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Exciting Announcement! 
The MPN QoL Study Group now has an official web presence! We are very excit-

ed to share our newly designed website: www.mpnqol.com. Go ahead and 

check it out by clicking on the link or typing the URL into your web browser’s 

search bar. Our website will change slightly over time as we continue to develop 

it and decide how to best leverage our online presence. It will be a place for us 

to share our mission, give insights into our work, and to provide patients and 

caregivers with useful resources. Please do let us know if there is something that 

you would like to see on our site that we do not currently have! 

In This Issue 
This is the second issue of 2019, and it is filled with both insightful and inspiring 

stories. The first story we feature was written by Dr. Holly Geyer, Doctor of In-

ternal Medicine at the Mayo Clinic Arizona, and focuses on pain and opioid pre-

scription/use in MPNs. It is a great piece and one full of useful and insightful 

information. Second, we feature an inspiring story written by David Perlman. He 

shares with us his powerful story as a stem cell transplant survivor, including the 

ups and the downs he faced. It is a story that is sure to touch you just as it has 

touched me.  

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 com-

munity, 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 eck-

ertr@uthscsa.edu. Please keep your story to 200-300 words and submit it in a 

Microsoft Word document file. 

May 15, 2019 
Volume 2, Issue 2 
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Physical Activity Bar-
riers Associated with 
Pain 

 In 2018, Romero and col-

leagues found that 75% of 

participants (cancer survi-

vors) with pain did not 

meet the recommended 

physical activity (PA) guide-

lines and reported higher 

barriers to PA. Survivors 

who were within 

12 months of diagnosis or 

had undergone surgery had 

higher barriers scores 
based on the Physical Activ-

ity Barriers After Cancer 

Scale (PABAC). It was also 

found that younger partici-

pants reported higher 

PABAC scores than those 

who were older. These find-

ings could be associated 

with greater intensive treat-

ments or that older partici-

pants are less likely to con-

sider their symptoms as a 

barrier.  

Continued on next page... 

 

 

MPNs and Opioids: The Good, the Bad, 
and the Ugly 

MPN-related pain is a significant source of patient distress and can compro-
mise quality of life (QOL). Abdominal pain, bone pain and headaches are ex-
pressed by 50-65% of MPN patients. Without standardized pain management 
protocols, treatment of MPN pain has historically varied by provider leaving 
many MPN patients either undertreated or dealing with debilitating medica-
tion-related side effects. One drug class gaining significant national attention 
are opioids.   
 
Opioids are a class of medications that bind to receptors within the brain and 
spinal cords to minimize pain signals.  Common drugs in this class include 
morphine, oxycodone (Percocet), hydrocodone (Vicodin, Norco), Oxycontin, 
MS-Contin, fentanyl, tramadol, dilaudid and methadone. These drugs play an 
important role in the management of acute pain, especially pain related to 
surgery, or moderate- to severe-injuries. They have also been utilized in 
chronic pain conditions (defined as pain that lasts over 90 days) but with less 
success. In fact, studies show that in most non-cancer conditions, chronic use 
of opioids provides no significant pain relief and comes at the cost of in-
creased health risks such as constipation, breathing difficulties that could lead 
to death and addiction. Opioids can also paradoxically worsen chronic pain by 
augmenting pain signals when used on a chronic basis. Certain baseline medi-
cal conditions such as heart and lung problems, a personal or family history of 
substance abuse or depression/anxiety can increase a patient’s risk of devel-
oping opioid-related complications. 
 
The risks of opioid use have received national attention over the past 5 years 
given the rising rates of drug overdoses. Indeed, it has been estimated that 
more people died of a drug overdose in 2017 than the entire Vietnam war 
and Iraq war combined. In response to these statistics, we have observed 
nationwide legislative efforts to turn the tides of what is being termed, the 
‘opioid crisis’. Although many states now limit opioid prescription lengths or 
dosages, most have excluded cancer populations from the restrictions for the 
clear reasons that cancer patients typically have obvious sources for pain and 
are frequently subject to painful interventions. However, the restrictions for 
cancer populations continue to be reviewed as the risks of opioid use are typ-
ically higher in cancer patients than non-cancer patients, and mounting evi-
dence suggests that the risks of chronic opioid use may not outweigh the 
benefits in cancer patients with expected long-term survival. 
 
