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Welcome to the 6th edition
of the MDS UK Newsletter
Apologies for the delay in publication of our Newsletter 6 –
due to re-organisation and improvements in our main office.
We are also in need of a new Newsletter editor as Chris
stepped down after becoming a proud (and busy) grandmother! Congrats to her!
Our new UK MDS booklet has also kept us busy – written
in cooperation with Leukaemia CARE and LLR, and partly
based on the excellent Irish Cancer Society MDS booklet
- will be available in the next few months. Another great
publication is the revised edition of the 100 Q&A book on
MDS, available now from our office.
We invite you to read the coverage of our participation at
EHA 2015, the MDS Symposium, as well as our updates on
the Cancer Drug Fund, Cancer52 work and the new Cancer
Task Force - all of which feature MDS.

London on 6th Oct 2015, ASH Meeting in Orlando, USA
between 5th-8th Dec 2015 and the BSH & ISH Congress in
Glasgow between 18th-21st April 2016 (where we may set
up a patient meeting – if there is sufficient demand. Please
let us know!).
On the social media front – we have reached an important
milestone with 1000 actively communicating Facebook
members on our public page and 188 members on our
community page. Join them if you can!
Half of our support group members haven’t got internet
access, so we’ll make renewed efforts to create new local
groups. Help us get there by registering your interest.
Thank you and as ever, please send us comments and
suggestions for improving our services.

In terms of patient events, we’ll have our usual London Forum,
but also a new Manchester Forum, thanks to Dr Mike Dennis at
Christie’s. Also in plans is a Birmingham Forum. These 2 new
locations will hopefully lead to regular local meetings. Please
register your interest by contacting us in the usual ways.
For clinical staff events, we will participate in an educational
day in Brighton on 24th Sep 2015, the UK MDS Forum in

Rodney Taylor
Chairman

Sophie Wintrich
Chief Executive
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Cancer Drug Fund (CDF) update

Cancer52 news

Major changes to the CDF occurred over the last six
months, including the removal of 20 drugs from the list,
to balance the budget of £340 million allocated by the
Department of Health.

Only lenalidomide for MDS del 5q with 1 other chromosomal
abnormality is currently funded by the CDF. If you have any
queries about CDF, contact us.

Awareness of less common cancers has been championed
by Cancer52 - an umbrella group of rarer cancer charities incl. MDS UK, via different initiatives:

What may happen after April 2016?

“The hidden majority – improving outcomes for
people with rare and less common cancers in your
constituency” Parliamentary event, 10/12/2014

The CDF – now deemed unsustainable – was over-relied
upon, as the changes to the NICE methods for appraising
the cost-effectiveness of new medicines were delayed.
The issues of cancer drug funding and the difficulties of
obtaining data that is considered “robust” enough remain a
challenge for NICE in assessing drugs for rarer cancers.
Furthermore, too little importance is attached to Quality of
Life (QoL) data, as the CDF and NICE insist on QOL data
collected during trials only. This is frustrating for support
groups who are able to supply additional evidence.

As the NHS tries to save £22 billion, the CDF will be revised
further in April 2016, with a view to allow access to new
cancer treatments, but with NICE controlling costs and
methodologies. NHS England also plans to introduce
a conditional NICE approval to make CDF sustainable.
Funding would then be provided through the CDF for a
given period. During this time, further data and evidence
from actual patients would be collected. Similar system is in
use in the Netherlands.

Together, the latter account for 47% of all cancer cases,
but 54% of all cancer deaths. This scenario is not only
continuing, but worsening, with this figure having increased
from 52% in 2007.
The National Cancer Intelligence Network (NCIN)
published an extensive report on 278 rarer cancers,
at the request of Cancer52, to define coding classifications
and report incidence and mortality figures for each specific
rarer cancer, which are generally not included in routine
publications.

More on the CDF on the NHS England website.

NICE news update

n Lenalidomide appraisal, August 2014
NICE recommended the use of the oral drug lenalidomide
(Revlimid) for transfusion dependant MDS patients with the
isolated del 5q chromosomal abnormality and recognised
the statistically significant improvement in transfusion
independence and health related QOL in patients on the
drug, compared with placebo.
MDS UK took part in this 18 month appraisal, which
required the introduction of a patient access scheme (NHS
receives the drug for free after 26 cycles). A 28 day cycle of
Lenalidomide costs £3,780. This appraisal was difficult, due
to the small trial data available and lack of long term data

(common problems when appraising cost-effectiveness of
drugs for rare and small populations).
We provided the evidence regarding the improvement in
QOL and survival past 26 cycles and the manufacturer was
able to supplement additional real-life data to help reach
a satisfactory conclusion for patients. The NICE process
should be improved further by having clinical experts at
every appraisal meeting to clarify queries instantly. Relying
purely on the presence and data from pharmaceutical
companies is limiting.
More on this topic on our website and in previous newsletters.

n MDS UK responded to these consultations:
“Improving outcomes in haematological cancers” –
NICE is updating their 2003 guidance. MDS UK highlighted
the need to standardise diagnostic testing methods, as
more precise and ever smaller sub-types of MDS are
being investigated. It is crucial to have well trained MDS
haematologists looking at biopsy samples to accurately
diagnose the conditions and interpret the precise results.
Tests must include morphology, flow cytometry, molecular
analysis and next generation sequencing. We also called
for more systematic reporting of MDS cases via National
Cancer Intelligence Network (NCIN), more Clinical Nurse
Specialist (CNS) posts, more training and study leave for
haematology nurses. Due to be published May 2016. More

info on the NICE website.
“Suspected cancer: recognition and referral”
guideline designed to help GPs refer specific patients
to specialists earlier, when cancer is suspected. More
remains to be done to refine this guideline and assist GPs
in their difficult task of spotting potential rarer cancers. A
GP is likely to come across only 1 or 2 MDS cases in his
career, which makes it particularly difficult.
MDS UK has published a Factsheet for GPs on diagnosing
anaemia – and suspecting MDS – to help speed up the
referral of the appropriate patients to a haematologist. Full
guideline published in June 2015 on NICE website.

MDS Awareness Day - 25th October 2015
In September many charities will be marking Blood Cancer
month, whilst MDS UK will be preparing MDS World
Awareness Day on the 25th October, together with our
international colleagues from MDS Alliance. We invite
everyone to mark the day in their own way – but perhaps
you may want to organise a stem cell donor recruitment
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event locally? Set up a stand at your local hospital or your
work place and register as a volunteer with Delete Blood
Cancer or Anthony Nolan to recruit stem cell donors. Not
all MDS patients can have a transplant but it increases
awareness of this rare disease.

