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	Hello!


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

	The ITP Registry


The Oklahoma ITP Registry began in November 2001. Since that time we have enrolled 76 people. With your participation we hope to document the clinical course and long-term outcomes of patients with ITP, including the results of pregnancies. 

	Who’s Who


Just to keep you up to date on staff names, new to our staff are:

Alisa Hankins, MS

Graduate Research Assistant

Alisa is a student of Epidemiology in the College of Public Health. She has a Master’s degree in Psychology and is interested in nutrition. Alisa joined our staff in March 2005.

Reggie Hooks, MS

Graduate Research Assistant

Reggie is also a student at the University of Oklahoma Health Sciences Center, working on an MPH (Master’s of Public Health) in Epidemiology.  As our newest staff member, he joined our staff in May 2005. Reggie has a Master’s degree in Forensic Science (just like CSI!), which he will combine with his MPH to study outbreaks, Bioterrorism, and injuries.

	Frequently Asked Questions


Many of you have asked questions about living with ITP.  In this section, we have chosen a few frequently asked questions and had our world-renowned expert, Dr. James George, give us the answers.

Q1:  What does a full blood count, rather than just a platelet count, tell the doctor about ITP?
A: The importance of a full blood count is to be sure that the other values, for red blood cells and white blood cells, are normal.  In ITP the only abnormality is that the platelet count is low.

Q2: When my ITP goes into remission will I be able to donate blood?


A: To answer this question we asked Dr. Jim Smith of the Oklahoma Blood Institute.  With regards to the policy of the Oklahoma Blood Institute, to the best of his knowledge there are no specific regulations mentioning ITP. If the patient has received blood products, they will be deferred for one year.  Some centers/ medical directors are hesitant to have patients with autoimmune diseases donate. Some will say if the patient/donor is on any medications they should be deferred. Others say if a certain period of time has passed without recurrence (perhaps several years) it should be ok to donate. 
Q3: Is childbirth dangerous for me? Is the ITP likely to return in pregnancy? Could I have a baby with ITP?


A: Childbirth is no more dangerous, nor less dangerous, than any operation or accident accompanied by blood loss.  The average blood loss with delivery is about 1 pint.  So the recommendation is that the platelet count should be above 30,000-50,000 to prevent dangerous bleeding.  


Yes, pregnancy can trigger ITP to return, but if a woman had a normal platelet count, or only a mildly decreased platelet count before pregnancy, it should return to that level within 6 weeks after delivery.  This is probably related to the common occurrence of mildly low platelet counts in about 5% of normal women at the end of pregnancy.


Because the baby has the mother’s blood, the baby also received all of the mother’s antibodies.  This makes the baby immune (protected or resistant) to infectious diseases that the mother has been exposed to or immunized for.  This is why babies don’t need immunizations until they are more than 2 months old.  This also means that babies will acquire the mother’s antibodies to platelets, if the mother has ITP.  The baby’s platelet count can then be low at birth, and can even become lower during the first week after birth.  But typically the baby’s platelet count returns to normal within a month.

Q4: Is it safe for the ITP sufferer to have teeth removed by a dentist, or must one always go to the hospital?


A: A dentist’s office is perfectly safe, as long as the platelet count is in a safe range.  A safe platelet count is 30,000-50,000.  Patients may need to take some medicine, such as steroids, to get their platelet count up to that level before having teeth removed.

Q5: Why do petechiae occur?


A: The platelets provide maintenance repair of the blood vessels all the time.  When there are too few platelets, the normal wear and tear stress on blood vessels is not repaired by adherent platelets and red blood cells leak out of the vessels - these tiny dot hemorrhages are petechiae.  They occur where vessels are under more stress, such as around the feet and ankles where the blood pressure is higher, or where there is a bump or some trauma, or where the support for the blood vessels is weak, as in the mucous membranes in the mouth or around the eye.  Where the skin is tough, like on the palms and soles, petechiae don’t occur.

If you have questions you would like to have answered in this section, please do not hesitate to call, email, or write to us.

	Birth Announcement


Raya (pronounced rye-a), was born May 19, 2005. She weighed 6 lbs and 9.5 ozs. At birth she was 18 inches long.  Raya’s mother has had ITP for eight and a half years. Raya is her second child. At birth Raya had a low platelet count and required a platelet transfusion.  The baby had petechiae when she was born, but they cleared up quickly.  She is doing fine now.
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	Patient Stories


The following is a story from one of the patients in our registry.  Here, in his own words and a name change, is “The ‘ITP’ of Jim-Bob.”

     As a kid I grew up covered with bruises, lots of bruises.  I could, just barely, bump into a table and have a bruises the size of a softball or larger.  

     I can remember, I was in maybe the fourth or fifth grade and we were outside-recess!!!  I, somehow, fell down this huge hill.  I had a bruise that went all the way from my hip bone to my ankle and almost all the way around my entire leg.  The next day at school when I dressed out for gym, my teacher freaked out!  She winded up calling the police and DHS on my mother, thinking that she was beating me. That is just how a small graphic image of the serverity of the extent of my bruising.  

     That is just one of the MANY recollections I dealt with growing up, unknowing having ITP.  Another one is...I also had a bad problem with uncontrollable nose bleeds, sometimes for hours.  One certain time, I remember sneezing and blood going everywhere while I was in class.  This is still today, my most embarressing moment.  The most worst experience I think I had growing up and dealing with ITP.

     So from there we started going to the doctors and having test-run.  All  they could come up with is that I was just one of those people that bruised easy and as far as the nose bleeds was concerned, I had thin membranes and they busted easily which caused my bleeds.

