
The Open Day @ King’s College Hospital was a great 
success and was an opportunity to explain MDS to the 
general public.  We also disseminated information on behalf 
of other blood disorder charities. 

Best for last - we are happy to report that our treasurer 
Sharon Berger finally had her stem cell transplant.  A suitable 
donor of Jewish/Russian origin was finally found after 
months of searching – thanks to amazing media campaign 
by Sharon’s son and daughter, who worked with Anthony 
Nolan and Delete Blood Cancer.  Sharon is now recovering 
at home, looked after by husband Stephen - but has spent 
many weeks in hospital suffering severe infections. We send 
her our best wishes for a steady recovery.

 Rodney Taylor Sophie Wintrich
 Chairman Chief Executive

Welcome to the 4th edition of the MDS UK Newsletter.

We are now preparing for our national patient forum in 
London, on the 4th October.  Dr Austin Kulasekararaj from 
King’s College Hospital (KCH) will talk about MDS and on-
going research projects.  As ever, we’ll have a Q&A session 
with Austin and KCH Clinical Nurse Specialists, Geke Ong 
and Janet Hayden.

Rodney and our committee secretary, Fiona Pirilla, attended 
the NICE appraisal meeting for Lenalidomide (Revlimid) as 
patient experts.  Fiona has been on Lenalidomide for about 
2 years and the drug has made very significant positive 
changes to her quality of life (QOL).  Read our full article on 
Lenalidomide for details on this drug.

Fiona also participated in a video clip designed to explain 
MDS to staff in the pharmaceutical industry and at 
congresses.  This clip, featuring patients from different 
countries, was also shown at the international press 
conference in Stockholm – for the European launch of 
Lenalidomide, where MDS UK and German MDS patient 
Bergit answered journalists’ questions.

We attended the meeting of the National Cancer Drug 
Fund (NCDF), where – amongst other cancer drugs – it was 
being decided whether Lenalidomide should be included in 
the CDF list.  MDS UK submitted data demonstrating how 
the drug was clearly improving the QOL of MDS patients 
with the del 5q sub-type, mainly by preventing the need for 
transfusions.

In November, Rodney and Sophie have been invited to 
talk at the UK MDS Forum Education Day – for the David 
Hall Memorial Lecture, where Rodney plans to stress the 
importance of QOL.

Following long delays regarding the appointment of a new 
research assistant, we are finally at the interview stage.  This 
has been a difficult time for us but, fortunately, we have had 
much-needed administrative help from our volunteer, Peter 
Wilson.  We’d like to thank him for all his support.
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Welcome
After the long, hot, dry summer, we hope you will enjoy 
our “cool” Autumnal offering of latest research findings 
about MDS and treatments, personal stories, inspirational 
fundraising and updates on MDS patient regional support 
groups and meetings.  We will include some helpful 
travel tips in the next issue when you may be looking 

forward to booking your next year’s 
holiday! We welcome ideas and 
contributions for future issues 
so please send to me, through 
Sophie, address on back page.

Chris Dugmore
Newsletter Editor

From the Editor
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Dr Tim Chevassut    
The 18th Congress of the European Haematology 
Association (EHA), Stockholm, Sweden, June 2013

This year’s meeting was attended by delegates and invited 
speakers from all over the world with many coming from 
North America and Asia.  It proved to be an excellent 
congress with some exciting new discoveries and 
therapies coming through.  These are promising times for 
patients with Myelodysplasia as we are beginning at last 
to truly understand the genetic causes of this disease.

Progress on gene mutations in MDS
Perhaps the most remarkable presentations at EHA were 
the ones that described the many gene mutations that 
have been discovered from DNA sequencing studies.  Ten 
years ago it took a whole decade and an international 
effort to sequence the human genome.  These days, 
using state-of-the-art technology, it is possible to do this 
over 2 or 3 days at a cost of £5000 per patient, and this 
has allowed us to explore the genetic landscape of MDS.  
One such gene, known by the obscure name of SF3B1, 
appears to be connected with a form of MDS known as 
refractory anaemia with ringed sideroblasts (or RARS).  
Not only will this lead to better diagnosis of this condition 
but hopefully by knowing the mutation that causes RARS 
we can find better drugs for treating it effectively.