80 charities, including
MDS UK, attended
and 32 MPs visited this
successful event, to
advocate for a parity
of focus between the
major cancers and
less common cancers.

‘Rare’ cancers = incidence of less than 6 per 100,000.
‘Less common’ cancers = incidence of more than 6 per
100,000 (excluding the ‘big four’ cancer types – breast,
colorectal, lung and prostate).
The report shows 2700 more deaths from these cancers in
2013 than in 2010 (74 more deaths for MDS specifically).

Cancer figures and strategies
“Cancer across the Domains: a vision for 2020” report by
All Party Parliamentary Group on Cancer (APPGC)
APPGC - an informal group of MPs and
Peers from across the political spectrum
with a common interest in improving
cancer care, released a report with their
recommendations for policy makers at the Britain Against
Cancer conference in December 2014.
“Achieving World-Class Cancer Outcomes. A
Strategy for England 2015-2020” by Cancer Taskforce
An Independent group set up in 2015 by the government
to develop a five-year strategy for cancer services identified
six priorities for ensuring an additional 30,000 patients every
year could survive cancer for 10 years or more by 2020
(11,000 of these through earlier diagnosis).

“Older people and cancer” report by Quality Health
Released in December 2015 to highlight the limitations of
cancer services in meeting the needs of older people – the
very people most likely to need them.
These publications come at a time when cancer cases are
increasing. 280,000 people were diagnosed with cancer in
England in 2013/14. This is expected to reach more than
300,000 by 2020, and more than 360,000 by 2030. Of
note are also the average cancer one year survival rates
in UK of 68%, which continue to lag behind its European
counterparts (81% in Sweden). With increasing survival
rates and ageing population, NHS cancer services are
under unprecedented pressure. Investments are required
to implement the recommendations with commitment and
speed to meet the increasing demands.

Trials update
MDS UK is now regularly attending the National Cancer
Research Institute (NCRI) meetings for MDS. We will be
offering a summary of available trials on our website. It is
of crucial importance to discuss trial opportunities with your

haematologist, either if the currently licensed treatments
have been exhausted or to try out treatments at an earlier
stage of the disease to potentially improve quality of life.
Also see our Trial factsheet.
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Dr Wendy Ingram

The 19th Congress of the European Haematology
Association (EHA), Milan, June 2014
The EHA Congress continues to attract international
experts and delegates from across the globe
providing the opportunity to exchange cutting
edge scientific and clinical data. With respect to
MDS, significant advances have been made in the
understanding of the biology of the disease and as
such, remained the focus of this year’s meeting.

MDS Biology

An excellent educational session led by three key
international MDS speakers provided an overview of
the biology and genetic mutations implicated in MDS.
Technological advances have enabled the scientific
community to identify many of the gene mutations involved
in MDS, although the precise mechanism of how such
genes cause disease remains unanswered. Many of these
genes are currently not tested for in routine practice. The
data presented supports the need to move towards
integrating such developments, in order to help both with
the diagnosis and with treatment decisions. Some of
the gene mutations have been shown to correlate with
prognosis as well as response to therapy. One example
of which is the TET2 mutation, which has been shown
to predict a better response to azacitidine or decitabine
therapy. On the contrary, other mutations correlate with a
poorer response to therapy in particular following allogeneic
stem cell transplantation. Current studies in larger groups
of patients are being conducted to provide us with more
knowledge of how and when such gene mutations should
be used in daily practice.

Prognostic Scoring Systems

Many of you will be familiar with the newer prognostic
scoring systems such as the IPSS-R (revised international
prognostic scoring sytem) and WPSS (WHO prognostic
scoring system). Data was presented at both the
educational and poster sessions supporting their continued
use as they predict both survival and risk of transforming
to leukaemia. Furthermore, a correlation between
prognostic score and outcome following transplantation
was described. As such, the use of prognostic scores
remains an invaluable tool to guide clinicians and patients
alike during the often difficult time of when to commence
therapy.
The response to azacitidine remains difficult to predict. An
azacitidine prognostic score has been developed which
correlates with the likelihood of responding to therapy.
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Larger studies are required to support its use in routine
practice. Such scores will enable us to better predict if a
therapy is likely to benefit a particular patient.

International work

MDS UK, as part of the new international umbrella organisation MDS Alliance, works on developing
links with other MDS national support groups, and assists new and less experienced groups. The MDS
Alliance will be able to partake in EMA (European Medicines Agency) consultations about drug licensing.

2015 European Haematology
Association (EHA) update
UK. Limitations to treat patients according to the best
standards, lack of access to drugs and diagnostics, and
clinical trials and unacceptable time gaps between clinical
discovery and clinical practice are frustrations shared by
patients and haematologists. This session presented new
collaborative approaches between patients, clinical experts
and policy makers to improving access to medicines.

Advances in MDS Therapy

The older age of many MDS patients and frequent coexisting medical illnesses continues to be a challenge
when treating MDS. As such, supportive care with blood
transfusions and treatment of infections remains the
mainstay of therapy. Enrolment into clinical trials often
proves difficult as a result of the issues described above.
Nevertheless, despite current treatments being limited, new
therapies are being explored.
With regards to lower risk MDS several clinical studies
being conducted are focused on improving the blood count
(anaemia) and reducing the need for blood transfusions.
One such drug called Rigosertib is an oral agent, which has
shown promising results in early clinical studies. Another
exciting and promising agent called ACE-536 has been
developed for the treatment of anaemia. Again a reduction
in transfusions and improved blood counts has been
observed. Both of these agents require further studies
in larger groups of patients. An oral form of azacitidine is
also being explored in lower risk MDS patients who are
transfusion dependent and who have a low platelet count.
This study is currently recruiting in selected centres in the
UK. Drugs which increase the platelet count, (Romiplostim
and Eltrombopag) also remain in clinical trial development
and show promise in early studies.
Azacitidine remains the only licensed therapy in higher
risk MDS. Many of the studies in this group of patients
are focused on the addition of agents to azacitidine. An
example of which is the ALLG MDS4 study, which is
evaluating the outcome of dual therapy (lenalidomide and
azacitidine). The results of such studies are awaited.
I remain excited by the developments in the field of MDS
and look forward to reporting any further developments
over forthcoming years.

