June 23, 2002 
HAPPY BIRTHDAY Othello. Othello Michael Smith was born at 10:07 p.m. He was 7 weeks early and weighed 5 lbs and 1 oz. and measured in at a whopping 17 and 3/4 inches long. Since he was born with gastroshisis (intestines on the outside) he was put into a plastic baggy from the chest down and whisked away to the NICU after just a glance. Within the hour, Othello was in surgery to put all his intestines back inside of his abdomen. After the surgery, the doctors came in and told us everything went well, now it is just wait and see. Wait and see if his intestines are really dead or if they will rejuvenate.  

June 27,2002 
Othello has been in the NICU since he was born, already one surgery under his belt. Today he goes for #2. The doctors open him back up and find that his bowels were indeed not salvageable. They remove his entire colon and most of his small intestine. He has just enough to stretch (barely) from his stomach to his rectum. They also insert a broviac so that he can receive TPN (his main source of nutrients.) Over the couple of months the doctors run the gambit of tests. Poking and prodding, testing the little guys gut. Another Broviac placement, due to a line infection. many antibiotics, etc.etc. He is being fed through a NG tube (down his nose into his tummy) he gets 1 cc of formula an hour, then steps up to 2, 5, 6, 7.... We are told he also has a kidney problem in addition to the short gut!!!! The NICU is "home" for Othello. We hear various estimates. 1 month, 3 months, but we just dont know for sure...................... 

September 3,2002 
Well, Othello is in for another broviac, this is line # 4 (he pulled it out. He is also getting a G-tube (he doesn’t like the one in his nose. Surgery went a bit long. The night came and he had an apnea episode. But, all is well. 

September 6,2002 
Othello comes home!!! He is on 17 hours of TPN and 20 hours of 7cc an hour g-tube feeding. Othello likes being home!! He has a lot of fun with mommy, daddy and Big brother Sebastian. He also continues to get lots of visitors!!! Lots of doctor's appointments, tests... 

October 17,2002 
High fever!!! Othello went back to the hospital. They could find no reason for the fever. Just pumped him full of antibiotics gave him a room and asked him to stay a few days. The doctors have upped his g-tube feedings. 10cc an hour now! And he can have yellow veggies by mouth now!! He only seems to take about 1/4 to 1/2 a jar though. And makes all sorts of silly faces in the process. Trying to fatten him up!!! 

October 21, 2002 
Home again!!!!!

November 4, 2002 
Othello's first road trip to Miami (Jackson Memorial). Apparently the doctors think Othello is very close to "Go time" for a transplant. Initially we thought he would only need a small intestine. But seeing as that his liver is almost gone he is getting a whole new plumbing system. A stomach, small intestine, large intestine, kidneys and liver. They may have to remove his spleen since it is very enlarged. Since he will need all these new insides and his abdomen is not growing well enough to accommodate, Othello will have to receive the organs from a child half his size. Othello is now 12 lbs. They want him to be 15 lbs before the transplant. Unless he gets worse that will be "Go Time". We have been told that once it is time, then a donor usually comes within about 3 months... 

November 7, 2002 
Back home in Jacksonville!! Now we wait, keep getting blood work, upper GI tests, Kidney tests, etc.etc....Hopefully soon!!! 

November 16, 2002 to November 18,2002 
Guess who wanted to go visit the nice nurses at the hospital? YUP, Othello. He just cannot seem to get enough of them. He spiked a fever, vomited about 9 times and urinated orange. So, we packed up and moved to the hospital. Blood work, urine tests, x-rays...And the conclusion...NOTHING!!! We stayed for two nights in the comfy (yeah right) short stay floor. Good news is: nothing is getting worse, no bacterial infections, no UTI's. We will see the doctor tomorrow for our follow up; maybe he will have a better idea of what was the matter. 

November 19, 2002 
More doctor appointments. Today Othello went to the pediatrician and to the GI specialists. He received 4 booster shots (ouch). Othello objected very loudly. GI says they will be increasing his TPN. They are doing this because his weight is not keeping up with his height. He is only 11lbs 11oz today, but a whopping 22 inches long! Hopefully his liver will not get too much worse as they up the TPN. Othello wanted to let everyone know that his big brother will be turning 5 on Sunday November 24th!!! Othello is looking forward to the birthday party!!! 

November 22, 2002 
Othello is doing well. A little fussier than the Othello we are used to. He is just spoiled though!! He does not like to be left alone at all. Not even for a moment. He insists on being held, and being the center of attention! (Typical, hehehe) Well, we are getting ready for Bastian's birthday! Just wanted to let everyone know Othello was doing good...

November 27, 2002 
Guess who wanted to see the nurses and doctors for Thanksgiving?!! Yep.Lil ol' Othello!!!! He gave me a scare this evening. Around his G-tube (his feeding tube) started to bleed. It bled through a few gauzes. I called GI and they suggested a visit to the ER. So, off we went. This time bags were pre-packed and the time it took to get him there with his things was cut in half!!! Whew! Once we arrived, the doctor looked at the lil guy and silver nitrated his scar tissue around the G-tube and sent us home. Instructions were to come back if the blood came back worse or the green oooooze that comes out gets worse. It could be as simple as he is outgrowing his Tube and needs a larger one! Some good news...It has been 3 days since Othello vomited!!! Which is great! He used to do this not so fun thing every day, multiple times each day. I am sure he feels a lot better. Yippee!!!! Othello has also taken to sticking his tongue out. I think he likes the taste of air. He can lick the bottom of his chin; I wonder if he can touch his nose with his tongue too?!!??....Sebastian can. 

November 29, 2002 
The doctors have increased Othello's TPN. It is now running @ 33ml per hour. Maybe this will put on the weight a little faster for him. Hopefully not causing too much damage to his lil liver. 
November 28, 2002 
Happy Thanksgiving!!! Othello is celebrating his 1st Thanksgiving today with his Daddy, Mommy, Big Brother Sebastian, Gramma Terri, Grampa Charlie, Gramma Helen, Darlin' and Aunt Mandy!!!Maybe we will give him a lil' taste of the cranberry sauce. 

December 03, 2002 
Well, everything is going alright. With the exception of the sniffles and the return of the vomiting, Othello is doing alright. We are just waiting for him to gain a few more pounds. We are all very hopeful. I am not sure how many of you out there have experienced the same thing; but this is so overwhelming. I am exhausted, drained, scared and all the while happy that I have a sweet little boy. I know our family is helping out, and our friends are there for us...But, none of them have really experienced this. It is hard to hear them say, "I know what you are going through." Sometimes I just want to break down, cry and say..."You have no idea!!!" But, that would not be productive...I have to keep it together, for Othello and Sebastian. Well, I will let you guys all know what changes happen as they come along.... 

December 8, 2002 
There is not much new to report.....We did put up the Christmas tree this week... Othello's first Christmas. He did not seem all that interested in the lights and such. Sebastian did though. Big brother really enjoyed it. In three days, Othello goes for another renal function test. Where they put a dye like substance in him and take x-ray like photos of it going through his system, kidneys, etc.... He does not like this test too much. Last time they put a catheter in him (we all know how uncomfortable that must be.) Well, we will let you guys know more when it happens. Bye....

December (8-12) 2002 
Guess what all?!! Yes, that is right, Othello wanted to go back to his favorite place on earth. THE HOSPITAL!!!!! Othello spiked a fever, again. Blood cultures, urine samples, etc...and guess what?!! Yup, right again...nothing is found! I am beginning to think that this little boy just likes to see the doctors and nurses. One good thing though, we found out he is still gaining weight!!! Over the few days, Othello was visited by Christmas carolers, Jaguar football players, Santa and even Sponge Bob Square Pants (who lives in a pineapple under the sea you know!) Santa brought him a teddy bear that is about 3 times his size!! and he also got a blue teddy bear and another brown teddy bear from his visitors! People can be so generous, nice and sweet to sick kids. It really made the day of a lot of the kids. Othello, of course, just looked at them and went back to sleep. I personally would have screamed my head off if I was a baby and had a BIG yellow sponge with eyes was glaring at me. Othello really enjoyed his visit though. He got to flirt with the nurses! Hopefully we will not have to go back for a while. Luckily he got out before Christmas.....=-) Bye for now everyone 

December 18, 2002
 We went to the EIP meeting today. They tested Othello’s development there. He is chronologically 6 months old. Developmentally he is 2 months old according to his gross motor skills and 4 months by his fine motor skills. More therapy has been prescribed. Hopefully he will get up to speed!! Yesterday we celebrated Christmas. A little early, yes, but Big Brother Sebastian is going out of town in a couple of days. Othello did not seem very into the whole thing. He did, however, enjoy his two teething key rings. Gramma Helen, Darlin', Gramma Teri and Aunt Mandy came over to help celebrate. We ate some good food and Othello sat with everyone and was very happy. He received a whole lot of attention. Othello has taken to gumming his hands and whatever else he can get to his mouth. It is precious! As far as his health goes....His Bilirubin (spelling?) is at 11.6 (still high) and his blood sugar was low on the last labs. So, we have to stick him a couple of times a day to check his blood sugar. He definatly does not like getting the big toe prick. We will be going into the GI clinic on the 23rd to get a check up and such. We will let you guys know more then!!! Have a good day.. 

December 25, 2002 

MERRY CHRISTMAS!! Yesterday Othello came home from the hospital. He went back in late Friday the 20th. Othello had yet another fever. This time, however, his cultures came back positive. He has a staph infection (spelling?.) So, Othello is on antibiotics for the next 8 days. While at the hospital this go round, Othello saw Santa twice. He got two beanie babies and a blanket. Santa’s are so nice. But the best present was being able to come home on Christmas Eve. Othello says MERRY CHRISTMAS!!!! 

December 27, 2002 

Guess What?!!! No infection!!!Othello was able to come off of antibiotics today! Yippee. 

January 1, 2003

HAPPY NEW YEAR!!! Othello slept through the New Years Eve festivities. At our house they included video games and television. WOOHOO!! There were people outside playing with fireworks and such. (Very loud) Othello is doing alright. He has been sleeping an awful lot though. He is awake maybe an hour or two here and there. I will call the GI doctors this week to see if that is something to be concerned about. It is not a normal behavior for Othello. Well, again: HAPPY NEW YEAR!!!!!  

January 7, 2003 
Hello...Just a friendly update. Othello is doing well. Still yellow though. He has been tolerating his feeds, most days. But, he is still vomiting a few times a day on other days. He does not seem as fussy...He is starting to coo and lifting his head very well. We have another scheduled appointment on the 23rd. hopefully then we will get some good news. Hopefully soon he will get his transplant and start on the road to recovery. 

January 14, 2003 
Hello all!!!! Well, not much to update with. Hmmm. Othello is holding his head up VERY well. The "professionals" at the EIP said to be "realistic" and told me that, "he would not be near crawling for a long time." But, Othello is proving them wrong. He is picking his cute little head up, looking back and forth and is probably two or three weeks away from crawling. (In my unprofessional motherly opinion) Also, for anyone out there suffering from sbs and needing a tip on how to keep your bottom from breaking down so bad: A D original ointment and balmex. We have been alternating every diaper change on Othello. His bottom looks great! Not red and broken down. It is amazing! So there are my product endorsements. haha. Trust me, it works. We have tried just about everything. Even prescriptions. Well, we see GI next week. We will let you all know what is going on!!!!! 

