgotten how weird they make you feel. It’s like you are 
burning from the inside. Everything feels like it should be 
hot. It also makes you feel really heavy, like you’ve got a 
heavy weight bearing down on you. 

My kidney function is a little off at present and they have 
swabbed to work out what bug I’ve picked up. They will 
be in touch over the weekend or Monday with results from 
today to tell me what we’re dealing with and if there are 
any other precautions I need to take. 

Saw my Little Sis Gail Thompson tonight. Always good to 
catch up after a break. Thanks for the fish and chips. We 
toasted our Big Sis Dawn Marsh and wished her well in her 
recovery from a knee replacement. Painful days but hopefully 
worth it to get your mobility back. Love you both lots. 

I think a duvet day may be in store tomorrow. Lol. 

Thanks for saving my life  
Reverend Kes Grant  

The All-Party Parliamentary Group (APPG) launched its 
first report, ‘The ‘Hidden’ Cancer – The need to improve 
blood cancer care’, on January 2018. The main aim of 
the group is to raise awareness and support the needs 
of blood cancer patients by engaging with government 
officials, NHS, members of the parliament and charity 
stakeholders so as to better understand issues affecting 
blood cancer patients. 

The report emphasises five important areas which are 
important to blood cancer patients: 

n patient experience

n living with and beyond blood cancer

n developing a modern

n health service

n early diagnosis and commissioning 

Responses from patients, healthcare professionals, 
charities and NHS organisations were received to help 
produce recommendations on how to properly address 
issues and needs of all blood cancer patients; which can 
be quite different from other cancers. Some of the issues 
faced by patients cut across different types of blood 
cancer; this is mostly due to the complexity and rare 
nature of some blood cancers.

Issues pertaining specifically to MDS patients were 
highlighted in the report:

Access to a Clinical Nurse Specialist (CNS)
Patients were asked about areas of their treatment that 
needed to be improved and access to a CNS was named 
as one of the key areas.

Having a CNS as a main point of contact makes it easier 
for patients to ask questions relating to their diagnosis and 
treatment thus reducing the emotional impact of MDS. 
They are also helpful in signposting patients to different 
health and social care services available. According to the 
report, 1 in 10 blood cancer patients do not have access 
to a named CNS. This figure somewhat correlates with the 
finding from our MDS UK survey which reports that about 
1 in 20 participants (MDS patients) had never been offered 
access to a CNS (See dedicated survey article later in this 
newsletter).   

Patients reported that CNSs were easily available via 
email, mobile phones or text messages and they were 
highly appreciative of having access when they needed 
it. Therefore, provision of CNS at the earliest stage of 
diagnosis should be provided to all MDS patients so as to 
reduce the emotional impact of the disease.  

n Recommendation 1: According to the Cancer 
Strategy, it is important that all blood cancer 
patients have access to a CNS or equivalent 
model of support. 

‘Watch and Wait’ patients
Some patients are placed on ‘Watch and Wait’ status 
when diagnosed, where their disease is monitored so as 
to assess its progression. Being placed on Watch and 
Wait status can be difficult for patients and not all patients 
are able to cope with it. This could contribute to anxiety or 
depression thus having a negative impact on the quality of 
life of the patient (See our survey article). Patients reported 
that specific emotional support was needed to help them 
understand what was happening to them. Also, they 
highlighted the impact their diagnosis has on their family.  
Anxiety or depression could have an effect on several 
aspects of a patient’s life; for example, it could have 
financial implications if a patient has to take time off 
work or reduce working hours. Therefore, provision of 
information at the time of diagnosis to Watch and Wait 
patients could potentially reduce their level of worry.

Summary  
APPG report  
Summary from: The ‘Hidden’ Cancer – The need to improve blood cancer care report

At MDS UK we recognise that living with MDS can have a 
significant impact on your quality of life, affecting both your 
body and your emotional state. So, we are here to help you. 

Our website is full of tips to help you on a day-to-day basis – 
you can also download factsheets on topics such as fatigue, 
nutrition and clinical trials. Factsheets can also be ordered 
by contacting us on 020 7733 758 or 
info@mdspatientsupport.org.uk

Living with MDS 
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n Recommendation 2: Tailored psychological 
support should be made available for Watch and 
Wait patients.

n Recommendation 3: Access to a range of 
emotional and psychological support services 
throughout a patient’s treatment but also for their 
families. 

Access to information
Information provided to patients at the time of diagnosis 
can help them understand their diagnosis. Blood cancer 
patients felt that they were different to patients with solid 
tumours due to the perceived lack of information, support 
and signposting at the time of diagnosis in comparison. 
Lack of information at the time of diagnosis could lead to 
feelings of isolation and worry thus affecting the quality of 
life of the patient. Patients also felt that information and 
support is usually lacking with regards to financial advice. 
Questions focusing on how to discuss with employer, 
financial implications of taking time off work as well as 
travel insurance were frequently raised by patients. 

All these are problems faced by MDS patients. Based 
on our MDS UK survey, 30% reported that they received 
minimal verbal information for their needs and no written 
information at the time of diagnosis (See our next 
newsletter for these results). This means that patients 
and carers had to actively seek information from other 
sources i.e. the internet (See our survey article later in 
this newsletter.) This could make them vulnerable to 
out-of-date and inaccurate information and could also 
exacerbate their worry. 

Therefore, information should be provided in a patient-
friendly way to suit the needs of the patients so that 
patients fully understand their diagnosis and treatment. 

n Recommendation 4: Improve and simplify access 
to information for patients and carers. 

Living with and beyond blood cancer
An issue raised in the report was the need for support 
post-treatment of blood cancers. Stem cell transplant 
(SCT) is one of the treatment options for MDS patients. 
Due to the severity of the physical and psychological 
implications of undergoing a SCT, patients should 
be offered care and support to help overcome these 
issues. However, provision of post-transplant care is not 
consistent across England. Patients spoke of feeling 
isolated with having no one to talk to about their physical, 
psychological and emotional concerns post-transplant. 
During consultation, respondents said that NHS England 
should review the care that patients are receiving post-
transplant. Patients also highlighted the support provided 
by charities and support groups; adequate signposting 
to these services is important to ensure that patients are 
aware of the support available. 

n Recommendation 5: Care provided to patients 
post Stem Cell Transplant should be reviewed 
by NHS England to ensure that all patients have 
access should they need it. 

The APPG report produces recommendations targeted 
at several audiences on how to properly address issues 
and needs of all blood cancer patients. It is believed that 
a detailed action in the areas emphasized in the report 
would have a positive impact on all blood cancer patients. 
However, this can’t be achieved by one individual, rather 
via the collaboration amongst several stakeholders such 
as patient groups, NHS England, Clinical Commissioning 
Groups to mention a few. 

For further details, please visit: https://bloodwise.org.
uk/sites/default/files/documents/appg_report_on_
blood_cancer.pdf

Research news
Azacitidine: what is it and how does it work? 
Azacitidine is a potential treatment for some adults 
with MDS. It was approved for use in 2011 by NICE 
(National Institute for Health and Clinical Excellence) 
and has since been widely available in the UK. 
The MDS UK Patient Support Group were heavily 
involved during the approval process.

This short article describes what azacitidine is, how 
it works, who is eligible for treatment and what 
treatment with azacitidine involves. We will also 
update you on the latest research into azacitidine.

What is azacitidine?
Azacitidine is a chemotherapy drug. You may also hear 
it referred to as Vidaza®, this is because azacitidine is 
the official generic and non-proprietary name given to the 
drug’s active ingredient while Vidaza® is its trade name. 
Though classed as a form of chemotherapy, as azacitidine 
is a ‘hypomethylating agent’ it is considered a non-
intensive treatment.

When used in the treatment of MDS, hypomethylating 
agents are aimed at slowing the progression of the 
disease with as few side effects as possible whilst 
maintaining a good quality of life. Azacitidine will not cure 
MDS but may ‘modify’ it.

How does azacitidine work?
Azacitidine works at the DNA level of cells, in effect 
‘switching on’ genes that stop the cancer cells growing 
and dividing. This reduces the number of abnormal blood 
cells and helps to control cell growth.

Who is eligible for treatment with azacitidine?
Azacitidine is ‘licensed’ (which means it is approved 
as being safe by the European regulatory agency) as a 
potential treatment for adults who are not eligible for stem 
cell transplantation and have intermediate-2 and high-risk 
myelodysplastic syndromes according to the International 
Prognostic Scoring System (IPSS).  

What does treatment with azacitidine involve?
Azacitidine is administered, by a doctor or nurse, as an 
injection just under your skin This can be in your upper 
arm, leg, buttock or stomach. You usually have it as an 
outpatient but there have also been successful experiences 
with some patients receiving azacitidine at home. However, 
this option may not be available for everyone. 

Azacitidine is given as a course of several cycles of 
treatment.  One ‘cycle’ last 4 weeks and the normal regime 
is: 

n Week 1: you receive administration of azacitidine every 
day. 

n Weeks 2-4: you don’t receive any treatment, but you 
may be monitored.

You can also have it every day, for 5 days. Then have 2 
days off and have azacitidine again for 2 days at the start 
of the week 2.

Usually you will have at least 6 cycles and the treatment 
will continue for as long as it is working.

Latest research
Azacitidine is an important drug for the treatment of MDS 
but not all patients will respond to the treatment. Some 
will progress to leukaemia, others won’t have an adequate 
response in terms of blood counts.

