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Introduction

For patients diagnosed with myeloproliferative neo-
plasms (MPNs), choosing the right specialist is one of
the most crucial decisions in their healthcare journey.
These rare blood cancers require deep knowledge,
experience, and a collaborative approach to treatment
that not all hematologists possess. While any hematol-
ogist-oncologist can provide MPN care, finding a true
specialist—one with deep proficiency in these blood
cancers can make a meaningful difference in disease
management and quality of life.

Finding a specialist who not only understands the com-
plexities of MPNs but also aligns with your

personal needs and treatment goals can significantly
impact your long-term health outcomes. This com-
prehensive guide will help you navigate the process of
selecting an MPN Specialist, from understanding what
qualifications to look for to ensuring a productive long-
term doctor-patient relationship.

What Defines an MPN Specialist?

An MPN specialist is a hematologist-oncologist who
specializes in treating essential thrombocythemia (ET),
polycythemia vera (PV), and myelofibrosis (MF). This
makes them different from other hematologists be-
cause they know how to treat these specific types of
cancer. Foremost, they should have significant expe-
rience treating MPN patients, typically managing a
substantial caseload of individuals with MPNs.

Beyond clinical experience, these specialists maintain
advanced knowledge of the latest MPN research,
innovative treatment protocols, and clinical trials. They
often have connections to major cancer centers and,
therefore, multidisciplinary teams available, which can
be critical for comprehensive care.

An important advantage of a comprehensive cancer
center is having a pharmacy right there that is well-
versed in managing specialty medications and dealing
with insurance issues. They can often send an appeal

into the insurance company to get medication ap-
proved before you even know there was a problem.
This is often next to impossible with a community phy-
sician. They also are very aware of co-pay assistance
programs that can help you get expensive medications
for very little cost.

Perhaps most importantly, true MPN Specialist embrace
a collaborative approach to care, working closely with
other healthcare providers and, crucially, viewing their
patients as partners in the decision-making process.

Finding an MPN Specialist

Finding a qualified MPN specialist may require some
research and persistence, but several reliable pathways
can lead you to the right physician.

® Online directories maintained by MPN-focused orga-
nizations provide databases of specialists who focus
on treating MPNs. MPN Cancer Connection maintains
a comprehensive, doctor-reviewed list of MPN spe-
cialists at https://mpncancerconnection.org/mpn-ex-
perts. Focused on MPNs, the doctors on this list stay
informed about emerging treatments, including clini-
cal trials, targeted therapies, and new research.

® Major cancer centers, particularly those designated as
comprehensive cancer centers by the National Cancer
Institute, often have dedicated MPN programs or spe-
cialists on staff and can be an excellent starting point.

® Patient communities, both online and in-person sup-
port groups, can be invaluable resources for firsthand
recommendations and sharing experiences with
various specialists. Additionally, your current hematol-
ogist or oncologist may be able to refer you to col-
leagues who specialize in MPNs. While these referrals
can be helpful, it's important to do your own research
and ensure the specialist meets your specific needs.
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Questions To Ask Before
Choosing a Specialist

Before committing to an MPN specialist, it’s essential
to ask key questions that will help you understand their
approach to care and ensure they’re the right fit for
your needs. Here are some questions you might ask:

® Do youtreat many MPN patients?
Don't hesitate to ask about their experience—specif-
ically how many MPN patients they treat and their
familiarity with various treatment approaches. Their
responses to these questions can provide valuable
insights into their communication style and treatment
philosophy.

e Canlrecordour meeting?
Inquire about their policy on recording consulta-
tions—this can be invaluable for reviewing complex
medical information later.

® Areyouopentodiscussing research | bringto
appointments?
Bringing your own research shows you’re engaged in
your care, and their openness to discussion indicates
their willingness to engage with informed patients
and consider new perspectives.

e Areyou willing to be the ‘quarterback’ for my
healthcare team?
It is important to determine their willingness to serve
as the coordinating “quarterback,” working with other
specialists to manage your overall MPN care plan.
Multiple organ systems can be affected by MPNs.
If complications like blood clots or organ damage
happen, patients may need to be referred to other
specialists, such as dermatologists, pulmonologists,
cardiologists, and others, to make sure that all of their
care is coordinated and communication is smooth.
Larger cancer centers often excel in this regard, as
they use shared electronic health records for stream-
lined collaboration.