January 19, 2003 Othello is still waiting for his multi-organ transplant. Taking things day by day. It will give you an account from day one. An account of all the surgeries, hospitalizations, good times and not so good times. Well, Othello is up to 13lbs 9oz, according to his pediatrician! He is getting chubbier cheeks by the day. His doctor visit this past Friday left Othello a bit sore. Unfortunately for Othello's little legs, he had to get some immunizations. Painful, yet necessary. He received his polio vaccine early, just in case he goes to transplant land before he can get back into see good ol doc. This upcoming Thursday, Othello will go see the GI doctors. We will let you all know how things go! Hmm, what else?!! Oh yes, Othello found his tongue and is trying to cut some teeth. Baby oragel to the rescue!! Also, any day now we should have the meeting for the COTA fundraising. Once I get with Aunt Becky, Uncle Tim, Aunt Nina, John and the COTA representative, we will let you know what is going on. I know it seems like forever, but we will get it underway soon. Thanks everyone!!! XOXOXOXOXOX's 

February 7, 2003 
Well, I know all of you are anxious to hear what has been going on with Othello. Tuesday night, Othello went back to the hospital. He was vomiting and pooping out blood. Not a good thing at all. Earlier in the day he had pulled out his G-tube. (Ouch) We sat in the ER for a while, and then Othello was admitted to Wolfson's again. Othello had to receive another blood transfusion, as well as platelets. After getting the transfusion, Othello went down to the OR. In the operating room, the doctor's did an endoscopy and a colonoscopy. To our relief, nothing was wrong. There was no indication of where the blood was coming from though. They assume now, the g-tube coming out was the source. Othello came home on Thursday. On Friday, we heard from the transplant hospital in Miami. They have recommended he be moved up on the transplant list. I was given an estimate of 1 to 1 1/2 months until his transplant!!! We are going to get together to talk about Othello's COTA campaign this Saturday. Email me if you want more information jennifer.gifford@attbi.com . 

February 10, 2003 
Well, Othello is doing well today. He has sprouted a new tooth. Tooth number two. He is such a big boy now. We have gotten prearrangements made for the medic-flight to Miami. Once we get "the call", we will have a flight ready for transport. Hopefully soon the organs will come. We were giving an estimate of 1 to 1-1/2 months. Very soon. Well, I hope you are all doing well. Come back soon!! Hopefully we will have nothing too exciting to report before the transplant!!! XOXOXOXOXOXO 

February 23, 2003 
Othello is doing alright. He is enjoying the easy life of a baby. Sleep, poop, and eat (20 hours a day) He is just waiting for time to get his transplant. His latest labs show that his hemoglobin is down again, 8.8. He may need another blood transfusion soon. The doctors are going to have labs done next Monday. So, we will probably be at the hospital for a couple of days while Othello gets some more blood. On the 3rd of March from 4 - 8 pm. Monty's Pizza in Callahan (on US1) will be holding a fundraiser for Othello. They will donate half of the proceeds they make from each dinner that night to COTA for Othello S. So if you like Pizza and want to help Othello. Head on out that way. If you do not want pizza, but you want to help....go to www.cota.org to the patient campaigns for Othello S. You can find out how to help there.. 

February 24, 2003 
Othello had a BIG day today. He met the nice people at Channel 12 news and the nice people at Channel 4 news. He got to show off his people skills and get lots of camera time. Othello will be on the news tonight at 5:30 on channel 12, I am not sure when on 4. So, watch if you get the chance!!! Today Nurse Deb came and drew some more labs. Blood work results are in.... His We are still awaiting the call for his transplant. Hopefully soon!!!! Bilirubin is at 19, hemoglobin down to 8.5, hemat. is at 25.8, ammonia 47 and platelets at 45,000. We will know w/in an hour of he needs to go get some blood.... XOXOXOXOXOXOXO 

February 25, 2003 
Othello is still at home, still waiting for some new organs. The GI nurses/doctors do not feel it is necessary for a transfusion, yet. They are holding off on it. Today, he has been excessively fussy. I am not sure if he is in pain, sad, uncomfortable?! I cannot put him down for more than 30 seconds w/out him screaming! I am holding him right now and typing with one hand even. He has been up since 6 a.m. usually by now he would have napped once or twice. But, not today. He is not playful at all either. I think something is wrong. If it does not change w/in the next hour or two, I will call the Dr. Again, we wanted to thank Channel 12 and Channel 4 for letting us come on the news and tell Othello's story. I am sure it will help us out a considerable amount. Tooth number 3 is trying to sprout through... We will update soon. Have a good afternoon!! 

March 2, 2003 
Othello is now in the Pediatric Intensive Care Unit (PICU) at Wolfson Children's Hospital. He will now stay in the hospital until his new organs become available. We will be going down to Miami as soon as the Dr. says they have a room in the PICU there for him to wait in. Othello will not be home until after his transplant and recovery in Miami. Thank you all for your prayers, lover and support. Please don't forget, he still needs all of you guys!! Othello had to receive more blood this past weekend. He also had another surgery. This time the surgeons replaced his Broviac (central line) and circumcised (SP) him. The Broviac was necessary; his other one had a crack in it. But, he kept that one 6 months!!!! He is now really moody. He seems to be in pain. Othello is also playing the "I keep having fevers" game. Since his liver is very damaged, they do not want to give him Tylenol. But, sometimes it is the only thing that can be done. I will be updating the page as I can. Since we will not be at home, it will be more infrequent, but I will try to at least let everyone know something weekly. Thank you all!!! 

March 20, 2003 
First, I would like to thank you all for your support, thoughts and prayers. Othello really needs all the positive energy he can get. As of today we have been in the hospital for 3 weeks, this go around. Othello is still in the PICU at Wolfson's. He is still a status one on the UNOS list. New developments: They have changed his weight class. Now they are considering organs from people up to 50 lbs. They may have to "modify" the organs and may not be able to close him all the way at first. But, hey...as long as he gets a new set of the organs....right?! Othello is also getting another platelet transfusion tonight. He has received about 5 transfusions this hospital stay. Othello was bleeding around his g-tube site; we also noticed a touch of blood in his drool. He has not been sleeping well, and cries a lot now. He is no doubt in pain and discomfort. Dad and I have been staying at the hospital. Frequent visits from grandparents, friends and well wishers have helped to keep our spirits up. (As much as they can be.) Well, I must get back. Thank you all again.... 

March 27, 2003 
Othello is still waiting in the PICU. Yesterday he received more blood. The doctors in Miami are going to suggest a new med to help out his bleeding. Hopefully it works. Othello has been irritable, in pain and uncomfortable. He has been given morphine again to help him sleep. We just have to keep him comfortable. Well, than you all again, so much. Keep us in mind. Hopefully soon!! 

March 29, 2003 
Hello everyone. Let's see.....Othello is still cranky, still in the PICU and still waiting. It seems almost endless. Today he started bleeding again from his g-tube site. So, he received more platelets, Yippee. More blood products. Maybe soon they will get information from Miami on a med to help control the bleeds. Something very generous happened yesterday. Tom C. from WB 17 brought a laptop and a phone for us to use to keep in contact with everyone from the hospital. We are very grateful. Now we can update the web page more often and respond to emails more. Thank you very much for the gift, it will prove very useful. Please keep Othello in your prayers. We need something and soon!!! 

March 31, 2003 
Othello is still at Wolfson's. Sometimes I wonder if we will ever get the call. He is sick, he is in pain, and we just wait and wait and wait....... The never-ending cycle of hospital life. He is vomiting more frequently. He has a lot of bleeding from his g-tube. Now the blood is in his stool and vomit again. He cries a lot. He seems to be in constant pain. And I cannot help him!! It is heart breaking. Othello needs this to end. He needs to get his transplant soon. Like TODAY! We can only hope. It is now over a month since he was admitted to PICU. They said it typically takes a few days to find a donor once the patient is a status 1. Well, Othello seems to be going for the record. Please someone help Othello!!! Help us. 

April 1, 2003 Somehow it does not seem appropriate to pull an April fool’s Day prank. So, I will refrain from doing so on this update. But, do not think it did not cross my mind. Seeing as how we are still "trapped" in this hospital room and being that our states of mind are, well let me say not up to par, I did consider it. But, on to the important things: Othello is still not doing well. Yesterday he was transfused again. This time he had platelets and red blood cells. His g-tube site still expelled lots of gas and drained a considerable amount of blood. The doctors are trying something new. It is gauze like material that absorbs the blood and then adheres to and becomes a part of the skin. We are hoping this works. 

This morning Othello vomited a few times; a touch of fresh blood was in it. Hopefully it does not happen again. Today is the day that his doctors in Miami will resubmit his information to UNOS. I am certain they will leave him a status 1, seeing as that he is worse now. Again, thank you all for your support!!! Please keep the prayers coming.  

April 3, 2003 
Othello had a pretty bad night last night. He was uncomfortable and in pain. He had to have two doses of morphine. Today, Othello is receiving blood and platelets. He is getting 2 units of blood and one of platelets. Hester Clark did a radio piece about organ and tissue donation, in it she mentioned Othello. The clear channel radio stations have been airing a commercial about our lil munchkin. Every bit of exposure helps. Maybe this is just what we need to find a donor!!!! I will update more later... Thank you all. April 2, 2003 Yesterday, Othello had an alright day. He did not require any transfusions or morphine to sleep last night. Today, Othello pulled his TPN line out of his Broviac and spewed blood all over his bed. I looked over at him and he was whimpering, lying in a puddle of bright red! I stayed calm (amazingly) found out the source and called the nurse. Lab tests were done and as of right now, Othello does not need blood. I am sure he will tomorrow though. Channel 4, WJXT, did a story on Othello and organ transplantation and its importance. Hester Clark and I were interviews by Joyce Morgan. It will air tonight at 5:30 p.m. Please keep in mind Othello needs his transplant soon. Please pass the word along!! He is O+ and needs a stomach, kidneys, small and large intestines and a liver..... Hopefully someone will give Othello a second chance soon. 

April 16, 2003 
Othello went to surgery this past Monday to hook his intestines to one another, add a g-j tube and close him up. A G-J tube is a feeding/medication port in his stomach that also extends into his intestines. His small and large intestines were attached to each other and his abdomen was closed. Today, Wednesday, he had to be re-intubated. His lungs were not filling to capacity because of the tremendous pressure put on them by all the new organs. They are a bit large for his body, so it was to be expected that he would have some difficulties. Othello is also running a fever. The doctors will do some labs, possibly a scope also, to see what is going on. Hopefully there is not an infection. Here are a couple new pictures. =-) -Jennifer 

April 9, 2003…We received the call! Barb called the RMH and told us to come spend time with Othello. They have received word there are organs available for Othello. They will fly to Pennsylvannia to determine if they are in fact suitable. 