At the 14th International Symposium on Myelodysplastic 
Syndromes (this took place in Valencia in May 2017) the 
latest research around this important drug was discussed. 
This included:

Predicting a good outcome in patients with MDS
Certain treatment decisions for patients with MDS are 
based on cytogenetics, i.e. the study of the chromosomes. 
Azacitidine is appropriate for patients with higher risk MDS 
who often have mutations in chromosome 7 or three or 
more abnormalities in their chromosomes.

Dr. Raphael Itzykson, Université Paris Diderot, France, 
presented a study showing that if the platelet count after 
one cycle of the drug doubles, this is a good sign for an 
overall success of the treatment. However, unfortunately 
this happens in only a small proportion of patients.

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

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

MDS trials - factsheet & website
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Several ongoing efforts, including the HARMONY project, 
have a good chance of identifying more factors that predict 
azacitidine outcomes in MDS and other blood cancers and 
of predicting the effects of treatment on the patient’s quality 
of life, healthcare costs, and care strategies.

The Best Partner for azacitidine in higher-risk MDS
Dr. Mikkael Sekeres (Cleveland Clinic, Ohio) focused his 
presentation on combinations of azacitidine and other 
drugs for higher-risk MDS.

The combination of Azacitidine and vorinostat seemed 
promising. In a phase II clinical trial, about 70% of patients 
with untreated higher-risk MDS, chronic myelomonocytic 
leukaemia (CMML) or acute myeloid leukaemia (AML) 
responded to the treatment, which was about double 
the expected rate for azacitidine alone. These responses 
lasted an average of 16 months.

Similarly, response rates and duration of response were 
promising in a phase I-II clinical trial of the combination of 
lenalidomide and azacitidine for higher-risk MDS.

Dr. Fenaux (Hospital Avicenne, Bobigny) added that 
studies are also evaluating combinations of Azacitidine 
with other treatments, such as valproic acid, venetoclax, 
immune checkpoint inhibitors, and idarubicin for higher-
risk MDS or CMML.

Establishing the correct dose
Other research is assessing either more intensive 
hypomethylating treatments or lower doses for longer use. 
Studies are testing different drugs, including venetoclax, 
cenersen, and a 10-day decitabine cycle (another 
hypomethylating agent) for MDS with TP53 mutations.

Dr. Sekeres concluded that azacitidine alone is still 
the standard treatment for higher-risk MDS. But some 
evidence hints at better and more long-lasting responses 
for combination treatments if patients stay on them long 
enough. The hypomethylating drug ‘partners’ under 
investigation might become options for higher-risk MDS in 
some patients.

MDS UK attended the annual BSH 
conference – with a stand, alongside 
several other support groups – in 
order to connect directly with general 
haematologists eager to learn more about 
the latest research developments in 

haematology for both diagnostic measures and treatment options.

Prof Mufti from King’s College Hospital gave a splendid all-round talk 
on MDS, as part of the session on “Combined British Society for 
Haematology and American Society of Hematology session - The 
Appliance of Science.”

The UK MDS Forum session was 
dedicated to changes in how CMML 
(Chronic Myelomonocytic Leukaemia) was 
being categorised and treated, based on 
the newest research in this area.  We will be publishing a report soon, 
written by Dr Dan Wiseman (from the CRUK Manchester Institute), who 
gave one of the CMML talks at BSH.

The other CMML presentation was given by Professor David Bowen, 
(St James Institute Of Oncology) whilst Dr Lynn Quek (Weatherall 
Institute Of Molecular Medicine) spoke about the classification of MDS/
MPN (Myeloproliferative Neoplasms).

The aims of these talks were for haematologists to: 1) become 
familiar with current revised WHO classification of MDS/MPN overlap 
syndromes, 2) update current understanding of the basic biology of 
CMML and related diagnostic/prognostic applications, 3) develop a 
framework for up-to-date, evidence-based management of CMML.

MDS UK (Sophie Wintrich) was requested to present the latest 
European MDS patient advocacy initiatives.

Annual BSH conference

QOL Focus: Erythropoiesis 
stimulating agents in MDS
In this article Dr Chris Dalley, Consultant Haematologist 
University Hospital Southampton (NHS Foundation 
Trust) looks at the salient points relating to the use of 
conventional and novel ESAs in the setting of MDS.

Introduction
More than two thirds of patients with myelodysplastic 
syndromes (MDS) are anaemic at the time of diagnosis and 
approximately the same proportion of patients are known 
to have lower-risk disease as defined by the International 
Prognostic Scoring System criteria1 (IPSS). Anaemia is a 
significant burden to many patients with MDS. It may impair 
a person’s ability to perform normal tasks due to exhaustion 
or fatigue and may exacerbate coexisting medical conditions 
like heart disease or respiratory conditions. Measures 
taken to optimise or improve haemoglobin levels are vitally 
important, particularly in patients with low-risk MDS who may 
have to live with the anaemia for many years.

Red cell transfusions remain the most frequent way in 
which anaemia is managed in patients with MDS. Although 
fundamentally safe, regular transfusions may cause 
iron overload which may then need to be controlled as 
consequence. Additionally, regular red cell transfusions 
schedules are time consuming and carry the inconvenience 
and burden of travel to and fro from the hospital for the patient.

Erythropoieis stimulating agents (ESAs) are therapeutic 
drugs that improve haemoglobin levels. They have the 
potential to reduce the frequency or need for red cell 
transfusions and may improve or maintain a patient’s 
quality of life. Clinical guideline groups have defined the 
role of these agents in the management of MDS including 
those published by the British Society of Haematology, the 
European LeukemiaNet and the National Comprehensive 
Cancer Network. Recent clinical trials have highlighted 
the effectiveness and safety of new ESAs and this article 
will highlight the salient points relating to the use of 
conventional and novel ESAs in the setting of MDS. 

Treatment of anaemia with erythropoiesis 
stimulating agents
Erythropoietin
Erythropoietin (EPO) is a naturally occurring hormone 
produced by specific cells in the kidneys in response 
to low levels of oxygen in the blood. It plays a vital role 
in promoting and controlling red cell the production 
(erythropoiesis) by the bone marrow. 

Pharmaceutical companies have manufactured 
recombinant EPO (rEPO) including erythropoietin-alpha, 
erythropoietin-beta and Darbopoietin using DNA technology 
since the late 1980s. When rEPO is administered at 

pharmacological doses by a simple injection under the 
skin (subcutaneous injection) it leads to an increase in 
haemoglobin levels which may result in therapeutic benefit 
to the patient.  

Since the 1990s clinical trials demonstrated that rEPO can 
be safely used to improve haemoglobin levels in patients 
with low-risk MDS. Numerous clinical research groups have 
confirmed the clinical efficacy of rEPO in patients with low-
risk MDS. Better responses to rEPO have been reported 
in patients with baseline EPO levels of less than 200U/L, 
and a MDS diagnosis other than refractory anaemia with 
ring sideroblasts (RARS)2. However, other factors influence 
response to rEPO in patients with MDS including shorter 
time from MDS diagnosis to treatment, low transfusion 
requirement prior to commencing rEPO treatment and low 
risk disease defined as IPSS low and intermediate-1, and 
fixed dosing of rEPO3,4 

Erythropoietin and granulocyte colony-stimulating factor
Granulocyte colony-stimulating factor (G-CSF) is a growth 
protein that stimulates the production of neutrophils in the 
bone marrow. Like rEPO, it is manufactured using DNA 
technology and has to be administered as a subcutaneous 
injection.

A number of clinical studies have demonstrated that rEPO 
and G-CSF work synergistically to enhance haemoglobin 
levels in patients with MDS, with response rates of 
approximately 50%5,6,7. The combination may be particularly 
beneficial in patients with RARS, or patients who fail to 
respond, or have transient responses to rEPO. 

How will my haematologist decide if I need 
an ESA?
Patients with low-risk MDS (IPSS low or intermediate 1, 
IPSS-R very low, low or intermediate) with symptoms of 
anaemia with haemoglobin level of less than 100g/L may 
be candidates for ESA therapy. A validated predictive 
score which takes into account monthly red cell transfusion 
requirement, and baseline serum EPO levels of patients 
prior to commencing ESA can be used to gauge if a patient 
is likely to respond to ESA therapy7. Haematologists use 
this metric to aid their decision making. Patients with 
predictive scores of 0 to 1.0 have a relatively high chance 
of responding to ESAs (predictive responses of 74% and 
23% respectively) and should be offered rEPO if they are 
anaemic. However, patients with a score of 2.0 generally 
have a relatively low chance of responding to ESA (less 
than 10%), and rEPO is generally not recommended for 
patients with this predictive score. 
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Dosing of erythropoiesis stimulating agents
Typically, patients with low-risk MDS with the exception of 
RARS (refractory anaemia with ring sideroblasts) should 
initially commence rEPO at 30,000 units/week but lower 
doses may be recommended in patients with impaired 
kidney function. If a response is not achieved after 8 weeks 
the dose should be increased to 30,000 units twice weekly 
or 60,000 units/week for a further 8 weeks. For patients 
treated with Darbopoietin the starting dose should be 150 
micrograms/week or 300 micrograms every 2 weeks. The 
dose can be increased after 8 weeks in non-responding 
patients to 300 micrograms/week.

Patients with RARS, and patients who fail to respond to 
single agent rEPO should be considered for rEPO and 
G-CSF. The typical starting dose of G-CSF in this setting is 
300 micrograms once weekly with the aim of increasing the 
neutrophils count to no more than 6 to 10x109/L. Doses of 
G-CSF should generally not exceed 300 micrograms three 
times per week.

