Mays Cancer Center at
UT Health San Antonio MD Anderson
in partnership with
Arizona State University
The Mayo Clinic
The University of Arizona &
UC Irvine

October 15, 2018
Volume 1, Issue 5

MPN Quality of Life Study Group
A Quarterly Report for MPN Patients

In Case You Missed It: MPN Awareness Day
September 13th, 2018 was the sixth annual MPN Awareness Day! The goal of
this unique day is to encourage those living with MPNs to open up about their
own personal experiences in the hopes of inspiring others on their MPN journey.
This year’s MPN Awareness Day was celebrated with the release of a documentary spotlighting the journeys of four people living with MPNs. The documentary
was directed by an Academy Award® winning filmmaker and is titled
“Something So Rare.” In case you missed this documentary, you can watch it by
going to the following site: https://www.businesswire.com/news/
home/20180913005026/en/.

In This Issue
This will be the last issue of the year for this quarterly report before we pick
back up with Volume 2, Issue 1 in January of 2019. It’s been an exciting year for
the MPN QoL Study Group and will continue to be moving forward. Many of the
members of our team are dispersed across the country, but we will all be getting
together in mid-November of this year to discuss long-term goals for 2019 and
beyond. This will certainly prove to be another step in the right direction for not
only our group of physicians and researchers, but for MPN research as a whole.
Inside this issue you will find a description of the work that some of the members of our team will be presenting on at the upcoming American Society of Hematology’s Annual Meeting in San Diego. Additionally, we have a few educational pieces on the benefits of mind-body practices (yoga, qigong, tai chi) for MPN
patients as well as the role of nutrition in MPNs. Finally, we close out this issue
with a bio of Dr. Robyn Scherber, a physician/researcher from our team that has
just recently relocated to San Antonio to work alongside Dr. Ruben Mesa.
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Special points of interest
• Learn about some of the research topics that members of
our team will be presenting on
at this years American Society
of Hematology Annual Meeting
• Discover some useful tips for
getting the most out of attending an academic conference as
a patient
• Learn of the ways in which diet
can impact MPNs and of the
ways in which diet can be modified to target reductions in
inflammation
• Realize some of the benefits of
mind-body practices for MPN
patients and learn of some tips
for integrating these potentially
beneficial forms of exercise into
your lifestyle.
• Read a bout one of the physicians/researchers on our team,
Dr. Robyn Scherber of UT
Health San Antonio—learn
more about her background
and what she enjoys to do with
her, albeit limited, free time

We hope you enjoy the last issue of the year and hope you continue to enjoy
future issues of this quarterly report!
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Upcoming 60th American Society of Hematology
Annual Meeting
The 60th Annual American Society of Hematology Annual
Meeting is one of the largest hematology conferences in the
world and features novel, cutting edge research related to
hematologic cancers, including MPN cancers. Last year this
conference was held in Atlanta, GA and many members of our
study group attended and presented their latest research
efforts. Members of our team often present posters describing their research as well as participate in panels and group
forums that are held at this conference each year. This year,
the conference is set to be held in sunny San Diego, CA between December 1-4, 2018. Many members of the MPN QoL
Study Group are set to present their research again this year.
The list below highlights some of the research topics that
some of our team is planning on presenting at this year’s conference. If you are interested in learning more about this conference or are interested in attending this conference, please
visit
the
conference’s
website
here:
http://
www.hematology.org/Annual-Meeting/. Although this is a conference geared towards the researcher or practitioner, there may be opportunities that are of interest to patients as well.

Drs. Robyn Scherber (UT Health San Antonio) and Holly Geyer (Mayo Clinic):

•

Findings from the "myMPN" Myeloproliferative Neoplasm Patient Registry in
the United States
• Tobacco Use in the Myeloproliferative Neoplasms: Patient Behavior, Opinions,
and Care
• Elevated White Blood Cell Levels and Thrombotic Events in Patients with Polycythemia Vera: A Real-World Analysis of Veterans Health Administration Data
• Are Current Myeloproliferative Neoplasm Pain Management Strategies Adequate?: An International Survey by the MPN Quality of Life Study Group
• Results from the Myeloproliferative Neoplasm Patient Care Survey: Patient
Care Opportunities and Challenges
• Myeloproliferative Neoplasm Quality of Life (MPN-QOL) Study Group: MPN
Experimental Assessment of Symptoms by Utilizing Repetitive Evaluation
(MEASURE) Trial
• The safety of chronic opioid therapy in patients with MPNS: An international
survey of 416 patients from the MPN Quality of Life Subgroup
• Addressing the Adequacy of Current MPN Pain Management Strategies: An
International Survey of 502 Patients by the MPN Quality of Life Study Group
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Dr. Adolfo Enrique Diaz (UT Health San Antonio):

