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A single abnormal laboratory result does not necessarily indicate disease progression.  Repeat and look for trends.

Changes in symptom burden do not necessarily indicate disease evolution.

Schedule dedicated visits to review results together. Encourage questions about testing and access barriers.

Explain that risk scores are estimates and not promises.

Help patients understand the complexity of MPNs without becoming overwhelmed.

Emphasize heterogeneity: “No two patients look or behave the same way.”

Use visuals: drawings on exam paper, diagrams, or simple sketches.

Explain why MPNs feel “vague”:  no tumor, no stage, chronic but unpredictable.

Prepare patients for portal‑released results and schedule follow‑up to review them.

Help patients distinguish clinically meaningful changes from expected fluctuations. Not every red lab value matters.

Encourage care partner involvement for memory, emotional support, and shared understanding.

Encourage patients to ask:

“Is this symptom MPN‑related or something else?”

“What signs would mean it’s time to change treatment?”

“Are there newer treatments or trials I should consider?”

Introduce the concept of disease evolution early, using clear and reassuring language.
Provide a “menu of options” before recommending a path.
For clinical trials, state any bias openly and step out so patients can speak freely to research staff.
Encourage bringing a care partner to difficult conversations and break info into small pieces for emotionally fragile
patients.
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Validating Symptom Burden & Quality of Life
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Say explicitly: “Good labs don’t always mean you feel good.”

Use structured tools (MPN‑SAF) at every visit to track trends.

Educate patients on which symptoms may be MPN‑related vs. anxiety‑related.

Recognize psycho‑emotional impacts: fatigue, fear, intimacy changes, social withdrawal.

Normalize symptom fluctuations without implying progression.

Many patients with ‘low-risk’ disease experience significant symptom burden and anxiety, sometimes exceeding that of
patients with higher-risk disease. Validation is essential for trust and shared decision‑making.

Progression conversations are emotionally charged. You can empower patients by pacing information, offering options, and
building trust through transparency.

Using modern diagnostics to empower patients. Precision tools are powerful but only when patients understand them and have
equitable access.

Empowerment comes from helping patients understand what matters, what doesn’t, and how to stay engaged in their care.
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