How will my hematologist assess my response 
to erythropoiesis stimulating agents?
Patients receiving ESA should have their response 
to erythropoiesis stimulating agents assessed after a 
maximum period of 4 months of therapy. Clinical responses 
are usually assessed by documenting improvement in 
haemoglobin levels, and or reduction in red cell transfusion 
requirement. Defined criteria for response include:

I. Partial response

a. In red cell transfusion dependent patients: Stable 
anaemia without need for transfusions.

b. In patients with stable anaemia: Increase in 
haemoglobin of at least 15g/L but haemoglobin less 
than 115g/L.

II. Complete response

a. Stable haemoglobin of at least 115g/L and 
transfusion independence. 

Patients who achieve a sustained complete response may 
have their ESA dose slowly tapered down by their treating 
haematologist to the lowest dose that sustains the response. 

Patients who lose their response to ESA may require 
reassessment of their MDS disease status with a bone 
marrow biopsy, full blood count and blood film examination in 
order to exclude the possibility of progression of their disease. 

New erythropoiesis stimulating agents
Luspatercept and its analogue Sotatercept are two new 
ESAs. Both drugs are manufactured using DNA technology, 
and like rEPO they have to be administered by subcutaneous 
injection. However, they both work in a distinctly different 
way to rEPO and both drugs promote late-stage red cell 
production in the bone marrow by binding to proteins from 
the Transforming growth factor β family. 

Promising efficacy and safety data from phase 2 clinical 
trials has recently reported and both drugs appear to be 
particularly effective in patients with RARS, MDS with 
SF3B1 mutation or both. In the PACE-MDS trial, patients 
with low-risk MDS and anaemia, (with or without the need 
for red cell transfusion) received Luspatercept at various 
doses every 3 weeks. Although the total number of patients 
in the study was relatively small, 63% of 51 patients 
who received Luspatercept at higher doses experienced 
improvement in their haemoglobin and 38% of 42 patients 
achieved transfusion independence as measured by 
trial criteria9. A randomised placebo-controlled phase 3 
multicentre clinical trial to determine the safety and efficacy 
of Luspatercept was initiated in 2016 and is ongoing.

In a recent phase 2 study Sotatercept was administered to 
74 patients with low-risk MDS who were red cell transfusion 
dependent. Patients recruited to the study had either lost 
response, had no response, or were predicted to have low 
chance of response to EPO. The investigators reported 
improvement in haemoglobin in nearly 50% of patients, 
and responses were sustained without the need for red cell 
transfusion for at least 56 days in 7 out of 12 patients (58%) 
with low transfusion requirements10.

Summary
Anaemia is the central clinical problem that patients with low-
risk MDS face. Although red cell transfusions play a central 
role in managing anaemia, ESAs also play an important role 
and national and international MDS clinical guideline groups 
have defined the circumstance in which ESAs should be 
used in patients with low-risk MDS. In general, only patients 
predicted to have a high chance of responding to an ESA 
should be prescribed rEPO by their haematologist, either as 
single agent, or in combination with G-CSF11. Haematologists 
may change the dose of ESA depending on a patient’s 
response to treatment, with the overall aim of maintaining the 
lowest possible dose of rEPO in those patients to achieve 
a complete response. There are data to suggest that early 
commencement of ESA therapy may delay the need regular 
red cell transfusion and improve quality of life12. However, 
suboptimal responses may require an increase in ESA dose, 
but patients who lose a response to their ESA may need to 
have their MDS reevaluated because loss of response may be 
due to progression of their MDS. 

Luspatercept and Sotatercept are relatively new ESAs 
that work on different biochemical pathways than rEPO 
to increase red cell production. Both drugs have been 
investigated in dose-finding phase 2 clinical trials and have 
been shown to improve haemoglobin levels in patients 
with low-risk MDS, with relatively few adverse effects. 
These novel ESAs have not yet found their way onto MDS 
guideline algorithms and more extensive clinical outcome 
trial data is required before we can understand their true 
clinical utility in MDS anaemia. However, in the fullness of 
time a more extensive repertoire of ESAs will hopefully be 
available to clinical haematologists and their patients.

MDS UK note:
This article written by Dr Chris Dalley was specially 
commissioned by us, to clarify the regional disparities in 
prescription of EPO and other supportive care treatments.

If EPO or any of the other drugs listed in the article have 
not yet been mentioned by your haematologist – and your 
type of MDS seems relevant – please take the entire article 
to your clinical team and ask about these additional options 
for you.

It is important to know you are entitled to access to these 
drugs – if clinically relevant.

Any issues relating to the funding of these drugs – please 
contact us directly immediately.

Dr Chris Dalley works as a haematologist in Southampton, 
and his haematology department has recently been 
awarded MDS Centre of Excellence status.

He is also an active member of the UK MDS Forum group, 
the foremost experts group dealing with MDS in the UK 
http://www.ukmdsforum.org.uk/
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‘Personalised medicine’ – what  does it involve?

“Personalised medicine means that you sit with an 
individual in front of you and you consider them as an 
individual, and you talk about their disease, their type of 
MDS in the context of their problems, their symptoms, so 
it’s always been personalised. It’s always been personalised 
in that you use your intuition, your experience and your 
judgement in the management of that patient.”

“To practice good, proper precision medicine, you need 
the biological data, you need an idea of their quality of life, 
you need an idea of the diseases affecting that patient and 
you need an idea of that person’s preferences. There are 
many factors now playing into the concept of personalised 
or precision medicine. The general view is that precision 
medicine is all about genomics, but it isn’t...”

Sophie Wintrich, Chief Executive of the MDS UK Patient Support Group, interviewed 
Prof. David Bowen – Consultant Haematologist at St James University Hospital, 
Leeds. Watch the video and read the excerpts below. 5 Apr. 2018

The EU patient advocacy community (which includes 
MDS UK) keeps making in-roads regarding better 
involvement of the patient voice on all platforms that 
affect research and treatment decisions for patients. This 
is hard work in the short-term – and the benefits are, of 
course, not instantly recognised – but this these efforts will 
translate into for example improvements in the choices, 
numbers and design of future clinical trials. Currently 
clinical trials criteria are too restrictive with respect to 
age of participants – and often the wrong type of QOL 
is collected, or even worse, no QOL measurements are 
taken. Result being that QOL information is missing, when 
it comes to assessing and approving a new drug.

This can negatively impact access to the drug, causing 
years of delays or even rejection of these new drugs. 
Lack of QOL information also impacts on the cost-
efficiency decisions of new drugs at NICE level in the UK.  
At MDS UK, we use every opportunity to ask all health 
stakeholders to engage with us to improve the provision 
of QOL data in trials, and in general patient care.

We attended the EHA 
congress – with the MDS 
Alliance (the international 
umbrella group of all MDS 
support groups world-
wide) – together with 
10517 attendees from 6 
continents. 739 physicians 
came from the UK, 
compared with 900 from 

Spain and 703 from Italy – they made up the top 3 groups 
of attendees! Good for the UK!

Left to right: Dr Elihu Estey (Seattle Cancer Care Alliance, 
Seattle, USA), S Wintrich, Sarah Liptrott (Research 
Nurse, Istituto Europeo di Oncologia, Italy), Dr Bernhard 
Wörmann (German Society of Hematology and Oncology, 
Berlin, Germany)

The patient advocacy session covered:

n Patient perspective on new trial design, regulation and 
patient involvement, by patient advocate Gilly Spurrier.

n Adaptive pathways and other approaches to promote 
timely access to medicines, by speaker: Francesco 
Pignatti.

n Designing innovative clinical trials: Methodology and 
practice, by speaker Dr Elihu Estey.

n How will the new EU Clinical Trials Regulation foster 
innovation in clinical trials? By speaker: B Wörmann.

The MDS Alliance work keep growing – and new 
members are joining the network. Latest members 
to join were Finland, seen here with Bergit Kuhle, the 
German patient advocate whose blog you can read in this 
newsletter.

And if you have not yet read up on the European project 
called Harmony – please consult our Newsletter 7 – 
where we introduced it.  The patient advocacy members 
are currently reviewing the list of signs and outcomes 
particularly relevant to patients – amongst which – QOL of 
course.

EU patient advocacy

You can watch the complete interview on our website: 
http://mdspatientsupport.org.uk/mds-challenges-treatment-trials-david-bowen
To find out more about the European Myelodysplastic Syndrome (MDS) Registry visit: www.eumds.org

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

“Genomic medicine is very much the happening field of cancer biology at the moment, and MDS is no exception. In fact 
MDS has been leading the way”...”We can tell from a set of mutations that we analyse which MDS patient has which 
mutations; but there are many technical reasons why one mutation may be relevant, and the same gene mutated in 
another patient might not be causing the disease or might not be present in a high enough quantity to be sure that it’s 
actually relevant.”

“The more we know about this field, the more complex the analysis of the data becomes.” “Whether every patient needs a 
genetic test for routine management is debatable, because there are relatively few drugs that we use that are actually able 
to target the mutations that we know are there. If we see mutation X, we use drug Y - we are not quite there yet.”

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

“Research is always important. Without research we don’t make progress. There is more of an acceptance today that 
large data sets from routinely treated patients are just as valuable as clinical trials that we do in parallel.”

