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Living with breast cancer means being surrounded by research.
That does not necessarily mean feeling informed or feeling included.
I am a breast cancer patient.
Breast cancer is an area where research is always present. New treatments and ongoing studies continually shape clinical practice, and from the moment of diagnosis, decisions are closely linked to data and evidence.
Yet I quickly learned that living with a highly researched disease does not automatically make clinical trials easy to understand or relate to as a patient.
Like many others, I did not enter my cancer journey with knowledge of study designs or inclusion criteria. I entered it with fear, questions and a need to understand what was happening in my body and what my real options were.
Early on, I realised how difficult it can be for patients to grasp what participation in a clinical trial actually involves. Too often, trials are communicated as technical opportunities rather than personal choices.
In my own experience, a trial was presented in such positive and reassuring terms that I found myself wondering why a trial was needed at all if the method already seemed so well established and beneficial. When I chose not to participate and instead made my own treatment decisions, the physician involved scolded me. It was a shocking experience, and one no patient should ever have.
That moment made clear to me how important trust, transparency and honest patient information truly are. To make informed decisions, patients need balanced communication that explains not only potential benefits, but also the uncertainty that makes research necessary. Overselling science or safety risks undermining trust.
As a patient, the most important questions are personal: What does this mean for me? Will I be listened to? Will my choice be respected?
These experiences are why I became a Clinical Trial Ambassador. Clinical trials matter, but participation must always be voluntary, informed and respectful. Access to trials should not depend on education, geography or a patient’s ability to navigate the system.
When patients feel informed and supported, clinical trials become a collaboration. That is the kind of research patients deserve to be part of.