For MPN patients, the role of chronic opioid therapy becomes an important 
topic to address as many MPN patients face normal or near-normal life-
expectancies. With many MPN patients, their condition behaves more like a 
chronic disease than a life-threatening malignancy, raising the risks of long-
term opioid use. To better understand the role and efficacy of opioid therapy 
in MPN conditions, the MPN Quality of Life Study Group (MPN-QoL) devel-
oped an international, internet-based survey evaluating 502 MPN patients 
and presented this data at the 2018 American Society of Hematology confer-
ence. Patients were compared by those currently using opioids vs. those not 
using opioids.  
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In the sample of over 600 

cancer survivors, 67% re-

ported moderate to severe 

pain in the past 7 days, and 

71% endorsed pain as a 

barrier to PA in fear of pos-

sibly worsening their pain. 

The results indicate that 

females experience signifi-

cantly higher PABAC scores 

compared to males and 

practitioners or care teams 

may want to encourage 

sedentary female cancer 

survivors to use a PA moni-

tor to help track their daily 

PA levels.  

 

What do the findings of this 

study suggest?  

 

Well, it tells us that many 

patients and survivors with 

pain consider their pain as 

a barrier to engaging in PA. 

However, we know that PA 

has some merit in allevi-

ating pain among those 

who have it. An appropri-

ately designed, and proper-

ly progressed PA program 

could have a big impact on 

pain levels of patients and 

survivors. If you are consid-

ering starting a PA pro-

gram, be sure to meet with 

your primary care physician 

to discuss the best ways to 

approach getting started.  

 

To read more about the 

study mentioned above, 

click here to access it. 

 

The study showed that roughly 12% of MPN patients were currently receiving 
opioid therapy and that these patients displayed a number of high-risk fea-
tures for adverse opioid-related outcomes including a personal history of sub-
stance abuse (20.3%), baseline lung disease (33.3%) and mental health disor-
ders (60.9%). The percentage of MPN patients meeting criteria for ‘addiction’ 
to opioids was similar to that of the general public (8.8%) suggesting MPN 
patients are just as likely to develop substance abuse as non-cancer patients. 
Interestingly, when compared to patients not receiving opioid therapy, pa-
tients on opioids had more frequent and severe abdominal pain, bone pain, 
weight loss, inactivity, concentration problems, numbness and tingling. They 
were also more likely to regularly take pain medications (86% vs. 35%) and try 
non-pharmacological treatments to manage their pain.  Despite more aggres-
sive pain treatments, only 42% of opioid-treated patients reported satisfac-
tion with their current pain treatment plan vs. 62.2% of patients not receiving 
opioid therapy. Furthermore, only 43% of patients recalled their providers 
ever discussing pain at office visits, and specialists in Palliative Care and Pain 
Management were utilized in under 10% of cases. 
 
The results of this study suggested that opioids may not offer significant pain 
relief benefits in certain MPN populations, are frequently utilized in high-risk 
patients and are infrequently monitored by pain specialists such as Pain Man-
agement or Palliative Care. Clearly, these findings offer opportunities for im-
provements in how both patients and providers can address MPN-related 
pain. Independent of whether opioids are used, open communication re-
mains a key to safe pain management.  Many non-opioid medications and 
non-pharmacological treatments have demonstrated evidence in treating 
MPN-related pain. Should opioids be offered, patients should feel empow-
ered to discuss whether opioids are right for them and ask questions on the 
risks and benefits of initiating therapy. Likewise, providers should routinely 
screen MPN patients for high-risk conditions and monitor their response to 
treatment regularly. Many types of pain are not opioid-responsive and the 
medications should be discontinued if they are not providing benefit. Patients 
should also be sure to use their opioids only as directed by their provider and 
wean off opioids as soon as possible to avoid side effects and the risks of ad-
diction. Patients should also avoid using opioids while taking anti-anxiety or 
sleep medications unless expressly permitted by their providers. 