“We have a big registry programme here in Yorkshire and Humber 
where we are doing mutation analysis on all MDS patients, 
following over time, from a population of about 3,000,000 
people... In the European Myelodysplastic Syndrome (MDS) 
Registry, we are doing something similar. It is great if a patient can 
participate in this. All these initiatives are going to inform the way 
we treat patients in the future.”
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We had the pleasure 
to be invited to speak 
at the annual UK MDS 
Forum conference 
this year – as a joint 
presentation about 
Patient Needs and 
Expectations, with 
the CNS from King’s 
College Hospital Janet 

Hayden, as well as CNS Louise Gibson from St James’s in 
Leeds. A great opportunity to share some of the work done 
in cooperation with nurses, to review the types of services 
offered to patients, with the aim to improve the Quality of 
Life. This work was based on surveys done with patients in 
those two hospitals, and supported by our own MDS UK 
Patient Survey results.

A particularly fascinating talk was given by Quality of Life 
expert Dr Fabio Efficace, from Italy, who is also supporting 
our work in QOL. We filmed some short interviews with 
most scientific and clinical speakers below – which you can 
view on our website.

Other talks covered:

n From inflammation to antigen specific T cell response; 
immune dysregulation in bone marrow failure 
syndromes, by Dr Shahram Kordasti, KCL.

n RTEL Mutations (joint KCH/NIH) study by Dr Shreyans 
Gandhi - King’s College Hospital. 

n Iron parameters in allogeneic stem cell transplant by Dr 
Martin Wermke , University Hospital Dresden, Germany. 

n QOL in MDS by Professor Fabio Efficace , GIMEMA 
Data Center, Rome. 

n Patient Advocacy Session, with Janet Hayden, KCH, 
Sophie Wintrich, MDS UK, Anna Gibson, Leeds. 

n Spliceosome mutations – what do they mean? 
Professor Jacqueline Boultwood, John Radcliffe 
Hospital, Oxford.

n Del(5q) case studies, Dr Udaya Reddy, Royal 
Bournemouth Hospital and Dr Kathryn Thornton, Leeds 
Teaching Hospitals. 

n Transplantation in del(5q) MDS, Dr Austin Kulasekararaj 
King’s College Hospital. 

Annual UK MDS forum education day 2017

Rare disease day 2018 
Rare Disease Day 2018 was 
marked this year by attending a 
special awareness event at the 
Royal Holloway and Bedford 
New College in Egham – where 
several charities representing 
rare diseases had a stand.  

Raqeebah and Enric spoke 
to many eager students and 
attendees about MDS.

The following is an article by our friend and long-term 
MDS patient advocate from Germany, Bergit Kuhle.

Bergit, together with Anita Waldmann, runs an MDS 
Patient Group in Germany, and both are founding 
members of the international MDS Alliance – the 
umbrella organisation for all national patient groups 
in the world.

Some of you may remember that Bergit used to 
write regularly for the MDS Beacon (sadly no longer 
an active platform). She has now switched to a 
regular column in ‘MDS Europe’, the online home 
of the MDS-RIGHT project and the future hub for all 
European MDS information and guidance.

You can read up on more information on MDS Right 
at the bottom of this article.

No chance to lay down my burden of iron 
overload somewhere
Our organism does not have any biochemical or 
physiological pathway to remove excess iron. Instead 
the excess iron accumulates mainly in the liver, joints, 
pancreas, bone marrow and at the worst in the heart, 
causing organ and tissue damage in the long run.

We’re talking about transfusion-related iron overload. I 
have been a Myelodysplastic Syndrome (MDS) patient for 
more than 12 years and I regularly need blood.

The main cause of iron overload is transfusion therapy. 
Each unit of blood transfused delivers 200–250mg of iron. 
After only 20 units of transfused blood, 4,000–5,000 mg 
of iron will have been delivered to the body. At this iron-
loading, the serum ferritin level rises to about 1,000μg/l. 
When this level is about to be reached, the doctor 
suggests iron chelation for transfusion-dependent patients 
like me.

My experience with Deferasirox 
I have never had a wealth of medical expertise on iron 
overload. I have accepted the most important fact: 
excess iron does harm to my vital organs, so chelation is 
necessary. Everything went according to plan. I trusted 
the medication, not giving too much thought to the issue.

I have been tolerating the iron chelator, Deferasirox, 
without significant side effects for 10 years now. I only 
had an uncomfortable rash in the beginning, which 
disappeared after two weeks and never ever came back. 
The ferritin level reliably has descended and always has 
stayed below 1,000μg/l. So, I felt safe from life-threatening 
organ iron deposition. I was as compliant as can be and 

always, always took my pills or my suspension even when 
travelling. I even prepared and swallowed the suspension 
in an airport’s ladies room. Finally, I have built confidence 
in my ferritin level, which was fluctuating a little from time 
to time. But ‘what the heck’, my haematologists have 
been content with 400-700 μg/l and I have never been 
experiencing any discomfort.

I have been lucky with my iron-chelator Deferasirox, being 
free from side-effects. Whereas in MDS web forums and in 
my work with patients, I met with various people suffering 
from all kinds of bearable or unbearable side-effects, 
mainly such as all stages of gastrointestinal disorders.

Tablets or suspension?
There was – or shall I say – there is a lot of debating about 
the correct timing of the tablet intake, e.g. the dosage, 
stop and possible re-start of the therapy out of all kinds 
of reasons, efficacy, ferritin levels and repeatedly drug 
intolerance.

This discussion has evolved since a new formulation 
was introduced on 2016, a shift from suspension to pills. 
The pills are supposed to be easier to digest (they don’t 
contain lactose any more) and to be more efficient in 
relation to the dosage. The available statistics seem to 
confirm these benefits, but as always there is variability in 
individual cases. For me the pills are not as efficient as the 
suspension was and unfortunately, the suspension has 
already disappeared from the market. ‘Not as efficient’ 
means in my case the ferritin level remains in the 700 μg/l, 
but does not drop beyond anymore, although I am not 
transfused more frequently.

The issue of compliance
People, relying on long-term medication intake, tend to 
give up even for minor side-effects. Only from then on, 
they are lulled into a false sense of security: ‘iron overload 
does not hurt, until it hurts’.

This may take years and may have the consequence 
of irreparable damage. Some patients are not aware of 
the causal correlation between compliance and efficacy. 
Some of them stop the therapy, because the ferritin 
decrease takes too long. The reasons of non-adherence 
are manifold. When the physician asks his patients about 
their adherence, most of them answer that they take their 
medication regularly. This has been proved by different 
surveys in different countries.

Although everything is being explained in detail in the 
package leaflet, it obviously is not sufficiently perceived 
or understood by patients. The package leaflet, however, 

Patient stories: 
‘I’m gonna lay down my burden...’ 
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cannot be changed due to legal regulations. The patient’s 
compliance is a major issue for the pharmaceutical 
company, defining the medication’s success in the market. 

As a patient advocate I have worked in the 
pharmaceutical company’s national and international 
patient ad-boards to discuss additional printed material 
with illustrated graphics and using lay-language in 
the descriptions. Thus, our concern was to draw the 
patient’s awareness and understanding to the dangers 
of iron overload and to the medication’s mode of action. 
Regular educational workshops are being organised for 
patients in many countries.

Devastating news
For me years of chronic transfusion dependence went by 
and I counted my blessings: more than 530 units of blood 
in total since 2008, with a stable transfusion interval of 10-
18 days since 2010.

My treating professor initiated an invitation for me to a 
special clinic, where I underwent an MRI in autumn 2017. 
They scanned my heart, liver, pancreas and my bone 
marrow. The results were devastating. My view on iron 
overload broke with the medical report. I still have not fully 
recovered from what I was told. I would be very lucky, 
the radiologist said, if my heart was still free of iron. But 
my liver and my pancreas show a five-fold iron overload, 
also my bone marrow is full of iron. Another obstacle for 
haematopoiesis in addition to my blood disorder. 

Where do we go from here? Heading towards diabetes, 
liver cirrhosis or even hepatic cancer? My heart is iron-
free, yes, but the pancreas is strongly loaded. No reason 
for long-lasting joy as the pancreas takes up similar 
iron species as the heart, only earlier. Iron overload of 
the pancreas serves as an early and robust marker of 
prospective cardiac risk.

It is neither an option for me to increase the dosage of 
the iron chelator – this could be toxic for my kidneys for 
instance - nor to reduce the number of transfusions – this 
would destroy my quality of life and would send me into 
severe anaemia. I’m stuck.

As so often in the course of my disease there is a 
diagnosis without any therapeutic consequences. That’s 
frustrating.

On the medical report I more recently read ‘severe 
hemosiderosis of the pancreas and the liver’ amongst my 
other serious health problems. However, my liver values 
(GPT, GOT) are not yet elevated. Not yet?

I am anxious and confused: that’s the patient’s 
perspective.

Only now I am finding out that for any one patient, the 
predictive value of ferritin is quite poor. Two patients with 
identical total body iron burdens can have vastly different 

serum ferritin levels. Many factors affect the relationship 
between iron overload and serum ferritin levels. But still 
the ferritin level generally correlates with both, total body 
iron stores and clinical outcomes. 

Serum ferritin therefore remains the most commonly used 
metric to monitor iron chelation therapy. Mainly because 
its measurements are inexpensive in comparison to 
MRI. However, the biology of circulating ferritin is poorly 
characterised and hardly comprehensible for non-
physicians and non-scientists.

Iron homeostasis relies on a regulated network of systemic 
and cellular mechanisms for the acquisition, transportation 
and cellular utilization of the metal. I very well understand 
that these metabolisms are completely disturbed in case 
of strong iron overload.

At the end of this article I want to make clear one thing
The outcomes of chelation therapy in Myelodysplastic 
Syndromes are not bad. There is a positive impact on 
survival, without doubt. I probably would not be alive any 
more without Deferasirox. 

