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Special points of interest 

 Read about this year’s up-
coming Rare Disease Day 
and the initiatives that the 
MPN Research Foundation 
are launching to kick off the 
celebration of this day. 

 Learn about the underlying 
causes of MPN-related pain 
and some strategies that 
can help you manage pain. 

 Hear about some of the 
biggest highlights from this 
past year’s ASH Conference 
in San Diego, CA. 

 Read more about Dr. Jen-
nifer Huberty, PhD and re-
search professor with Arizo-
na State University, who has 
been doing some ground-
breaking work involving 
yoga and meditation in 
MPN patients. 

 If you have a story you 
would like to share with the 
MPN community, please 
send it to us to share in 
upcoming issues. 

Rare Disease Day—February 28, 2019 

February 28th is Rare Disease Day, and the MPN Research Foundation is 

doing some exciting activities to honor and support those with MPN dis-

orders. Click here to read more about their initiative and learn about 

ways you can get involved as a patient or caregiver. 

In This Issue 

This is the first issue of 2019, and we couldn't be more excited to be 

bringing you the second volume of Quarterly Reports for MPN Patients. 

In this issue, you will find a great article on pain in MPN patients written 

by Dr. Holly Geyer of the Mayo Clinic. Additionally, we covered some of 

the highlights from this past year’s American Society of Hematology 

(ASH) Conference that took place in December. Finally, we share Dr. Jen-

nifer Huberty’s bio. She is an Associate Professor at Arizona State Univer-

sity and does research involving yoga and meditation in MPN patients. 

We hope you enjoy this issue! 

Call for Patient Stories 

We would love to hear your story and share it with other MPN patients 

and caregivers in the community. Both patients and caregivers alike can 

benefit and draw inspiration, strength, and courage from the stories of 

others in the community, and we hope to share more patient stories in 

future issues! If you have a story you would like to share, please feel free 

to contact Ryan Eckert, Research Coordinator for Mays Cancer Center at 

UT Health San Antonio, at eckertr@uthscsa.edu. Please keep your story 

to 200-300 words and submit it in a Microsoft Word document file.  

February 18, 2019 
Volume 2, Issue 1 
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Integrative Therapies 
in Cancer Patients 

As findings from cancer 
research continue to ex-
pand, the inclusion of inte-
grative therapies as part of 
a cancer care plan is more 
frequently recommended  
and encouraged. Integrative 
strategies include those 
that are helpful in addition 
to more traditional thera-
pies such as pharmacother-
apy, surgery, etc. 
 
Integrative therapy includes 
a very, very wide range of 
strategies, but some of the 
more commonly studied 
integrative therapies in-
clude: 
 
 

 Aerobic exercise 

 Strength training 

 Yoga 

 Tai chi 

 Qigong 

 Mindfulness-based 
stress reduction(MBSR) 

 Progressive muscle 
relaxation 

 Meditation 

 Massage 
 
 
Research is beginning to 
shed light on some of the 
benefits of these types of 
therapies for pain manage-
ment in cancer patients. 
See the side-bar on the next 
page for some of the bene-
fits of these integrative 
therapies for cancer survi-
vors. 
 

MPN-Pain: The Ten-Thousand Foot View 

Pain is a common occurrence in MPN patients. In fact, upwards of 50% 
of MPN patients describe struggling with pain at any one point in time, 
and pain can have a significant impact on quality of life (QoL). Though 
pain can occur at any location, the most common manifestations of 
MPN-pain include abdominal discomfort, bone pain, and headaches. 
There are many reasons why MPN patients seem to develop pain 
more frequently and severely than that observed with other types of 
hematological malignancies. For one, MPN disorders are characterized 
by high levels of inflammation.  Inflammation refers to the release of 
specific proteins in the body that upregulate the immune system. In-
flammation plays a key role in augmenting pain signals and, in es-
sence, ‘turns up the volume’ of baseline pain or new pain. As such, less 
painful conditions may feel more severe and the pain may last longer.   

 
Pain specific to MPN disor-
ders is also frequently 
caused by disruptions in 
normal body functions. For 
instance, abdominal pain, 
described by 65% of MPN 
patients, may develop from 

progressive spleen enlargement or constipation due to organ crowd-
ing. Blood clots are also common in MPN disorders and may occur 
within small or large blood vessels within the abdomen, further con-
tributing to pain. Bone pain, also observed in 50-60% of MPN patients, 
may develop as the bone marrow attempts to make new cells to com-
pensate for the disorder. Headaches have been described by up to 
50% of MPN patients and their origins are less well understood. It has 
been theorized that poor movement of blood through small blood ves-
sels within the brain, termed ‘microvascular disease’ may play a role. It 
has also been suggested that changes in brain hormones and protein 
levels could perpetuate the symptom. 
 