Dr Wendy Ingram
Consultant Haematologist
University Hospital of Wales, Cardiff

Two important EHA projects call upon the European
Union to deliver more funding for research of blood
disorders:

MDS UK, together with 37 other haematological
organisations participated in the annual EHA Congress in
Vienna, Austria, thanks to the free congress registrations
and exhibition booths provided by EHA. Patient advocates
are recognized by EHA as competent and reliable partners
and Patient Advocacy sessions were again an integral part
of the EHA’s Congress program:
Patient advocacy session I , “Collaborating With
Patients For Successful Haematology Research And
For Assessment Of Optimal Benefits And Risks”,
looked into innovative ways to involve patients in clinical
trials. and how to strike the difficult balance of benefits and
risks in trials. Prof O’Brian showed a surprising way for
patients to feed real-time trial data back to clinical teams
using the patient’s own mobile phone. With appropriate
patient consent, this would allow to capture more accurate
data, would further empower patients to become active
partners in their own care and could accelerate research.
Patient advocacy session II, “Partnership And Evidence:
Key Elements To Improving Access To Treatment”
Access to new more expensive drugs is still not a
given in some European countries, and even within the

Study into the Cost of Blood Disorders, which amounts
to some 23 billion Euros per annum in Europe. A third
of these costs are associated with hospitalisation of
patients with blood disorders, but almost twenty percent
is attributable to the costs of medicines. The economic
burden of blood cancers alone is close to 12 billion Euros
(prostate cancer €8.4 billion, colorectal cancer €13.1 billion,
breast €15.0 billion, lung €18.8 billion).
The Roadmap for Research in Haematology in
Europe manuscript, drafted by 300 researchers, describes
the state of the art and future needs for research in
haematology in Europe.
The patient advocates also intend to work on the topic of
Doctor-patient communication skills, potentially with
the support of EHA, as little time is dedicated to this in
medical training. At a time of heavy pressure on the NHS,
we need to recognise the difficult circumstances that staff
work in, when consultations may be shorter than planned.
Advanced communication training skills for haematologists
could improve matters for both patients and physicians by
maximising time and efforts. As patients/families read more
online, we need to revise how this information is discussed
with physicians.
Read more on the EHA website www.ehaweb.org and
Patient Power website www.patientpower.eu.

2015 MDS Symposium, Washington
Presentations available on the MDS Foundation website
www.mds-foundation.org.
MDS UK co-funded two MDS specialist nurses to attend
this important event, organised by the MDS Foundation,

which included a dedicated MDS nurse forum. We
are planning to support a MDS UK nurses meeting to
disseminate this information and enable UK nurses to share
best practice.
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Dr Pramila Krishnamurthy

Summary from the American Society of Haematology
(ASH) conference, December 2014, part 1
This year’s ASH meeting discussed some new uses for
established drugs in MDS. Azacitidine is currently used to
treat patients with higher risk MDS, following an earlier trial
which showed improved survival in responding patients.
More recently, MDS physicians have been interested to
know whether azacitidine may be beneficial to treat patients
with lower risk MDS or to prevent the disease returning
after stem cell transplantation. Emerging data suggests
that azacitidine (or another hypomethylating agent,
decitabine) may reduce the number of blood and/or platelet
transfusions needed by patients with transfusion dependent
lower-risk MDS, with results from one Phase II trial reported
at ASH showing that around half of patients became
transfusion independent as a result of azacitidine treatment.
However, not all studies have confirmed this effect and the
trial patients need to be followed-up for longer to determine
the length of the response. More trials with larger numbers
of patients will need to be conducted to see if these
findings can be repeated or improved upon.
The earliest trials of azacitidine used the injectable form,
which is usually administered subcutaneously (under the
skin) on a daily basis for one week out of 4. These injections
can cause skin rashes at the injection sites that can be
troublesome for some patients. Furthermore, patients often
need to attend their haematology unit on a daily basis to
receive the injection; an effective tablet form would be much
more convenient. A few studies were presented at ASH
describing the use of oral azacitidine, suggesting that this
version is safe and well tolerated. In one study, the tablet
was given to 7 patients who had previously undergone a
stem cell transplant for MDS but were considered to be at
risk of the disease returning. In another early phase trial,
oral azacitidine was given to 32 patients with MDS/AML,
many of whom were over the age of 75, reflecting the reallife situation where older persons make up the majority of
patients diagnosed with MDS. In both settings, the drug
was well tolerated and appeared safe, with an improvement
in blood counts observed in about a third of patients in
the second trial. It is still too early to be sure of the effect
oral azacitidine has on controlling the disease in these 2
settings. Larger trials need to identify the most effective
oral dose with the minimum side effect profile before oral
azacitidine can take over from the injectable formulation. In
the UK, MDS patients with low risk, transfusion dependent
disease may be eligible for the Phase III randomised trial of
oral azacitidine versus placebo currently recruiting at several
centres (please contact your haematologist or MDS UK
Patient Support Group for further information).
Whilst stem cell transplantation is known to be the only
curative treatment option for patients with MDS, the
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side effect profile of the standard intensity transplant
conditioning regimens that were originally used to prepare
patients to receive the donor stem cells was too great for
older patients (over 40 in this context) to withstand. More
recently, reduced intensity conditioning regimens have
been pioneered to allow these patients, who make up
the majority of patients diagnosed with MDS, to become
eligible for this kind of treatment. However, there has been
ongoing debate amongst haematologists as to whether
lower intensity transplants are still able to control the
disease in the same way. Results from a European trial,
which randomly allocated MDS and AML patients between
the higher and lower intensity transplants, were presented.
Encouragingly, this trial showed that the survival and
relapse rates were similar in both groups, suggesting that
the lower intensity transplants may be as effective as the
more intense regimens but better tolerated.
As well as the possible side effects of stem cell
transplantation limiting its use particularly in older patients,
the ability to perform a stem cell transplant has previously
relied on the identification of a fully matched sibling or
unrelated donor. Unfortunately there will still be a significant
number of patients for whom no such donor can be
identified and this has led to alternative donors being
considered. One type of donor is a half-matched relative,
known as a haploidentical donor. The advantage of this
type of donor is that most patients will have a suitable
half-matched parent, sibling or child who could act as the
donor and often these types of transplants can be quickly
arranged because of the immediate identification of a
donor. More experience is being gained in this field and
this type of transplant is increasingly being used in patients
with a wide range of haematological illnesses. A study of
haploidentical stem cell transplantation in MDS presented
at ASH with at least 3-4 years of follow-up available in half
of the patients showed encouraging results, with these
patients doing just as well as a similar group who had
received transplants from a fully matched sibling donor.
As more data from longer follow-up of recipients of these
types of transplants arises, we may well see an increase
in haploidentical transplants being offered to patients in
the future. If shown to be effective, without increased side
effects, this could pave the way for patients lacking a fully
matched stem cell donor to undergo potentially curative
stem cell transplantation.