**Othello went into the Operating Room to receive his transplant at 6:30 p.m. 

April 10, 2003

Othello spent 15 hours in the OR. He received a Liver, Spleen, Stomach, Pancreas and Small intestine. There was not enough room in his abdomen for the large bowel and his kidneys seemed well enough to leave his own instead of replacement. Dr. Kato did say that Othello suffered a Cardiac Arrest on the Table and it took them approx. 2 minutes to revive him. Apparently this is common during transplant. 

April 22, 2003 
Othello was extubated this afternoon. He is still having a little difficulty breathing though. They may have to do another type of breathing assistance with him, or reintubate him if his blood gases do not lower. Also, he is urinating blood. We are not sure what it is from yet. We have asked the nurses and doctors and should know more soon. His fever is still up there. It went as high as 103. Cold washcloths and Tylenol are being used to help control it. Again, not too sure what is causing the fever. But, we have asked and labs are being done constantly. He did test positive for an infection in one of his lines, but they have since removed the line. As far as feeding goes: The doctors are still planning on introducing clear liquids this week. Hopefully as goes well. Right now, they are giving Othello Ativan to help calm him. He is suffering withdrawal from the meds they used to sedate him. He also is getting a slew of antibiotics, anti rejection, etc. etc. Thanks to all of you. We will let you know more ASAP. 

April 23, 2003 
Othello is no longer on oxygen! He does receive breathing treatments every 2 hours to help with the secretions in his lungs. Hopefully soon he will be out of the woods with his breathing. Keep in mind though that his new organs are compressing his lungs. Othello still has a fever that hangs around 102. Tylenol, cold washcloths, and a cooler blanket have been tried. Maybe soon the fever will subside?!! The cause of the fever has not been determined yet either. As for some more good news. Feeds were started today around noon. He is slowly getting sugar water via his g-j tube. Within the week it will be formula. (As long as he tolerates the feeds.) I was able to hold him today. He seemed to calm down when dad and I got to hold him. But, he is suffering withdrawals from some of the sedation medications. That will pass soon though. Hmmm.. And he has 3 new teeth. For a total of 5 teeth. The new teeth are the top front two and the one immediately to the left of the front top teeth. YEAAAAH Othello!!! We will let you all know how things are as soon as we can. Thanks for everything. Jennifer 

April 25, 2003 
Othello still has a fever. It reached 104.6 last night; the nurses had him on a cooling blanket, again. We hope that the fever will subside. The good news is: his white count is down. This means he is probably not having the fever because of any infection. That indicator, as well as the negatives from all the lab cultures indicates no infection. He also is not rejecting his new organs. All the biopsies and scopes look good. Please keep Othello in your prayers. Remember that the day to day can be a roller coaster. What we have to look at is the BIG picture. Othello has been given a second chance and we have to do everything we can to make sure he stays well and HAPPY! Thank you all again. Othello's mommy and daddy. 

April 27, 2003 Today I am giving you all a second hand update. This has been quite a shock to my system; I am back at home in Jacksonville for the weekend. I had to come spend time with Sebastian (Othello's big brother). I have not been away from Othello for more than a few hours, and never more than a short drive away. Now, I am a 6 hour drive from him. I needed to see Sebastian though. Othello's fever is slowly dissipating. It was 98.1 today. The transplant doctors think it is being caused by the liver healing. When they gave him the new liver, only 1/2 was transplanted into him and a little flap was left so that it could close itself. This is typical. A slight infection may also be present underneath his skin, though nothing has come back on the cultures or labs to indicate that. Again, this is something that occurs frequently. His liver enzymes and bilirubin are good. No rejection, as of yet. As for feeding he was given some pregestimil. He did not seem to handle it well; the doctors have decided to back down on the strength of the formula. This is normal in transplant patients as well. The new intestine is not absorbing anything yet, it is taking everything and expelling it as fast as it can. It will take a while for Othello's new guts to adjust after this trauma (transplant.) The doctors have discontinued the morphine. Now Othello just has ativan to help with the withdrawals from the sedatives he was on for so long. Daddy says that he is being grumpy! He does not want to be bothered. Wouldn't you be grumpy too if you had recently undergone a surgery that intensive??!!! Daddy is at the hospital with Othello now. This is the first time that he has spent just Daddy and Baby for more than a day. I am sure he is enjoying the bonding time. Well, I am heading back to Miami tomorrow. Yeah, 6 hour drive. It was worth it though, Sebastian and I had fun.

April 30, 2003 
Good news today. Othello has been moved out of the PICU and into the PTSU. The PTSU is just "the floor". He now has his own room (a rarity here apparently, private rooms are uncommon) His temperature is still dancing around the 100's. So, things have cooled down a bit, so to speak. Ativan, methadone as well as his anti rejection meds and his antibiotics are still on the menu. He is also receiving pedi-vivonex 1/2 strength for feeds. Othello seems to be tolerating the feeds. We have met a lot of nice people here, and many families who are going through the same things as we are. It is amazing to see how all the different families are coping. We wanted to send a message out to a family that we have met. Jessica and Caleb! We hope you made it hope safely. We also pray that Caleb will get his transplant soon! Talk to you all soon. We are in our own room now (Jessica, they gave Othello the room Caleb was in!!) So we will be able to update you more often. Jennifer 

May 1, 2003 
3 weeks ago Othello received his 5 organ transplant. That was a major milestone for him. Last night he leaped over another hurdle: Othello stayed in his own room for the first time since the transplant. Barb (the transplant coordinator) told us to get some rest a couple days ago. I am glad we listened. Last night was like a circus. His pumps went off every other hour. Med after med was administered, frequent vitals were taken, and no sleep was happening. Othello decided to continue having fevers! We placed many ice cold water drenched washcloths on his head, armpits and groin. (Oh yeah, he DID NOT like that one) Tylenol was given a few times to boot! Today Othello was scoped and a biopsy was taken. Dad was able to watch. He said it looked like sea creatures all swaying around. (Well not in those exact words) We are awaiting a CT scan of the abdomen and an ultrasound. All the labs look good; his chest x-ray indicated he needed more breathing treatments. Well, I hope you are all doing well. We are doing alright, and hope to be home in a month or so. -Jennifer 

May 14, 2003 
Hello all! It has been quite a while since I have been able to update. Unfortunately, it has been a very stressful roller coaster on our end. Two Saturdays ago, Othello stopped breathing. He had been sleeping all day long and was heavily sedated. The doctors and nurses had to rush to reintubate him. He was back on the breathing machine, again! Over the next few days Othello was struggling. He did not look well. It was as if he had bathed in red powder; and his body was swelling. He was extubated, then reintubated within a few hours a few days after the reintubation. His horizontal abdominal sutures gave way and his belly ripped open. You could see his insides. The doctors quickly took him to the OR and sewed him up, completely. Almost immediately he looked better. His skin was going back to a "normal" color, the swelling was subsiding. Today he is back on feeds, still intubated and he is receiving a new central line. The one he has now has clotted off in one of the lumens. Right now he is in the PICU at Jackson. Hopefully he will get better soon. He is struggling to breath with all the new larger organs. But, for right now the machine is helping him out. We will update you all soon. 

May 23, 2003 
Today Othello is 11 months old. Just one short month until the big 1!!! He is off the breathing machine; he has been for a few days. His stomach has been looking better and better as the days pass. Othello still spikes fevers on occasion. They have determined it is a line infection. Sometime today he will get a new line placed. He is now only on 7ml/ hour of TPN. Soon it will be off all the way! His feeds are now 3/4 strength pedi vivanex and 25 cc an hour! The most food he has ever had at one time!! He is making some nice progress. No rejection has been found either! So he is handling his "new guts" nicely, thus far. Thank you all for being patient. These updates are few and far between. But, please understand...Mommy and Daddy are very busy with Othello. He takes a lot of time. So we update when we can. We will let you know more as soon as we get a chance.

 May 25, 2003 
Othello has moved back to the floor. He has his own private room again. This means we are closer to home. Hopefully he continues on the same path. The fevers are spurratic. He had a line infection, the line was rewired. No rejection has happened (keep your fingers crossed). He is teething! Now he is up to 6 teeth. Thank you all for the help and support. The yard sale/ car wash was a success. The volunteers helped to generate over 800 on this sale. Keep your ears and eyes open, Othello's birthday party will be soon!!!

May 27, 2003 
Othello is doing better, day by day. Yesterday, Othello celebrated his daddy's birthday by sleeping in. (Such a thoughtful present) Tomorrow, Othello is scheduled to go back into the OR. The doctors are going to try and close him all the way. His abdomen has some necrotic skin, which is on the verge of falling off. So, the dr. is going to remove the dead tissue and suture Othello up. It should be about a 30 minute surgery. Othello is on "the floor" and we hope to be coming home sometime in June!! Cross your fingers!!! Update more later....

May 28, 2003 
This morning at 8, Othello went back to the o.r. The doctors removed dead tissue and sewed Othello's abdomen closed. It went off without a hitch. He was able to come right back to his room. No PICU stop this go-round. Othello is tolerating his feeds well. He is on full strength pedivivanex. It is running at 25 ml an hour. His TPN is down to 10ml. by weeks end he should be free of TPN!!! His ostomy output is around 200. Under 200 is optimal, 200-400 in acceptable. He is also still receiving lasix, to make him urinate. His diapers are heavy! But, they are doing this to help balance out his fluids. Hopefully Othello will keep up the good work, and come home soon!!!

May 30, 2003 
On May 28th, Othello was taken into the OR for cleaning of the wound and closure. His abdomen looks a lot better now!! The new news. His TPN has been reduced to 14 hours a day at 13ml/hour. His feeding was increased to 28ml/hour. In addition we can give him water by mouth. The doctors also prescribed Imodium. Next week we will begin talking about discharge. Hopefully we can come HOME soon. There is a small chance we will have to spend some outpatient time in Miami. But, with any luck we won’t. I am not sure I would like to spend too long down here, just he and I as outpatient. If we do have to stay down here, Othello will get to see a pretty beach though. Lots of sun block and a mask will be in order. I just want him to be able to see things. He was cooped up for so long. I have been asked about meds he is taking. I am currently compiling a list of his meds and there purpose to post of the site. I will be adding that soon. Also, check the FAQ page for changes. We will update more soon!!!!

May 31, 2003 
Last night, Othello gave me a scare. He began to desat late in the evening (about 11 p.m.) He turned blue and would not wake up. The nurses were in the room, luckily. One of the doctors from the PICU came over and decided to give him something to snap him out of it. They gave him nar-can. It counteracts narcotics. Since Othello had been receiving methadone to help wean him off a lot of other meds, this worked. He had a buildup of the narcotic in his system. Almost instantly he woke. He screamed, cried, thrashed around. But, he was awake. The doctors decreased his methadone and put a note not to give it unless he needs it. This cannot happen again. This has happened multiple times now. He needs off the narcotics for good! We are pushing for it, and have been. The weaning process has been too slow, and now they agree. Daddy, Gramma Helen, Gramma Teri and Granpa Charlie are on their way to see us for a few days...yeaaaaaaaaaaaaaaa!! More later. 

June 1, 2003 
Othello is doing better today. His feeds have increased, again. The dr says in 2 days he will be on his max feeds and no hyper-al... NO TPN!!!!!! They have also dc'd the methadone. No more narcotics. His belly looks good and his spirits are high. The little monster also has eight teeth and likes to bite. In twenty-two days he will be one year old. For his birthday he asked for a visit from his brother.

June 2, 2003 
Othello is doing well today. He has experienced no more breathing problems. He is tolerating feeds. No signs of rejection either. So far. The doctors said that we could begin to feed him by mouth. A teaspoon here a teaspoon there. The tube feeds have been increased. In addition, the TPN will be gone w/in the week. We are excited. As long as he continues on this path, things will be great. The doctor told us that he would be discharged to home next week. (As long as he still does well.) This came as a shock to us, because we thought it would be a few more weeks. Things are not ready at home yet!!! AKKKKKKK! But, it is okay, Daddy will get them ready. Well, I will update more later on. 6-2-03 p.m. The dr. came in and gave us more news. By weeks end, we will be released from the hospital. They want us to stay in Miami for about a week. Othello and I will hang around Miami for a week, we don't mind. (too much) During that time, we will have to come back to the clinics and let them make sure he is progressing a-okay!!! 

June 3, 2003 
Okay, slight change in plans. Monday the 9th is the anticipated release date. Othello will be outpatient in Miami for a week or so. The coordinator says we are shooting for a father’s day release (well day after.) As long as things go a-okay we will be home in a couple short weeks. (Who am I kidding? These next two weeks are going to crawl!!!) Let's see...No more TPN! It is GONE!! HOOOORAY! Feeds are at 36ml/hour. In addition, Lil punkin is able to eat by mouth. He surprised the speech therapist today by eating. (That’s my boy, proving them all wrong.) Daddy is back at work. Gramma Helen has been staying with us for a few days. Daddy is coming back this weekend though! YEAAAAAAA! Sebastian (Big brother) is starting kindergarten this year. He said "I don't want to go to kindergarten. I am too stupid!" Keep in mind that Bastian is too smart for his own good. I am sure he will do just fine! 

June 4, 2003 
Well, today we have been making a list of supplies that Othello will need upon discharge. Barb gave the list a run down, said she would be ordering it as well as his oral medications. The things should be in Friday or Monday. As things stand right now, Othello will be discharged to outpatient in Miami. The doctors discontinued all his IV meds. They have also decided he will not need a central line!! YEAH! This is a blessing for many reasons. It was a magnet for infection. Luckily he did not have one while at home in his line...but, if we can eliminate one possible problem, we will! He is giggling, smiling and playing a whole lot. He is ready to go!!!! More later....

June 5, 2003 
Well, Dr. Kato has changed discharge plans on us. But, don't fret...They are trying to get things in order for us to go outpatient tomorrow! The meds and supplies have to get here first. Then we can go over a few things and leave. I have to be briefed on his meds, schedules, wound care, etc. All things I have been keeping track of all along. So, it should not be too difficult. Daddy is heading back down here for the weekend. Won't it be a surprise for him to see Othello already discharged?!!! (Well, unless he reads the website before coming.) Othello has taken to eating baby rice cereal. Not too watery though (he does not like it that way.) He despises peas and well carrots you can forget about too. Things seem to be going well. His wound is not totally healed, though. It may take a month or so. But, it is okay. At least he is not rejecting the organs (keep your fingers crossed). More later.... 

June 6, 2003 
I never thought this day would come!! Today, Othello is being released from Jackson Memorial! We are going to be staying in Miami for a week or two. (Hopefully everything goes smooth and that does not change.) They just delivered his meds!!Oh my goodness! He has 7 meds he gets daily, 1 he gets 3 times a week, and two he gets twice a month and one he gets monthly. AKKKKK!! But, it is not that hard. The schedule is pretty straight forward (and not any before 8 a.m. or after midnight. Some of the daily meds are 3 and four times a day. So, I am going to have about a dozen timers set in the house, hehehe. But, it is all worth it! I have my lil punkin still! AND he is leaving the hospital today!!! I am excited and scared and happy and well a little bit of a lot of things. Daddy will be down here soon, Gramma Helen is here and they are going to help Othello and I move and get settled into the transplant house. I'll update soon. I am not sure if there are connections in the transplant house, so it may be a while... XOXOXOXOXOXOXO to everyone!! Jennifer

June 7, 2003 
All went well the first night out of the hospital. Othello was happy, he giggled and played. There were times that he was not very pleased to be there. He did whine a few times throughout the night. There was an instance where some kid from down the hall pulled the fire alarm. It went off for about an hour at midnight. Othello slept right through it. Giving the meds was no problem. Daddy and I are pros at this. It was great having no central line to deal with!! We are concerned about his abdomen though. It still has not healed closed. The dr. has stitched him up a few times, only to have him pop stitches and open again. It should be okay, according to the doctors. We have a couple of appointments this upcoming week. Labs and such. I will ask then about homecoming. (I am sure the more I mention it, the sooner we will be home) Also, I talked to Sebastian today. He said that Othello wants a Bob the Builder birthday party. So, I am going to listen to big brother bastian! I am sure he understands baby talk better than I do. No, I have to find out where I can get a small sugar free bob the builder cake make for Othello. Yummy... I am sure he will just play in it though!! WOW June 23, it is soooo close. I cannot believe this past year! It seems like an eternity!!! More later. I have to go back to the room. (We can only hook up to the internet in the day room...So updates may not be daily, but I will try!!!) 

June 10, 2003
Today Othello went for a follow up visit at the clinic. Everything is still in working order. He has had no rejection so far. Hopefully tomorrow's scope will confirm he is still showing no signs of rejection. \Othello has been sleeping through the night now. He is finally off the schedule of a hospital. I hope it stays this way. He is also eating more by mouth. He is eating about 1/2 a jar of baby food at a time now. YEAAAAAH Othello. Othello now weighs 21 and a 1/2 pounds and is 27"long. He is getting to be a big boy. In two weeks he will be one! Can you believe it?!!!??? The days here are long. It has been storming too. Othello and I cannot wait to be home. In the comfort of our own beds, close to family and friends. The people down here are great...but, we are homesick!!! Hope to see you all soon!!! 

June 12, 2003 
Yesterday Othello was scoped. The Dr. said all looked good. He did 3 biopsies and sent them to the lab. We should get the results today. Last night, Othello had a bad night. He did not go to sleep until midnight. He was fussy. =-( This a.m. we went to his follow up appointment. After we got there, Othello did not seem to be feeling well. He has a low grade temp of 99.0 and began to throw up. The dr. said it may be because of his prograf levels. (They seem to be giving him a high dose) As soon as the labs come back, they will know for sure. We have another appointment for Tuesday of next week. It appears that we may not be home in the beginning of the week. But, Othello does not seem to be feeling well, plus his wound is still open. So, if we have to stay a little while longer, I can handle that. I just hope nothing bad is happening. It is scary. Vomiting used to be an everyday thing for Othello. Now, it could indicate a number of things. But, I won't speculate. I'll wait for labs. More later... 

Friday June 13, 2003 
Freaky Friday!!!! Okay, we are not superstitious. But, today was not that great of a Friday 13th. Othello and I woke at 6 a.m. We had to get more labs drawn at 8. Then at 9 he had to get stuck again to receive an infusion of zenopax. THEN the doctors came in and looked at Othello. They said he will go back to the Operating Room next Wednesday. They want to recover his intestines with mesh. (His skin and tissue has not formed over them yet. He has a big opening in the middle of his abdomen. In order to keep the organs safe, they place mesh over them.) Then, as if that was not enough, the dermatologist came in to check out his rash. He has splotchy redness all over. She took a sample of his skin. A gash out of the side of his little baby leg. Well, it was maybe a 1/16 of an inch in diameter. But, still a gash. Well, we will not be home in the beginning of the week next week. Hopefully the end of it?!! Who knows? We are going batty!! AKKK, we miss Daddy and Bastian! 

June 17, 2003 
Othello is doing well. All his labs are great. Liver functions are perfect, blood counts are good. Well, his platelets are on the high side. So, the Dr put him on penicillin (SP) to help control infections, etc. that are usually regulated by the spleen. Tomorrow (WED) Othello is going to the OR again. The surgeons will replace the mesh over his intestines and maybe close him again (if the skin will allow). As long as all goes well in the OR and nothing comes back fishy on his biopsies, we will be released home this weekend!! Just in time for the lil guys 1st birthday. FYI to all. I know that you all want to come see Othello. But, keep in mind we are limiting visitation for a while. He is immunosuppressed. That means, he cannot fight off infection and illness like everyone else. We are asking for no visitors at the house for a while. We will let everyone know when we will start letting visitors over again. For now though, we have to think of Othello's health! Please do not take offense, it is nothing against anyone. We just want to insure Othello will be well!! Jenn 

June 18, 2003 
Othello went to the Operating room this morning. The surgeons placed new mesh over his wound and replaced his g-j tube with a Mickey button. (Just a G-tube) Othello did really well and did not have to stay overnight in the hospital. YIPPIE! Friday he has a scope and a dermatology appointment. (He has a slight rash) That is all he has scheduled for this week. Well, that and discharge. As long as nothing unforeseen happen, we should be home this weekend. Keep your fingers crossed!!!! Othello is going to be home for his birthday!! June 23, Monday, Othello will turn one!!!!! ! 

June 22, 2003 
Good morning all! Guess who is home? No. No. Uh-uh. Yes, you guessed it! OTHELLO is home! Let me start with yesterday.... 6:30 a.m. Othello, Gramma and Grandpa Smith, and mommy woke up. They packed all Othello's and mommy’s things in the car and went to the airport. At 10, gramma and granpda set out for Jacksonville in the car. Mommy and Othello stayed at the airport to catch their plane. A little after 11, we board the plane. Then 15 minutes AFTER take off, the captain comes on the speaker and tells us the generator was lost and we would have to get back immediately to the closest airport. (Happened to be Miami) My stomach knotted and my heart raced. I was certain that Othello and I were not going to make it home after all. Luckily, that was not the plan set out for us. Othello and I decided to call Gramma and Granpa to come get us. They were only an hour and a half out of Miami. We came home by car instead. Cramped in the back seat with a lot of our things. Clothes, supplies, baby toys, you know things. But, we made it home. What an end to a rocky trip! But, we know the roller coaster ride is far from over. Tomorrow Othello turns 1tomorrow!!!! YEAAAAAA! 

June 23, 2003 
HAPPY BIRTHDAY to OTHELLO!!! Today, Othello is ONE year old!! I wanted to take a moment to recap the last year. 

June 25, 2003 
Othello is doing well. He is sceduled for his therapies now. Starting next week he will go to PT,OT, and ST (physical, occupational and speech). Also his doctor appointments and procedures are all set. Othello has a busy schedule! Nap time is great! Mommy and Daddy are able to put Othello is his own bed!!! He seems very content. He loves when daddy makes funny faces and plays with him. heheh.. Othello wants to send his hugs and kisses to everyone. And a special XOXOXOX for gramma and grandpa Smith!!! Othello was interviewe again today. Mommy messed up and sceduled it for a time when daddy could not be there. He had to sleep for work. Mommy should have rescheduled, but she wasn't thinking. She has interviewd before when daddy was with Othello. So, she did not think it would be a big deal. But, she hurt daddy's feelings, he really wanted to be there. He loves being with Othello, when Othello is on camera! BAD MOMMY!!!! 

June 24, 2003 
WOW! 1 year and 1 day old!! That will show you Dr. M! Othello surpassed the surgeons expectations of a few months! YEAAAAA! Othello is doing great, a little cranky though. He has had some eventful past few days. Today we saw his favorite GI doctors! The looked at Othello and gave him some BIG smiles! Labs will be drawn tomorrow. He has been referred to speech, occupational and physical thereapy again. His scope will be on Tuesday of next week, as well as an abdominal ultrasound. (So they can have a base line!) He weighs a tad over 19 lbs; the scale there is different from the last one used. And little Otto-man is 68.5 c.m. long! Blood pressure, heart rate, temp all good. So far so good! Keep your fingers crossed!!! 

June 28, 2003 
Wow! What an interesting couple of days. Mommys car died on us...hopefully we can fix it. That is how Othello gets to and from dr appointments and such. The phone/internet has been going on the fritz. The cable man came to check it out and repair it. 4th of July is next week. We may take Othello out to see the "boom pows" as Sebastian calls them. We have not decided 100yet. It depends on if we can find a place not too crowded. Sebastian and Othello have been playing a lot. I am glad they are enjoying each others time. It is so nice to see both the boys together!!!!! 

June 27, 2003 
I am sure you all saw that yesterday the update was not here. The internet connection through the cable company was down. There was an outage. Sorry. Well, Othello is doing well. Today he is intrigued by BIG BIRD! He gets really excited and does not know which way to turn over. He smiles and laughs and makes funny noises. All his labs came back good. Everything looks a-okay so far. Hopefully he will keep up the trend!! Tuesday he has a scope and an appointment. This should be fun! He has never been to the GE lab at Baptist/Wolfson's, but that is where he is getting the procedure done. Hopefully he will fall asleep during the scope, like usual. 

June 30, 2003 
Monday, Monday, Monday!!! Wow. Othello has been home from the transplant center for a week and two days now. We are so pleased to have him back home! This past year has been one of excruciating emotional pain, many hurdles, waiting games and lots of tears. Daddy and Mommy were reflecting last night. We watched as Othello flirted with the angels. It was heartbreaking. Luckily it was not devastating. Miraculously, Othello came through with a few bruises, scars, cuts and some "new guts." On his last appointment in Miami, the nurse coordinator said "He will be on the penicillin for about 10 years." That moment was the first glimmer of hope we had been given in regards to Othello living past a few years. He is so precious. He drools. He laughs just like his brother Sebastian. A deep down cackle almost! Next time I get them laughing, I'll try to records it and upload it here for you all to hear.....
July 1st, 2003 
Othello went to the doctor today. He had labs drawn, a check up and a scope. Everything looks good. His levels are a-oaky. His intestines look pretty. His output is steady, he is not showing any rejection either. Othello had a chance to see a few of his nurse friends at Wolfson's. We were already at the hospital having the scope done, so we stopped by. He seemed to surprise everyone with his lack of jaundice and his extra 5 pounds of cheeks!! Things are going well so far... 

July 2, 2003 p.m. 
Othellos nurse came to give his infusions. She and another nurse were unable to start IVs on the lil guy. He screamed and cried. It was so heart wrenching. Tomorrow a.m. we have to go to Wolfson's to have the Dr. put in an IV in the procedure room. They are going to schedule a trip to the or to get a portacath put in. It is a semi-permanant line that can be used for labs and infusions. No more sticking. I did not think he'd be this hard to get an iv started on. Well, I will let you all know more soon!! July 2, 2003 a.m. Scope and labs all look good so far. Today nurse Deb is coming out to give Othello his infusions. She has to start an IV and give him 3 meds. Two are given once a month,the other one twice a month.I am sure he wil not like the needle, but it is better than having a central line everyday!!! Othello is sitting in his boppy. (A pillow that is horseshow shaped) He seems to enjoy it a lot. He is giggling and smiling. Sebastian is doing some crafts. I am doing more research on the web. Daddy is sleeping! See, we get a few minutes of peace every now and then!!! Tomorrow I have to go pick up the rest of his formula. It is 6$ a packet. He uses 4 each day.24$ a day for formula!! We can only get it from a pharmacy, because it is prescription only!! Speaking of formula, Othello is now on 40cc an hour for 22 hours. He now gets a 2 hour window each day!!! YIPPIE!!!! 

July 3, 2003 
This morning Othello went to the Childrens hospital to get an IV. Dr. Evans was able to get one in his lil foot. Othello objected very loudly!But, his fussing did not stop the fact that he had to get his infusions of zenopax and cytogam. We spent 6 hours in the outpatient surgery recovery area. (That is where they did his infusion) We read magazines, sang songs, watched people, played with toys, and took a nap. It was a very exciting day!!! The Dr. will schedule an o.r. visit to put in a potacath soon. So lil guy does not have to go through a kajillion sticks. Tomorrow is the 4th. Yeah fireworks! We have decided to stay in for the evening. No fireworks for Othello in person...on T.V. maybe. 

July 4, 2003 
HAPPY 4TH OF JULY from Othello and family. We celebrated the day by sleeping in late and taking a few naps throughout the day..hehehe. Freedom to sleep when you want! WooHoo. Othello is doing well. Deep belly laughter is what he has been giving us today. His face lights up, the ends of his lips curl into a huge smile and his eyes squish in delight. I found myself wiping tears a few times today. We still have our precious little Othello! We are so lucky. So blessed with this miracle! Talk to you later...XOXOXOXOXOXO 

July 6, 2003 
Othello and Sebastian have been hanging out and playing. We have our digital camera back (it was being repaired) So, I am able to add new pictures! YEAAAH. Let's see. Sebastian and I are going to be coloring and working on a scrap book for each of the boys. We have lots of construction paper that was given to us. Tons of markers/crayons/pencils. Darlin' loaned us her rubber stamps and cool cutting scissors. We have a bajillion pictures. Gobs and gobs of cards. We even have random clippings from newspapers and website printouts. We are going to get CREATIVE!!!!! Don't forget to check out Othellos store . There are cool shirts, lunchbox, bags, etc. that you can buy to help out Othello!! Also, if you are interested in a "My brothers new guts" book written by Sebastian and Mommy, please email us at othello@allothello.com . We are asking for a 5$ donation for the book. Come back soon for more fundraiser information!!! 

July 8, 2003 
Let me start off by saying:Othello is okay! Now here is why the bit of info. This am, while on the way to the doctors office, we were hit from behind. While trying to stop, another car bumped into us. Othello cried for a moment and then began to laugh at the traffic going by. Then,the paramedics came to check out Othello. Daddy showed up to take the munchkin to his doctors appointment. All the while, I got to have a fun filled day dealing with the Liscence and Tag angencies (long story, wont go into it here) Othello is fine....He has not gained any weight. The Dr. and Daddy decided to Up his feeds to 42 an hour. Yummy! His Physical Thereapy was rescheduled. And his cath placement will be on the 17th! I hope the bad luck stops soon. There is not enough advil on the planet to help all these headaches I keep getting from all the stress!!!!! 

July 9, 2003 
Hello everyone. Today is much much much better! Did I mention it was much better? Othello had labs drawn this a.m. by Nurse Deb. He likes her, she makes him giggle!! We are going to pick up the "books" today! We were suppose to yesterday, but we were in that fender bender.(no we were not hurt, Othello laughed when we were hit after a short whine.) Tomorrow Othello has another abdomen ultrasound scheduled. Next week, Occupational therapy, speech thereay, O.R. visit for a portacath, endoscopy and ileoscopy w/ biopsy. In addition he will have labs drawn. No change in his weight. So the Dr. has incresed feeds to 45CC an hour for 22 hours. We have to fatten lil munkin punkin up! (that is what daddy calls him) His Epogen dose was changed to 2x a week instead of 3x! WooHoo, one less shot per week! Othello now has 10 teeth! Yes 10, with 5 more on the verge of breaking through. Is this normal at 1???? 

July 10, 2003 
Hmm, let's see. We went to Nemours today for another abdomen ultrrasound. Results will be in tomorrow. IT is just a base line, so GI knows what they are working with. Next week he gets his port a cath, zenopax, endoscopy, ileoscopy, labs, speech thereapy and occupational therapy. (That is so far, things will undoubtedly be added.) Othello now has his own P.O. Box. If you want to send mail you can do so there. The address is on the left side of this page. Feeds are now at 45/hr, 22 hours. Epogen has decreased to 2x per week. If he does well, it will decrease again. (Yeah less shots) He is grumpy today. Teething! Yup. 

July 14, 2003. a.m. 
Well, Othello is doing good. He is taking all his meds like a good boy. This afternoon, Othello has to go to Occupational Thereapy. They are going to work with the punkin. Help him to get up to speed. Tomorrow A.M. Deb will come draw his labs. He is loving his swing again. He giggles and smiles. His laugh is contagious! I think he needs a piano. He likes to hit things with his cute lil munkee fingers and make noises. he is soooo cuuuuuuuuuuute!!! On the fundraiser front: Hmm. Books are for sale. Pins are still for sale. We are getting an ART sale planned. Othello's Store is open. And Much much more to come. P.M. Othello did okay at his thereapy appt. He is at a 5-7 month old level developmentally. They say it is appropriate seeing asn that he spent 6 months of his 12 in the hospital! We are going to get him a ring stacking toy and a bucket with things in it. They say it will help him!! 