•

Lymphoid Neoplasms for HIV Patients in a Majority-Minority Hispanic
Community: Is There a Difference in Outcomes?
• HIV-Related Primary Diffuse Large B
Cell Lymphoma of the Appendix. What
Can We Learn?
• Payment Plans Bridging Gap: An
Equalizer for the Hispanic Population
with Lymphoid Neoplasms in a MajorityMinority Community
• A Look at Lymphoid Neoplasms in
Patients over 65: Are We Less Aggressive
and Does It Affect Outcome?
Dr. Krisstina Gowin (Univ. of Arizona):

•

Survey of Integrative Medicine in
Myeloproliferative Neoplasms (The
SIMM Study-2)
• Survival Advantage to Allogeneic
Transplant In Patients with Myelofibrosis with Intermediate-1 or Higher DIPSS
Score

Interested in Attending a
Conference?
Although academic conferences,
such as the American Society of
Hematology’s Annual Meeting,
can be geared more towards researchers and clinicians, patients
often attend these events to inform themselves of the latest research relevant to them and their
interests. Although some of the
language used and the way that
the data is presented can sometimes be very technical, there are
definitely opportunities at academic conferences for patients
that may not have a background
in research. Here are a few tips for
getting the most out of your conference experience if you are
attending an academic conference
as a patient:
1.

Conferences very often have
“poster sessions” in which
researchers/clinicians present
their latest research. This can
be a great opportunity, as a
patient, to find posters relevant to your condition and to
ask the researcher or clinician
what this potentially means
for you as patient.

2.

Bring a friend that does understand research and how to
interpret it and have them tag
along with you at the conference.

3.

For presentations given by
researchers, you could meet
with them afterwards and ask
them what their research
could mean for patients.

Dr. Jennifer Huberty (Arizona State Univ.) - her work below will not
be presented at ASH, but will be presented at other select upcoming
conferences:
• Feasibility of smartphone-based
meditation in myeloproliferative neoplasm patients (to be presented at Society of Behavioral Medicine Annual
Meeting in March 2019)
• Utilizing a consumer-based product
to deliver yoga (to be presented at Symposium on Yoga Research in October
2018)
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Nutrition and its Role in MPNs
MPN affects various components of a person’s
health and consequently requires various
forms of treatment for optimized results.
Some of the latest research involves treatment through the approach of an antiinflammatory diet. Below you will find information about possible links between food and
inflammation throughout the body. It is highly
encouraged that you talk with your physician
and/or dietitian before making changes to
your diet or cancer treatment plan.
MPN patients experience a very high level of
chronic inflammation that is associated with a
high symptom burden. It has been found that
certain types of food are associated with increased inflammation, and it could be helpful for MPN patients to
avoid these foods so as not to worsen their symptoms. ConTable 1. Anti-Inflammatory Foods:
versely, some foods have been found to have antiFruits (berries, apricots, avocados, banainflammatory properties and could be beneficial for MPN panas, apples, kiwi, pears)
tients.
Foods to include in an anti-inflammatory diet often contain
phytochemicals and micronutrients that support healthy regulation of inflammation. In addition, foods high in omega-3 fatty
acids, vitamin D, soluble fiber, and prebiotics may help manage
levels of inflammation. In table 1, you can see examples of
foods that contain these anti-inflammatory properties.
While certain foods have been shown to help fight inflammation, there are others that have been associated with increased
inflammation, and subsequently, more intense symptoms.
These foods often contain high levels of sugar, trans fat, partially hydrogenated vegetable oils, and usually come in a package.
Examples of these types of food are shown in table 2.

Table 2. Pro-Inflammatory Foods:
Baked goods
Deep-fried foods
Sugary cereals
Candy
Processed meats (hot dogs, salami)
Margarines
Frosting
Sweetened beverages
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Vegetables (leafy green vegetables,
broccoli, potatoes)
Whole grains (brown rice)
Chia, hemp, pumpkin, and flax seeds
Oily fish (salmon, sardines)
Nuts (almonds, walnuts)
Coconut milk (unrefined)
Herbs and spices (basil, oregano, garlic,
curcumin, turmeric, rosemary,
cilantro)
Yogurt (should contain 20 billion cfu per
8 fl oz serving)
Lean protein (chicken, tuna, turkey, tofu)

Along with planning what to include in your diet, it can be
helpful to incorporate healthy patterns of eating with the intent of improving fatigue, which is typically the most reported
symptom by MPN patients. Some patients have found it beneficial to eat small, frequent meals that include protein throughout the day and to regularly include fiber to stabilize blood
sugar. Organic green tea or dark chocolate can also be used
when necessary as a healthier source of caffeine.