 
It is important that opioids be stored in a safe and locked environment to 
avoid them being accessed by other individuals. When therapy is complete, 
the remaining opioids should be disposed of immediately so that they are not 
accessed by others. Disposal bags are available at many retail pharmacies and 
most cities also offer 24/7 drug drop-off dispoal locations. It is important to 
remember that the goal of opioid treatment is not to eliminate pain com-
pletely, but to improve function and quality of life. In situations where opioids 
may be used on a chronic basis (>90 days), patients should consider re-
questing a consultation with a subspecialist in Palliative Care or Pain Manage-
ment to ensure their pain regimens are optimized with non-opioid treatment 
alternatives. By empowering patients and providers alike to be mindful of 
opioid-safety, we can optimize pain management and limit opioid toxicities. 
Remember, opioids may be the right answer if used in the right patient, for 
the right indication with the right medication for the right length of treat-
ment. 
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“My dog Connor would come over to me when I was home on the weekends, and 
repeatedly nudge my thigh with his nose while making eye contact. He knew but I 
didn’t.” 

The Journey: Stem Cell Transplant by David Perlman 

Myelofibrosis is basically the growth of fibers in a person’s bone marrow.  These fibers interfere with the proper 

production of red blood cells.  Often, other organs like the spleen try to make up the shortfall.  It’s a noble effort 

but a doomed one, kind of like a greeting card factory trying to build medium battle tanks. 

For the biopsy you lie on your stomach and they force a big old needle into your pelvic bone.  It takes a strong 

person to force it in there.  I had two of them.  Tip: if you need to have one, ask for buffered lidocaine, a local 

anesthetic.  The unbuffered stuff stings like hell.  Nowadays they often use a drill to get into the bone.  The biop-

sy is really the only way to find out what is actually going on in the marrow. 

I had symptoms, primarily night sweats, brutal itching, known as pruritus to the initiated, and extreme fatigue, 

for several years before the diagnosis.  My wife would chide me for my lassitude.  “All you want to do on the 

weekends is sleep,” she said.  And that was true.   When we went to Westminster Cathedral, I was too tired to go 

in. I slept for two hours on the grass outside instead.  And when I woke up I was exhausted. 

My first reaction was shock when they told me.    

I Just Got the Ace of Spades?  Me?  Really? 

Then I started thinking very hard about what it meant. And the product of that thinking was basically wait and 

see, or, as they call it in the medical racket, watch-and-wait. 

Treatment 

For several years after diagnosis I puttered along in that watch-and-wait mode.  My quality of life was pretty 

good, except for the itching and the fatigue. 

Continued on next page... 
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Pre-Diagnosis 

During the “undiagnosed but feeling really bad period”, I was totally oblivious to the symptoms creeping up on 

me. 

The night sweats, the crushing fatigue, the big, bad itch.   

I had a very absorbing job in New York City.  Busy, crazy, exciting, lots of decisions and this completely blocked 

me from being in touch with my body for a few years.  I was so adrenalized by work that I literally could not feel 

the MF.  My dog Connor would come over to me when I was home on the weekends, and repeatedly nudge my 

thigh with his nose while making eye contact.  He knew but I didn't. 

Diagnosis 

My primary physician saw some anomalies in a routine blood test and sent me to see an oncologist.  By this time 

my spleen was growing large, and you could feel it jutting out below the rib cage on the left side.  The oncologist 

tentatively diagnosed me with primary myelofibrosis and confirmed it with a biopsy. 



I had very little anxiety, and somehow managed to cast off fear of the next incoming meteor of bad news.  I fo-

cused on watching the birds, the snowfall, the color of the sky and all the other great stuff you probably don’t get 

to see after death.   

