
THE EHLERS-DANLOS SYNDROMES TOOLKIT

THE EHLERS-DANLOS SYNDROMES (EDS) are heritable  
connective tissue disorders affecting the quality of collagen in  
every part of the body and which may help us to explain apparently  
mysterious multiple symptoms.

MAST CELL ACTIVATION SYNDROME (MCAS) is a recently  
recognised immunological condition in which mast cells  
inappropriately and excessively release chemical mediators.

POSTURAL ORTHOSTATIC TACHYCARDIA SYNDROME (PoTS)  
is a form of autonomic dysfunction resulting in an abnormal  
increase in heart rate when sitting or standing. 

Many patients are being diagnosed with EDS, MCAS and  
POTS and several observational studies suggest an overlap  
in these conditions.

Royal College of GPs Clinical Toolkits are a central hub of  
resources to assist in the delivery of safe and effective care.
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Mast Cell Action is a new charity supporting MCAS patients their doctors and 
researchers. For more information and resources visit: mastcellaction.org           

WHAT IS MCAS? Mast Cell Activation Syndrome (MCAS) is a newly recognised 
disease. It was codified into the WHO International Disease Classification  
(IDC -10) in October 2016.

HOW DOES IT WORK? The mast cell is the cell involved in allergic reactions 
that normally releases chemicals to protect the body from pathogens and injury.  
In MCAS it is believed the cell has become overly sensitive reacting to all manner 
of normal stimuli, releasing its chemicals inappropriately with often complex 
multi system and debilitating symptoms, including anaphylaxis. Each individual 
can be impacted in different ways, but there is an underlying pattern of allergy/
inflammation like symptoms. Some sufferers, including babies and toddlers,  
have a very limited number of “safe” foods and have to carefully manage their 
environment. Many sufferers cannot work or attend school.

DIAGNOSIS IN THE UK As a complex multi system disease, MCAS confounds  
the normal diagnostic process. A working conference was organized in 2010  
with the aim to define and publish criteria for diagnosing MCAS and related  
disorders.* It is a diagnosis of exclusion. Recently the NHS introduced new  
tests for histamine and prostaglandin, two mast cell mediators. These tests  
may provide evidence to support a diagnosis.

TREATMENT IN THE UK Once diagnosed, treatment can be cheap and  
effective. there is no cure and treatment is targeted at the production or  
activities of mast cell mediators.(e.g. antihistamines), often requiring a trial and 
error approach. There is a wealth of published literature on the presentation, 
diagnosis and treatment  of this condition.

HOW MANY SUFFERERS ARE THERE IN THE UK? Due to the challenges 
of diagnosis, it is not known exactly how many sufferers there are in the UK.  
There are numerous published papers supporting the view that MCAS may  
be significantly underdiagnosed. In other countries there are significant cohorts 
of MCAS patients.

*Int Arch Allergy Immunol:2012;157:215–225. Definitions, Criteria and Global Classification of Mast Cell  
Disorders with Special Reference to Mast Cell Activation Syndromes: A Consensus Proposal. 

Mast Cell Activation Syndrome (MCAS) , a newly recognised, 
potentially underdiagnosed, often disabling disease.  
Treating it will help patients and save NHS resources. 


