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Your tax-deductible donation helps TAMS raise 
awareness, support people living with MCADs and 
fund future research.

Donate or learn more at:
mastocytosis.org.au/donate

For patients, physicians, families 
and caregivers living with mast 
cell activation disorders.

MCAD news, research and clinical
trial updates
Local and international research participation 
opportunities
Online MCAD and related chronic illness event 
notifications
TAMS event discounts and free on-demand 
education and support videos

Connect and support people living with mast cell 
activation disorders (MCADs), including parents and 
carers of children with specialists, medical practitioners 
and allied health professionals who have knowledge 
of MCADs.
Provide education, up-to-date patient information and 
research through our website, online events and 
e-newsletters.
Advocate for the Australasian MCAD community with 
healthcare professionals, at key forums and across local 
and federal government.
Collaborate with MCAD and chronic illness organisations 
and networks locally and worldwide to advance MCAD 
research, knowledge, treatments, health outcomes 
and support.

Visit the TAMS website for details on our 
webinars, featuring expert practitioners, patient 
advocates and more.

TAMS’ online events offer opportunities for 
patients, parents, carers, families and medical 
professionals to connect, gain knowledge and 
useful resources on various health topics.

Join our live sessions or become a supporter to 
access a library of past webinars on-demand. 
Learn from experts across various disciplines, 
gaining insights into overcoming obstacles, 
optimising quality of life and managing the 
challenges of mast cell activation disorders and 
chronic illness more broadly.

TAMS The Australasian Mast Cell Activation Disorders 
Society, formerly The Australasian Mastocytosis Society, 
founded in 2011, aims to:

Follow us on Facebook
australasianmastcells

Follow us on Instagram
australasianmastcells

TAMS Supporters receive:

Become a 
TAMS supporters

Education, support and connecting
Patient education

Connection, advocacy, research, 
education and support

Our purpose

Make a donation

Visit mastocytosis.org.au
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What are mast cell activation 
disorders (MCADs)?
MCADs are an umbrella term for conditions caused by mast 
cell dysfunction. Sometimes referred to as “mast cell 
diseases”, these disorders can involve increased numbers of 
mast cells through abnormal proliferation and accumulation 
and/or abnormal mast cell activation. 

This leads to the excessive release of mast cell mediators, 
which can affect multiple organ systems and cause a wide 
range of acute or chronic symptoms, ranging from mild to 
severe. In some cases, these may include life-threatening 
reactions such as anaphylaxis. However, most MCADs are 
not considered life-limiting.

What are mast cells?
Mast cells reside in the bone marrow and various tissues, 
such as the gastrointestinal tract. They are crucial to the 
immune system. They play a key role in infection and 
inflammatory responses by releasing granules containing 
substances like histamine and tryptase (mediators) when 
they detect potential threats. In MCADs, these cells can 
proliferate abnormally or become overactive, leading to 
excessive accumulation and release of mediators and a 
variety of symptoms.

Common triggers
Certain substances or environmental exposures may trigger 
mast cell activation. Triggers vary between individuals. 
Avoidance should be based on a person’s established 
reaction history and medical advice, as unnecessary 
pre-emptive restriction is not routinely recommended.

ASCIA Position Paper: Diagnosis and Investigation of Mast Cell Activation Disorders and Syndrome
Systemic Mastocytosis in Adults: 2026 Update on Diagnosis, Risk Stratification and Management
Diagnosis and Management of Patients With Mast Cell Activation Syndromes: Status 2026

If you or your child have been prescribed an adrenaline (epinephrine) device 
(injector or nasal spray) and anaphylaxis is suspected, use the device as directed, 

follow the ASCIA Action Plan for Anaphylaxis, and call an ambulance:

For further information on anaphylaxis, visit: 

Triple Zero (000) AUST / Triple One (111) NZ

Full listings on TAMS’ website | mastocytosis.org.au

allergy.org.au/patients/about-allergy/anaphylaxis

In some cases, no trigger for symptoms can be identified.

Anaphylaxis

Citations

Anaphylaxis is a severe, potentially life-threatening reaction 
resulting from the rapid release of chemical mediators by 
mast cells and basophils. In people with MCADs, anaphylaxis 
can occur after exposure to a trigger or without an 
identifiable cause. When no cause is found after thorough 
evaluation, it is called idiopathic anaphylaxis.

Mast cell activation syndrome 
(MCAS)
MCAS diagnosis requires the exclusion of other causes and 
relevant consensus diagnostic criteria to be met. It can occur 
at any age and is classified into three subtypes: MMAS, 
involving clonal mast cells but not meeting the criteria for 
mastocytosis; secondary MCAS, where an allergy or other 
hypersensitivity condition causes mast cell activation; and 
idiopathic MCAS, where no cause is identified.