My oncologist treated me with Hydroxurea and then, when that began to lose efficacy, with Jakafi.  My spleen 

stopped growing (good), but my energy level was low (bad); and my red blood count was falling. 

At this point I went to see the head of the Dana Farber Transplant Center.  He talked me through the transplant 

process. 

Decision 

A stem cell transplant (SCT) is a high risk and high reward proposition. The decision can be a tough one.  My deci-

sion was pretty easy, luckily.  At first, when I read about the procedure I decided not to pursue it.  It’s not smooth 

and it’s not pretty.  But when my counts began to fall I had a simple choice: do the transplant or go home and 

wait to die.   

I reversed my thinking.  I had read about SCT and did not like the narrative.  Who would?  But values, hopes and 

the arithmetic change when the hourglass gets closer.  I prepared as for a polar expedition: provisions, backups, 

lists, decision flow-charts (color-coded, naturally) and serious mental exercises.  

I thought about it.  Dying with dignity was attractive in a weird sort of romantic way, but I did love life.  I asked 

my wife, whose common sense is uncommon, what she would do.  She said that if it was her, she would take the 

transplant gamble.  And I did.  So far it has been a big winner, the biggest win of my life. 

     Continued on next page... 
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David Perlman and his dog, Connor. 



One important tip here. When, and if, you get the really strong chemo (melphalen), chew ice chips constant-

ly.  This will reduce or eliminate mouth sores. Extreme fatigue is the usual result of the chemo.   Sleep, rest and 

recover.  Getting stronger is gradual but it will happen. A nurse asked if I wanted to get my new cells blessed and 

I declined. 

The actual stem cell transplant is simply another transfusion.   

Engraftment (where the new stem cells dig in and start to produce) took place on about Day +14.  This was my 

best moment in the hospital by far and the only time I let myself get very emotional. 

I lived inside a filtered-air ward for about three weeks.  The idea here is that (a) your immune system is virtually 

non-existent and (b) you are weak from the conditioning, so a small infection can be very dangerous. 

I had some powerful diarrhea and some stomach discomfort.  No real pain except for one night of acid stomach.  

They checked me carefully for a heart attack but the very savvy nurse suggested that I sit up and the acid subsid-

ed down into the stomach. 

The biggest hassle, aside from the projectile diarrhea, was the IV stand, which I named Bill, after a sort-of-friend 

of mine.  Trying to get to the bathroom at night, in a hurry, with the stand plugged in for recharging was some-

thing else. 

Continued on next page... 

“Sleep, rest, and recover. Getting stronger is gradual but it will happen.” 

Transplant 

The procedure itself, or in fact the chemotherapy that precedes it, is a huge punch to the body and the recovery 

period is long, complicated and onerous.  

With myelofibrosis, everyone has a different experience.  Treatment results, side-effects from the treatments, 

symptoms and levels of discomfort all vary widely.  Also, the transplant procedure differs very markedly at differ-

ent cancer centers and by doctor and by patient.   

The actual hospitalization took place next to Dana Farber at Brigham and Women’s.  It wasn’t pretty, but it 

turned out to be surprisingly easy.  A tough time simply to be endured.  Like prison: you either attack it or you let 

it grind you up. 

"Day 0" is what they call the actual day of getting the new cells. 

Checked into the hospital on Day Minus-7 and got a Hickman catheter – basically a tube - inserted into my chest 

that day to allow for easier bloodstream access both in and out.  I thought it would upset me emotionally but 

really made things a lot easier.  The only issue really was the impossibility of showering without getting the cov-

ering dressing wet.  Also, it needs to be cleaned carefully every day and I learned to do that myself eventually. 

They were taking blood samples six times a day and infusing various drugs pretty constantly so the Hickman 

saved me a lot of needle sticks which, despite plenty of practice, I failed to learn to love. 

I then began five or six days of chemotherapy, which they call conditioning, via blood infusions: daily fludarabine 

and then one day of melphalen.  I got RIC, which is Reduced Intensity Conditioning, because of my age.  I was 63 

at the time of transplant.  Technically I got the high end of RIC.  The conditioning happens via IV and several oth-

er drugs, including powerful antibiotics and immune system suppression/anti-rejection drugs, are also given that 

way. 