There are retrospective studies clearly indicating a 
significant improved survival in patients who received 
regular iron chelation. Transplant outcomes are also far 
better after iron chelation therapy. And in case there is a 
cure, high iron stores can be drained or at least reduced 
by a most effective phlebotomy therapy.

So yes, there are definitely some solutions for iron 
overload, if you are in the right cohort.

But we urgently need more innovative iron chelation 
therapies.

https://mds-europe.eu/right

MDS-RIGHT (Providing the right care to the right 
patient with MyeloDysplastic Syndrome at the right 
time) is a research project that has been granted 6 
million Euros from the Horizon2020 programme of 
the European Union. In this project – which started 
in May 2015 and will end in 2020 – 15 European 
partners have joined forces. 

By comparing existing health care interventions and 
by defining and implementing more effective and 
safer interventions for elderly European citizens with 
anaemia and/or lower-risk MDS, the project aims to 
lead to better treatment compliance and more cost-
effective use of healthcare resources.

Myelodysplastic Syndromes (MDS) are a wide range 
of disorders which affects the functionality of the bone 
marrow. Thus, blood cells such as red blood cells, white 
blood cells and platelets may be affected therefore resulting 
in symptoms such as anaemia, fatigue, infections, bruising 
and breathlessness. Based on our survey, 83% of the 
participants are over 65 years old. This correlates with 
data published worldwide which states that 85% of MDS 
patients are 65 years and above. The median age group for 
MDS diagnosis is 74 years old. Based on our survey, the 
calculated median age is 70.

In 2012, MDS UK Patient Support Group started a research to 
assess the needs of patients suffering from MDS in the UK. To 
date, this is the largest UK-specific research ever conducted 
focusing exclusively on needs, experience and quality of life of 
MDS patients. The aim of the survey is to better understand 
the impact of MDS on patients’ quality of life and to ultimately 
improve the care and support offered to MDS patients. 

Thus far, the progress of the survey has been positive; 
we have collected results from 171 participants across 
UK covering all age groups and including patients without 
access to the internet. 

MDS Treatment
Development of treatment for MDS has made extraordinary 
progress over the past 10 years and there are no signs of this 
progress slowing down. A pioneering drug, Azacitidine which 
was made available in February 2011 UK for patients living in 

the UK with intermediate and high-risk MDS was developed to 
help slow the progression of the disease while Lenalidomide 
has been effective for patients with the del 5q syndrome. 

What do UK MDS patients say about the treatment 
options provided at the time of diagnosis?

53% reported being placed on Watch & Wait

47% reported being placed on active treatment or 
supportive care

More than half of the participants were told they were on 
Watch & Wait status. Being placed on Watch & Wait can 
be extremely stressful due to the uncertainties about the 
disease progression therefore adding to the worry that 
comes naturally with being diagnosed with MDS. 

More than 60% Watch & Wait patients thought about MDS 
to a significant extent compared to those placed on active 
treatment or supportive care (see graph below). 

Reaction to being placed on Watch & Wait differs amongst 
patients; some patients are able to cope well with it. 
However, some may suffer from anxiety or depression 
as a result of being placed on Watch & Wait. Anxiety or 
depression might affect some aspects of their lives; it might 
lead to difficulties relating to their work life thus resulting in 
temporary leave of work or reduction in working hours. This 
might have some financial consequences to the patient. 

Question: How frequently did you think about MDS in the last 4 weeks? 

Raqeebah Agberemi 
MDS UK Patient Survey: Results 
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The feeling of being anxious or depressed is aggravated by 
the lack of information at the time of diagnosis. Based on 
our survey, 

38% Watch & Wait patients did not receive any 
written information at the time of diagnosis

43% Watch & Wait patients received minimal verbal 
information at the time of diagnosis

These figures illustrate the importance of providing 
adequate information to patients. If patients are provided 
with information in a patient-friendly and personalised 
manner at the earliest stage of diagnosis, this might reduce 
the worry and help them cope well with being placed on 
Watch & Wait. Likewise, it will reduce the time a patient 
spends in consultations with the clinical team, or even with 
a counsellor, thus freeing up time to see other patients.

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

‘‘The Watch & Wait policy. Regular 6-weekly visits to the 
hospital for blood tests then lack of feedback on the results’’

‘‘The uncertainty over whether there will be progression of 
the disease’’

‘‘Watch & Wait is a bit like having a sharp sword hanging 
about your head. It seems to get lower every time you are 

heading for your next blood test’’

In comparison, patients on active treatment/supportive 
care said:

‘‘The side effects of Azacitidine’’

“The disruption to our lives. Unable to plan ahead as 
Chemo dates can change if my blood is not right. Having 

platelets every week is a real nuisance’’

‘’Waiting 8 hours for blood transfusion’’

Support for MDS patients and carers
There is a constant need to access information and 
advice for MDS patients and their carers. Access to these 
services provides them with knowledge as they face several 
challenges throughout their MDS journey. 

Access to a clinical nurse specialist, appropriate 
signposting to services and peer to peer support have been 
found to be useful for MDS patients. 

We currently have local groups in several parts of the UK. 
If you would like to attend any of our meetings, please visit 
our page for further details or call us on 020 7733 7558.  

Access to MDS Nurse or 
Haematology Clinical Nurse Specialist

6% reported they had no access to a CNS but     
would like to see one

19% reported that they had never been offered       
this service

It is important that MDS patients have access to a Clinical 
Nurse Specialist (CNS) because they play a vital role in the 
management of patients concerns and support their health 
and wellbeing. We  liaise with Clinical Nurse Specialists in 
several hospitals across the UK to provide assistance and 
to make it known that support and care is available for 
MDS patients.

According to the National Cancer Patient Experience Survey 
(NCPES), having a CNS is an important factor found to be 
positively associated with a better patience experience.1  

To understand the importance of CNSs, we divided the 
patients who answered the question, “Do you have access 

Question: Do you have access to a specific MDS Nurse or Haematology CNS?

1 https://www.quality-health.co.uk/resources/surveys/national-cancer-experience-survey/2014-national-cancer-patient-experience-survey/2014-national-
cancer-patient-experience-survey-national-reports/688-2013-national-cancer-patient-experience-survey-national-report-pdf/file

to a specific MDS Nurse or Haematology CNS?’’ into five 
categories based on their level of worry (See graph above). 

At a first glance, 40% of those who had no access to a 
CNS but wants to see one and 52% of those who had 
never been offered the service, worried about MDS to a 
significant extent. The lack of access to a named CNS 
aggravates the emotional impact of MDS and the findings 
of our survey illustrates this.

MDS patients are often confused at the time of diagnosis 
mainly due to the fact that they have never heard of disease; 
having a CNS as a main point of contact makes it easier 
for patients to ask questions pertaining their diagnosis and 
treatment thus reducing the emotional impact of MDS. CNSs 
can also recommend additional support services to patients 
should they need it. Likewise, having access means that 
CNSs can quickly recognise any developing issues that may 
require attention thus potentially avoiding any major problems. 

As the ageing population continues to increase, so will the 
challenge of supporting patients with MDS. The availability 
of treatments and development of new ones means that 
patients will live longer with the condition thus illustrating 
the importance of CNS as patients will need continuous 
support over the years. 

Information about MDS UK at the time of 
diagnosis
More than half of the participants said they did not receive 
any information on MDS UK at the time of diagnosis.
Half of the participants who had not received information 
about MDS UK, learnt about MDS UK via the internet.

Due to lack of information on MDS at the time of diagnosis, 
patients and carers have to take active steps when trying 
to find out more information about MDS. This makes them 
vulnerable to coming across unreliable, inaccurate and out 
of date online information. 

Recommendation
In the long-term, providing information at the earliest stage 
of diagnosis to all patients can really save substantial time 
and concern to all involved (patients, families, clinical staff). 

Practical Suggestion: Some haematologists take it a very 
helpful step further: after seeking express consent from the 
patients, they copy MDS UK Patient Support Group into the 
patient’s clinic letter requesting us to send information to the 
patients. This step takes only one minute during consultation 
and ensures no patient goes potentially unsupported. 

Question: How frequently did you worry about MDS in the last 4 weeks?

At the time of diagnosis, did you receive 
information on MDS UK Patient Support Group?
At the time of diagnosis, did you receive 
information on MDS UK Patient Support Group?

If not, how did you hear about MDS UK Patient 
Support Group?
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We regularly send out leaflets and booklets to hospitals 
around the UK; if these run out, clinicians and clinical nurse 
specialists can order more materials via our website (https://
mdspatientsupport.org.uk/our-commitee/contact-clinical-staff).

Clinicians, please help us help you: hand out a MDS UK 
leaflet to every newly diagnosed patient you see and 
display our poster in your waiting room. Thank You. 

Summary of findings

n Adequate provision of information at the earliest stage of 
diagnosis should be provided to Watch & Wait patients 
to help them better understand diagnosis and cope 
better with it.

n Emotional and psychological support should be offered 
at the earliest stage to Watch & Wait patients who need 
it in order to help them navigate some of the challenges 
they might be facing. 

n Provision of information at the time of diagnosis is 
important to prevent patients from becoming vulnerable 
to inaccurate and unreliable information on the internet.  

n All MDS patients should have access to a clinical nurse 
specialist who can provide support following their 
diagnosis.

Please be on the lookout for more survey results in our next 
newsletter or visit our website for more on our survey. 