MCAS investigation often identifies other conditions causing 
similar symptoms. Although MCAS may co-occur with condi-
tions such as Ehlers-Danlos syndromes or postural orthostatic 
tachycardia syndrome, these are not diagnostic indicators and 
do not, by themselves, justify investigation or presumptive 
treatment for MCAS.

Individuals with mastocytosis may also develop symptoms or 
complications from mast cell accumulation, such as 
osteoporosis, gastrointestinal ulceration or anaemia.

Multiple symptoms may occur simultaneously during an 
attack, flare or episode. Some reactions, including 
anaphylaxis, are life-threatening. Other symptoms may be 
persistent, debilitating and impact daily activities. Symptoms 
such as fatigue, cognitive difficulties or “brain fog” in 
particular should be discussed with a doctor to rule out 
other causes.

People diagnosed with an MCAD, or those experiencing 
symptoms during evaluation, may receive supportive care 
based on their doctor’s assessment. Please consult with your 
doctors regarding your symptoms and appropriate 
management.

Mastocytosis
Mastocytosis is a rare myeloid neoplasm involving the clonal 
growth and accumulation of abnormal mast cells. Although 
sometimes considered a blood cancer, most forms are 
indolent and managed differently from common cancers.

Mastocytosis can occur at any age and is broadly 
categorised into three groups. Cutaneous mastocytosis (CM) 
includes maculopapular, diffuse and solitary mastocytoma 
subvariants. Systemic mastocytosis (SM) may be 
non-advanced, including indolent SM, bone marrow 
mastocytosis and smouldering SM, or advanced, including 
SM with an associated haematological neoplasm, aggressive 
SM and mast cell leukaemia (MCL). The extremely rare mast 
cell sarcoma may progress to MCL. Indolent SM accounts for 
about 90 per cent of SM cases, lacks organ damage from 
mast cell infiltration and has a life expectancy close to the 
general population.

MCAD symptoms
MCADs may cause symptoms affecting multiple organ 
systems, including:

Children with mastocytosis
CM is the most common form of mastocytosis in children, 
representing about 90 per cent of paediatric cases. Most 
children develop skin lesions within the first two years of life 
and typically experience a favourable outcome, with 
spontaneous resolution or significant improvement 
common by adolescence. CM that appears later in 
childhood is more likely to persist into adulthood and may 
warrant assessment for systemic involvement.

MCADs can also occur in a combined form called combined 
MCAD, where a primary MCAD, such as systemic 
mastocytosis or MMAS, occurs alongside a secondary 
condition contributing to mast cell activation, such as an 
allergy or other hypersensitivity disorder. Combined MCAD 
may require additional monitoring, management 
planning or therapies.

Individuals with an MCAD who also have hereditary alpha 
tryptasemia (HaT) may be further described as having 
HaT-associated MCAD. This proposed classification may help 
inform the interpretation of test results, monitoring and 
treatment strategies in some cases. These additional 
classifications do not replace or alter a person’s 
primary diagnosis.

The two main categories of MCADs are:

Mastocytosis, a group of rare conditions involving the 
clonal proliferation and abnormal accumulation of mast 
cells in one or more organs.

Mast cell activation syndrome (MCAS), a group of 
conditions in which mast cells are typically present in 
normal numbers but activate and release mediators 
inappropriately, causing widespread symptoms. A rare 
form of MCAS called primary/monoclonal MCAS (MMAS) 
involves clonal mast cells.

Skin: flushing, itching, hives and swelling
Cardiovascular: low blood pressure, rapid pulse, 
palpitations and light-headedness
Gastrointestinal: abdominal pain, cramping, diarrhoea, 
nausea and vomiting
Respiratory: wheezing and shortness of breath
Neurological: headaches, fatigue and cognitive difficulties 
or “brain fog”
Musculoskeletal: bone or muscle pain

Potential triggers include:

Certain foods or alcohol
Allergens, including insect venom
Certain medications and contrast materials
Perfumes, chemicals and other odours
Infections
Exercise and other physical or emotional stresses
Sudden temperature changes or vibration

Difficult or noisy breathing
Swelling of the tongue
Swelling or tightness in the throat
Wheeze or persistent cough
Difficulty talking or a hoarse voice
Persistent dizziness or collapse
Pale and floppy appearance (in young children)
Abdominal pain or vomiting following an insect sting

Any of the following signs may indicate anaphylaxis:


