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MPN Research: A Rapidly Evolving Field 
The MPN Quality of Life Group is excited to present the second issue of our 
quarterly report for MPN patients. The field of MPN research and patient care is 
advancing at an alarmingly rapid rate, with new and exciting research emerging 
each month. From research delving into the complex genetic pathways           
underlying MPN disease progression to non-pharmacologic approaches being 
used to help MPN patients reduce their symptom burden and improve their 
overall quality of life, there is much to look forward to in terms of findings that 
are applicable to MPN patient care. 

 

What’s New in this Issue? 
In this issue, we describe supplement use in MPN patients and the new MPN 
patient guidelines issued by the National Comprehensive Cancer Network 
(NCCN). The NCCN publishes patient guidelines in many other cancers, however, 
these guidelines are the first that are targeted specifically for MPN patients and 
providers. A link to the PDF of the guidelines are included (pg. 3) so that readers 
can access the full, easy-to-read set of guidelines. 

The American Society of Hematology (ASH) had their 59th Annual Meeting early 
in December in Atlanta, Georgia. In this issue, we will cover some of the key 
points that came about in MPN research from team members of the MPN   
Quality of Life Group that attended the meeting. Research topics presented 
were diverse and included pharmacologic treatment advancements, MPN symp-
tom assessment, and non-pharmacologic treatment modalities. 

To finish off the issue, we will take a look at Julia’s story as she describes how 
she has lived with Myelofibrosis for the past nine years while simultaneously not 
letting it hold her back from doing the things she loves. 
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    = no association 
    = associated with reduced/improved symptom burden 
    = associated with increased/worsened symptom burden 
 

A total of 72% of MPN patients indicated that they take over the counter  
supplements. Patients report using a wide variety of supplements (see table 
above); however, only three supplements were significantly associated with 
symptom burden. Reported use of amino acids (building blocks of protein) 
and N-acetylcysteine (amino acid derivative) were associated with a lower 
symptom burden, whereas the reported use of Bach Flowers (solution of 
brandy and flower diluted in water) was associated with a higher symptom 
burden. Future research will need to expand upon these findings to identify 
the true effects of these supplements on MPN patient symptom burden. 

A total of 1329 MPN patients responded to a survey asking about    
supplement use and symptom burden. 

Supplement Use in MPNs: NUTRIENT Trial Data 

The NUTRitional Intervention among MyEloproliferative Neoplasms Trial 
(NUTRIENT) is an exciting ongoing effort led by researchers Dr. Robyn      
Scherber (Oregon University) and Dr. Angela Fleischman (University of Cali-
fornia Irvine). NUTRIENT aims to explore the effects dietary factors (e.g., sup-
plements, specific food items, specific nutrients, etc.) has on MPN patients, 
particularly on inflammation and symptom burden. This study kicked off with 
a survey of over 1100 MPN patients that aimed to determine nutritional 
needs and preferences. In our prior issue (Vol. 1 Iss. 1), we presented data 
illustrating that the consumption of alcohol (≥1x per week), baked goods, 
dairy, pasta were associated with a lower symptom burden, whereas the  
intake of fast foods, pre-made snacks, soda, refined sugars, and tacos were 
associated with a higher symptom burden. In the current issue of this MPN 
Patient Report, we will present supplement use data among MPN patients 
that came from this same survey. The following data in the table below     
describes supplement use statistics as well as their associations with       
symptom burden. 
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Drs. Robyn Scherber 

(top) and Angela  

Fleischman (bottom) 

Supplement Percentage 
Using 

Reported Use Associated with 
Symptom Burden (     ,     , or     ) 

Vitamin D 28.7%   

Multivitamin/mineral 22.7%   

Calcium 16.5%   

Vitamin B12 13.8%   

Curcumin 8.8%   

CoQ 10 7.6%   

Digestive Enzymes 7.2%   

Antioxidants 6.4%   

Amino acids 3.7%   

N-acetylcysteine 0.9%   

Bach Flowers 0.9%   



Patient Resources 

The NCCN Guidelines for 
MPN Patients discusses the 
importance of support, 
whether in the form of a 
caregiver, a friend, a        
support group, or simply      
evidence-based information 
available for MPN patients 
to help inform treatment 
decisions. See the following 
links for resources that may 
be of interest: 
 

Information Sources 

 National Coalition for 

Cancer Survivorship: 

Cancer Survival Toolbox 

 National Cancer       

Institute: MPNs 

 MPN Research       

Foundation 

 Voices of MPN 

 

Support Groups 

 MPN-NET: an online 

support group 

 MPN Voice 

 MPD Research         

Consortium 

 MPN support group 

local contacts 

 

Additional links to websites 

and resources can be found 

on page 61 of the NCCN 

MPN Patient Guidelines. 