MDS UK patient support: satisfaction survey

Figures from MDS UK patient support 
satisfaction survey

n More than half of respondents (50.5%) found the 
information MDS UK provided extremely clear and helpful.

n More than half of respondents (69%) reported that they 
were satisfied with the level of attention and time spent 
addressing their needs. 

n More than half of respondents (50.9%) visit our website 
on a monthly basis.

n 81% are willing to recommend MDS UK to someone in 
a similar situation.

n Half of the respondents (50%) reported that they had 
never used MDS UK online discussion forum. 

n MDS UK note: The discussion forum is open 
to MDS patients, carers as well as health care 
professionals. It allows patients to contribute to the 
various discussions and communicate directly with 
other forum members. 

n MDS UK note: We are currently working on the 
forum to make it more interactive. If you would like 
to become a member, please visit our website for 
more details or contact us on 020 7733 758.

n More than half of the respondents reported they had 
never used the MDS UK Facebook Page as well as the 
Community page.

n MDS UK note: The MDS UK Community page 
is a closed, confidential group which allows MDS 
patients chat and share experiences with each other. 
If you are interested in joining, please contact us on 
020 7733 758 or info@mdspatientsupport.org.uk

Quotes from MDS UK patient support 
satisfaction survey

“I find all information helpful as a carer of my elderly father 
with MDS probable RCMD. He is too frail to attend the 
meetings unfortunately. I hope to get to the next meeting 
at Kings. Thank you for all your helpful information.’’

“Very pleased that the support group exists. I attend the 
Bournemouth Group meetings which are very helpful. 
Much appreciated. Feel less isolated.’’

“My only problem is that I find the MDS forum very difficult 
to log on to, to give a comment however I still read it but 
tend to use Facebook.’’

“The service is excellent – I just wish that more local 
hospital doctors would inform MDS patients of the 
support group and recommend them to at least visit the 
website or talk to someone at the office – patients and 
carers when they finally find the group find it to be an 
excellent aid to them.’’

“I would like more acknowledgement of the needs of 
children and young people who are diagnosed with MDS. 
My daughter was 15 years old, I've met a 1 year old, two 
ten-year olds and others of primary school age with an 
MDS diagnosis, living in the UK.’’

“I am surprised there is no link provided to the AAMDS 
website as I find their webinars and updates on recent 
research to be extremely useful. In general, I would like 
MDS UK to provide more and more detailed information 
on recent research and clinical trials.’’

We always want to hear from you, so if you have any comments about the services we provide please contact 
us on 020 7733 758 or info@mdspatientsupport.org.uk

We created a satisfaction survey to help 
us assess and improve on the services 
we provide to MDS patients. Here we 
share some interesting findings. 

Regional groups update

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

Essex Patient Group
Essex group led by Chris Dugmore and featuring informal 
talks from local physicians and nurses. Meetings every 3-4 
months at Riverside Ice and Leisure Centre, Victoria Road, 
Chelmsford, Essex CM1 1FG.

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

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

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

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

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

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

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

Bournemouth Group 
Bournemouth group led by patients and family members 
Guy Rouquette and Tess Brown and supported by Dr Sally 
Killick, Consultant Haematologist at Royal Bournemouth 
Hospital. Meetings will be scheduled on Wednesdays 
between 10.30 am – 1 pm every 4 months at The Grove 
Bournemouth – UK’s exclusive not-for-profit hotel created for 
sufferers of life-limiting illnesses and adapted to their needs.  

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

Southampton Group 
Newly created - with 3 new patient volunteers willing to 
coordinate future meetings. Please let us know if you are 
interested in attending this group. 

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

Information on all our local groups and upcoming meetings are regularly 
updated on our website - www.mdspatientsupport.org.uk. Please visit 
our page for further details or call our main office on 020 7733 7558.
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What happens at group meetings?
If you are feeling nervous or unsure about attending your first group meeting it may help to read more about what happens 
at local meetings. Here, two groups (based in Anglia and Bournemouth) kindly share minutes from their last meetings. 
Hopefully you will see that meetings can be a safe place to find out more about MDS, meet like-minded people and get 
vital support to help you live with MDS.

 If you want any more information about regional groups, please contact us on 020 7733 7558 or   
info@mdspatientsupport.org.uk

Regional Group Anglia

Location / Date Cambridge Cancer Help Centre 19/03/18

Coordinator 
names

John Heywood* (Chairman) Michael Turner* (Treasurer) Guy Warwick*(Cttee) Heather Warwick 
(Cttee)

Speaker’s names Dr Pramila Krishnamurthy, (Scientific Officer for Cambridge United Hospitals Trust and 
Consultant Haematologist, Addenbrooke’s Hospital, Cambridge)

Total No. 
attendees

10

Notes 1) Further consideration of “late-running” of consultations, main issue being lack of information. 
It was accepted that doctors can get called away to very urgent business. Members agreed 
to report back on usefulness of screen in giving up-to -date information for MDS patients. 

2) Phlebotomy system working particularly well, adjacent to haematology clinic at 
Addenbrookes, compared with experience of one member from another hospital.

3) Importance of our responding to Hq letter from Sophie re Data Protection.

4) Helpful letter received from Dr R J Thomas (Macmillan Consultant Oncologist) in response 
to request to speak to us. He would willingly speak on “Nutrition and self-help Strategies.” 
Difficult to arrange a time but in the meanwhile he has just updated the fatigue section on the 
website: keep-healthy.com from which we may get some benefit.

5) Alcohol – time for alcohol but only a ‘Myth Buster’ quiz provided by Macmillan Nursing.  
Most of us showed a surprisingly detailed knowledge, thus getting most answers correct, 
after lively discussion!

Speaker Dr Pramila started, as we had requested, by giving an overview of MDS and the complexities 
of the condition which seems to be in the main a part of the ageing process for those it affects 
with too many dysfunctional cells.  She explained the various types of MDS, in the process 
dealing with ‘blasts’ and the term ‘refractory.’  MDS was not thought to have hereditary links 
except in very rare circumstances. She dealt, amongst many and varied topics, with the issue of 
the suitability of a patient for a stem cell transplant and the use of conventional chemotherapy 
as opposed to a drug such as azacitidine for which oral trials were currently on hold. Azacitidine 
can be made available now on the NHS for those who were likely to benefit from it.  Every 
patient was considered for stem cell transplant and age was only a factor because age 
nearly always gives rise to additional health complications.  Carers were mentioned and their 
role in giving support to a patient. Dr Pramila recognised their importance, in particular in 
accompanying the patient, if possible, to clinic when a lot of information is given to the patient. 
Although MDS was a disease which affected a comparatively small part of the population, 
drug companies were committed to developing suitable treatments, not least because of 
its worldwide occurrence. Thus, new drugs were in constant development.  Dr Pramila was 
thanked heartily for her clear, informative talk and answering our questions, particularly since 
she was on leave!

Next Meeting MONDAY, 21 MAY at Cambridge Cancer Help Centre at 1030am.
Speaker: Natasha Jones, Advanced Specialist Dietician, Haematology

Further 2018 
Dates

16 JULY, 17 SEPTEMBER, 19 NOVEMBER

Regional Group Bournemouth

Location / Date The Grove Hotel  28/02/2018

Coordinator 
names

Tess Brown, Gordon Brown, Ruth Rouquette, Guy Rouquette

Discussion 
Themes

Fatigue and MDS
Travel Insurances  

Total No. 
attendees

20

Agenda 1. Share experiences in dealing with their disease, concerns, advices etc.

2. Discussion about What is fatigue? What are the sources of fatigue? and how to cope with 
fatigue? 

3. Group discussion on travel insurances for MDS patients 

Notes 1. Discussion between members
 We welcome three new members who described their respective experiences with MDS and 

with various comorbidities. This enabled us to discover that we had three participants who 
had had successful stem cells transplants: one 24 years ago, one 10 years ago and one 3 
years ago and were able to compare their experiences. We had also updates on the heath 
conditions of various participants with the common references of EPO and G-CSF injections, 
transfusions and the cases of patients who have not yet come to grips with their treatment.

2. Fatigue
 As a starting point for our discussion, we showed ta 10 minutes YouTube video by Dr. 

Mike Evans, Associate Professor of Toronto University on Fatigue and Cancer. The video is 
excellent but covers a lot in a very short time. The remaining of the time on this subject was 
therefore used to make sure that the participants had some clear takeaways on this question 
with a particular focus on what to do to manage one’s fatigue: exercise, plan, pace, prioritize 
activities etc.

3. Travel Insurances for Individuals suffering from MDS
 We started with a list of insurance companies the members of Macmillan Cancer and 

MDS UK support groups reported on their respective forums as particularly competitive for 
cancer/MDS patients. There was nothing particularly new here except for the inclusion of 
two institutions in this list: the Eurotunnel insurance company which is reported to be willing 
to provide coverage at attractive rates subject to one’s doctor confirming that at the time of 
purchasing the insurance or booking the journey (whichever is later) that

You are fit to travel

Your medical condition(s) is stable and there is no sign they will get worse

You have not been diagnosed as suffering from a terminal illness

You do not know that you will need medical treatment or consultation at any medical facility 
during your journey

The other company. which offers attractive cover for previous armed force and civil servants 
only is the Force Pension Society. Cover is offered as long as

1.  Your pre-existing conditions are not terminal

2.  You are fit to travel

3.  There are no psychological issues 

Next Meeting July 4th, 2018 from 10.30am to 1.00pm at The Grove Hotel Bournemouth

Topics Sally Killick, consultant in hematology at the Royal Bournemouth Hospital will join us  
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A glimpse into the activities of our 
local groups – which we encourage 
you to attend when possible. 