     Then in 1989, I went to work in the oilfield, in May, I was involved in a very bad accident.  There was me and two other gentlemen involved that was injured pretty bad.  I had servere head trauma which was caused by getting hit in the head with over 400lbs. of steel, it threw me at least 15 to 20 ft.  While I was in the hospital, my parents asked the doctors to run some extensive test on me, to see if maybe they could find out what was wrong.

     This is the time that they discovered that I had "ITP"!!! This is when the drs. started coming up and telling me and my parents "what ITP was exactly, how dangerous it was and could be at that time.  I think they said I only had between two and five platelets."  They were constantly making the staement of " how lucky I was to even be alive. 

     They tried IVIG and Steroids and I even had a splenectomy, which none have worked.  I was very lucky to average eight to ten thousand with the drugs.  They offered me "chemo", but I refused that.  I also refused to accept the fact that there was something wrong with me.  I mean, the way that I see it is-I've been this way my whole life.  I've done everything that an average boy does growing up, I had the same accidents, the same bumps and bruises.  The only difference was my bruises were, just a "little" bigger.

     They told me I needed to change my life style, because of ITP, and I said NO!!!  It made me want to do things just because they said I couldn't.  Like I said before, I've always been this way and just because you or someone came up with a name for it, doesn’t mean I have to change myself or my life style and I still refuse to.

     Since then I went to work in the construction business and have almost had every accident imaginable, from being shot with a 16 penny nailgun to falling off a three story house and everything in between.  I've even had 23 solid-wood doors fall on my head.  I even went and got a couple of tattoos, because they told me I couldn't get one cause it was too dangerous.  But I now have two with full intensions of getting more.

     And guess what?  Thirty-eight years into this world and I'm still going strong.  With the studies my platelet counts have been substantially higher and I feel to be progressing.  I still take part in the drug studies cause I hope that I can keep someone else from having to deal with what I did.  I know other people have it alot worse than I do and maybe this will help them too.

                                                         God Bless All of You,

                                                                       Jim-Bob

	A Note From Dr. George About This Story


ITP can be a very persistent, perhaps even life-long illness.  The only abnormality in ITP is a low blood platelet count.  The only problem caused by a low blood platelet count is a risk for bleeding.  Platelets are necessary to form a blood clot and prevent bleeding when we get a bruise or a cut.  But not many platelets are necessary.  A normal platelet count is over 150,000; a platelet count over 50,000 is clearly enough to stop bleeding with any injury or surgery; only extremely low platelet counts-less than 10,000-cause a risk for real bleeding problems.  Even with these extremely low platelet counts, most people have minimal problems.  

You can best understand these problems by hearing true experiences.  Jim-Bob’s story, told in his own (unedited) words tells you everything there is to know about ITP.  We could call Jim-Bob a survivor, because he has had a full and active life in spite of continual bleeding problems.  However Jim-Bob’s life has not been easy.  His story tells us that these bleeding problems, and his worry about them, are with him everyday.

Jim-Bob’s story begins with descriptions of how he had trouble with bleeding for many years as a child, and yet ITP was never diagnosed.  This is common.  Every child gets bruises; every child has nose bleeds.  As we look back at Jim-Bob’s childhood, the difference is that he had larger bruises and more severe nose bleeds.  Blood counts are not routine in children since children rarely have serious medical problems.  Therefore ITP was not diagnosed until he was 21 years old.  

Then when ITP was diagnosed, there was great alarm about the danger from bleeding.  Although this seems strange, since Jim-Bob had already had ITP for years, this is commonly the reaction following the diagnosis an uncommon blood disorder.  Jim-Bob’s platelet count was extremely low and many doctors are unfamiliar with ITP.  

After Jim-Bob was diagnosed, he received the usual treatment for ITP:  prednisone (a steroid medicine), and when his platelet count did not increase with this treatment, he had an operation to remove his spleen.  This seemed to work, as his platelet count increased to near normal.  But then several years later the ITP came back.  Jim-Bob has always been a painter.  One day, up on a ladder, he was trying to reach the last corner of a house without having to get down and move the ladder.  He reached too far.  When he fell, he got an enormous bruise, and this told him the ITP was back.  This is when I first met Jim-Bob, in 1997.  We were working on new treatments for ITP, specifically treatments for patients like Jim-Bob who had not responded to the usual steroid and splenectomy treatments.  Through 1997 and 1998, Jim-Bob had a series of experimental treatments that did not work.  This experience was like the experience with many new drugs – most are not successful.  During the next 8 years, we have taken care of Jim-Bob whenever he needed treatment.  For example, when the 23 doors fell on his head, Jim-Bob was treated with 4 days of high doses of steroids.  This increased his platelet count to a safe level but steroid medications have so many side effects that they cannot be taken for very long.  

For the past 2 years, Jim-Bob has participated in another research study to test the effects of a different experimental drug.  This one worked!  For the past year, Jim-Bob has had weekly injections, with a small needle just under his skin, the same way that patients with diabetes give themselves insulin, and this medicine has kept his platelet count higher than it has ever been before.  For the past year, Jim-Bob has been free of bruises and excessive bleeding.  This drug is still experimental and many more studies have to be done before it is certain that it is safe and effective, and can be sold as a regular medicine.  Our hope is that Jim-Bob can now be free of the worry about bleeding.  Our hope is that he can, for the first time, feel just plain normal.

	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://moon.ouhsc.edu/jgeorge. 

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://moon.ouhsc.edu/jgeorge/ITP1.html
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