
ELEVATE | WHAT YOU SHOULD KNOW ABOUT YOUR ROLE IN 
MYELOFIBROSIS TREATMENT AND CARE DECISIONS 
Program Resource Guide 

© 2024 Patient Empowerment Network, a 501(c)(3) Public Charity                                   Produced by Health Content Collective                              
www.powerfulpatients.org                                                                                       

Shared Decision-Making (SDM) 

Process of communication by which patients and clinicians collaborate to make healthcare decisions. The 
process encourages patients to take a more active role in their care and treatment. 

Key Shared Decision-Making Considerations Myelofibrosis Testing 

▪ What's important to you as the patient?  

▪ What's important to the caregiver?  

▪ What are the worries?  

▪ What are the barriers? 

▪ Understanding treatment options and 
discussing: Risks, benefits, side effects, 
toxicities, alternatives. 

▪ Bone marrow biopsy 

▪ CBC (Complete Blood Count) 

▪ CMP (Complete Metabolic Profile) 

▪ Cytogenetics 

▪ Molecular testing 

▪ Flow cytometry 

Myelofibrosis Testing Defined 

Bone Marrow Biopsy: Procedure that involves collecting a small sample of bone marrow, usually from 
the hip bone, in order to be examined by a laboratory. This procedure is used to confirm a diagnosis and 
may be used to monitor the disease over time. 

Complete Blood Count (CBC): Blood test used to evaluate one’s overall health and detect a wide range of 
disorders. CBC measures several features of the blood, including red blood cells, white blood cells, 
hematocrit, hemoglobin, and platelets. 

Cytogenetics: The testing of blood, bone marrow, or tissue in order to identify changes in chromosomes. 

Flow Cytometry: Analyzes blood and bone marrow cells in order to classify the cell types and determine 
disease risk as well as an appropriate treatment plan.   

Molecular Testing (genetic profiling or biomarker testing): Laboratory testing that identifies certain gene 
mutations, proteins, chromosomal abnormalities, and/or other molecular changes that are unique to an 
individual’s disease. In cancer, it may be used to evaluate treatment or to make a prognosis. 

JAK Inhibitors for Myelofibrosis Myelofibrosis Therapies in Clinical Trials  

JAK Inhibitors: A class of therapy that interferes 
with the activation of the JAK-STAT pathway. 

▪ Ruxolitinib (Jakafi)  

▪ Fedratinib (Inrebic)  

▪ Pacritinib (Vonjo) 

▪ Momelotinib (Ojjaara) 

▪ Navitoclax (Bcl-xL cell inhibitor) 

▪ Pelabresib (BET inhibitor) 

▪ Selinexor (Xpovio) 

▪ Navtemadlin (MDM2 inhibitor) 

▪ Imetelstat (Rytelo, telomerase inhibitor) 
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Support & Resources 

Cancer Hope Network | Peer Support 

Patient Empowerment Network | Evolve. Myelofibrosis 

Patient Empowerment Network | Office Visit Planners 

The Leukemia & Lymphoma Society | Financial Resources 

MPN Voice | Patient Education 

Glossary 

Anemia (iron deficiency anemia): A condition that develops when the body lacks sufficient red blood 
cells. Symptoms of anemia may include fatigue, weakness, and shortness of breath, among others.  

JAK2 (JAK2V617F) Mutation: An acquired mutation in the majority of patients with myeloproliferative 
neoplasms. The mutation is found in approximately 50% of myelofibrosis (MF) and essential 
thrombocythemia (ET) patients and 95% of polycythemia vera (PV) patients. 

Mediterranean Diet: Emphasizes plant-based foods and healthy fats. The diet typically includes mostly 
vegetables, fruits, and whole grains. Extra virgin olive oil is the main source of fat. 

Palliative Care: Specialized medical care focused on relieving pain and symptoms of patients living with a 
serious illness. Palliative care aims to improve the quality of life for both the patient and the family. 

Standard of Care: An established guideline that is consensus among experts as the most appropriate 
and/or effective treatment for a specific type and stage of cancer. 

Stem Cell Transplant (bone marrow transplant): Procedure in which healthy blood stem cells are used to 
replace damaged or diseased bone marrow. This procedure can be used to treat certain types of blood 
cancers. 

THANK YOU 

CancerGRACE: cancergrace.org 

Cancer Hope Network: cancerhopenetwork.org 

MPN Voice: mpnvoice.org.uk  

The Leukemia & Lymphoma Society: lls.org 

Elevate Myelofibrosis is brought to you by the Patient Empowerment 
Network. It is sponsored by GSK, and through generation donations from 
people like you. 

www.powerfulpatients.org  
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