Dr Pramila Krishnamurthy
Consultant Haematologist
Addenbrooke’s Hospital, Cambridge

Dr Shreyans Gandhi

Summary from the American Society of Haematology
(ASH) conference, December 2014, part 2
ASH 2014 was held in the beautiful and ‘blue skies all
year round’ bay city of San Francisco. Like previous
years, there were exciting stories on display of all things
happening in the world of haematology and coming
closer, in the field of MDS.
Registry data from Survey of Epidemiology and End
Results (SEER) database from the US suggests that
the incidence of MDS is increasing. It reports that the
true incidence of MDS maybe underestimated by at
least 3 fold. Furthermore, a large proportion of elderly
patients with MDS are either hospitalised (62%) or use
the Emergency department (42%) within 3 months of
diagnosis. This is a telling statement and makes a very
strong case for GP/primary care physician education and
resource investment into public awareness campaigns.
Telomeres are the caps on the ends of chromosomes.
They seem to be important in preventing chromosomes
from sticking together, which can lead to damage to
chromosomes and genes during cell division. As we age
telomeres tend to get shorter and do not function as well.
This might be one reason why our bodies age and why
cancer tends to be more common in older people. In a
study from King’s College Hospital, it was determined
that 2/3rd patients with MDS have short telomeres and
about 15% of them have inherited mutations in the genes
that control telomere maintenance and function. Although
increased chromosome (cytogenetic) changes were not
seen in these cases, some correlation was seen with other
genes which are commonly mutated in MDS and this is an
interesting area for future research.
It has been recognised for a long time that there are
similarities between the bone marrow failure of some
MDS patients and those with aplastic anaemia (AA).
Indeed, some patients who survive AA develop MDS at
a later date. AA is recognised as a disease in which the
patients’ own immune system attacks and destroys bone
marrow stem cells (autoimmunity). Sloand and colleagues
(National Institutes of Health, Bethesda, USA) have found
abnormal immune systems in a subtype of MDS with
Trisomy 8 (3 x chromosome 8 instead of the normal 2)
suggesting autoimmunity plays a role in this type of MDS.
Not surprisingly, they show that this type of MDS is also
likely to respond to immunosuppressive agents such as
anti-thymocyte globulin (ATG), which have long been used
in AA and some types of MDS. This new information might
help doctors target ATG to those patients with MDS who are
most likely to respond.

Platelet stimulating agents like Eltrombopag and
Romiplostim have shown early promise in increasing
platelet counts in patients with MDS. In a large study of
250 patients with low risk MDS, Romiplostim not only
caused increase in platelet counts, but also reduced the
risk from bleeding in a subset of patients. Furthermore,
using an algorithm (treatment plan) very similar to the
use of erythropoietin (red blood cell making hormone
also called EPO) in blood transfusion dependent MDS
patients, it’s possible to predict patients that are likely to
respond to Romiplostim based on their platelet transfusion
requirement and thrombopoietin level (platelet making
hormone). These agents are still undergoing evaluation
in clinical trials so undoubtedly, we will hear more about
this. One concern with Romiplostin is that its use might
increase the risk of progressing to leukaemia. However,
longer term follow-up of the randomised trial is reassuring
from this point of view.
On a similar note, Sotatercept is a new drug that has
shown promise in blood transfusion dependent MDS
patients. This is an intelligently conceived and engineered
drug that traps and blocks the effects of TGF-beta. TGF
beta plays a role in inflammation in the body and has been
implicated in causing destruction of red blood cells or
preventing the bone marrow from making them in low risk
MDS. Early reports of the use of Sotatercept have shown
promise in improving anaemia and reducing the amount
of red cell transfusions required. This is now being tested
in phase 2 clinical multi-centre trials and early results
presented at ASH are very encouraging.
There is a large prospective clinical trial underway in the
US to ascertain the most optimal time for patients to be
considered for bone marrow transplantation in MDS,
where a matched donor is available. For the first time,
this trial will also ascertain the quality of life in enrolled
subjects, an often forgotten but a very important issue as
far as patients are concerned.
It’s promising to see quite a few drugs on the horizon,
especially some that reduce the need for blood and
platelet transfusion in MDS patients and might afford
patients a better quality of life.

Dr Shreyans Gandhi
Clinical Research Fellow
King’s College Hospital, London
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Keeping positive with MDS
Christina Fowler’s story

What MDS Patients say about MDS UK services
Story of Janet and Bev Nye
temperature etc. to call the number on the card and almost
as an afterthought said that Bev had had MDS for at least
3 years. She also told us that she was still waiting on the
chromosome results from the bone marrow test to be able
to tell us more and to come back in 3 months.

I was diagnosed in 2009 with MDS/RARS at my local
hospital in West Sussex by Dr Narat and have been treated
at Kings since 2011.
In 2009 and 2010 I was able to lead my normal hectic
life, playing golf, and travelling overseas to visit two of our
daughters but by March 2011 had become transfusion
dependant so after another bone marrow test at Kings I
was prescribed medication. In 2009 I did ask “Why Me”
but being a member of a golf club where the age group
is similar you become to realise that many people have
far worse illnesses and are coping with a lot more painful
treatment. Ok, so I did feel extremely tired some days but
compared to some I was the lucky one.
Since 2011 I have managed my medication here and
abroad and been able to make adjustments to my life
without too much heartache and because nobody knows
what tomorrow will bring trying to enjoy each day as it
comes.
So here are my tips for staying positive:
I have accepted that first thing in the morning I am not
going to leap out of bed, my whole body aches so I take
it slowly and after breakfast and injections etc. I potter
around and by 10-ish feel human and able to cope with
almost anything. I still play golf a couple of times a week
and being a competitive person have to remind myself each
time how lucky I am just to be out in the sunshine - this
doesn’t always work, but am working on it. I work a few
hours a week in our village coffee/shop which I enjoy and
make sure that on those days nothing is planned for the
evening except a beer or a glass of prosecco and dinner is
something we can just pop in the oven.
When I am travelling I use one of the two fantastic cool
bags my daughter bought on line for me from America
they keep my injections at the correct temperature, they
are Polar Bear and Insul Pack and keep cool for around 16
hours, I also get the stewards on the aircraft to store them
in their cool cupboards and always have a thermometer to
test the temp. of fridges. Because of appointments I wasn’t
able to go for so long this year but still managed 6 weeks
and used the wonderful haematology departments in New
Zealand to have a regular blood test. I also always travel
with my notes and have all my counts documented from
day one.
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We did not get much more info 3 months later only that the
chromosome results were ok and blasts were less than 5%
and she would see him again in 3 months. We found the
MDS UK site just before Christmas 2013 and began to get
more information.