July 15, 2003 
Today Othello was suppose to have labs drawn. But, he was stuck 4 times and no blood came. Poor thing. He has been stuck so many times that he is all dried up. He has scar tissue forming in knots near the bend in his arm. I am sure he is not very comfortable. Tomorrow we have yet more to do!! WOOHOO!! Labs at the clinic and then Speech Therapy. I am sure lil punkin will do okay. He does not swallow well still, so then again, he may need some work!! He is playing with a couple of new developmental toys recommended by the therapist. A ring stacker and a bowl with balls in it that he can get out and put in. Othello is sitting in his boppie playing right now. Well, we hope you all are doiung well! Othello is. So far no rejection, nothing MAJOR. Hopefully it will stay that way. Thursday is o.r. visit day for the port a cath and the scopes. All should go well.. More tomorrow.. Jennifer 

July 16, 2003 a.m. 
Othello had labs drawn. It took two sticks! Poor thing. His veins are not wanting to give up the blood. At 11:00 a.m he is due to go into speech thereapy. We have some baby food, a spoon, bottle and some pedialyte to take with us. We are going to see what we can do to get him up to speed on the whole eating thing!!! wish him luck. Later this afternoon we will know his prograf level. Hopefully it has come back down to a normal range. Also, his output has gone up. It is best being 100-200. That is what it has been for a while. Now it is hovering around 250. Not bad, but not optimal! I will update more this afternoon, when we return from thereapy! p.m Well, Othello met the speech therapists. They did their eval and decided: Yes! Othello is not eating by mouth as well as he should!! heheh. He did swallow for the lady. But, he changed colors when she fed him. The assume this is stress related. We will be workin on his aversion to food and attempting to get him on bolus feeds instead of continoius. We need to convince his stomach that it is hungry!! We read Amanda's website . (A multi-visceral transplant patient we met in Miami) She is not doing so well! Please check out her page and send her a get well email. Keep her in your prayers, this little 8 year old girl needs all the love and support she can get right now!! _______ 

July 17, 2003 
Othello went to the OR to get his portacath. We were there at 7 a.m. His procedure started at 9:30 a.m. He was given a port-a-cath. It is completely under the skin. It is used to draw blood from and administer meds through. This will be easier for the RN and less painful for Othello. We have cream to numb the area before the RN draws labs or gives him an infusion. There is a lower risk of infection with a port than with the broviac he used to have. He has been sleeping pretty much since the surgery. We ARE at home. Have been since around 2:30 p.m. His throat is a bit scratchy because he had to be intubated (breathing tube). His cry will come back though, I am sure of it!! Dr. Taufiq did his endoscopy and ileoscopy. He said the stomach and intestines look good. He did not SEE any signs of rejection. Biopsies will be reviewd today or tomorrow. All but one of his Liver Function Tests (LFT's) came back normal. The GGTP came back at 66, the norm is 50. GGTP is an enzyme made in the bile ducts or tracts of the liver. An increase could indicate a blockage or damage to the bile ducts or even rejection. They are not alarmed by the level, but will keep an eye one it. Tomorrow 7-18, Sebastian and I will be on Channel 4 morning show, in the 7 o'clock hour, to talk about "My Brothers new guts". It is LIVE!! Sebastian is 5! So...this will prove interesting..heheh. More tomorrow!!! Have a great Evening! 

July 18, 2003 
Note from Othello: This a.m. Sebastian and Mommy were on Channel 4 morning show! I got to watch it and giggle. My brother is silly, he did not stay in his seat! They were showing off the book mommy and Sebastian wrote for me! I am doing good. My labs will now be every other week!!! The Dr. thinks I am doing well. My LFT's (liver function tests) are normal! The high number the other day is actually down!! It will take a while to get back to "normal" from when I had my transplant! Thank you everyone for thinking about me, helping me and praying for me!! I am going to go watch telletubbies now, That LALA cracks me up!!! BYE Love, Othello 

july 20 2003 
othello is loud and well! he is babbling up a storm. (no lie, there is lightning outside) he he playing with his blue teddy bear. (well, eating its foot) nothing too exciting to report! he is feeling well, acting good, looking cute. no real medical news. same ol' same ol'. no rejection so far!yeahhhh! he did drink some pedialyte for daddy yesterday. with NO problems. no spitting, no choking, he just drank it right on down!! WOOOOOHOOOO!! we are still in need of art work and recipes for fundraisers!! please help out! also, we still have books for sale. 

July 22,2003 a.m. 
Othello visited Shari at the GI clinic today. She is very pleased with his progress. He has gained about a 1/4 lb. since his last weigh in. She is also going to discuss, with Liver Transplant in Miami, decreasing some meds. (the steriods and the Red blood cell booster, Medrol and Epogen) He has been playful today. Babbling a lot and very active. We will let you all know how things are going. p.m. I talked with Barb from Miami this afternoon. She is going to contact Shari (in Jacksonville) and discuss the wound on Othello's abdomen. He needs a derma-graft to cover the wound. It is healing, but not as quickly as we would like. The procedure may be done here in Jacksonville, depending on the time line and the dermatologit at Nemours. If need be. we will take a couple days trip to Miami to have it taken care of. ROAD TRIP!! Okay, maybe not. But, it would not be bad. A leisurly drive down south with Osmellio (as Bastian affectionatly calls him) Also, his mickey button (g-tube) has been leaking excessivly from around itself. Stomach acids, food, meds, and whatever else wants to seep out has been. So, he may need a new mickey button. A little shorter! Hopefully that will be soon too. We don't like the excessive laundry! More later.... ~Jenn 

July 23,2003
Nothing to do today! What an uncommon thing for Othello. No doctor appointment, no therapy, no labs! Just a lazy day at home. His next scope, labs and dr. visit are next week! So, as long as nothing unforeseen occurs, Othello has a tad bit of a window for vacation. (i.e. drooling on himself while sitting in his boppy!) His G-tube site is STILL leaking. Hopefully the Dr's will decide to give him a shorter one. This may cut down on the leakage. Othello is playing with his stacking rings. He seems to be slowly getting up to speed with his age group. His eating is coming along. We have to lay him like a baby to get him to swallow pedialyte. Sebastian and Mommy went to the Sprinkles children’s museum in Mandarin. The nice people there donated a pass for the family! He made a puppet for Othello! It looks like a bird. Right now he and Darin are swimming. He needs some be a kid time before he starts kindergarten next week! Especially with all the attention he used to get being infringed upon, because Othello has been so sick! More later 

July 24, 2003 
Sorry Everyone. I accidentally lost this update. Basically it said that Othello's G-tube was leaking and we had to get Peds Surgery to pull it out, let to holes close a tad bit, and reinsert it. Snug Fit!! 

July 25, 2003 
What I thought was going to be a lazy week, isn't. Typical! I had to take Othello to the Peds Surgery Clinic to get his Mickey fixed. Now he does not leak around the G-tube. All his meds are going in just like they are supposed to. Today I have to go pick up Othello's meds. Sebastian (Big Brother) is spending the night with Gramma Helen. So mommy and Othello have mommy baby night. This means, clean clean clean clean and clean. Othello is playing with his baby piano. He seems to like when it lights up and plays Beethoven. Oh, to be a baby again! There is a new addition to the page. Random Quotes. Here I will add random things people say about Othello, to Othello, etc. Cause there have been some funny ones. 

July 26, 2003 
Well, Othello is doing well. He is fighting his nap, quietly though. Yesterday he skipped nap time entirely. He did go to sleep very pleasantly last night too! His Mickey Button is leaking again. Not as bad as last time. The Dr. suggested that we remove the button, leave it out a few minutes, and then put it back in. Then voila! No more leaks! (At least for a day or two) Mommy had to take a trip to the hospital last night. Daddy was in charge of the baby and Sebastian! (Mommy was AMAZED that when they brought her back home, that home was still there!!) Mommy is better now and back on the job. Until tomorrow..... 

July 28, 2003 
Sorry No update for yesterday. But, no news can be good news!! YEAHH! Well, Othello's G-tube is leaking. Yes, still. I took it out for 15 minutes yesterday. It helped for last nights meds. But, that is all. I do not want to have to remove it 15 minutes, a few times a day. That is just ridiculous!! Anyone have any suggestions?? Othello looks a bit splotchier than usual. The splotchiness blanches okay. But, it still concerns me. It did not go away with benadryl last night. I am putting in a call to GI today. I am just concerned about GVHD. (Graft Vs. Host Disease) That has been ruled out before; but I am sure it can appear anytime, like rejection of the organs. So far no rejection. Everything looks a-okay. (Besides the leaky tube) Othello's output hovers around 150-250. He is babbling, yelling and eating his binky! He has begun to clasp his hands together, fingers intertwined!!! Here is Othello's and Mommy's schedule for the week: Monday: Pick up meds from pharmacy Tuesday: Physical Therapy Wednesday: Labs and infusions Thursday: Scope and Biopsies Friday: Pick up monthly formula from Pharmacy 

July 29, 2003
 Spoke with Barb (from Liver transplant in Miami) at 4:30 the 28th. We may be spending a few days in Miami next week. Othello needs to get his derma graft. But, insurance will not cover it unless he is inpatient!!! So, Barb is trying to pull some strings and talk to some people. Hopefully it will just be a day or two at most down there. While we are there, the Dr’s will look at Othello's g-tube also. Maybe they can suggest something a little better than "take it out every day or so for a few minutes and let it close a bit". When I speak with Barb tomorrow, I will ask if we can come Wednesday of this week instead. Because I really want to be here for Sebastian's first day of kindergarten!!! I do not want to miss that important milestone in Othello's Big brothers life!!! So, maybe we can get it done this week as an outpatient! That would be optimal! Also, he still looks red and splotchy. I will call GI here tomorrow and see about a dermatology visit at Nemours. If not, maybe Wed we can go to Miami for the derma-graft, G-tube fix, Scope, Dermatology and all that jazz. One swoop!! Please keep your fingers crossed and prayers coming!! We will know more maybe Wednesday. Hopefully we can go to Miami this week!!! 

July 30, 2003

Still no word on the Miami trip. Hopefully we will hear today about when Othello's presence is requested at the transplant center. (For his derma-graft) Today his nurse came to do labs and give infusions. Othello has a portacath now. But, that didn’t help. She was unable to get any blood return. Maybe it is placed wrong, maybe there is a clot...we do not know. But, it did not hurt. We had over the counter cream called elemax. It numbs the skin. You glob it on a half hour or so before a stick and viola!! No stick pain! Try it when the kids go to get their boosters, it works great! Only drawback...a tube is 13$ and it only lasts two applications!! Tomorrow we get to travel to Wolfson Children's Hospital to get labs, infusions, scope and biopsies done... Woohoo. An 8 hour hospital day...here we come! More later...as we know it! 

July 31, 2003

From Othello: Mommy says it is a workout to go anyplace with me. She is so funny! Mommy has, lemme count, 1-2-3-4...FOUR bags to carry, plus me (and I'm a chunk)! It is almost time to go to the day hospital. I am going to get scoped and infused. That sounds scary! But, I have done it before. The doctor is going to put a camera with a light on it inside my intestines. He is going to look at them and take a few bites out of them with a claw looking thingie! To make sure I am not rejecting my new organs. Whatever that means. Next I will get blood drawn for labs. (How are they gonna make a lab from my blood? silly doctors) and then some medicine put into me. So I dont get sick. I don't like being sick! Well, Mommy is ready to get me into the car!! VROOM VROOM! Bye! July 31..P.M. From Mommy: We went to the appointment today at 10:oo. Othello and I were sent from place to place, until finally someone realised I knew where I was suppose to be and telling them ALL ALONG! So, he got scoped and biopsied at the GE Lab. Everything looked good. We will know more when the results come back. His port-a-cath is clotted!!!! Never been used and it does not work! So, Othello was stuck a few times to get labs drawn and for his infusions! He has bruises on his arms, feets, hand...poor thing! Sunday we drive to Miami. Monday he will be admitted to Jackson Memorial. We will get the derma-graft done. The G-tube will be looked at at fixed. The port-a-cath fixed or replaced. His skin rash examined... And much much more... (I hope not hahah) We expect about a weeks stay! Updates will be few and far for a week or so. Please be patient... 

August 1, 2003 
Sunday (the 3rd) Othello and Mommy will be leaving for Miami. We will be there for a week or so. Othello will be getting the derma-graft over his wound. Also, the port-a-cath and G-tubes will be fixed. The rash will be examined too. Hopefully he is not having any weird reactions or rejection!! There is no fever....So things seem okay. We picked up his insanely priced formula today. ($ 36 a box..he uses 1 box a day!!)We also took a leisurely drive..so we didnt have to go home too soon! We are always couped up there! The updates will not be daily starting Sunday. I will give updates as often as I can though. I may call Daddy back home in Jax to update the page!! We will see though..Daddy works a lot and has to sleep sometimes!! hahah. Rmember, we still have bracelelets, books and other fundraisers going on!! please pass the word along!! We are still quite a way from reaching our 150,000 goal!! I will get the exact tally this aftenoon from COTA, so I can let you all nkow of our progress!!! Have a great day!! 

August 2, 2003 
We are in Miami. Earlier than anticipated. Friday afternoon we recievd word that Othello's prograf level was in the 30'ss. It is not suppose to be THAT high. So, that combined with his rash, propmted a earlier departure. Othello was admitted to Jackson friday night. Labs were dawn and we were settled in. the dr. say he looks okay, all his numbers are good. The sermatologist came to take a biopsy. He took a chunk out of Othello's right shoulder. He did not like that too much. I am sure it hurt!! The rash is almost non-existant. But, we do now have cream for it. Prograf dose is not 4 mg instead of 8 mg. He stil gets is twice a day. Can you all believe the little guy is absorbing things so well!!! It is amazing. His scope came back negative for rejection. So still, no rejection so far!!!! Monday or Tueday we will get the dermagraft done and the skin biopsy results. Then hopefully Wednesday we will be home!! More later on today.. P.S. Mommy and Othello miss Daddy and Sebastian. =-( Othello says he wants to drool on his daddy's shoulder

August 6, 2003 1:00 p.m. 
The dermagraft has been moved to tomorrow at 2:30. This is because the dermagraft itself has not gotten here. Sigh. Dermatology said they will remove all the messh, stitches etc. and then place the graft. The scope will be soon. They will take a rectum biopsy. More blood was drawn too. Twice today. I am getting nervous. But, I am still hopeful that it is not GVHD. I am scared! Othello has been through sooo much. He does not need any more to happen to him. But, we did tell you all that this will be ups and downs. The rollercoaster ride is starting up again. Please pray and be patient! _______ It is 9:10 a.m. We are waiting for the doctors to do rounds. When they get here I will ask some ?'s and get some answers, hopefully!! Othello is suppose to get a scope w. rectum biopsy today. It will help determine if he has GVHD. Hopefully not!! they also drew labs twce yesterday and once so far today. At one he will be getting his derma-graft. Peds surgery will also be coming in to let us know when they wil replace the port-a-cath. I will also be asking if we can be transferred to Wolfson for treatment( if he does have GVHD) His UTI has not been treated yet. they were SUPPOSE to start the IV antibiotics last night, per dr. orders. But, it did not happen, even with me reminding the nurses a lot. I am sure there is a good explaination, I just have not been given one! I will keep you all updated. Hopefully with GOOD news aug 5 today has not been too eventful. we are still awaiting some results. othello and i have been playing, dancing and being bored. we did see a funnel cloud out of the hospial window!! the dermatologits and pathologists seem to think it is gvhd. to learm more about graft vs host disease click here. we are hoping it is not!! gvhd occurs when the graft (the new organs) attack the host (othello) tomorrow a biopsy of his native colon (the little bit of his own large intestine he had) will be taken to help dagnose the GVHD, if that is what it really is! he will also have his derma graft done!! WOOHOOO!! a new port will be placed sometime this week also! i will update you all as soon as i can. aug 4 okay here goes.... the dr. did their rounds. the derma graft has been rescheduled to wednesday at 1 p.m. also they are going to do a scope and biopsy of his rectum. to help in ruling out gvhd. in addition, the dr.s are going to check for syphllis (yeah i was confused too) apparently, the transmissionnof syphillis has occured during transplantation before. we hope that neither of these is the case with othello. on top off all of this, othello has a uti. a urinary tract infection. poor baby. antibiotics will be started to get rid of the uti. the port will be repaired too. dr. tzakis said they will take it out and give him a new one!! yeah, no more clotted port! this trip started as a derma-graft only trip. now it has escalated into more!! well, more as i know it.

 August 7, 2003 3:20 pm 
Dermagraft is done. It looks like a tiny piece of mesh. The dermagraft is suppose t stimulate Othelos skin cell growth. He will require a few more applications. This is normal. We have no more word about the biopsies. They have not given us a definate on anything. I am about to ask again, we need some answers. If he needs treatment, it should be underwayalready. We have been here for 6 days!!! More later.... 11:30 a.m. There is a BIG box in Othello's room. It says: "URGENT HUMAN TISSUE ENCLOSED" Yeahhh. His derma-graft is here. If you want to learn more about a derma-graft click here! Thedermatologists are on their way up to cover the wound with the graft!! yipppie. We are still waiting for Dr.Tzakis to let us know whether or not Othello has GVHD. Keep praying everyone. I'll will update you all as soon as I am given information . 9:24 a.m. Prelimiary results say: the skin biopsy says it may be GVHD. The rectum biopsy seems to say no it isnt gvhd. This means....wait for Dr. Tzakis to review the biopsies and we will get a definate answer this aftertnoon. Hopefully things will come back favorable! Be back with updates in a few hours! 9 a.m. We are waiting for rounds. Once the Dr. comes in, I will hopefully find out the pathology report. As you know, They took a biopsy of Othello's rectum yesterday...To determine if he has GVHD. We are hoping that it is not!!!! GVHD is when the donor organs attack the host (in this case Othello's body). At 2:30 the derma-graft should be done. Uness it is pushed back AGAIN. Which , I hope not! If all goes well, we should be home soon! Please keep praying. And i will update the website as soon as the results are in. 

august 8, 2003 
Most recent posts first... 
1:44 pm Well, KK just told me we are discharged TODAY. We will be leaving for home soon!!! WOOOHOOOO! 
9:44 a.m. Rounds were just done! Dr S (I'm not sure how to spell his name) says we can leave tomorrow! (Well, this afternoon..But, I am not driving 5-6 hours in the night with Othello!) So, we will leave Saturday a.m. and go HOME!! The biopsy came back negative for GVHD! So, we go home with some topical ointments and creams and just watch the rash. Woohooo. We get to go home to daddy and sebastian!! Othello is a-okay! A derma-graft and a week later...plus many many blood draws...he is going home! 8:00 a.m. Othello got his dermagraft (thank goodness) It was a fairly short, bedside procedure. The dermatologists were very informative and plesant to have working on Othello. Kudos to Dermatologists!! After a long day of hurry up and wait. I still received no real definative answers. I was told a few times that the Doctors woud be in to discuss the results. Well, i did talk to a dr. (a fellow, because the other dr.s were in the OR doing a new transplant) He "did not know" anything. This is quite discomforting. We have been here for a week. Still no real indication of what the rash is or isnt from. Darin and I, as well as the many of you keeping up on Othello, want to know what is going on. If their is something that NEEDS to be treated, we would have liked to have treatment started by now. Most of the tests were not done until mid week, they should have been done when we atrrived. If it was urgent to get us here two days sooner, it should have been urgent to get ALL of the nescessary tests completed. I am not trying to complain. But, I am anxious to know what is going on mith my baby boy. If nothing is wrong, I would like to take him home. It is better there for many reasons. Mainly, he will not catch some random infection or virus that lingers in the hospital. If he isnt ill, we want to keep it that way. I will try to explain my point of view to the dr. during rounds. Hopefully they will provide me with some more information and a decision. One way or another..Does Othello have something that NEEDS to be treated in the hospital or can he go home to wait for results in a safer, cleaner, less germ infested enviorment? We want him to be well. If there is a problem we will take him back to the hospital. I thinnk our track record so far speaks for that. We love Othello and want the best for him. Darin and I are his voice, his advocates! If he needs something, we will do it. If it is unnecessary...we will try to eliminate it. Well, i will update later on...as more information leaks my way.

 August 9, 2003
Othello is wiggling around and babbling to his stuffed animals!!! It is so very niceto be home again. Othello and I drove about 5 1/2 hours back home yesterday. Othello does not have GVHD. He has Atopic Dermatitis. (really sensitive skin, probably reacting to his mes, kinda like eczema) We have some creams to put on the lil bugger!! So far, so good. No rejection still (hopefully things will stay that way) Please keep in mind that this is a crazy rollercoaster ride!!! We will keep you all informed of the twists and turns Othello takes as often as we can! Luckily nothing to extreme has occured. We pray it will not. Thank you again to everyone that has helped us out and prayed for Othello. He is definately being watched over!! XOXOXOXOXOXOXO ~ P.S. Jacob went home from the transplant center!!! So did Amanda!!! AND Terran!! Yeaahhhhh!! Ian, Chelsea, Josh, Christian and Sarah are working on getting well! Please keep them in your thoughts and prayers! Especially Christian, right now, he needs all the love and support you can send his w 

August 12, 2003 
FINALLY I CAN UPDATE!! The nice man, Tom, at tripod fixed the problems they had at their end! p.m. Prograf level is 12!!!! That is so much better than 36. Othello DOES have GVHD. The plan of action: Lower his immunosuppressive drugs and steriods. This will allow his own body to fight back a little. Hopefully it is just enough to cancel out the organs attack on Othello! Once we reach a happy medium, Othello will be a-okay. No hospital stays for Othello yet. We can help manage the GVHD at home. The Dr.s will keep a close eye on labs weekly and scopes too! Another derma-graft will be done too. It takes a few applications to do the job! Othello and Sebastian are playing "gutter ball" (a.k.a. bowling) Sebastian is the bowling ball and Othello is the Pin! Sebastian runs by Othello and says GutterBall. Then Othello laughs! Tomorrow Othello starts Physical, Occupational and Speech therapy, at home! Therapeds is coming to do the in-home therapy. Othello is much more relaxed here and there are less germs! Thanks all for your continued prayers!! a.m. Sunday and Monday Othello did not seem to feel well in the morning time. He spit up a little each day. 20-30 cc's. His ostomy output was approximatly 300. Still is normal ranges. No fever though! The Dr. in Miami informed Dr.Evans that Othello does have GVHD. I am going to request more tests here in town! They conflicting answers we have gotten from the Miami trip are unreliable in my opinion. So does he have GVHD or doesn't he? We will know more soon, hopefully. Some of his meds have been decreased!They will continue to taper off too! Othello has been laughing and playing all day long. He is soo giggly. It is 11:20 and he is now napping! We have been doing some "tummy time" to help with learning to crawl! Studies show (according to Darin's co-workers at St. Lukes) that crawling first helps children in learning math ! (go figure) Friday, Othello will go n for the port-a-cath to be removed and a new working one placed!! WOOHOOO! I have been trying to educate some people on gastroishisis and organ donation. It is sad when they have misconceptions and are unwilling to educate themselves. If anyone would like more information about organ donation..please go to www.unos.org , for other info...go to the links page!!! Want to know a neat new fact I learned.... • Did you know that transplant recipients can be considered donate their "native" organs? (in Othello's case he will be 100 before that is even discussed.) rday