The link between diet and MPN is not entirely clear and is in the process of being investigated. Drs. Angela Fleischman’s and Robyn Scherber’s NUTRIENT study is one such investigation and is currently open for enrollment. This
study’s purpose is to evaluate the effect of diet on MPN patients, with the hopes that reducing inflammation in
the body will improve patients’ symptoms and alter the course of disease. This study asks MPN patients to follow
a diet that is supplemented with nutritional counseling and diet education materials. If you are interested in participating in the NUTRIENT study or learning more about it, visit www.wearempn.org/interestedinenrolling, or
email agf@uci.edu for questions or concerns.

Tips for Healthy Eating Habits
The American Cancer Society has a wide range of resources for
cancer patients who are trying to achieve a healthier way of
eating as part of a well-rounded approach to cancer care. By
visiting their page at https://www.cancer.org/healthy/eathealthy-get-active/eat-healthy.html , you will have access to
the following resources:

•
•
•
•
•

Ideas for healthy recipes
Grocery shopping lists
Printable diet logs
Tips to add fruits and vegetables to your diet
Guide for reading nutrition labels

In addition to these helpful tools, this webpage includes a link to choosemyplate.gov by the United States Department of Agriculture (USDA), which includes even more resources that help in setting goals for healthy eating,
physical activity, and weight management. See the picture above for one of the USDA’s guides to managing portion sizes. If you want to learn about more specific ways in which you can improve your eating habits, ask your
physician to see if there are any Registered Dieticians you can work with to accomplish your nutrition goals.
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Mind-Body Practices for MPN Patients
Managing an MPN cancer diagnosis is both a physical and an emotional
battle. However, mind-body approaches that complement traditional
treatment can be extremely beneficial in terms of managing the mental
and physical stresses of cancer. Our study group is in the process of reviewing scientific literature involving mind-body strategies to help treat
blood cancers. We have found four different mind-body interventions
that have been conducted in blood cancer patients, two of which involve
yoga and two that involve qigong. The findings from the yoga studies
revealed an improvement in cancer-related symptoms, particularly sleep
quality, fatigue, and depression. The qigong interventions, a type of
meditative movement that incorporates gentle movements with breathing techniques, showed a decrease in fatigue along with improvements
in overall sleep quality. Yoga and qigong are just two types of mind-body
approaches, with tai chi being the other common mind-body practice.
Our group did not find, however, any tai chi studies that have been conducted in blood cancer patients.

Access Udaya Yoga
To check out the 12-week yoga
prescription we have developed
specifically for MPN patients, follow the instructions below:
1. Go to: www.udaya.com/asu/
2. Click on “MPN Study”
3. In order to access the yoga videos, you will need to have a membership ($14.99-$18.99/month);
however, you can also try out
Udaya with a 14-day free trial by
clicking “Start your free trial” at
the top of the website
If you would like to purchase a
membership, enter in the code
“asuxudaya” during checkout for a
20% discount !
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The findings of our literature review are preliminary in nature, meaning
there is not a large enough body of evidence yet to say that mind-body
approaches are indeed effective for those diagnosed with a blood cancer
such as MPN. However, there is plenty of research involving mind-body
approaches in other cancer patients indicating both its safety and effectiveness for improving cancer-related symptoms. Incorporating mindbody approaches into your routine may be worth considering, but only
after you discuss it with your physician of course to see if it can be right
for you. Finding resources for mind-body approaches specific to MPN
patients, or cancer patients in general, can be difficult. Intense fatigue
often keeps patients from wanting to leave their home, and scheduling
conflicts can limit one’s ability to access in-person classes at specific
times. Furthermore, it can be difficult to know where to look for these
types of resources.
Home-based mind-body classes may offer a potential solution for those
diagnosed with MPN. Our group has worked with Udaya extensively in
recent years to implement our online yoga studies in MPN patients.
Udaya is an online yoga-streaming platform that allows its members to
practice yoga from anywhere as long as they have access to internet.
Udaya offers sessions for yoga practitioners of all skill levels, including
beginners. Furthermore, we have a 12-week online yoga prescription
available for MPN patients housed on the Udaya website. This 12-week
prescription is the same one that our study group has used in prior
online yoga studies and can easily be accessed by Udaya members. To
learn how you can access Udaya’s online yoga, see the section titled
“Access Udaya Yoga” to the left.