6 



Recovery 

I was out of the hospital in about 24 days total, and feeling okay aside from fatigue and some diarrhea. 

I was back working part time – via telephone and email - from my home at Day Plus-60. 

I am doing very well now, on Day 728.  Getting re-vaccinated, working nearly full time, still have some fatigue, 

but that's about it.   

Needed to wear mask and gloves when around strangers (not family) for a year. Dietary restrictions were intense 

for 90 days, then less (I could get Chinese takeout food!) , and  basically removed  after the year is up.  

 

So far I ‘ve avoided acute or severe GVHD (graft versus host disease).  This is where the donor blood cells decide 

to declare war on your body.  Exciting stuff.  Acute usually occurs in the first hundred days post-SCT.  Chronic can 

develop at any time, and most have it in some form. 

I did develop a strange case of anemia where I was producing red blood cells profusely, but my own antibodies 

were eliminating them.  Once that was diagnosed I had a short regimen of Rituxan, four times weekly, which 

knocked it out.  Before that I was getting regular red blood cell transfusions, up to three units every week. 

I do have several minor symptoms of chronic GVHD: dry eyes and an occasional skin rash or roughening. 

I have accumulated an excess of iron, which they call ferritin, from transfusions.  The body has no way to get rid 

of this stuff, so now I give blood every month, which they throw away, thus diluting my iron count.  Amazing how 

the futuristic SCT process is followed by blood-letting, which was wildly popular centuries ago… 

Overall my journey was quite smooth, but again, each individual road is unique and unpredictable. 

This phase, the Slow Climb Back, has definitely been the toughest.  It's been two years since the SCT.  The first 

year I was: masked and gloved outside my house, semi-demi-isolation emotionally, was easier than the second, 

surprisingly, when I had to figure out what it meant to be almost normal.   

Be Your Own Hero 

Stress and the mental/emotional side of our conditions often get short shrift.  It's easy - and necessary - to focus 

on the test results, symptoms, dosages and doctor conversations.  And it can be seductive.  If you get deep 

enough into the details you have less time to think about the bigger picture.  But it’s still there. 

How does it feel being inside the whirlwind of having a rare and serious medical condition?   

All the ups and downs, thrills and disappointments . 

How can I, to some extent, try to channel my mass of onrushing mixed-up emotions into more productive, realis-

tic and optimistic feelings? 

In my own case, the whole experience so far has been divided into a set of very clear historical periods, like a 

really bad symphony or maybe a rock opera.  And the coping strategies that emerged have been very different 

for each phase. 

It takes a lot of internal effort to handle the uncertainty and the bad spots.  A lot of folks don’t make it.  Others 

develop side-effects that are sometimes worse than their original condition.  But if it works, it really is a cure, and 

currently the only known cure. 

As you power through the process, your self-esteem grows rapidly.  It's not all bad by any means. A few things 

that helped me were: 

Continued on next page... 
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 I convinced myself that it (the hospital and the inconvenience) would be time-bounded.  Even if it was un-

pleasant, it would end.  And it did. 

 I decided to go along with the medical program 100%. When you commit to transplant you really put your-

self into the doctors' hands.  Make sure you trust your doctors.  Mine were wonderful. 

 I refused to feel unhappy.  It was a lot better than prison.  And everyone was trying to help me. 

 I brought plenty of books and a small computer.  Boredom is the enemy.  Keeping your mind busy is 

key.  When you are bored, it's very easy to start thinking negative thoughts.  When you have what they call 

“chemo brain” you are extremely confused and your attention span is almost zero.  So, I would pick up a 

book, read a sentence and then put it down.  But that itself kept me busy… 

 Listen to your body.  When it says rest, rest.  When it says sleep, sleep. Sleeping 16 hours a day is not uncom-

mon. 