 

 

National Comprehensive Cancer Network Releases MPN 
Patient Guidelines  

The National Comprehensive Cancer Network (NCCN) is a non-profit alliance 

of 27 leading cancer centers dedicated to patient care, research, education, 

and the improvement of overall patient quality of life through more effective 

treatment (https://www.nccn.org/about/default.aspx). NCCN regularly pub-

lishes guidelines that inform patient care and treatment decisions and on 

October 19th they published their MPN-specific patient guidelines. 

Click on the following link to view the PDF of these guidelines: 

https://www.nccn.org/patients/guidelines/content/PDF/mpn.pdf 

These guidelines discuss testing for and treating the “classic” MPN types,  

including essential thrombocythemia, polycythemia vera, and myelofibrosis. 

Additionally, the guidelines discuss making treatment decisions from the  

patients perspective, including questions to ask your physician and the im-

portance of support and seeking second opinions where appropriate. 

These guidelines provide both physicians and patients with a resource to turn 

to for the most effective, evidence-based diagnosis and treatment guidelines 

for MPNs. Furthermore, patients may benefit from reading these guidelines 

as they may help 

patients better 

communicate with 

their physicians 

about their diag-

nosis, prognosis, 

and treatment 

options. 3 

http://www.canceradvocacy.org/resources/cancer-survival-toolbox/
http://www.canceradvocacy.org/resources/cancer-survival-toolbox/
http://www.canceradvocacy.org/resources/cancer-survival-toolbox/
https://www.cancer.gov/types/myeloproliferative
https://www.cancer.gov/types/myeloproliferative
http://www.mpnresearchfoundation.org/
http://www.mpnresearchfoundation.org/
https://www.voicesofmpn.com/
http://mpninfo.org/support/mpn-net-online-support-group/
http://mpninfo.org/support/mpn-net-online-support-group/
http://www.mpnvoice.org.uk/get-involved/events.aspx
http://mpdrc.org/home.php
http://mpdrc.org/home.php
http://mpninfo.org/support/mpn-support-groups/
http://mpninfo.org/support/mpn-support-groups/
https://www.nccn.org/about/default.aspx
https://www.nccn.org/patients/guidelines/content/PDF/mpn.pdf


What’s New in MPNs? 

The 59th American Society 

of Hematology (ASH)      

Annual Meeting took place 

between Friday December 

8th and Tuesday December 

12th in Atlanta, Georgia. 

This conference attracts 

hematology researchers 

and clinicians from around 

the world, with the bright-

est minds in the field     

gathering in one place to 

share their research and 

advance the field of hema-

tology patient care. Many 

team members from the 

MPN Quality of Life Group 

were at the conference  

presenting their research 

and leading symposiums 

and seminars, and the    

following few pages discuss, 

at a glance, the major 

points that came out of 

their work. There were a 

wide range of studies that 

were presented at ASH, 

ranging from work in MPN 

symptom assessment to 

non-pharmacologic studies 

in MPN patients.  

There were many advancements presented at ASH in the pharmacologic or medical 
treatment of hematologic blood disorders. A few of the noteworthy updates in the 
pharmacologic treatment of MPNs comes from the work presented by Drs. Amylou 
Dueck (Mayo Clinic) and Jeanne Palmer (Mayo Clinic). 

Dr. Dueck presented on a Phase II trial of pegylated interferon alpha 2a in             
hydroxyurea-resistant, high-risk ET/PV patients. A total of 115 patients enrolled into 
the trial, with 15% discontinuing due to side effects and 10% dropping out. MPN 
patients saw some improvements in total symptom burden, fatigue, dizziness, 
numbness, and weight loss. Furthermore, of those patients that could tolerate the 
treatment, quality of life was not affected negatively despite side effects of the 
treatment (flu-like symptoms, injection site irritation, blurry vision). More research 
is needed in order to identify those that are more likely to tolerate treatment. 
Nonetheless, this is an important step forward in the research of treatment options 
for ET/PV patients that are resistance or intolerant to hydroxyurea. 

