
The MyeloDysplastic Syndromes (MDS) are a 
group of diverse bone marrow disorders in which the 
bone marrow does not produce enough healthy blood 
cells.  MDS is often referred to as a “bone marrow 
failure disorder” and can turn into a severely debilitating 
disease, reducing energy and quality of life.

MDS is described as a malignant condition, 
meaning it counts as a type of blood cancer.

These disorders are a primary disease of the bone 
marrow and share several characteristics of the 
acute leukaemias; however, MDS far exceeds any 
of the leukaemias in prevalence. MDS affects tens of 
thousands of individuals worldwide.

In the UK, approximately 2,500 new                       
patients are diagnosed every year.

Many more remain undiagnosed until the disease 
progresses, or struggle to access treatment, due to 
their age.  MDS is primarily a disease of the elderly, 
as most patients are over 65 years old, but can affect 
other age groups.

We are seeing many more cases each year and that 
number will increase greatly over the next decade as 
the baby boomers age and diagnosis improves.

Failure of the bone marrow to produce mature healthy 
cells is a gradual process, and therefore MDS is not 
necessarily a terminal disease.

What exactly is 

MDS?
What do support groups do?
Support and advocacy groups are growing worldwide 
to maintain an international information network in 
order to:

•	 share	new	research	and	treatment	options

•	 help	gain	access	to	these	treatments

•	 provide	 information	 and	 educational	 support	 for	
physicians and patients

•	 provide	 funding	 and	 oversight	 for	 international	
studies of MDS

•	 make	information	available	to	assist	MDS	patients	
and their loved ones to understand these diseases 
and the treatment options

MDS UK works with leading MDS experts in the 
UK via the specialists group UK MDS Forum, and 
worldwide via the advocacy group MDS Foundation. 
These organisations provide a referral base for patients 
seeking additional opinions or treatment options from 
MDS experts.

In addition, the MDS Foundation designates worldwide 
MDS Centres of Excellence and organises bi-annual 
international symposia which have greatly improved 
our knowledge of these disorders and continue to 
provide physicians worldwide with the most up-to-
date information on research in MDS.  These symposia 
are attended by epidemiologists, haematologists, 
oncologists, pathologists, bone marrow transplantation 
experts, paediatricians (MDS uncommonly occurs in 
children), and include permanent working groups of 
scientists and patient advocates.

www.mds-foundation.org

MDS UK cooperates with clinical nurse specialists in 
haematology to support their crucial work.
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Some patients do succumb to the direct effects of the 
disease: reduced blood cell and/or platelet counts may 
be accompanied by the loss of the body’s ability to fight 
infections and control bleeding.

In addition, for roughly 30% of the patients diagnosed 
with high-risk MDS and 10% with low-risk MDS, this 
type of bone marrow failure syndrome will progress to 
acute myeloid leukaemia.

The primary cause of these disorders is unknown; 
however, the chemotherapy regimens that are used 
to provide curative therapy to patients with certain 
malignancies (lymphomas, testicular cancer, and breast 
cancer) can lead to the development of secondary MDS.

Treatment of MDS depends on a patient’s symptoms, 
disease stage, disease risk category, age and pre-
existing conditions. Several treatment options are 
available; however, not all options are appropriate for 
every MDS patient.

In fitter or younger patients a bone marrow transplant 
(also called stem cell transplant) may be considered 
since this is the only curative treatment currently 
available for MDS patients.  

But we need more stem cell donors to come forward, 
especially from ethnic groups.

YOU CAN HELP BY DONATING STEM CELLS!

Please contact these registries for information on how 
easy it is to register and donate:

www.anthonynolan.org
www.deletebloodcancer.org.uk

How Can We Help You?
Don’t hesitate to contact us with any questions

Who Are We?

MDS UK Patient Support Group is dedicated to 
assisting MDS patients and families in the UK.  We 
provide:

•	 A	Telephone	Helpline	Mon-Fri

•	 Twice	yearly	newsletter

•	 A	website		www.mdspatientsupport.org.uk

•	 Information	Packs	for	new	MDS	patients

•	 Referral	advice	to	UK	MDS	Centres	of	Excellence

•	 An	annual	Patient	&	Family	Forum

•	 Many	regional	MDS	Support	Groups

•	 A	 nationwide	 survey	 to	 highlight	 unmet	 needs	
amongst patients and families

•	 We	lobby	on	behalf	of	MDS	patients	for	nationwide	
access to treatment

We are based at the London MDS Centre of Excellence 
- King’s College Hospital in South London.  One of 
our	patrons	is	MDS	specialist	Professor	Ghulam	Mufti.

MDS UK Patient Support Group was first supported by 
the USA based MDS Foundation in 2008. MDS UK is 
now an independent patient advocacy group, providing 
assistance, support and information to patients in the 
UK and taking part in lobbying and awareness work on 
behalf of the MDS community in the UK and Ireland.

How Can You Help?
MDS UK is a publicly supported not-for-profit 
organisation, dedicated to assisting patients in the 
UK and Ireland.

Funding for MDS UK Patient Support Group comes 
from donations from private individuals as well as 
corporations, pharmaceutical companies, memorials 
and legacies.  Funding is the base for realising our 
awareness, support, research and education goals.

In 2012, we started an important “Assessment for 
Support” project to clearly define what areas of care 
and patient support still need to be addressed. Your 
donations will help us complete this project and 
maintain all our services.

This is how you can donate:

•	 Online donations via our Donate page on 
www.mdspatientsupport.org.uk using our Virgin 
Money	Giving	link

•	 Cheques – please make cheques out to:  
	 MDS	UK	Patient	Support	Group

For any fundraising event:  Please set up your 
fundraising	 page	 via	 Virgin	 Money	 Giving	 for	 any	
special event you organise for MDS UK.

For any other forms of donations, such as standing 
orders or legacies, or to volunteer your time, please 
contact us by phone, email or letter.

THANK YOU.
Your assistance is most important 

AND makes a big difference !
 