® Do you support shared decision-making?
A good specialist will want to collaborate with you, re-
specting your preferences and priorities; they should
welcome your input and make you feel like a true
partner in your care journey.

Other Factors to Consider

When selecting an MPN specialist, several practical
and personal factors deserve careful consideration.

Location and accessibility are key practical con-
cerns—think about how often you’ll need to visit and
whether the travel distance is manageable for regular
appointments and potential emergencies, especially if
you experience fatigue or other symptoms. Ask if they
offer telemedicine consultations for follow-up visits or
routine monitoring. This can save travel time and make
accessing care more manageable.

Additionally, consider your personal preferences
regarding the doctor’s gender, personality style, and
general demeanor. For example, you might prefer a
more direct, data-driven approach or a warmer, more
empathetic style. Don't disregard your intuition about
the specialist. Since MPNs are chronic conditions,
you'll likely be working with this doctor for years to
come, making it essential to feel comfortable with
their communication style and approach. Do you feel
comfortable with this doctor? Do they seem genuinely
interested in your well-being? The best specialists will
leave you feeling empowered, heard, and confident
about your care.

Effective ongoing communication is crucial—under-
stand how the office handles between-visit questions,
whether they use a patient portal, and their typical
response time to inquiries. A reliable support system is
essential for addressing urgent questions or managing
unexpected symptoms.

Building a positive long-term relationship with your
specialist requires both professional trust and personal
comfort, so these subjective factors can significantly
affect your care experience.

The Role of Family Members
and Caregivers in Choosing
an MPN Specialist

Choosing the right MPN specialist is a collaborative
effort when a patient relies on family or caregivers for
support. For patients facing healthcare management
challenges, such as the elderly, children, or people with
disabilities, caregivers play an important role in select-
ing the right MPN specialist.



The ways they can help begin with getting recommen-
dations from other patients, researching the specialist
and medical facility, and learning about treatment
options. A caregiver can help prepare for the initial
appointment by gathering medical records, navigating
insurance coverage, and writing a list of questions for
the doctor.

At the first appointment, they can evaluate the staff’s
communication style and whether it is a good fit for the
patient. They can also take notes at the visit and help
remember what the doctor says—it is always good to
have a second pair of ears.

The caregiver’s role in the decision-making process can
ensure that the specialist chosen is not only skilled but
also a good fit for the patient’s unique situation. They
act as advocates, helping to ensure the patient receives
the best possible care.

Ongoing Care

Managing an MPN is a dynamic process that requires
ongoing attention and adaptation. Regular reassess-
ment of your care plan with your specialist is essential,
as your disease may evolve and new treatment options
may become available. Your specialist should conduct
periodic evaluations of your symptoms, blood counts,
and overall health status, adjusting treatment strate-
gies as needed. Staying informed about recent research
developments in the MPN field is important for both
you and your specialist—an excellent physician will
remain current with the latest studies and be willing to
discuss how new findings might relate to your care.

The commitment to shared decision-making should
continue throughout your treatment journey, with
your specialist maintaining an open dialogue about any
changes in your condition or treatment options. This
long-term partnership requires ongoing trust and com-
munication, with both parties remaining flexible and
responsive to changing circumstances. If at any point

you feel your needs aren’t being met, it’s appropriate to
reassess the relationship and consider whether adjust-
ments are needed in your care approach or whether it
might be time to seek a second opinion.

Final Thoughts

Choosing an MPN specialist is an important decision
that can significantly influence your health journey and
quality of life. While the process may seem daunting at
first, taking time to find the right specialist is an invest-
ment in your long-term well-being. Remember that
you're not just looking for medical expertise but for a
partner in your healthcare journey who respects your
input, supports your decisions, and provides care that
aligns with your personal needs and values.

Don't hesitate to interview multiple specialists before
making your choice, and remember that it's acceptable
to make a change if the relationship isn't meeting your
needs. The right specialist will combine clinical exper-
tise with a collaborative approach, helping you navigate
the complexities of MPN treatment while empowering
you to be an active participant in your care.

With proper research, careful consideration, and atten-
tion to both professional qualifications and personal
compatibility, you can find a specialist who will provide
the comprehensive, patient-centered care that MPNs
require. Remember, as an MPN patient, you are your
best advocate. With the right specialist, you can build

a care plan that not only addresses your condition but
helps you live life to the fullest.

Thank you to Sobi for their generous support of this
educational resource guide.
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