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	Hello!


We would like to welcome you to our fourth Oklahoma ITP Registry newsletter. 

	The ITP Registry


The Oklahoma ITP Registry began in November 2001. Since that time we have enrolled 92 people. With your participation we hope to document the clinical course and long-term outcomes of patients with ITP, including the results of pregnancies.

	Dr. G’s Perspective
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Platelet Part II
Last newsletter we described platelet structure and function. Now we will describe how platelets develop in the bone marrow and what regulates their normal number in the blood.

All of the circulating blood cells (platelets, red blood cells, and white blood cells) originally develop from a single ancestor cell called a 'stem cell'. In response to a variety of hormones, these stem cells develop and divide; with each division the number of cells doubles. In response to specific hormones, these stem cells acquire features that commit them to ultimately become platelets, red cells, or white cells. Cells that will produce platelets first become giant cells, the largest in the marrow, called megakaryocytes. Each megakaryocyte produces several thousand

platelets by a process that is unique in the human body: platelets are simply tiny pieces of this giant cell. Imagine the shattering of a 'Lego' toy: the big structure is a megakaryocyte; each individual piece is a platelet.

When a bone marrow aspiration is done to determine the cause of thrombocytopenia, the objective is to determine whether a normal number of megakaryocytes is present in the marrow.  If megakaryocytes are absent or few, it is concluded that the thrombocytopenia is due to poor platelet production. If the number of megakaryocytes is normal, it is concluded that the thrombocytopenia is due to increased destruction of platelets that are being produced normally.  In most patients with ITP, a bone marrow aspiration is not necessary to make the diagnosis, because everything else in the patient exam is normal except for increased bruising and bleeding, and everything else in the blood tests is normal except for low platelets.

The hormone that controls platelet production, called thrombopoietin and abbreviated as TPO, was identified in 1994. In patients who have too few megakaryocytes (for example, aplastic anemia, in which the marrow appears empty) TPO levels in the blood are extremely high, conveying the body’s attempt to stimulate greater platelet production. In patients with ITP, TPO levels are not increased to such high levels because TPO is regulated not only by the number of circulating platelets but also by number of megakaryocytes in the bone marrow. This suggests platelet production may not be maximal in ITP and also raised the question whether TPO therapy would be beneficial to some patients with ITP.

Currently all treatments, such as prednisone, splenectomy, and other drugs, are focused on controlling the increased platelet destruction caused by antibodies which are being formed against platelets. The opposite approach is that platelet production could be increased by TPO.  Since it is not necessary to achieve a normal platelet count for a treatment to be effective, a drug that can maintain a safe platelet count for example greater than 20-30 may be an effective alternative to current treatments.

Studies with several hundred patients have clearly demonstrated that TPO-like drugs are effective treatments for ITP.  The fist TPO-like drug (Nplate™) will be available this month.  Another TPO-like drug (Promacta®) will become available in September.  These drugs will be important additions to our ability to treat patients with ITP.
	Drug Update


Be sure to ask your doctor about a new drug from AMGEN called Romiplostim (Nplate™).  Romiplostim will be available in July, 2008.  This drug uses the process Dr. George describes above; it acts like TPO to increase the body’s production of platelets.  We have been very involved with the development of this drug, including several patients from this Registry that have participated in the clinical trials.  We are very excited it is finally about to be on the market.  For more information about this drug visit http://wwwext.amgen.com/science/pipe_romiplostim.html
	Patient Stories


Jacqueline is a student at Oklahoma State University.  She has been working with us for almost a year now.  She also has ITP.  Jacqueline wanted to tell you about her story and her new study.