In London, Dr Austin pops in 
frequently for informal Q&A sessions 
– together with nurses Geke and 
Janet. Clinical trial physician Dr 
Lajos Floro also attends to give the 
newest information on latest trials. 
We also have organised lab tours 
at King’s as well as in Oxford. If you 
wish to organise similar sessions in 
your hospital, please contact us for 
information and guidance.

Also read up on the minutes of our 
excellent regional groups in Anglia and 
Bournemouth.

Regional groups update

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

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

Start a new local MDS support group 

MDS UK co-organised the Dublin 
Patient Forum, for patients in Northern 
Ireland and Ireland – together with the 
Irish MDS Group led by Sinead and her 
mother Breeda. With a working dinner 
the night before to prepare.

We would now like to organise a patient 
day in Belfast, where all patients from 
Ireland would be invited too. Let us 
know if you’d be interested in helping 
out and attending.

Ireland & 
Northern 
Ireland

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 2018 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.

July 2018
Greater London Support Group Meeting MDS-AA–AML 
Date:  2 July 2018
Time:  3:30 pm – 6.30pm
Where:  Weston Education Centre, Cutcombe Rd, 

Brixton, London, SE5 9RJ 
Bournemouth MDS UK Local Group
Date:  4 July 2018
Time:  10.30 am - 1.00pm
Where:  The Grove Hotel, 2 Grove Road, East Cliff, 

Bounemouth, Dorset BH1 3AU
Anglia MDS UK Local Patient Group 
Date:  16 July 2018
Time:  10.30 am - 12.30 pm
Where:  Cambridge Cancer Help Centre, Scotsdales 

Garden Centre, 120 Cambridge Road, Great 
Shelford, Cambridge CB22 5JT

September 2018
Anglia MDS UK Local Patient Group 
Date:  17 September 2018
Time:  10.30 am - 12.00 pm
Where:  Cambridge Cancer Help Centre, Scotsdales 

Garden Centre, 120 Cambridge Road, Great 
Shelford, Cambridge CB22 5JT 

Oxford MDS UK Local Patient Group 
Date:  28 September 2018
Time:  10.30 am - 12.30 pm
Where:  Maggie’s Oxford Centre, Churchill Hospital, 

Oxford, OX3 7LE United Kingdom

October 2018
Southampton MDS UK Group 
Date:  10 October 2018
Time:  10:00am - 1:00pm
Where:  Novotel Southampton, 1 West Quay Road, 

Southampton, SO15 1RA

November 2018
Bournemouth MDS UK Local Group
Date:  November 2018
Time:  10.30 am - 1.00pm
Where:  The Grove Hotel, 2 Grove Road, East Cliff, 

Bounemouth, Dorset BH1 3AU
Anglia MDS UK Local Patient Group 
Date:  19 November 2018
Time:  10.30 am - 12.00 pm
Where:  Cambridge Cancer Help Centre, Scotsdales 

Garden Centre, 120 Cambridge Road, Great 
Shelford, Cambridge CB22 5JT 

Greater London Support Group Meeting MDS-AA–AML 
Date:  19 November 2018
Time:  3:30 pm – 6.30pm
Where:  Weston Education Centre, Cutcombe Rd, 

Brixton, London, SE5 9RJ 

December 2018
Oxford MDS UK Local Patient Group 
Date:  7 December 2018
Time:  10.30 am - 12.30 pm
Where:  Maggie’s Oxford Centre, Churchill Hospital, 

Oxford , OX3 7LE United Kingdom

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

Upcoming events
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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.

Dr. Kavita Raj 
On 22 April 2018, Dr. Kavita Raj took 
to the streets and ran the London 
Marathon for MDS UK Support 
Group and Guy’s/St Thomas 
Hospital. 

This was an incredible achievement: 
not only is it close to impossible to 
get a running place in the London 
marathon these days but Dr. Kavita 
Raj successfully completed the 26.2 
miles in just under 6 hours in what 
was the hottest London Marathon 
on record!

Dr. Kavita Raj is an MDS Consultant and she is the first 
MDS haematologists to run the London marathon! Dr Dr. 
Kavita Raj has raised a total of £3,635.20 to date. Simply 
sensational!

A”Mad”eus Jumpers 
Ray Chapman and 3 fellow Amadeus UK colleagues 
completed a Group Skydive hair-raising obstacle assault 
course on September 24th, 2017. 

Amadeus, the leading provider of IT solutions to the 
global tourism and travel industry, are not new to giving, 
having donated an amazing £3,000 for MacMillan last 
year. Not only did they raise funds for MDS UK Patient 
Support Group, but they also did an incredible job at 
raising awareness of the disease:

All experienced fundraisers they said of last year’s event: 
“It’s an even bigger challenge than before and is even 
more special as we are raising money for our friend 
and colleague who is suffering from a cancer condition 
called Myelodysplastic Syndrome known as MDS. We 
are collecting money for the charity that is looking into 
new research to better manage the situation and look 
for extending quality of life. Our colleague has a young 
family and lives in Crawley in West Sussex and has been 
unable to work for over two years now.”

Incredibly they raised a total of £1630, all of which has 
been donated to the MDS UK Patient Support.

Zoe Capps: 
Donating her hair to raise 
money for MDS! On April 
10, 2018, brave Zoe had 7 
1/2 inches cut off her hair 
to raise money for MDS UK 
Patient Support. In doing 
so, she raised an amazing 
£375. 

Zoe said that she was 
cutting her hair because 
“my grandma will lose her 
hair due to treatment for 
MDS cancer. I thought 
I should do this because I want to support her, and I 
thought my hair could help someone else.” 

Zoe’s hair was donated to The Little Princess Trust. The 
Little Princess Trust makes wigs for girls and boys up 
to 24 years of age who have lost their hair from cancer 
treatment and other illnesses.

Bernie Howley 
Mind Over Massage is a 
Mobile and clinic-based 
massage clinic run by 
therapist Bernie Howley. 
Bernie has qualified 
at St Mary’s University 
Twickenham in ITEC, Level 3 
Body Massage and Level 4 
Sports Massage. 

For the second year in a 
row, Bernie fundraised for 
MDS UK Patient Support 
Group at Hampton Court 
Half Marathon! Bernie not 
only raised money but made 
people aware of MDS. 
Donations are still coming 
in as Bernie’s collection will 
take place all year long! All 
the money raised will go to MDS UK Patient Support.

Peter Butler + Steve Wimbledon 
Steve Wimbledon 
and Pete Butler, both 
members of the amazing 
Bearcats Runners, ran 
the Brighton Marathon on 
April 15, 2018 in support 
of MDS UK.

Their efforts raise public 
awareness of MDS and 
our small charity. We 
need as much help as 
possible in order to carry 
on our work of supporting 
patients and campaigning 
with them. Steve sent us 
this photo with Caitlin and his Bearcat Runner fellow Pete.

Steve says: “This lady (Caitlin) does just about anything 
for anyone. She is a true hero to us and many others so 
to give just a little back we decided to run for MDS UK 
as we know it’s something she is passionate about. Pete 
and I have had parents who passed away with cancer so 
anything to do with a cancer charity is good by us.”

Together, Steve and Pete have raised over £700 for MDS UK. 

Dolores & Jo 
On 24th January 2018 
Dolores and Jo, two daring 
and amazingly generous 
people, started climbing Mount 
Kilimanjaro in support of our 
small charity and on the 1st of 
February they finally made it to 
the summit! In doing so they 
have raised £895 for MDS UK. 
What a fantastic achievement! 

They did it to support 
their brother-in-law and 
friend Mark Adams, who 
unfortunately suffers from 
MDS. They would like 
to help MDS UK Patient 
Support Group with any 
donations people kindly 
choose to make so that we can continue to support him 
and many others who need our help.

Dolores and Jo say in their witty Virgin Money Giving 
Page: “Being the two mad hatters that we are, we have 
decided that to celebrate my Mum’s 70th Birthday (That 
is Dolores definitely not Jo who is much much younger!!!) 
and climb Mount Kilimanjaro.”

On the 13th of February they sent us this moving 
message: “We made it to the top of Kilimanjaro and just 
about got back down again. We reached the summit on 
the 1st Feb at 8.00am after setting of just before midnight 
for the final leg of the trip. Hard, hard work but great 
sense of achievement. We took a couple of pictures for 
you at one of the camps and the summit with your t-shirts 
which Mark sent over to us.”

Eileen French
Eileen French ran the Reading Half 
Marathon on March 18, 2018 in 
support of MDS UK and raised a total 
of £1413.

Eileen ran in memory of her husband 
who suffered from MDS and has 
sadly passed away. We send her our 
sincere condolences.

Eileen had previously completed the Magna Carta Half 
Marathon. After her amazing achievement she said to us: 
“I’ve done it. I completed my first Half Marathon on what 
would have been John’s 61st Birthday. 

Due to the rapid progression of John’s MDS he was 
not in contact with this support group.  But I know he 
would have been so thrilled and proud with the donations 
received from his family and friends, helping to support 
MDS patients today”

What a great tribute to her husband John. We are sure he 
would have been VERY proud.

Anthea James 
On April the 8th, 2018 Anthea 
James ran the Manchester 
Marathon for MDS UK Support 
Group and raised an amazing 
£851.20.

Anthea is a member of the 
Bearcat Running Club, an 
amazing group of people that had 
fundraised for MDS UK before. In 
addition, Anthea has also worked 
incredibly hard at raising funds by 
doing a ‘great pie’ breakfast at 
Bearcat Running Club recently. 