My husband is a true believer in Tai Chi and it’s something
I am trying to do, I do make excuses why I can’t do it but
I know it’s something that will do me good, beginners
classes start in September and my name will be on the list.
We live on the edge of some beautiful woods so I know it
will do me more good to take a walk than do housework. I
no longer do hoovering - that’s my husband’s job and am
making myself ask for help and not to feel like I am the only
person who can do a job properly.
My husband, 3 daughters and grandsons have all been so
supportive and the first thing I do when leaving King’s is to
text my results around the world. My daughter who lives in
Singapore knows as much about MDS as I do. Fraser my
grandson in NZ you might have seen shaved his hair for
blood cancer at school and also is now giving blood, very
proud of him.
I have been so lucky with the support I have received
from King’s and try to approach MDS as an interesting
challenge, ok so I would rather not have it but then I might
have something a lot worse. I try to attend the October
Forum which I have always found so helpful and met such
great people. We are all so different but so comforting to
hear others stories.
So I might not be able to do all that I did before MDS but
am here to tell the tale.
Christina Fowler
MDS Patient

Both my husband and I have benefited greatly since we found
the MDS UK web site, the information Sophie sent us and the
information available on the site has helped us get a clearer
picture of what we are dealing with. The site is a godsend.
My husband Bev’s health problems started in January 2011
when he had a heart attack which resulted in him having 2
stents. Things went well for a few months and then he started
to get upper abdomen/lower chest pains together with pains
in the upper arms and neck – the hospital put these down to
angina and basically was told keep taking the pills. He had a
2nd heart attack in May 2012 and from then on the incidents
of severe pain began to increase in frequency.
We went to Crete in September 2012 and a few days into
our holiday Bev said he felt as if he was going down with
flu. By the evening he was having really bad severe pains,
fever and feeling freezing cold. He was admitted to the local
hospital then transferred to the university hospital. He spent
altogether 11 days in hospital there and had every test they
could devise but found nothing they could pinpoint as the
cause - although they did say they were very worried about his
blood results but these would be checked back in the UK.
It was not until after another hospital admission (6 months
later) a junior doctor wrote on the discharge sheet that
‘because of his neutropenia he recommended the GP
refer him to Haematology’. We first saw the haematologist
in April 2013 and Bev was diagnosed with MDS in July
2013. At the timethe only information we were given was
a booklet - the consultant underlined one paragraph and
said ‘that is what you have’, gave him a Medical Alert
Card and told him that if he became unwell, ran a high

Unfortunately Christmas day Bev was admitted yet again
with another severe infection – he was put on an infection
control ward with some leukaemia patients who gave
him good advice on diet and how to help the body avoid
infections. In March this year the consultant decided that
she only wants to see him every six months so we have to
rely on our GP, who freely admits that we probably know
more about MDS that any of the doctors at our surgery.
Having just seen the consultant again we are no further
forward, once more it’s 6 months to the next appointment
and in the meantime she has referred Bev back to
cardiology as she says his pains are nothing to do with
MDS so try cardiology again, if they say no she says she
will try neurology. Round and round in circles each referral
taking 2-3 months just to get an appointment.
The whole family have benefitted from the site, the forum
and the information available, and for Bev and me being
able to vent at times or just post a reply to someone who
needs contact is a boon, let alone read about the trials and
tribulations others are having and sometimes the solutions.
The travel insurance information was very useful, prior to
his diagnosis of MDS we were able to get travel insurance
(at a slight premium) for Bev with his diabetes and heart
condition but when declaring MDS as well we were turned
down completely. I had tried a number of main insurers
without any success until we joined MDS UK, now I have a
choice of insurers.
We came down to the Patients meeting on October 3rd
and would highly recommend any patient and/or family/
carer to try and attend the next one as the various talks
and discussions were both very helpful and enlightening.
The information available was extensive and meeting others
who were in similar situations reassuring. We have not yet
joined a regional support group as the nearest to us seems
to be either Oxford or Norfolk areas – the Birmingham one
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does not seem to be in existence any more. Hopefully one
north of the M6 will be started in the future and if it is not
too far from us we can join that. We do not know of other
sufferers in the Derbyshire/Nottinghamshire area.
In December 2014 our haematologist wrote to Kings
College asking if they would accept Bev as a patient On
January 1st this year he was admitted to hospital with a
severe infection and after a week of antibiotics he was
discharged only to be readmitted the next day with once
more a temperature of 39OC. They kept him in for another
week on more antibiotic cocktails and 2 injections of
GCSF. Although when he was discharged the infection
was totally gone he could barely stand up let alone walk so
spent the next week or so in a wheelchair. During this time
he saw the consultant and she ordered an urgent blood
transfusion which worked a charm. At this time we received
an appointment at Kings for 16th February and in March
they referred him to Kings Cardiology who we saw in April.
Cardiology decided that there was cause enough for an
angiogram which was arranged for the same day as our
next appointment with Kings Haematology. We came down
on Monday June 8th , Bev’s blood results were very good
although they have suggested a referral to the renal unit as
there are indications of kidney problems. Cardiology had
a problem doing the angiogram and Bev ended up having
to have 3 stents due to severe blockage of the LAD artery
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in his heart. The Doctor told him that it was a good thing
that he had come down for the appointment. He stayed
overnight and we returned home on the Tuesday. It is now
Friday and Bev is feeling really good with no pains and the
numbness he was experiencing has begun to go.
Since September 2012 until Christmas 2014 Bev has had
15 hospital A&E visits some just overnighters with severe
chest and arm pains others 3 to 7 days with infections.
Most of the discharge letters said no cause found – keep
taking the painkillers. There were times when I felt like
standing in the middle of the hospital and screaming
until someone actually took some action. The local
haematologist had requested cardiology here to see Bev
back in November 2014 and had written 2 more times
since with no response until mid-April when an appointment
was sent for mid-June and then changed to July. We will
keep the appointment just to see what they have to say.
Thank you Sophie and everyone else connected to the
website for being there for us!
Sincere thanks to everyone out there just for being there for
everyone else.
Janet Nye
Wife of MDS Patient, Bev

