Navigating Diagnosis: [\AAéTSIB(I\:lELL
Support and Guidance for the MCAS Community

Seeking a diagnosis of Mast Cell Activation Syndrome (MCAS) can be an emotional, exhausting, and often
lengthy journey. Many people in our community have shared that it took years to reach a diagnosis.
During that time, they often felt unheard or dismissed. Others may never receive a formal diagnosis but
still experience meaningful improvement in symptoms through careful self-management and treatment
under medical guidance. If this reflects your experience, please know that you are not alone.

The Diagnostic Process

The diagnostic process typically includes:
« Adetailed clinical history
Exclusion of other possible diagnoses
Identification of symptoms affecting two or more body systems
Evidence of symptom improvement with MCAS-specific medications (a medication trial)
Laboratory testing showing elevated mast cell mediators (where possible)

MCAS can affect multiple systems in the body and symptoms may fluctuate over time. This variability
can make the condition harder to recognise—even for well-meaning clinicians. It is also important to
know that there are currently no NICE (National Institute for Health and Care Excellence) guidelines for
MCAS in the UK. As a result, the approach to diagnosis can vary significantly between practitioners.

For some people, MCAS symptoms may remain mild or manageable for years before suddenly worsening.
Stressful events, such as infections, surgery, or illnesses like COVID-19 - can trigger a significant increase
in symptom frequency or severity. These changes can make recognising MCAS more difficult and may
delay diagnosis further.

Supporting Your Diagnostic Journey

If you are considering pursuing a diagnosis and treatment through the NHS, we recommend starting by
speaking to your GP. You may find it helpful to access our resource on Speaking to Your GP: Language and
Tips for Effective Communication (Link).

You may wish to share our Primary Care Guide with your GP.

Many people find it helpful to prepare for medical appointments by:
« Using our Symptom Tracker to log symptoms, potential triggers, and patterns:
« Gathering photo or video evidence of visible symptoms (e.g., flushing, rashes, swelling) during flares
« Focusing on the impact of your symptoms and highlighting your most bothersome symptoms, rather
than naming MCAS at the outset, as this may help clinicians approach your case with greater curiosity

You can read more about testing for MCAS, including what different tests involve and when they are most
effective, here.

We're Here to Help

If you're finding the diagnostic journey overwhelming or need emotional support, our community sessions,
online support group and Peer Support Service is available. You're not alone, and support is here if you
need it.
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https://www.mastcellaction.org/assets/_/2025/04/01/d6de24e1-f6f6-4248-a3f4-12866d7bf713/mast-cell-activation-syndrome-mcas-a-primary-care-guide-final.pdf
https://www.mastcellaction.org/assets/_/2023/06/13/2299ed7e-87c0-4f8a-9cfd-657aaaa51ac9/mast-cell-action-symptom-tracker.pdf
https://www.mastcellaction.org/testing