Another gene called TET2, which was discovered a few 
years ago, continues to be in the headlines as a major cause 
of MDS occurring in 30-40% of patients.  We know that 
this gene codes for a protein that modifies DNA by affecting 
something called methylation.  However, how this contributes 
to the cause of MDS is not well understood and several talks 
focussed on this.  Some of the current treatments in MDS 
including Azacitidine and Decitabine work by affecting DNA 
methylation and if we can better understand the biology of 
MDS through its genetics then hopefully we can improve the 
drugs we have in our armoury.

5q- syndrome
The so-called 5q- syndrome continues to be an area of 
active research.  This rare form of MDS occurs when the only 
genetic abnormality is loss of the long arm of chromosome 

5 which appears to affect the bone marrow’s ability to 
make red cells.  However, it responds well to a drug called 
Lenalidomide which is currently being reviewed for funding 
by NICE and we are hopeful, based on the encouraging 
results presented at EHA, that this will be given approval.

Presidential Symposium
The prestigious Presidential Symposium at EHA was 
delivered by Professor Neal Young on the subject of Bone 
Marrow Failure Syndromes including Aplastic Anaemia 
(AA) and MDS.  He presented the remarkable results of 
a study into the use of a treatment called Eltrombopag.  
This is a platelet-stimulating agent which also looks to be 
highly effective at treating anaemia and neutropenia (low 
white cells).  Trials are now on-going to determine the best 
clinical setting for using Eltrombopag in MDS patients and 
how this might be combined effectively with Azacitidine. 

Another subject that Professor Young touched upon was 
telomeres.  These are the protective caps at the end of 
your chromosomes and it turns out that in some people 
they are shorter than they should be which makes the 
chromosomes vulnerable to the sort of damage that can 
lead to bone marrow failure.

Stem cell transplantation
Also much discussed at EHA was the role of stem cell 
transplantation which is often difficult to determine in 
MDS.  Professor Charlie Craddock from Birmingham 
entertained the audience with his debate on the best 
pre-transplant treatment regime and whether this should 
be based on intensive chemotherapy or alternatively 
Azacitidine – the jury is still out!

Looking forward to next year.....
Stockholm is a wonderful city with a fascinating history and 
put on a great show for EHA 2013.  Roll on Milan next year…

Dr Tim Chevassut
Brighton and Sussex Medical School

Royal Sussex County Hospital, Brighton

Nurse Education meeting, Cardiff
Sept 2013: Patient Forum to be planned in 2014

UK MDS Physician and 
Researcher Education Forum
21 Nov 2013, London.

Britain Against Cancer Conference
10th Dec 2013 – also open to patients - Westminster Central 
Hall, London. Booking via Macmillan Cancer Support

World Haematology Congress ASH 
Dec 2013, New Orleans.

Forthcoming events for physicians and MDS patients

Having completed 6 days of 
intensive chemotherapy and 1 
dose of total body irradiation, 
my bone marrow was now 
destroyed.  I was ready to 
receive my bag of stem cells.  

It was 6th July 2012.  The 
bag of stem cells was so 
small!!  Much smaller in 

volume than a blood transfusion.  Amazing, that such 
a small bag can perform such miracles.  They took 20 
minutes to transfuse.  I felt a bit warm and my cheeks were 
glowing.  I looked the picture of health!  

And so my journey to health and wellness began.  I have 
been very lucky that I have not really felt too poorly during 
my treatment.  The hardest part for me was constipation!  
After 3 weeks I was allowed home.  Unfortunately I had to 
go back into hospital twice shortly after being discharged 
because on both occasions I got an infection in my 
Hickman line.  After the 2nd incident my Hickman line was 
removed and I have been well and at home since. 
 
For my first 4 months at home I did not venture into 
public places and I ate a special neutropenic diet.  When 
I started going out, just before Christmas, I was very 
paranoid if I had too many people around me and would 
quite often hold my breath or nearly run away if someone 
coughed!  I am pleased to say this has now passed and I 
did in fact go to a Rihanna concert in June! 

So one year on, on the 6th July 2013, Martin and I 
renewed our wedding vows and had our marriage blessed 
in our local church with immediate family around.  Martin 
and I walked up the aisle together with our children, Matt 
and Jess.  In the evening we had a party to celebrate 
my 1st “birthday”; this was also a fundraiser for Anthony 
Nolan and we raised £905.

It is now August 2013.  I am 98% donor.  I have had 
my 1 year bone marrow biopsy to find out exactly how 
the transplant is working.  I was very nervous about the 
results but they were promising.  My blood is all ‘male’ 
meaning it is my donor’s.  However, my lymphocyte 
count is low.  I had my first DLI (Donor Lymphocyte 
Infusion) in July; so far there has been no graft vs host 
disease (GvHD).  I will have another bone marrow biopsy 
in October, and possibly another DLI depending on my 
monthly chimerism tests.

My biggest problem is the pain I have in my hips and legs.  
I am receiving physiotherapy and I also attend Pilates 
classes.  Some of my muscles have switched off and 
it is really hard getting them to switch back on again!  I 
would recommend anybody about to spend so much 
time in isolation and who may be relatively inactive to try 
and keep mobile and keep your muscles stretched and 
exercise where possible.

One other major life change is that I no longer work for 
the company where I worked for 24 years.  I am now a 
volunteer for Anthony Nolan, Register and Be a Lifesaver 
and I go into colleges to raise awareness of 17-19 year olds 
on the importance of donating blood, organs and stem 
cells and encourage them to sign up to become donors.

I lived 42 years with my original blood and immune 
system; the plan is to live 42 years with my new blood 
(I changed from O+ to A+), to grow old with Martin, to 
see my children grow up and to be a Grandma (in a few 
years!!).  So far so good.

Jayne Snell (age 43)
MDS Patient

You can read Jayne’s blog on: 
www.caringbridge.org/visit/jaynesnell

Jayne Snell updates us with her experiences of a stem cell transplant in July 2012, 
following a deterioration in her MDS in January 2012.

For more information on Stem Cell transplant obtain a 
free copy of The Seven Steps from:
www.leukaemialymphomaresearch.org.uk 
or tel: 020 7504 2200

Also see The Seven Steps The next steps - a handbook 
for long-term recovery after stem cell transplant from:
info@anthonynolan.org 
or tel: 0303 303 0303

To become a stem cell donor, visit Anthony Nolan or 
Delete Blood Cancer UK websites.
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A handbook for 
long-term recovery 
after stem cell 
transplant

THE 
SEVEN 
STEPS 
THE 
NEXT 
STEPS
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Fundraising successes

2013 Alex and 
Tom’s Bath 
Half Marathon
Tom Brown-Lowe and Alex Palmer 
pounded the streets of the lovely City 
of Bath to raise an amazing £1,649. 
Tom is the son of our local Oxford co-
organiser and MDS patient, Gwyneth.  

Brighton 
Marathon 
2013
Melanie Crowley ran in 
this event and raised 
£1,440 in memory 
of her Uncle Dan 
(Crowley).

2013 Virgin London Marathon
Russell Cook, in recovery from his 3rd Stem Cell 
transplant, completed the London Marathon, raising 
£4,443 for MDS UK.

Russell is shown here with his wife, Susan, daughter, 
Georgina, and son Luke who donated his stem cells to 
his father in a relatively new procedure called a haploid 
transplant performed at Kings College Hospital. 

Pearcy’s 
Staggies
John Pearcy, in 
conjunction with 
John and Kim 
Carey had an 
enterprising and 
imaginative idea 

and raised an amazing £1,391 – through a fundraising 
football match – on the occasion of John Pearcy’s stag do!
 

Waitrose Community Matters
Committee member, Chris Dugmore, succeeded in her 
application to the Waitrose “green tokens” scheme in 
Leigh-on-Sea, Essex.  

Here is a local MDS patient, Pauline Hammond, receiving 
the cheque for £576 from Waitrose store manager, Jared 
Hughes.
 
We encourage MDS UK supporters to ask their local 
Waitrose to feature us.  Advice available on the website.

Gareth and Rob’s JOGLE
Gareth Morgan and 
Rob Azurdia completed 
a 9-day cycle ride 
from John O’Groats to 
Land’s End and raised 
over £9,660.  Half the 
sponsorship will go to 
MDS UK, in memory of 
Rob’s father, Tony.

Edinburgh Marathon May 13
Stephen Pope completed this marathon and raised 
£1,090 in memory of his Dad, David, who died in July ‘12 
having recently been diagnosed with MDS.

Windsor Walk - May 13
This year the team raised £525 – mainly thanks to 
Rodney’s generous family and friends!

It is impossible to list all the generous donations which are made to us - either directly or through our Virgin Money Giving 
site. We thank each and every one of you who has made an individual donation and those who have run, walked, cycled, 
kicked a ball or dedicated their time and effort to raise funds for MDS UK Patient Support Group.  Here are just a few of 
the amazing successes this year:

Memorial donations
We are very grateful to families and friends of MDS patients who make generous donations in memory of their loved ones 
and to those who leave a legacy to the group in their wills. There are too many to mention individually but special thanks 
go to recent donations on behalf of Angelo Pullara, Joan Mary Ballard, Ken Grainger and, of course, the wonderful 
family of Dan Crowley for their fab Third Golf Day.

September 2013
Great North Run
Jonathan Maxted
Jonathan Maxted is running in memory of his 
Granddad.  He has set up a Virgin Money Giving page 
for donations for MDS UK:
http://uk.virginmoneygiving.com/JonathanMaxted

Run to the Beat Half Marathon
Kate Brown-Lowe (sister of Tom) and Beth are running 
this.  To sponsor them go to:
http://uk.virginmoneygiving.com/KateandBethruntothebeat

Windsor Half Marathon
The amazing Russell Cook is running again:
http://uk.virginmoneygiving.com/RussellCook

October 2013
BUPA Great South Run
Sue and Colin Sheath are running this in gratitude for 
the support Sue’s father has received from MDS UK.  
To sponsor them:
http://uk.virginmoneygiving.com/SueandColinSheath
They are also hosting a home-made cream tea + cake 
afternoon in their Hampshire village. Yummy!!

Corporate fundraising
We need your help.  Does your place of work sponsor 
charities on a regular basis, maybe monthly or even 
yearly?  Do you know of a company that sponsors 
charities?  If so please mention the MDS UK Patient 
Support Group ( Charity No 1145214).Companies such 
as Mishcon de Reya and John Lewis have already made 
generous donations.

Regional Support Groups news
Call us or check the website for contact details, dates and 
venues.  Make sure you attend these great groups to gain 
support or arrange social outings, whatever your type of 
MDS, age or level of energy.

Oxford and Cambridge groups are meeting regularly.  
Consultant, Dr Pramila Krishnamurthy has recently joined 
Addenbrooke’s from KCH and will be a great asset to both 
the hospital and Cambridge MDS group.

Brighton has had 3 meetings this year with excellent 
feedback and an increased number of attendees. 

London KCH Group had 2 further meetings together with 
Aplastic Anaemia patients and family members.  We will 
pursue this popular joint AA & MDS set-up. Joyce Turner (AA 
Club) and John Petty (MDS Club) are co-leading this group 
with nurse Geke Ong (MDS) and Nana Benson-Quarm (AA).

Essex group - led by the ever helpful and resourceful 
Chris Dugmore (Editor’s note: Flattery from Sophie!) – is 
going from strength to strength, meeting bi-monthly 
with local clinical staff invited for informal chats about 
various topics.  We positively encourage this pro-active 
organisation of talks to add interest and generate 
discussion.