Advice on Travel and Insurance
NEW FACTSHEET!
Travelling and being able to go on holiday is important to Christina, Janet, Bev and many
other MDS patients because it helps them enjoy their lives, keep positive and connect with
other people. However, having a pre-existing medical condition like MDS poses additional
challenges to planning a holiday or seeking travel insurance. To help our patients and their
families deal with these challenges most effectively and to pursue their travel plans, we
devised a Travel Factsheet, which is full of useful tips and advice for potential holidaymakers.
Find your copy inside this newsletter.
Further travel advice, including details of recommended insurance companies are
available in ‘Travel Insurance - General advice and recommendations’ folder on our
Discussion Forum. All our factsheets (Fatigue/Nutrition/Clinical Trials) are available on
our website and can be requested from our main office.

New ‘Patient stories’ page on MDS UK website
To illustrate how patients and their families learn to
live with MDS we have set up a new ‘Patient stories’
page on our website. Visit it to read more about
the experiences, struggles and advice from other
patients, across all types of MDS. If you find this page
helpful, please return the favour and share your story
with us and other patients – you are all inspirational in
how you deal with MDS!
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Either email your story to mds-uk@mds-foundation.
org or post it to our main office:
MDS UK Patient Support Group
Haematology – Bessemer Wing
King’s College Hospital
Denmark Hill
London, SE5 9RS

Regional groups update
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.

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

London Group led by Clinical Nurse Specialists: Nana
Benson- Quarm, Janet Hayden and Geke Ong at King’s
College Hospital for patients with MDS, Aplastic Anaemia
(AA) and Acute Myeloid Leukaemia (AML). Monday
afternoon meetings in Cicely Saunders Institute, King’s
College Hospital every 4 months.

Sussex Group meetings currently on hold. Patients
and staff – please let us know if you’d like us to maintain
this group!

Anglia Group led by patients and family members and
supported by Phyllis Paterson, Clinical Nurse Specialist at
Addenbrooke’s Hospital. Monday morning meetings on a
6-8 week basis in Cambridge Cancer Help Centre, Great
Shelford. Local physicians and nurses in attendance to
deliver informal talks and answer general questions.

Oxford Group led by the Kirsty Crozier, Advanced
Nurse Practitioner at Churchill Hospital with assistance
from patients Claudia Richards and Gwyneth BrownLowe. Friday morning meetings every 3 months at the
Maggie’s Centre, Churchill Hospital.

Essex Group led by a patient Chris Dugmore and
featuring informal talks from local physicians and nurses.
Meetings every 3-4 months at the Central Baptist
Church in Chelmsford. Our most recent meeting was
attended by Jaye Walker, Haematology Nurse Practitioner
from Broomfield Hospital, who discussed her role and
answered questions from attendees.

Bournemouth our latest Group, led by patients and
family members Guy Rouquette and Tess Brown and
supported by Dr Sally Killick, Consultant Haematologist
at Royal Bournemouth Hospital. Wednesday morning
meetings 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. Special
guest speakers in attendance at every meeting. The latest
meeting attended by Jim Phillips, Health Coach talking
about ‘My Way, My Health’ support service for people with
long-term conditions in Dorset.

Exeter recently created general haematology group for
patients with all haematological conditions, led by Rachel
Stewart, Support Specialist at Royal Devon & Exeter
Hospital. Meetings on the first Thursday of every month
between 4.30 pm – 6 pm in the Haematology Centre,
Royal Devon & Exeter Hospital.

Ireland and Northern Ireland Group led by
Sinead Mahon, daughter of a patient. Group continue
meeting every few months to offer information and support
to MDS patients and family members. Help is needed
to manage their website: www.mdsireland.com. ‘MDS
IRELAND SUPPORT GROUP’ also active on Facebook.

Leukaemia CARE General
Haematology Groups
In an effort to make more groups available to our
patients we also encourage MDS patients and family
members to attend general haematology group run
by Leukaemia CARE. These groups provide support
for a range of haematological conditions, as many of
the issues and symptoms do tend to overlap – and
maybe particularly helpful where MDS specific groups
are not yet available. For details of Leukaemia CARE
Groups visit their website www.leukaemiacare.org.uk/
support-groups or call on 08088 010 444.

Start a new local MDS Support Group –
NEW MDS UK GUIDELINES!
Would you like to attend MDS Support Meetings, but
there is no group in your region? Can you help setting
up a new support group but don’t know where to start?
Check our latest ‘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.

Online alternatives for patient communication
If you seek contact with other patients, but can’t attend
meetings or don’t want to wait weeks before the next
one – why not join 540 users of our Discussion Forum
on MDS UK website or 1,000 MDS UK Facebook
users, including the users of our ‘MDS UK Community’
closed group on Facebook. Please contact us if you
need help accessing the Forum or Facebook pages.
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Fundraising successes
We are truly amazed by the sheer and unprecedented scale of awareness and
fundraising for MDS, over the past year. It is impossible to list all the initiatives and
generous donations - but we thank everyone for their time, funds and efforts. Here
are just a few of the amazing successes:

Fundraising
activities in
support of
Gavin Hepburn
TFL campaign
With support from
Maria King, Ian
Redpath and others at
TFL, Gavin’s brotherin-law - Daniel Holah organised a Fundraising night
at Theodore Bullfrog and 5
bucket collections at major
tube stations. TFL activities
culminated in Daniel’s recordbreaking 3 h 22
min London Marathon run for MDS UK
and total of £6480.35 raised throughout
the campaign.

Olivia and Tilly
Hepburn and Holah families and
friends were exceptional contributors.
Gavin’s daughter Olivia spoke
about MDS at her school assembly
and wrote to the local newspaper.
Daughter Tilly donated her hair to
make wigs for children with cancer
and raised £858.