Manage your fear.  Keep busy, stay positive and set goals, even modest ones. Don't give in to despair, and when 

you do, pull out of it.  Get a professional counselor if that helps.  It helped me to prepare for and manage my 

journey.  A positive attitude is very important.  I believe that it can sometimes affect medical outcomes dramati-

cally. 

Find the best doctors you can.  Protocols for treating our conditions are evolving rapidly.  The knowledge gap 

between the top hematologists - especially the top transplant specialists - and the second and third tier is enor-

mous.  If you can't travel to see one of the top specialists, try to get a consultation at a key decision point. 

Trust your doctors and commit to the program.  If you can't, then change doctors.  A good doctor is happy to 

share information.  A good doctor is always open to new data points which can change the picture.  They are very 

aware that our conditions progress and that it’s important to measure change and adjust treatments accordingly. 

Focus.  Staying alive is Job One.   

Staying calm and happy is Job One ‘A’. One of the real positives about our conditions can be the clarity it brings 

to our priorities.  My wife being wrong and stubborn (not that that could ever happen), or my kids making some 

dumb choices don't seem to matter as much.  Minor workplace irritations fade away quickly.  Someone being 

unreasonable is their issue, not something that has to involve you unless you choose to be involved. 

Avoid conflict.   

Not all battles need to be fought.  Walk away from the ones that make your stomach turn over.   Getting excited 

and angry tends to deflect focus away from calm and happy. 

Understand the nature of the journey you are starting on. It's unpredictable and the only guarantee is that you 

will get a lot of data points along the way, some good, some scary, some hard to comprehend.   

Try not to over-react to bad or good news.  Stay balanced.  Stay in your lane, and when you drift (and you will), 

get back into it and don’t beat yourself up for drifting.  Even heroes screw up sometimes. 

So Far 

It’s been a long road and it still continues off to the horizon, and that is a good thing. I have realized that this is a 

lifetime thing, and I’m trying to adjust my mental lane markers to thinking that way.   

Would it be right to get a puppy who well might outlive me?  Should I start to write a book, just to keep from 

staring at the wall and thinking too much?   

A lot to think about for sure. 
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The stories of our lives rarely go in a straight 

line. My own story sometimes surprises me 

when I think about where I am now and what 

I do for a living! I came into research later in 

life than most after being a respiratory thera-

pist, a holistic education coordinator, and 

then, an organizational development profes-

sional. Although I enjoyed the earlier careers, 

the transition into academia in my 40s moved 

me into a trajectory of work and interests 

that have been deeply satisfying. 

 

In this 26 years of academic work, I am ex-

ceedingly grateful for the opportunities I have had to reach many communi-

ties in Arizona with cancer prevention and screening messages as a part of my 

research about behavior change in underserved populations. In the past doz-

en or so years, I’ve been able to include studies in my buffet of research activ-

ities that address my life-long practices in meditative movement—Yoga in my 

teen and young adult years, and later Qigong and Tai Chi. One of my treas-

ured colleagues, Dr. Jennifer Huberty (you may have read about her in the 

February issue) has drawn me in to work with her in her on-line yoga studies 

with MPN patients, and it has brought me closer to this community in learn-

ing about the challenges and supports that may make a difference. I also 

work with other cancer types and specifically study how Qigong and Tai Chi 

affect critical symptoms and associated biomarkers. 

 

I frequently practice Qigong in those places that embarrassed my kids when 

they were younger—in the park or down by the pool—but they are all grown 

up, and the grandkids are the ones I shame in public places now. (Not really. 

My 20-year old granddaughter loves to dance or Qi with me anywhere we 

go). Every few weeks, I disappear into the mountains northeast of San Diego 

to my tiny off-grid house and just get quiet. Very quiet. And work, hold ZOOM 

meetings, and yodel over the mountains when I can see the light reflecting off 

the ocean. I hope that you, too, have a place that makes you sing, or yodel, or 

whatever you do when your heart is at peace. 

MPN QoL Study Team Bio - Dr. Linda Larkey 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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