I was diagnosed with ITP at the very start of my senior year of high school. As a seventeen year old girl, I honestly didn’t care that much that my meager platelet count of 7,000 put me at a significant risk for bleeding, including life threatening possibilities like intracranial hemorrhaging.  However, my doctors and my parents were plenty concerned.  That led to steroid treatment for the next seven months, including some hefty doses of prednisone up to 120 milligrams per day.  Steroids are known far and wide for their rather nasty side effects, a trait with which I would whole heartedly agree.  I experienced numerous heart-wrenching side effects like uncontrollable weight gain, rampant acne, and extensive stretch marks, all drastic, mortal enemies for any teenage girl.  I felt lost, helpless, and a bit crazy, like I had no control over what was happening to me physically or who I was becoming emotionally.  Looking back, I can write about how I felt and it seems a little overdramatic or ridiculous, but in that moment, during that time, it was sincerely overwhelming.  There were days when I remember feeling like I was never going to make it to the end of treatment, yet I did.  I had a splenectomy, and I have had a normal platelet count since that time.  I actually took my last day’s dose of prednisone on the same day as my eighteenth birthday.  That is probably the best birthday present I will ever get.

One of the hardest things was the loneliness that I felt surrounded my diagnosis. My parents and friends, try as they might, just really didn’t understand what I was going through or the feelings associated with ITP and its treatment.  My doctors, I feel like they knew what was happening, but they grossly underestimated the impact that the side effects of the medication were having on my daily life.  I felt like there was this giant, awful component of my experience with ITP that my doctors dismissed nonchalantly.  Now it has been almost three years since I finished taking prednisone, but those memories and feelings are with me and influence my decisions every single day.  This statement, to you, may seem potent or unforgiving, and at first that’s how I felt about my whole ITP “ordeal.”  However, I have to say, through the benefit of hindsight, this experience has probably afforded me much more of the good than the bad.  It’s funny, because I’m pretty sure that if someone had told me I would say that while I was still on steroid treatment, my seventeen year old self would have thought they were crazy.  My ultimate experience and the life-lessons that I learned along the way have presented me with so many opportunities and a fervent motivation and drive that I might not have otherwise.

My decisions have been shaded so differently through this experience and I genuinely believe that I am a better and stronger person because of it.  Before ITP, I was planning on going into Public Relations, a field which I have minor enthusiasm for.  Now, I am a junior in college studying to go to medical school, so that one day I can be a pediatric hematologist and treat kids or teens like me.  My path in life is infinitely unlike the course I would have chosen before my ITP diagnosis, but I view that as a blessing.  Although, there were parts of the ITP and the treatment that honestly were horrible, there have been countless benefits, including an extraordinary research opportunity I have been given with Dee Terrell and James George.  

My research project is designed to assess the difference between patient and physician perspectives of the impact of the side effects associated with steroid treatment of ITP and the risks for bleeding.  I am developing a questionnaire that I will send to ITP patients in our Oklahoma Registry and 94 hematologists in the State of Oklahoma.  I will ask them about how seriously they rate all of the different side effects of steroids and also how seriously they rate the risk for bleeding.  My prediction is that patients will be much more affected by steroid treatment than their doctors, but that the doctors will be much more worried about the risk for serious bleeding than their patients are.  More information about this study is provided below.
	Patient Perspectives about Steroids 


Jacqueline contacted us last year to ask if we could help her with an ITP-related research project.  The idea for the survey was entirely her own.  We think this will provide important new information for patients with ITP and their doctors.  Each of you that have taken steroids should have received the following survey.  If you have taken steroids, but have not had a chance to return the survey, please take a moment to complete the questionnaire and return it to us.  
Name: _______________ Current Age: _____ Age at Diagnosis: _____
How long was your longest duration of prednisone or other steroid treatment for ITP?  (If you stopped taking steroid treatment but restarted within one month of that stopping date, then that time should also be included in the longest duration length.)

[__] Less than 1 month

[__] 1-3 months

[__] 3-6 months

[__] 6-12 months


[__] More than 12 months
Side Effect Assessment

Please fill-in the following table based on your longest duration of steroid treatment described in the question above. For the following side effects please indicate the severity with which you feel the side effect impacted your life by rating it on a scale from 1 to 5 using the following scale.