Jodie’s Brighton Marathon
Hair-dresser Jodie Cooper from
Coco’s salon, where Tilly got her
hair cut, also ran the extra mile and
raised further £1,079.95.

Gavin’s colleagues at Etihad
Airways donated further £350.
Still to come: Gavin’s friend Daniel Punt’s
Tandem Skydive – further details on our
website.

Alex and Will’s
Wedding Page

£3,405 were raised by
Alexandra Davies and
husband Will, at the sacrifice
of their wedding presents.

2014 Dan Crowley Golf Day

As a member of the Fundraising
Standards Board (FRSB), we are
committed to comply with the
highest standards in fundraising.

Kari Paul’s
Ceilidh

In memory of her grandad,
Ray Paul, 19 year old Kari
Paul raised £1,516 at a
ceilidh and other events.

London Marathon Runners
Georgina, Kevin and Romit
3 more runners joined Daniel at the
London Marathon. Georgina Cook,
Kevin Dwyer and Romit Basu
made us proud with their finishing
times and raised amounts:
Georgina – 5h 7 min - £1,546.50
Kevin – 4h 14 min - £1,390.75
Romit – 5h 25 min - £1,467.50

Dads & Lads bike ride

12 months post-transplant, Steve Keeling,
with friends and family, celebrated his personal milestone, raising
£5,321.25 in a 21 mile challenge around the Guild
Wheel in Preston; to share with the Christie’s charity.

Milonga Night at Tango South
London
Sophie, a tango student at
Tango South London school
in Dulwich helped raise £300
at the raffle evening.

The Turks Head 10km Fun Run

Lynne Lidster’s Dryathlon
Lynne withstood a sober birthday weekend in Prague and
entire January to raise £707.50 and increase awareness for
stem cell donations.

The Great Wight Hope - Isle of Wight Challenge
Supporting her brother-in-law,
Cate Skeat commanded the
Great Wight Hope Team who
completed this tough challenge in
awful weather, raising £5,509.50.

Bracknell Forest Flyers
Marathon Relay
In support of their Director and
friend, the Bracknell Forest
Council Public Health team, led
by Lisa McNally, ran with Purple Patch Running club. Raised
£1,157.50 and encouraged stem cell donations.

In memory of father and friend Stephen Ungi, Paul & Nessy Ungi, Andrew
Ross, Andrew Hadrick, Andrew Marples, Mark Bowen – most of whom are
serving military personnel – undertook a round the Isle of Wight endurance
challenge and raised £6,061 for our charity.

Massive thank you to Cook family
and Caitlin’s hubby Graham Limmer,
for their comedy night in Stoke Poges. Making us laugh were Dominic
Holland, Pete Firman, Addy Borgh
and Tim Clark. £3,404.15 raised from tickets, raffle, prize
auction and a car donation from Sue Spooner.

Andy Houghton’s
Grand Union
Challenge

In memory of his Dad, Ian
Houghton, Andy, member of ‘The
Thin Blue Line’ Leicestershire Police
team raised £1,617.50 in the 100
km in 24 hours challenge.

Waitrose Community Matters
scheme

Thanking Waitrose branches in Bayswater and Leighon-Sea for donating £400 and £411 in the past year.

ASDA Community Life
Programme

ASDA Old Kent Road also made a donation of £50,
which was handed in by staff member, Claire Gager.

Fundraising
activities in support
of Glyn Jones

Boots & Bergans - Isle of Wight Challenge
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United in esteem for the late
Dan Crowley, the family and
friends raised £4995 at another
successful Memorial Golf Day;
a further £405 from car boot
sale and £500 donation from Ifield Masonic Lodge.

Comedy Night

Please nominate us at your local Waitrose and
ASDA stores. Further advice on our website.
Thanking again Caitlin Limmer and Bearcat Running
Club for £1,944 donated from registration fees, and
monies collected over the year. Grateful to the affiliated
Teddington Methodist Church, Moni, owner of Hei Hing
Café & Noodle Bar in Isleworth and Amanda, owner of
Vintage & Velvet shop in St Margaret’s.

Brighton Marathon
Runners
Caitlin and Moni also run the
Brighton Marathon raising further
£1,170.80.

SEGA raffle and bake sale
£520 were raised by Alexia Hudson at
the raffle with items supplied by Sega
Europe and products from local bakers

Dublin Mini-Marathon and
Concert
Congratulations and thank
you to Christine O’Daly
for her terrific run and organising a superb concert in St.
Andrew’s Church, Dublin to
raise awareness and funds
for MDS Ireland.

Brian Adair’s article

In the latest Northern Ireland
Water Newsletter Brian Adair,
talked about his experience
and encouraged blood donations.

Memorial donations

There are too many to mention individually but we are very grateful for all generous donations made in memory of MDS
patients: Ian Denton, Robert Wing, Bev Bradley, Kenneth Grainger, Joan Ballard, Angelo Pullara, Lucia Palmieri, Colin Iles,
Les Fletcher, Sheila Dickerson, Allan Healey, Gerlinda Wright, Susan Chilcott, Mr Tait, Mr Pitcher, Eddie Gilfillan, Pat Buckley, Anthony Wells, Allan Watts, Brian Cooke, Avril Dickinson, Jeffrey Walsh, Lily Niven, Hazel Rose, Joseph Glendenning,
John Hughes, David Miller and Richard Barker.
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MDS Survey Resumed
Help us improve the services
offered to you and other MDS
patients, now and in future please complete our survey
today!
In 2012 MDS UK Patient Support
Group started a very important
endeavour to systematically assess
the needs of patients suffering from Myelodysplastic
Syndromes in UK.
“UK MDS patients – Assessing the needs for support” is
the largest UK-specific study ever conducted focusing
exclusively on patient experience, Quality of Life, and
needs of MDS patients.
The study will help us understand better the impact of
MDS on your life and evaluate the services, provided to
you. The ultimate goal is to improve the support and care
offered to all MDS patients.
To do that, we had designed a comprehensive survey,
which considers all major aspects of your patient
experience throughout your MDS journey.
Informed by the first phase of the study, we have further
improved our questionnaire and methodology and are
ready to resume data collection.
To reach all corners of the country, 37 UK treatment
centres were selected to receive our surveys with their
next newsletter supply and further 50 of our members