5 Steps to Integrate MindBody Medicine into Your
Lifestyle

Participants in an online yoga class on Udaya.com

There are other ways to access home-based, online mind-body classes. You could simply try searching for “cancer-specific yoga/tai chi/
qigong” classes via a Google search or on YouTube. Be aware, however, that these classes may not be tailored to MPN patients and
may contain poses, movements, or exercise intensities that are not
suitable for some patients. You could always discuss the classes that
you find with your physician before trying them.
In addition to online mind-body classes, CancerCare offers several
free online workshops available over the phone, online, or as podcasts. These workshops provide a plethora of information on the use
of mind-body techniques to help cope with the stress of cancer.
Some of these workshops specifically target MPN patients and discuss topics such as exercise, yoga, and meditation. CancerCare also
offers several free booklets and fact sheets that cover information
about using mind-body techniques to help treat cancer, cope with
cancer, and manage its side effects. Check out the extensive educational information that CancerCare offers on their website: https://
www.cancercare.org/tagged/mind-body
Finally, Patient Power often offers useful videos on mind-body practices for cancer patients. See the links below for some useful videos
on this topic:
A Brief Yoga Tutorial for Cancer Patients and Care Partners
Accessing and Integrating Mind-Body Medicine Resources into Your
Care

1. Pick a mind-body strategy you are
interested in trying
Meditation, yoga, qigong
Find out more about your approach
2. Search the internet to gain some
background info (e.g., CancerCare)
Talk to friends that have practiced
the approach you are interested in
3. Discuss your mind-body approach
with your physician to learn how to
best integrate it into your routine
and to learn of things to be aware of
when you practice
4. Commit to days and times to practice:
Which days do you have some free
time? Or, alternatively, which days
do you find yourself busy, stressed,
and in need of a short mind-body
break?
5. Put your practice in your calendar
so you don’t forget and so you mentally commit to it
Start practicing!
Tips for Success:
- Find a friend to practice with you
- Start out with shorter practices and
build up the duration as you practice
and feel more confident
- Try out practicing at different times
of the day and find out what feels
best for you
- Try to stick with your chosen approach for at least 2-3 weeks - if you
don’t like it after 2-3 weeks, try a
different one; sometimes it can take
time to find the approach that works
best for you
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MPN QoL Study Team Bio—Dr. Robyn Scherber
Warmest greetings! I am Dr. Robyn Scherber, an MPN physician and researcher. In the mid-summer of 2018, I
joined Dr. Ruben Mesa at the Mays Cancer Center at the University of Texas San Antonio MD Anderson to continue our research in myeloproliferative neoplasms.
I first started doing research in the myeloproliferative neoplasms when I was in medical school. I was extremely
fortunate to meet Dr. Mesa as a young medical student through my sister who is also a physician and researcher.
Even early in my training, I spent long hours in my small apartment in downtown Chicago coordinating over a
thousand MPN patient symptom responses.
Minnesota, Illinois, Arizona, Oregon and now Texas: This remains the confusing but colorful list of the locations
that I have spent significant time during my rigorous medical training. This training, which in totality has has taken over 16 years, has included an undergraduate degree, a master’s degree in public health, a medical doctorate
degree, internship, residency, and fellowship training. Although it has been challenging at times to balance the
research with a hospital schedule, such as during 30 hour-at-a-time shifts in the hospital, my experiences have
culminated into what I am so honored to be a part of today.
I have come to realize the importance of a clear mission, and for our team, this mission has been to improve the
quality of care for MPN patients around the globe. When I first started working with Dr. Mesa, our efforts focused on assessing MPN-related symptoms through the validation of the Myeloproliferative Neoplasm Symptom
Assessment Form (MPN-SAF), and then to the abbreviated Myeloproliferative Neoplasm Symptom Assessment
Form Total Symptom Score (MPN-SAF TSS or MPN-10). As our team expanded, we then went on to investigate
causes of symptoms. We saw how some therapies can be associated with worsened or improved symptoms. We
looked in depth at the many causes of fatigue, the most prevalent and burdensome symptom in MPN patients.
From there, our efforts have focused on finding ways to alleviate symptoms. My particular focus has been on the
role of nutrition, which has in many ways stemmed from my personal efforts to better my own health over the
years. I also work on many traditional pharmacologic clinical trials.
I confess I don’t typically have much free time—but I do try to make the most of what time I have off. I am a huge
fan of good food, and feel very blessed that San Antonio has some of the best BBQ
in the world. I can usually be found exploring the great outdoors if I get the chance,
which includes running and hiking. I am a proud aunt to a beautiful little girl named
Arielle who has an infectious laugh and red hair.
I often say that there are different types of mentors in life, but there are rare mentors that qualify as “life mentors.” Dr. Mesa is one of the latter. His dedication to
work, commitment for excellence, focus on family and loved ones, and efficiency all
culminate into someone that is truly extraordinary. I feel deeply honored to be
joining him here in beautiful San Antonio.
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