Anthea said on her Virgin Money 
Giving Page: “I’m doing it for 
MDS an amazing small charity 
that is close to my running club’s 
hearts.”
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Alastair Day 
On the 21 April 2018, Alastair Day 
ran The Fox Ultra 42K and raised 
funds for MDS UK.

Alastair is an MDS patient and also 
an experienced runner, who has 
many kilometres under his belt! 
We are lucky to have him as our 
supporter.

He tells us about his experience: 
“My path to an MDS diagnosis is 
perhaps unusual. Three years ago, 
I noticed that could not feel the 
top of my left foot and a visit to the 
GP plus a blood test resulted in an 
appointment at the local hospital. 
After further tests, they referred me 
to KCH. I am currently 
in a low-risk category 
and have monthly 
blood tests and regular 
checks at KCH.

I have always tried to 
keep fit with running, 
cycling, sailing and 
hiking. This year, I celebrate forty years of running with 
the Hash House Harriers (a worldwide non-competitive 
social running club) and have nearly reached a total of two 
hundred Parkruns. Running my first trail marathon was a 
natural progression as I try to run at least 50km in a normal 
week. I am pleased to have had the opportunity to raise 
funds for MDS UK Patient Support Group and my entry in 
the Fox Marathon has so far raised more than £500.

Mortgage Brain  
An incredibly generous donation of £8,000 for MDS 
UK Patient Support Group has come from Mortgage 
Brain – a firm offering mortgage software solutions for 
Intermediaries and Lenders with over 100 employees 
based in London and Worcestershire.

Suzanne Green, director of Marketing and Partner 
Propositions, communicated the great news to us:
“We raised a substantial amount of money at a 30th 
Birthday Charity event attended by 320 colleagues and 

customers in London through sponsorship, a silent auction, 
raffle and personal donations on 27th April and it was by 
all accounts a great night had by all. So, I am delighted 
on behalf of Mortgage Brain to confirm that we will be 
making an approximate donation of £8,000 to the MDS UK 
Patient Support Group. The charity was nominated by our 
Mortgage Brain colleague, Kay Goodwin.

All the charities nominated are all actively supported 
through fundraising or volunteering by one or more of my 
colleagues. The donation will be a mixture of corporate 
and personal donations.”

What a superb fundraiser event! Our CONGRATULATIONS 
for these 30 years of success for the company!

Cabbage Patch 2017 – update  
Overall donations relating to the Cabbage Patch 2017 
10m run now total a magnificent £5,790. Well done once 
again to wonderful runners and Caitlin Limmer, our Patron.

Anita Jamieson & Rachel Parrish-Crighton
Anita and Rachel held an incredibly successful table top 
sale on 17th February in Marston Village Hall. During the 
event they also ran a raffle, a tombola, a cake stall and 
charged a small entry fee. Through all these activities they 
managed to raise an amazing £3,000, which was split 
equally between MDS 
UK Patient Support 
Group & Bloodwise. 
Rachel also brought 
in cake, raising an 
extra £100 for MDS 
UK Patient Support 
Group, at a dress-
down day at her 
workplace, Frontier 
Agriculture.

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

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

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

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

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

Do not ever hesitate to seek an additional opinion:  

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

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

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

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

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

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

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

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

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

Manchester
Christie NHS Foundation Trust (CoE)
Dr Dan Wiseman

Brighton
Brighton and Sussex University
Hospitals NHS Trust
Dr Tim Chevassut

Hull
Hull and East Yorkshire Hospitals
Dr Simone Green

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

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

Truro
Royal Cornwall Hospitals Trust
Dr Anton Kruger

Reading
Great Western Hospitals
NHS Foundation Trust
Dr Alex Sternberg

Northampton
Northampton General Hospital
Dr Jane Parker

Newcastle
Newcastle Hospitals
NHS Foundation Trust
Dr Gail Jones

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

Southampton
Southampton General Hospital (CoE)
NHS Foundation Trust
Dr Chris Dalley
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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.

Anthony Vincent Luter

Betty Alyson

Bruce Calveley

Caroline Williams

Colin Edward 
Chapman

Daniel Howard

Derek P Dennis

Elaine Pearce

Fiona Elizabeth 
Jefferson

Isobel Teresa Booth

James Frederick 
Cocks

Jean Ennis

Jim Bruce

John Armstrong

Kevin John Bates

Leonard Day

Mary Simpson

Michael David Cox

Michael John Bleakley

Oliver Charles Wilkes

Pamela Bellinger

Peter McCarthy

Philip Richard Hore

Ronald Maycox

Roy Rush

Stanislaw Jankowski

Steve Goodfellow

Thomas Cooke

Winnie Foster

Adam Ludwig

Adrian Alex Joseph

Aidan Hardy

Alastair Day

Alexander Farrow

Allan Smith

Amanda Lear

Andrew Kew

Angela Coburn

Angus McLean

Anthony Coombs

Anthony Woodburn

Royal Oak Pub

Barbara Cambi

Barbara Holland

Barbara Saunders

Benita Ashwell

Beryl Payne

Brian Edgar Parnell

Carole Bailey

Caroline Williams

Carys Smith

Catherine Homer

Christina West

Christine Charlwood

Clare Missen

Claudio Vita-Finzi

Colin Roberts

David Howarth

Deborah Kingston

Denise Goldspink

Devya Athwal

Diana Lockyer

Frank Tunstall

Garry White

Geoff Pearce

Georgina Gould

Gill Brown

Graham Bell

Graham Cunningham-
Walker

Hannah Jenkins

Helena Mafi

Ian Clark

James McCartney

Janet McIlhattan

Janice Brown

Jean-Louis Dazin

Jemma Gentle

Jennifer Absolon

Jennifer Gardner

Jennifer O’Connell

Jill Storey

Jo New

John Baylis

John Kelly

John Victor Slater

Joost Adriaan 
Dobbelaar

Judi Gibbs

Julie Woods

June Berwick

Karin Greene

Katie Seabourne

Kenneth Allen

Kenneth Dale

Lindsey Cleaver

Lisa Gibbins

Lorraine Soper

Louie, Hannah, Hayley 
and Megan Owens

Louise Barnsdale

Lucie Murray

Lucy Keating

Lucy Rogers

Lynette Ross

Marcella Mary 
Dickason

Margaret Johnston

Marjorie Barrett

Mark Absolon

Mark Bomhof

Marlene Sladen

Matthew Burton

Maurice Hellewell

Mavis Twine

Melanie Jayne 
Crowley

Michael Brown

Michael Nadell

Neil Muirhead

O M Williams

Pam Connolly

Patricia Chambers

Patrick Bowyer

Patt Taylor

Paul Montgomery

Phil Dunn

Philip Malpas

R F Mayes

Raymond Jolly

Reginald Hall

Richard Ambler

Richard Bate

Richard Felstead

Richard Wagner

Rifit Hussain-Curtis

Ronald Mintram

Ros Watkins

Rosalin Niman

Roy Harris

Simone Hogan

Stephen Lewis

Thomas Whitton

Timothy O’Regan

William Macleod

Wilma Akpabio

Old Concord Lodge

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

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

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

If you are a UK tax payer, the value of your donation can 
increase by a quarter under the Gift Aid Scheme. Please 
attach completed Gift Aid Form with your cheque to allow 
us to reclaim the tax on your donation. Use ‘Making a 
donation’ form enclosed inside this Newsletter or download 
the Gift Aid form from our website. All cheque and cash 
donations will be acknowledged in writing.

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

Other type of donation such as legacies – It is important
to remember all your loved ones when drawing up your Will 
and make sure that they are taken care of. Once you have 
done this, you may wish to leave a legacy to our charity. 
Your contribution will help us support MDS patients and 
advocate for access to treatments. Please contact our main 
office if you would like more information on how to leave a 
legacy to MDS UK.

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

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

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

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

Tel: 020 7733 7558

Email: admin1@mdspatientsupport.org.uk

For helpline questions: info@mdspatientsupport.org.uk

MDS UK website: www.mdspatientsupport.org.uk

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

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

Nothing easier – just contact our office, ask us for the standard 
Waitrose letter, or download it from our website – and hand it to your 
local branch. Raises awareness and funds for MDS locally.

Help us create new groups.
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MDS UK PATIENT SUPPORT GROUP

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

Patch 

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

Fundraising
Don Barrett Treasurer  

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

Proofreader 
Professor John Taylor Charity Commission 

Advisor

General Members: 
Chris Dugmore Local Coordinator
Zlatko Sisic HTA Advisor 

Reverend Kes Grant Spiritual Advisor

Scientific Committee:
Dr Dominic Culligan  (Aberdeen Royal Infirmary) 

Editorial Medical 
Consultant  

Professor Ghulam Mufti  (KCH, London)  
Medical Advisor

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

Dr Austin Kulasekararaj  (KCH, London) 
Medical Advisor

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

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

Hospital)
Phyllis Paterson (Addenbrooke’s Hospital, 

Cambridge)

Staff: 
Raqeebah Agberemi Project Worker
Mike Pond  Membership and Office 

Manager
Mandy Day-Calder Newsletter Editor
Benita Ashwell Fundraising coordinator 

(volunteer)

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

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

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

MDS UK Support website
www.mdspatientsupport.org.uk

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

MDS UK Patient Support Group 
Twitter: 
@MDS_UK
@HelpforMDS

Find us online

MDS local meetings take 
place 3 times a year in 
each of these locations
Three Forum Events will be 
scheduled in 3 locations in 2018:
London in October + 2 further 
major cities

Local MDS 
Meeting Groups

Code: MDSNL008
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