Become a member

will be approached by us directly and receive our
questionnaires by post.
Please, look out for our newsletters at your local treatment
centre. If you find a questionnaire inside it, or if you receive
a questionnaire from us by post, please complete it and
return back to us, using the pre-paid envelope provided.
If you have not received our survey but you would like
to take part in this vital study – you still can! Contact our
main office on 020 7733 7558 today to request your copy
of the questionnaire.
We look forward to hearing from those who can help
recruit more respondents. Please contact us if you know
MDS patients interested in taking part.
Remember, the survey is anonymous and your
participation is crucial for the success of this project!
Existing findings are already being used for the benefit of
MDS community. So far we’ve used the results to improve
our services and to guide development of new resources.
Soon you will also be able to find anonymous survey
quotes in our brand new booklet on MDS.
This is merely the beginning, and more respondents are
needed for our findings to make a real impact.
Please visit our website for further details and preliminary
findings.
Monika Janosik
Project Worker

What do UK MDS patients say about the information they receive at diagnosis:
44% report insufficient verbal information for their needs
38% report no written information provided
There may be different reasons why MDS patients are
dissatisfied with the information they receive on MDS,
such as the complexity of diagnosis, unfamiliarity with
the condition, short consultation time or information
overload. Associated emotions of shock, uncertainty and
feeling overwhelmed may also get in a way.

Using this list can help you decide what questions to ask
your haematologist to better understand your diagnosis,
treatments and to make more informed decisions about
your health care.

One way to ensure you receive the information you
need, and when you need it, is to ask questions that
matter to you – however, finding the right questions to
ask isn’t easy.

Visit our website to see the full list and identify the
questions that matter to you. Write them down together
with any other questions that you have. Finally, if you
can, bring someone with you to the consultation to
take notes and to help you make sense of what’s been
discussed.

To help MDS patients gain greater control over the flow
of information in consultations, French and Australian
researchers developed a list of 50 questions, which were
found to matter most to MDS patients and their family
members.

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

Join the MDS UK
Patient Support Group

Leaving Money to 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?

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:

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: mds-uk@mds-foundation.org
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

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.

FOLDER FLAP LINE

UK MDS patients
Assessing the needs for
support SURVEY
Help us improve the services offered to you and other MDS patients, now and in future
- please complete our survey today! Surveys are attached with selected newsletters but
can also be requested from our main office or downloaded from our website. Please don’t
hesitate to contact us, if you’re interested in taking part:

Email: projectworker@mdspatientsupport.org.uk

Tel: 020 7733 7558
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MDS UK PATIENT
SUPPORT GROUP
Patrons:

New MDS UK Committee Members and Trustees:
Russell Cook having undergone three bone marrow
transplants to successfully treat his MDS, Russell is highly
dedicated to raising awareness of the issues faced by MDS
patients. He is also a keen and inspirational fundraiser who has
completed a number of projects, including running 3 Marathons
in 9 weeks. He is our Vice-Chair and a trustee.

Professor Ghulam Mufti
Lord Tariq Ahmad

Committee:
Chairman
Vice Chairman
Secretary
Fundraiser
Newsletter
Member

Prof. Rodney Taylor
Russell Cook
Fiona Pirilla
Joanne Anderson
Vacant
John Bellinger, Chris Dugmore,
Zlatko Sisic and Prof John Taylor

Zlatko Sisic is a qualified medical doctor and an Aplastic
Anaemia patient who was successfully treated with a transplant
in 1992. He currently works in pharmaceutical industry and
specialises in rare diseases with unmet medical need. His
expertise in this area made him ideally suited for the role of a
Health Technology Appraisals Advisor to our charity.
Don Barrett is a Chartered Accountant with extensive
accounting experience in both private and charity sectors.
He is also a long-standing friend to an MDS patient. Since
taking the role of treasurer and trustee he has made invaluable
contributions to the MDS UK team.

(all of the above are MDS or AA patients)

Treasurer
Chief Executive
Clinical Nurse
Specialists

Don Barrett
Sophie Wintrich
Janet Hayden
Geke Ong
(King’s College Hospital, London)

Phyllis Paterson
(Addenbrooke’s Hospital, Cambridge)

Kirsty Crozier
(Churchill Hospital, Oxford)

Would you too like to join MDS UK Committee?
Are you connected to MDS and passionate about improving care of MDS patients?
Do you have the skills and experience that could benefit MDS Community? Can
you act as an advocate for MDS patients?
If you answer YES to the above questions - please contact Sophie on
swintrich@mds-foundation.org or call on 0207 733 7558 to discuss further.
We are keen to welcome new volunteers on our Committee.

Associates:
Editorial Medical
Consultant

Dr Dominic Culligan

Medical Advisors

Professor Ghulam Mufti

(Aberdeen Royal Infirmary)

Thank you to our Newsletter Editor!
Chris Dugmore, who put together our past four newsletters, has
now stepped down from this role to enjoy the exciting new world of
grandparenthood. We would like to express our extreme gratitude
to Chris for all her hard work and editorial contribution and
welcome her decision to remain active as a Committee Member
and local MDS Support Group Facilitator in Essex.

(King’s College Hospital, London)

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

Staff:
Project Worker
Volunteer

Monika Janosik
Peter Wilson

Local MDS Meeting Groups
Anglia, Bournemouth, Essex, London,
Oxford and Ireland & Northern Ireland.
Please contact us for details.
Posters, guidelines and financial assistance 		
available to start your own local group

We are looking for a volunteer to fill the role of Newsletter Editor, now vacant. Please
spread the word. We would prefer someone somehow connected to MDS if possible.
If you are interested, please contact Sophie on swintrich@mds-foundation.org or
call on 0207 733 7558.

OUTLINE OF PLANNED FUTURE EVENTS 2015

MDS Patient and Family Forums
London - Friday, 2nd October 2015

Find us online

Lancaster London Hotel, Lancaster Terrace, London W2 2TY. Dr D Culligan
from Aberdeen Royal Infirmary will update us on new treatments and answer
your questions. CNSs from King’s College Hospital also in attendance.

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

Manchester - Saturday, 7th November 2015

The Christie’s Education Centre, 550 Wilmslow Road, Manchester, M20 4BX.
Dr M Dennis from Christie Hospital will update us on new treatments and
answer your questions. CNS from Christie Hospital also in attendance.

Please contact MDS UK on 0207 733 7558 for
reservations/enquiries. See website for details.

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