Exeter has sadly ceased meetings for now, due to low 
attendance but...  

Plymouth may be a new potential venue for meetings, 
due to the opening of their new bone marrow transplant 
unit.  Please get in touch if you would like us to set up 
regular meetings.  Or you may join the recently formed 
Leukaemia Care group there, which covers all types of 
blood cancers. http://www.leukaemiacare.org.uk/

Ireland & Northern Ireland will mark MDS day on the 
25th October – as organised by Sinead Mahon (daughter 
of MDS patient Brenda Greaney) at the Dublin MDS 
Centre of Excellence led by Dr Helen Enright.  Sinead 
would like to invite all MDS patients and family members 
in Ireland and Northern Ireland to attend a patient meeting 
and info stand on that day.  This event is supported by 
MDS UK – as well as the Irish Cancer Society.  This could 
be the launch of a larger MDS group covering Ireland and 
Northern Ireland. 

Upcoming fundraisers
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The following extracts are reprinted with permission from The MDS Beacon http://www.mdsbeacon.com/ where the 
full length articles may be found.  The mission of The MDS Beacon is to improve the treatment, care and support available 
to current and future MDS patients worldwide.  To accomplish this mission, The Beacon has been online since 2009, 
providing independent, up-to-date news and other information for the MDS community.  All Beacon articles are written in 
language accessible to the lay reader. The articles also contain enough detailed information, however, to serve the needs 
of readers seeking a deeper understanding of the subject matter.

UK MDS patients can subscribe free-of-charge to the MDS Beacon to receive alerts about latest research and treatments. 
http://www.mdsbeacon.com/email-subscription/.

MDS News updates

Stem cell transplant outcomes
1. A recent French study  found that MDS and AML 

patients may achieve similar outcomes post-transplant 
whether they had a matched sibling donor or matched 
unrelated donors. Based on their findings, the 
researchers conclude that matched unrelated donors 
are a good option for patients undergoing stem cell 
transplantation with reduced-intensity chemotherapy if 
matched sibling donors are not available.

Published Apr 23, 2013

2. Results of a recent European study indicate that 
the age of matched unrelated donors affects stem 
cell transplant outcomes in older MDS patients. 
Specifically, the researchers found that MDS patients 
with younger, matched unrelated donors had lower 
relapse rates and higher overall survival rates than 
patients with either matched sibling donors or older, 
matched unrelated donors.  Younger donors were 
defined as those under the age of 30 years.

Published May 2013

New research on MDS 
patients with low platelets
A recent study by Japanese researchers may lead to 
better treatment outcomes for MDS patients with low 
platelet counts.

In a sample of such patients, the Japanese 
researchers found that patients who had higher levels 
of thrombopoietin in their blood responded better to 
treatment and had longer overall survival, than patients 
with low levels of thrombopoietin.

Thrombopoietin is a protein that stimulates the formation 
of platelets which are blood cells that help blood clot.  

The Japanese researchers also found that the MDS 
patients in their study who had high thrombopoietin levels 
responded very well to a type of treatment known as 
immunosuppressive therapy.

Published March 2013

© 2013 Light Knowledge Resources LLC

I’m in my 8th month of Lenalidomide and feel normal (on 
some days about 18 years old). My haemoglobin is 12+.  
I’m eating myself out of house and home. I’ve finished 
my studying and on 27th April I graduated with an Open 
University  BA (Hons).  I’ve booked to go to France in July/
August camping and singing. I love receiving the magazine. It 
is smart and informative. Thank you.

Ada Hollands, Worthing, West Sussex

I was unfortunate in having a very unpleasant experience at 
my local hospital on being told I had bone marrow cancer.  I 
have never felt so without hope and alone. The MDS Patient 
Support Group online discussion forum made an enormous 
difference. Finding the MDS Patient Support Group was the 
best thing that happened to me at a time when there did not 
seem to be any future. Through the Forum, I also made a 

really good friend who, though struggling somewhat herself, 
was able to offer support, understanding exactly how others, 
too, were feeling.  I would like to think we helped each other. 
Not only were other MDS members so friendly and helpful, so 
was Sophie Wintrich.  She was kindness itself.