For the past decade, researchers have attempted to better understand 
how MPN-pain impacts other facets of the disease. There have been 
numerous interesting findings. For instance, one such finding by the 
MPN Quality of Life Study Group (MPN-QoL) was that females experi-
ence pain more frequently and severely than males. This included ab-
dominal pain, bone pain and headaches. Yet despite this increased 
symptom burden, females described similar QoL scores to males sug-
gesting that they were either less likely to vocalize their complaints or 
simply adapted their lifestyles to compensate for the heightened 
symptom burden. Another study by MPN-QoL looked for associations 
between platelet levels and pain, but did not find clear links suggesting 
that platelet-related blood clots may play a smaller role in the pain 
puzzle than originally thought.  
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Benefits of Integrative 
Therapy for Cancer 
Survivors 

In addition to improvements 
in pain, some integrative 
therapies also have other 
physical and psychological 
benefits for cancer survivors. 
Recent research has found 
that those who incorporated 
at least one type of integra-
tive therapy (e.g., aerobic 
exercise, strength training, 
meditation, yoga, to name a 
few) into their overall cancer 
care plan experienced im-
proved symptoms and a 
higher quality of life than 
those who relied solely on 
medical treatment. Listed 
below are some of the bene-
fits of integrative therapies: 
 
Physical Benefits: 

 Lower mortality risk due 
to heart disease 

 Improves cardiorespira-
tory fitness, functional 
capacity, inflammation, 
and fatigue 

 Improves body composi-
tion 

 
Psychological Benefits: 

 Improves anxiety, de-
pression, and pain 

 Improves mood and 
quality of life 

 Regulates stress re-
sponse 

 Improves sleep and cog-
nitive function 

 
It is encouraged that cancer 
patients and survivors alike 
speak openly with their phy-
sicians about their interest in 
integrative therapies so that 
they may be referred to the 
appropriate resources.  

In an investigation evaluating myelofibrosis patients with large 
spleens, it was found that in addition to inducing abdominal pain, pa-
tients were also more likely to have early satiety, suggesting symp-
toms may be linked in certain circumstances. One of the most im-
portant findings to emerge has been the observation that MPN symp-
toms, including pain, do not necessarily correlate with MPN risk 
scores. This critical revelation underscores the importance of screen-
ing patients for symptoms on a regular basis, even in low risk disease. 
 
In efforts to better understand the MPN pain burden, the MPN-QoL 
Study Group performed an international internet survey of over 500 
MPN patients in 2018. The survey focused on patient demographics, 
pain histories, current and prior treatment strategies, as well as pa-
tient satisfaction with pain management options and barriers to treat-
ment. The study identified that most patients had a ‘moderate’ symp-
tom burden and only 42.3% of MPN patients were currently satisfied 
with their pain management plan.  
 
More than half of MPN patients had chronic pain prior to the develop-
ment of their MPN and felt that their pain either stayed the same 
(26.2%), worsened (28.3%) or significantly worsened (14.5%) since 
their MPN diagnosis. Despite the prevalence of MPN pain, only 43.5% 
of patients stated that their MPN providers discussed pain during 
office visits, and Palliative Care (3.1%) and Pain Management (7.3%) 
were infrequently engaged in care. Patients also seemed to lack an 
understanding of MPN pain, as most patients were confident that can-
cer could cause pain but did not necessarily expect to have pain fol-
lowing their MPN diagnosis. When queried about effective treatment 
strategies, MPN patients felt that acetaminophen, anti-inflammatory 
agents (ibuprofen, naproxen, aspirin), opioids, daily exercise, and 
prayer/meditation were most beneficial for all three forms of pain. 
Other studies have identified daily yoga and tai chi to play an im-
portant role in symptom control. 
 
Clearly much has yet to be learned about MPN pain and its impact on 
the total symptom burden. Additional research into the biological ba-
sis for pain development may play an important role in developing 
treatment strategies that prevent pain formation. The results from 
available research suggest that pain is common, complex, and under-
treated. For MPN patients, it remains vital that symptom burden be 
discussed regularly with providers and have open, honest conversa-
tions when treatment strategies aren’t working. Many patients benefit 
from seeing pain-experts in the fields of Pain Management or Pallia-
tive Care, so patients should consider requesting a referral to a spe-
cialist if symptoms are not under control. When it comes to pain treat-
ment, the goal is not to eliminate pain but to make pain manageable 
so that patients can complete activities of daily living. Remember, pain 
may be a part of the MPN disease, but it doesn’t have to control your 
life.   
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Highlight Video Links 

Click the links below for a 
variety of highlights from 
the 2018 ASH Conference. 