0-I did not experience these side effects.

1-These side effects did not bother me.

2-These side effects bothered me a little.

3-These side effects bothered me sometimes.

4-These side effects bothered me a lot.

	Side Effects
	Did not experience
	No Bother
	Little
	Sometimes
	A lot

	Acne
	0
	1
	2
	3
	4

	Hair Loss
	0
	1
	2
	3
	4

	Stretch Marks
	0
	1
	2
	3
	4

	Weight gain/increased appetite
	0
	1
	2
	3
	4

	Moon face, bloating, swelling
	0
	1
	2
	3
	4

	Hot flashes and/or sweating
	0
	1
	2
	3
	4

	Visual problems (light sensitivity/decrease visual acuity)
	0
	1
	2
	3
	4

	Body pain (joint stiffness, muscle cramps, osteoporosis) 
	0
	1
	2
	3
	4

	Dizziness, headaches
	0
	1
	2
	3
	4

	Nosebleeds
	0
	1
	2
	3
	4

	Nausea, upset stomach, vomiting, diarrhea
	0
	1
	2
	3
	4

	High blood pressure
	0
	1
	2
	3
	4

	Trouble with blood glucose levels, diabetes
	0
	1
	2
	3
	4

	Anger and/or irritability 
	0
	1
	2
	3
	4

	Anxiety and/or nervousness
	0
	1
	2
	3
	4

	Depression and/or stress
	0
	1
	2
	3
	4

	Insomnia, restlessness, and/or trouble sleeping
	0
	1
	2
	3
	4

	Muscle weakness
	0
	1
	2
	3
	4

	Generalized weakness, fatigue
	0
	1
	2
	3
	4


Treatment Questions: 

For the following questions, please check the one answer you most agree with.

1. Do you feel your doctor paid an appropriate amount of attention to the side effects you experienced?

[__] Never

[__] Rarely

[__] Sometimes

[__] Often

2. Do you feel the nursing staff paid an appropriate amount of attention to the side effects you experienced?

[__] Never

[__] Rarely

[__] Sometimes

[__] Often

3. Do you wish your doctor had referred you to a specialist, such as a counselor, psychologist, or psychiatrist to help you cope with steroid side effects?

[__] Yes

[__] No

[__]I don’t know

[__]My doctor did refer me to a specialist.

4. How concerned were you about serious bleeding?  By serious bleeding, we mean severe or life-threatening bleeding.

[__] I was not at all worried.

[__] I was rarely worried.

[__] I was sometimes worried.

[__] I was very worried.

5. What was your lowest platelet count?

[__] Less than 10,000

[__] 10,000 to 30,000

[__] 30,000 to 50,000

[__] More than 50,000

Thank you for your time and input!
	Send Your Suggestions


Is there anything you’d like to see in the next newsletter? We’d like to hear from you! Please contact us if you have any suggestions as to what you would like to see in this newsletter in the future either by emailing Dee Terrell at deirdra-terrell@ouhsc.edu or calling at (405)271-8001 extension 48386.

	Resources for ITP Patients


Visit our website, Platelets on the Internet, at http://w3.ouhsc.edu/platelets. 

There is also an informative website from the United Kingdom you can visit at www.itpsupport.org.uk. This site includes a support group with newsletters, publications, and information on ITP. Dr. George contributes “An American Perspective” found on this page, where you can find additional topics about ITP.

www.itpsupport.org.uk/american.htm
	Contact Information


Phone: (405) 271-4222

Mailing address: 
James George, MD

Attention: ITP Registry

OU Health Sciences Center

Hematology-Oncology Section

P.O. Box 26901 CHB #333

Oklahoma City, OK 73190

website: http://w3.ouhsc.edu/platelets

The Oklahoma ITP Registry


James George, MD


OU Health Sciences Center


Hematology-Oncology Section


P.O. Box 26901


Oklahoma City, OK 73126-0901





Choose one answer per side effect.