Stem cell transplantation is a potentially curative therapy for high-risk MF patients, 
but carries with it many risks and potential complications. Dr. Jeanne Palmer pre-
sented her work at ASH in which she examined pre-transplant predictors of survival 
in patients undergoing stem cell transplantation. She looked back and followed 87 
myelofibrosis patients between 2005 and 2016, finding a stem cell transplantation 
survival rate of 66% at 2 years and 57% at 5 years, a treatment-related mortality 
rate of 29% and a relapse-related mortality rate of 9%. Significant predictors of  
mortality included the need for a red blood cell transfusion pre-transplant and the 
use of an unrelated stem cell donor. The use of antithymocyte globulin (ATG) was 
associated with increased overall survival. These predictors of survival/mortality 
provide clinicians with potentially relevant risk factors and/or protective factors to 
consider when deciding if a stem cell transplant is the best option for a patient; 
however, the findings of this study will need to be confirmed in future research. 

American Society of Hematology (ASH) Annual 
Meeting  2017: Updates on MPN Research 
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Updates in Pharmacologic Treatment 
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Non-Pharmacologic Treatment for MPN 

There has been a recent interest in examining non-pharmacologic treatment modalities for managing MPN symp-

tom burden and improving quality of life. Although this was a topic area less explored compared to pharmacologic 

treatment strategies at ASH, there was some promising research presented at the conference, particularly related 

to the use of yoga to improve inflammation.  

Increases in inflammation in MPN patients has been linked to a worse 

symptom burden (Geyer et al., 2015). Therefore, reducing inflammation, 

whether by pharmacologic or non-pharmacologic means, should hopefully 

improve symptom burden. Ryan Eckert, MS (University of Texas Cancer 

Center) presented findings in which a reduction in the pro-inflammatory 

marker tumor necrosis factor-alpha (TNF-a) was noted in those that partici-

pated in a 12-week online yoga study. This was feasibility data and will have 

to be studied further to make more definitive conclusions and to identify if 

the reductions in inflammation caused by yoga lead to improvements in 

symptom burden.  

The findings presented by Ryan adds to data obtained from a recent study 

conducted by Dr. Jennifer Huberty (Arizona State) and colleagues in which 

38 MPN patients saw improvements in total symptom score, fatigue, de-

pression, anxiety, and sleep disturbance after participating in a 12-week 

online yoga intervention (Huberty et al., 2017)  

Interestingly, our research group (MPN QoL Study Group) has identified 

that yoga is a popular strategy chosen by MPN patients for managing their 

symptoms. Dr. Krisstina Gowin (Salish Cancer Center) presented survey data at the European Hematology          

Association in June 2017 identifying 26% of MPN patients (220 out of 850 completing survey) having reported par-

ticipating in yoga. Furthermore, those that reported participating in yoga had a lower total symptom burden, lower 

depressive symptoms, and a higher quali-

ty of life than those that didn’t report 

participating in yoga (Gowin et al., 2017). 

Based on data to come out of ASH and 

from recent studies, it seems that yoga 

may be beneficial for MPN patients in 

managing their symptom burden and 

carry with it minimal risk, although future 

research is still needed to confirm this. 

For patients that wish to try yoga, it is 

recommended that you speak to your 

physician prior to participating in order to 

1) identify whether there is any risk you 

should be aware of and 2) to identify 

whether there are certain precautions 

that you should take when practicing 

yoga. 

Dr. Jennifer Huberty of 

Arizona State University 

Ryan Eckert presenting his poster at the ASH Annual Meeting. 

C:/Users/rmeck/Downloads/284706 (1).pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5622867/
https://learningcenter.ehaweb.org/eha/2017/22nd/181792/krisstina.gowin.the.simm.study.survey.of.integrative.medicine.in.html?f=topic=1574*media=3
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MPN Symptom Burden & Quality of Life 

In MPN patients there is an increasing focus on managing symptom burden and quality of life in parallel with 

managing disease advancement. The relationship between patient-reported symptoms, quality of life, and the 

disease itself is rather complex, but some of the work presented by Drs. Leslie Padrnos (Mayo Clinic), Allison 

Scotch (Mayo Clinic), Krisstina Gowin (Salish Cancer Center), and Blake Langlias (Mayo Clinic) sheds some light 

into this complex relationship. 

Depression has been increasingly recog-

nized as a major issue among MPN patients. 

Dr. Gowin identified 41% of MPN patients 

(out of 1,087 completing a survey) reporting 

depressive symptoms and 23% meeting 

criteria for a diagnosis of clinical depression. 