 

 ASH News Highlights 

 ASH 2018 Daily Wrap: 
MPN News 

 MPN Research Founda-
tion Update 

 Dr. Mesa Update with   
Patient Power 

 Dr. Mesa Update with 
Video Journal of Heme 
Oncology 

 Claire Harrison Key 
Updates with Video 
Journal of Heme Oncol-
ogy 

 Claire Harrison Update 
on Myelofibrosis with 
Video Journal of Heme 
Oncology 

 

 

ASH Conference 2018: Highlights 

This past year, the 60th Annual American Society of Hematology (ASH) 
Conference took place during the first week of December and was 
attended by physicians, researchers, and patients to discuss the scien-
tific discoveries and advancements related to blood disorders that 
were made in the past year. Several members of the MPN Quality of 
Life Study Group presented their research involving MPNs at this con-
ference, including Dr. Ruben Mesa. 
 
Dr. Mesa recapped the MPN-related highlights of the ASH Conference 
in a brief video posted on the website of the MPN Research Founda-
tion (www.mpnresearchfoundation.org). Throughout this video, there 
is a recurring message to those suffering because of an MPN: There 
are many reasons to be hopeful. Dr. Mesa explains how each yea re-
searchers and physicians advance their understanding of the complex 
biology behind MPNs relating to the cause and progression of disease. 
The more that physicians and researchers know, the more capable 
they become of developing optimal treatment strategies 
 
Along with this knowledge that, Dr. Mesa discusses some of the many 
MPN-related clinical trials that are taking place, such as the use of al-
ternative JAK-inhibitors after ruxolitinib as well as combination treat-
ment to be used alongside ruxolitinib. Researchers are in the process 
of evaluating the benefits and safety of these treatments as they plan 
further investigation into what could be approved for patient use. 
 
Dr. Mesa also describes how general advancements in the field of he-
matology can have an impact on MPNs. For example, the growing un-
derstanding of the function of the immune system in a person with 
chronic illness allows for the development of treatments that use a 
person’s immune function to alter the course of disease. Additionally, 
hematological research is currently investigating the use of engineered 
cellular therapy and gene editing technologies to impact chronic ill-
ness. Finally, researchers continue to explore therapies that comple-
ment the use of medicine (integrative/complementary therapy), some 
of which include online yoga, nutrition, and meditation, and examine 
ways of introducing these therapies to physicians to recommend to 
their patients. 
 
Overall, it is clear that Dr. Mesa and others who attended the ASH 
Conference this year have both shared and acquired information that 
will lead to improved outcomes for MPNs and other blood disorders. 
Dr. Mesa emphasizes the many reasons to be hopeful in the continu-
ing pursuit of a world without MPNs. For more information about the 
ASH Conference, see the links in the sidebar to the left. These videos 
give quick highlights from the 2018 ASH Conference. Also, stay tuned 
for a comprehensive review by Dr. John Crispino, that will be released 
early in 2019! 
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My name is Jennifer Huberty. I have a PhD in exercise physiology and I 
am currently an Associate Professor at Arizona State University in the 
College of Health Solutions, as well as an Adjunct Professor of medi-
cine at Mayo Clinic College of Medicine and the Mays Cancer Center in 
San Antonio, Texas.  My research focuses on the use of digital 
platforms to deliver complementary approaches such as yoga, medita-
tion, and physical activity.   
 
My research involving patients with myeloproliferative neoplasms 
started in 2016 when I joined Dr. Mesa in helping to improve symptom 
burden, namely fatigue in MPN patients. Outside of my work with 
MPNs, my research has examined the feasibility of using online ap-
proaches to deliver yoga and improve mental and physical health in 
stillbirth mothers and pregnant women. I work closely with industry 
partners, such as Udaya.com and Calm, so that consumer-based prod-
ucts are more likely to improve the well-being of their users.  
 
My most recent project involving MPN patients aims to design a medi-
tation app, in partnership with Calm, that is specific to cancer patients. 
We hope that through this app, we will be able to help improve MPN 
patients’ total symptom burden and quality of life. I, along with the 
rest of the MPN QoL Study Group, am passionate, determined, and 
excited to continue seeking out ways to enrich the lives of those who 
need our help most.  

 
In my spare time, I enjoy spending time with my husband, Rodger, and 

our two sons, Greyson and Nolan. We rescued a dog named Dodger 

(yes, it rhymes with my husband’s name) a year ago, and he has been 

such a shining light in our lives.  I am also a yoga practitioner and med-

itate daily, two practices that help me to be a better mother, wife, and 

professional.  

MPN QoL Study Team Bio—Dr. Jennifer Huberty Contact Us 

Please feel free to contact 

us with questions or com-

ments you may have. We 

are always looking to im-

prove the content and    

topics that are covered in 

this report, so please let us 

know if there is anything 

you would like to see in 

future issues. 

Please contact Ryan Eckert 

at eckertr@uthscsa.edu 

with questions/comments. 

. 
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