Jean, Essex

I was diagnosed with MDS in November 2009 and am 
coasting along with regular blood transfusions at the age 
of 86.  I have recently felt less well with little energy and no 
appetite. Imagine the uplift when your magazine arrived with 
its loose sheets on paying attention to fatigue and diet.  Just 
what I needed! Your support group means a lot to me with its 
wide picture of the disease and its sufferers.With thanks and 
good wishes for the future of the magazine.             

 Barbara Broome, Nottingham

What MDS patients say

Become a member of the MDS UK Patient Support 

Membership (free and open to all)
Membership provides an opportunity for patients, family 
members and carers to help shape access to treatment; 
have a say over NHS issues; play a role in the future of 
MDS patients; lobby politicians; 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.

Contact us
Phone, e-mail or visit our website for contact with other 
patients, details of patient meetings and important events, 
news articles or to order our range of Factsheets on MDS, 
Fatigue, Nutrition and Travel Insurance. Visit our online 
discussion forum for instant contact with other patients. 

Make a Donation
Leaving Money to the MDS UK
Patient Support Group
It is important to remember your friends and family when 
drawing up a Will and make sure that all loved ones are 
taken care of. Once you have done this, you may wish 
to leave a legacy to the MDS UK Patient Support Group. 
Your contribution could help us save lives and continuously 
improve the treatment and support of this disease.

Leaving a legacy to the MDS UK Patient Support Group is 
one of the greatest gifts you can give,  Please consider it 
and contact us if you would like us to send you our legacy 
information sheet.

Please call or e-mail us or download our donation forms 
from our website or contact Sophie Wintrich:
Email: mds-uk@mds-foundation.org Tel: 020 733 7558

Donations can be accepted via cheques or online via 
Virgin Money Giving:

     www.uk.virginmoneygiving.com/giving/

Please enquire with our office if you wish to organise bank 
transfers.

Visit our website at:
www.mdspatientsupport.org.uk

Patient Advocacy at European 
Haematology Association 
(EHA) conference 
Recent increases in time allocated to international 
haematology patient groups’ presentations and opportunities 
for exhibition space has resulted in much more direct 
contact with physicians and researchers attending this 
year.  The exciting patient group presentations included 3 
different perspectives on the topic of “Involving patients as 
partners in clinical research”, all demonstrating how crucial 
it is to involve patients at research level and how patients’ 
insight and experience can help lead the way in progress 
about rare cancers. Speakers included CML (Chronic 
Myelogenous Leukaemia) patient, Jan Geissler from EUPATI 
(European Patients’ Academy on Therapeutic Innovation) 
www.patientsacademy.eu and Myeloma patient and chairman 
Judy Dewinter (Myeloma UK). Other topics covered:

•	 how	consent	forms	can	be	re-worded	to	improve	
patient understanding and trial recruitment 

•	 how	a	patient	initiative	led	to	the	creation	of	a	research	
biobank for tissue samples

•	 ethical	issues	around	patient	consent	and	commercial	
use of tissue samples 

•	 “The	Policy	Challenges	of	Personalised	Medicine”

•	 preliminary	results	(presented	by	CML	Patient,	Giora	
Sharf) of an international and comprehensive patient 
survey investigating motivations and behavioural patterns 
of adherence in CML.  The aim being to support 
haematologists and patients to improve adherence and 
develop suitable adherence tools.  One of the findings 
was that patients were more adherent when:

•	 managed	by	an	approachable	doctor

•	 provided	with	sufficient	information	on	disease	and	
medication 

•	 supported	in	managing	side	effects

We will continue to report back about EHA meetings and the 
work of international coalition of haematology patient groups.