Dr. Leslie Padrnos identified that depressive 

symptoms are associated with an increase 

in symptom burden in MPN patients and 

that depressive symptoms may not neces-

sarily be related to pharmacologic         

treatment, but rather may be related to the 

MPN disease itself. This is not necessarily a 

surprise as depression is common in other 

cancer patients as well, with some research 

suggesting that it is up to three times more 

common in cancer patients compared to 

non-cancer patients (Smith et al., 2015).  

Stress related to a cancer diagnosis has been identified as one culprit underlying depression in cancer patients 

(Smith et al., 2015). Dr. Gowin identified that ~34% of patients in her survey (out of 1,087 patients) reported 

stress. The duration since one’s MPN diagnosis seems to impact stress as well, with Dr. Leslie Padrnos showing 

that a chronic diagnosis (≥3 years) being associated with higher stress levels, less knowledge of how to manage 

stress, and higher fatigue levels. It would seem that managing stress, particularly the stress and fatigue            

associated with a chronic MPN diagnosis, should be an important factor for both clinicians and researchers to 

consider. 

The management of depression, stress, and fatigue is especially important considering the impact that it may 

have on quality of life. Dr. Blake Langlias presented data at ASH identifying fatigue and depression as a few of the 

symptoms most strongly correlated with a reduced quality of life.  

All this being considered, it may be important for researchers and clinicians to consider non-pharmacologic 

methods to manage depression, fatigue, and quality of life as Dr. Allison Scotch identified standard pharmacolog-

ic therapies (medications, phlebotomy, stem cell transplant) to be associated with reduced early satiety, reduced   

abdominal discomfort, reduced night sweats, and reduced weight loss; however, these standard treatments 

were also associated with increased fatigue and a reduced quality of life. Therefore, more research is needed 

that examines non-pharmacologic strategies (e.g., yoga, exercise, meditation, counseling) to improve depression, 

fatigue and quality of life. 

Dr. Krisstina Gowin presenting her poster at the ASH Annual 

Meeting; pictured here with Dr. Ruben Mesa. 

https://www.spandidos-publications.com/ol/9/4/1509?text=fulltext
https://www.spandidos-publications.com/ol/9/4/1509?text=fulltext


My name is Julia. I’m 55 years old and live in New Jersey.   
 
I’ve been living with Myelofibrosis (MF) for nine years. I was first diagnosed 
with Essential Thrombocythemia (ET) by a local oncologist after routine blood 
work showed my platelets were high. I was caught off guard. Although I am a 
health educator, I needed convincing to take a baby aspirin for ET. I had    
always been very healthy and rarely took a sick day. I was physically active, 
never smoked and ate well. I was the kid who loved vegetables! The main 
health problem I had was the occasional migraine.  
 
Then when a second bone marrow biopsy showed I had MF, I was thrown! I 
couldn’t believe I had an illness that would require serious treatment. How 
did this happen to me – “Miss healthy?” MF wasn’t yet classified as cancer 
then, but I learned from online reading it was a rare, progressive and poten-
tially fatal blood disease. I started to think I was going to die in a few years. I 
knew I needed an expert and found a hematologist in New York who had MF 
patients.  
 
Since those early days, I’ve had several hospital stays for acute episodes of 
illness that seem to come out of nowhere and then knock me down for a 
while. Although Jakafi (ruxolotinib) has made a significant difference in how I 
feel and function, I still have fatigue, bone and nerve pain that gets better and 
worse seemingly without a pattern.  
 
MF has CHANGED MY LIFE but I feel lucky (mostly) to be doing much of what I 
have always done, albeit maybe less often, less intensively and with more 
thought and planning; but I still am being who I am. I still travel (Paris here I 
come) still work some, still dine out with friends, still make elaborate dinners 
for family, volunteer locally, call members of congress, pay bills and walk the 
dog. I try to be hopeful and enjoy life today. On that note, I’m going for a 
walk in the sun. 

Julia’s Story 
Contact Us 

Please contact us with 

questions/comments relat-

ed to the content of this 

report. Also, if you have a 

story you would like to   

submit, please send  in an 

email to Ryan Eckert 

(below). Keep your story 

between 200-300 words. 

Please contact Ryan Eckert 

at rmeckert@asu.edu with 

your questions/comments 

or personal story. 
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Arizona State University 

School of Nutrition and Health Promotion 

500 North 3rd St. 

Phoenix AZ, 85004 

 

University of Texas Health  

UT Health San Antonio Cancer Center 

7979 Wurzbach Rd. 

San Antonio, TX 78229-3900 

 

Mayo Clinic 

5777 East Mayo Blvd. 

Phoenix, AZ 85054 

 