Update on MDS Survey
In 2012, we started collecting information on our MDS 
patients’ experiences of diagnosis, quality of life and 
support; we have now received over 60 completed 
questionnaires.  Unfortunately, with no replacement 
research assistant in post, the progression of this survey 
has been on hold since January 2013. But - good news - 
we are now interviewing, and a new assistant should be in 
post by October 2013. We will then resume the research 
and soon start some preliminary analysis of results.
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OUTLINE OF PLANNED FUTURE EVENTS 2013/14

MDS UK PATIENT 
SUPPORT GROUP

Committee: 
Chairman Prof. Rodney Taylor
Vice Chairman Prof. John Taylor
Treasurer Sharon Berger
Secretary Fiona Pirilla 
Fundraiser Joanne Anderson
Newsletter Chris Dugmore
Member John Bellinger
 (all the above are MDS Patients)

Chief Executive Sophie Wintrich  

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

 Phyllis Paterson  
 (Addenbrooke’s Hospital, Cambridge)
 
Associates: 
Editorial Medical  Dr Dominic Culligan
Consultant (Aberdeen Royal Infirmary)

Medical Advisors  Professor Ghulam Mufti
 (King’s College Hospital, London)

 Dr Austin Kulasekararaj
 (King’s College Hospital, London)

The publication of this newsletter is supported by unrestricted grants from 
Novartis Oncology and Celgene UK Limited.

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
Denmark Hill, London SE5 9RS, UK
Telephone: 020 7733 7558    Email: mds-uk@mds-foundation.org

London - 4 October 2014
Lancaster Hotel, Lancaster Gate

Cambridge - 2013/2014
date to be confirmed

York/Leeds, Bournemouth
meetings planned for 2014

Cardiff
meeting planned for 2014

Please contact 
MDS UK on 

0207 733 7558 for 
reservations/enquiries.  
See website for details.

Local MDS 
Meeting Groups  
Essex, Exeter, Oxford, 
Cambridge, London & Brighton
Please contact us for details.
Posters, guidelines and financial assistance 
available to start your own local group

MDS Support website
www.mdspatientsupport.org.uk

MDS Foundation website 
www.mds-foundation.org

MDS UK Patient Support Group Facebook:
MDS UK Patient Support Group

MDS Foundation Facebook: 
MDS Foundation, Inc.

Patrons:  
Professor Ghulam Mufti
Lord Tariq Ahmad

MDS Patient and Family Forums 
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STOP PRESS : Lenalidomide (Revlimid) update
This drug has now been approved by the EMA (European Medicines 
Agency), to be safe to use in Europe for MDS. Lenalidomide had been 
approved by the American FDA since 2007.  Specifically, Lenalidomide 
has been approved by the EMA for use in “low- or intermediate-1-risk 
MDS patients who have the deletion 5q chromosomal abnormality (or 
5q-) and no other chromosomal abnormalities, are dependent on red 
blood cell transfusions, and for whom other treatment options have been 
found to be insufficient or inadequate.”

For the UK, NICE (National Institute for Clinical Health and Care 
Excellence ) is currently appraising Lenalidomide, to assess its cost-
effectiveness for the NHS.  At the preliminary NICE meeting (June 
2013), Lenalidomide was rejected, as deemed too costly.  A further 
meeting is being held in September 2013 following further talks with the 
manufacturer Celgene. We hope that the drug will be made available via 
the same Patient Access Scheme, already in use for myeloma patients, 
whereby the pharmaceutical company offers the drug free of charge after 
26 cycles of treatment – which reduces the overall costs to the NHS.  

In the meantime, for any MDS patients needing Lenalidomide and fitting 
the prescription criteria, the drug may be funded via the National Cancer 
Drug Fund (CDF) which funds some of the cancer drugs which are either 
not appraised by NICE or in the process of being appraised.  Please 
check our website for further news at end of September 2013.

•	 If	you	have	been	diagnosed	with	the	del	5q	type	of	MDS,	do	speak	
to your haematologist about the possibility of being treated with this 
drug.

•	 If	you	wish	to	speak	to	other	patients	taking	this	drug,	we	can	put	you	
in touch with a few people.

•	 To	learn	more	about	clinical	trials,	check	our	website	or	request	our	
Clinical Trials Factsheet.