August 14, 2003 
4:00 pm Othello is back at home. The CT Scan went smoothly. He is still sleepy from the sedative they gave him. (He is soo floppy) Tomorrow a.m. we go to speak with the pediatric surgeons about his new port placement! Othello also gets his labs drawn tomorrow. This will determine if his meds are to be "tweaked" again. His GVHD induced rash looks itchy and uncomfortable. But, Othello ignores it well, if it is. It is concentrated in a few areas...It comes and goes... 
10:24 a.m. Othello is going to the Children's Hospital to get his CT scan done at 12:30. They are going to check for a place to put his new port! This way, when he goes into the OR for the port, they will have a better idea of where to place it! The little guy has been talking a whole bunch today. He is making new sounds..Goo, Faaaaa, Da, Maa, Boo, Bubble, and random other babbles. The Art Sale and Masquerade Ball will now be one entity. I will give more information soon!! Othello is trying to type to you all! He loves to fiddle with the keyboard!! Sebastian is at kindergarten right now. When I dropped him off his teacher said he was brilliant! Maybe that is why he is so hyper. He does get bored a lot. He already has a lot of the kindergarten stuff down pat! We will update his site when he gets home this afternoon! ___________________ 

August 13, 2003 11:22 a.m. 
Othello had his speech, occupational and physaical thereapy evaluations thia morning. He is now being seen by Therapeds. They are an in home therapy service. Better than going to the Children's Clinic. We try to avoid as many germs as humanly possible! Here is the plan for therapy: Othello is going to work on his eating skills and sounds for speech. For PT and OT he will work on his strenght in his arms and legs. We want this boy crawling!!!! (He is just about too heavy to carry) Medication changes...His prograf and medrol have been reduced again! The Dr. are trying to lower his immunosuppression. This is so his body can fight back and hopefully reach some common ground with his "new guts". We are going to get the GVHD under control! Othello will beat this odd like he has all the rest!! The little guy is so happy. He has been saying "bubble" a lot today. All the while, he is gnawing on his lil hand! DID YOU KNOW: (obtained from www.unos.org) Myth: Having "organ donor" noted on your driver's license or carrying a donor card is all you have to do to become a donor. Fact: While a signed donor card and a driver's license with an "organ donor" designation are legal documents, organ and tissue donation is always discussed with family members prior to the donation. To ensure that your family understands your wishes, it is important that you share your decision to donate LIFE. Update for 

August 15, 2003 
Othello went to Ped Surgery today for pre-op appointment. They have determined that he does not need a new port. It flushes well, but you cannot get blood return. It is a-okay. There is a sheath around the end preventing aspiration. This may be caused by the numerous lines he has had. YEAAAA!!! No surgery for the little guy. His rash does not look as red now. Maybe the decreasing immunosuppression is doing its job!!! We hope the GVHD is under control soon! Othello is a tough little munchkin! He will fight with everything he has got!! Othello is talking more today! gaa and dadadada's. It is adorable. He looks at me and acts as if I can understand his babble!! Well, have a great weekend everyone!!

August 16, 2003: 
Today Othello took his FIRST trip to the park!! His very first visit to the park was fun fun fun! He did so well. Othello sat on mommy's lap and slid down the slide a few times. He cackled!! We sat under the shade tree while Sebastian and cousin Jaden played on the swings, slides and monkey bars. Othello sat on a beach towel with Gramma Helen. Sebastian and Jaden, Uncle Brian, Gramma Helen, Darlin', Aunt Mandy, Granpa Charlie and Gramma Teri were all there with Othello and Mommy for the BIG day! Daddy had to sleep though =-( But, next time! Daddy will SO BE THERE!! I am sure he will love watching the lil guy on the Big Kids slide! Othello got to take a stroller ride around the duck pond in his 3 wheel jogger! He loved it! After about an hour and a half, Othello was zonked. He feel asleep on mommy inside the car. He nuzzled up to her and drooled while waiting for time to go!! Hope you are all doing well! Othello is enjoying himself! GVHD cannot stop this lil trooper!! Bye for now!!

August 18, 2003 
Sorry for the late in the day update. I have been running errands all day long. Othello is doing well, considering his GVHD. You would NEVER know to look at him, that there is anything wrong. He has been saying "dada" all day long. Let me share a cute story with you: When I was talking to my mom last night, on the phone, Othello was watching me. All of a sudden he blurts out "blah blah blah." It was as if he was mocking me! It was adorable!! As for treatment..Othello's prograf intake has been decreaed again to 3mg/BID. He started out with 10 mg/BID. His Medrol is still at 5MG/Qd. Hopefully this is getting the GVHD under control! Labs and Scope are being done on Thursday! Hopefully all is on the up and up!! .... On the Fundraising end.... I am in the process of getting committess together for the "ball." I will let you all know more as I get it ready!!

19..August...2003 
Othello is doing good today. The only thing that seems to bother him is HUNGER!! Yes, that is right. Hunger! He is off of his tube feeding for 4 hours a day. Near the end of the 4 hours he gets cranky, hits his tummy and cries. As soon as food hits that belly though, Othello is Snug as a Bug!! He enjoys looking right at you while you are talking. Then he will say something back, in baby babble. Right now his choice word is "da da". We are still monitoring him close. Thursday he has Labs and a Scope w/ biopsy of his intestines. We have to make sure the treatment for GVHD is not sending him into "typical rejection". Thank you all again for you love, prayers and support!! We would like to ask that everyone praying for Othello, please add Cory to your list!! Cory is a long distance friend of Othello's! His mommy and I talk every day! Cory is in the hospital getting some gene therapy and tests. He has to undergo a bone marrow transpalnt soon!! Please remember Cory and his family tonight in your prayers!!! Please keep in mind Christian, Amanda and the others in Miami at the transplant center. Currently we hear that Christian, who is 8 and has had 3 seperate transplants, is not doing well. He is hemmoraging out and is very unstable. Amanda is now back in the PICU with more complications. If you want to read more about Amanda click here. Please continue to pray for all of these children!! Othello sends his love!!!___________ Now an update about Othello: Today, Othello had a scope and labs drawn. His Prograf level is 7, right where they want it for now. When Dr. Evans did the scope, Othello's intestines looked nice and pink. There is no rejection of the organs that can be seen by the eye. Which is a good indication that he is not rejecting his organs. The GVHD is not confirmed. I called down to Miami. They said the rash is "suggestive" of GVHD. This is good, there is a chance that it is just a rash and not GVHD. Either way, they are treating Othello for Graft Vs Host Disease. I will keep you all updated! Othello has been showing signs of hunger while he is not on tube feeds! This is good, because it will help us in getting him to eat more by mouth. His home therapies will start next week!! Have a great day! Jennifer 

08-21-03 
I wanted to ask everyone to take a moment out and send you prayers and positive energy to Christian and his mom Amy and the rest of their family. Christian passed away the morning of August 19. He was 8 years old. We are thinking about them and we know he is in a better place now. He is no longer struggling and suffering. We are keeping them, as well as the other transplant families in our hearts and thoughts. We all know, that could be and is our reality. It is hard for all of us to watch on as one of our transplant family members passes. Right now, there are many of the families still at Jackson, in Miami. As well as others world wide that we do not know. The children are fighting and being strong thorugh all of these trials. We hope and wish for the best for each and every one of them. Update for

08-22-03 
This morning everything is going smoothly. Nothing much to do but play with Othello and clean house. Othello ate almost a whole jar of mixed veggies baby food yesterday! The stage 2 kind, he seems to like the textures better!! Right now, he is watching Barnie! He is talking to the T.V. and ignoring my attempts to play. So, I decided to come update you all. We did another Interview with First Coast News. They will be airing an Othello update Monday or Tuesday of next week. I will let you know! I will update more as the day progresses. I have left yesterdays post up, so that you can all read the later afternoon post! ______

August 27, 2003 
Today we will be flying to Miami. Othello has to go back to Jackson Memorial. His rash is much worse, his white cell count is up, he was running a fever yesterday and today it is 38.6 C (101.5F), he vomitted yesterday. He is swollen and can hardly open his eyes. He seems miserable today; so unlike him, Last night he was up and down, crying and being uncomfortable. He is not his normal happy Othello self. Hopefully nothing too bad is happening. I am sure the lil guy will kick whatever this is out of his body and be okay! He is a trooper and a fighter. Mommy and Othello will be going to Miami. We are not sure for how long. Once we get there and get settled; I will update the web. (after calling daddy) Othello is being given vancomycin and rocephin(spelling). They are both antibiotics, that he has had before. They want to combat whatever is causing him to get sick. The nurse gave him some tylenol, he is sleeping. Restlessly sleeping, but sleeping. Wimpering, groaning. It is not fun for him I am sure. We will be medi-flighted to Miami around noonish today. I will let you all know more as soon as I can. Jennifer

August 23, 2003 
Othello is doing well today. He seems VERY happy. Giggling, babbling, thrwoing the ball and making me fetch it! Gramma Teri and Granpa Charlie gave him a walker. He touches his feet to the floor and laughs! As if to say it tickles. The carpet on the bottom of his baby feet is new to him. His abdomen is closing nicely. We have a dermatology appointment on Wednesday of this week. They will evaluate him and determine whether or not to do another Derma Graft or let it finish healing on its own. Labs will be done. His 4th to last zenapax infusion will be given. A doctor appointment or two. Some thereapy...we have a long week! I will update more later! ~Jennifer __________________________

August 25, 2003: 
Othello is doing well today. He has been laughing and playing all morning. His rash does look bad again though. From hour to hour it changes. It has always been like that. Overall though, It is less red and more riased. He feels like he has alligator skin. I have been applying the ointments and creams. His prgraf level was 7 last week. This week, we will see if they want to continue keeping it low. Darin and I are worried that if his immunosuppressants are too low, that he will go into rejection of his new organs. But, this is how they want to treat the GVHD that his rash is suggestive of. It has been 4 months and 2 weeks (approx.) since Othello's multi-visceral transplant! Can you beleive it!?? He is doing fairly well. He is at home and so playful! He even likes to eat a little!Daddy got Othello go eat 10 cc of formula BY MOUTH! With no spitting it out! Then mommy came behind that and gave a couple of spoons of mixed veggie baby food! Othello is making progress! Let's just pray he continues to do well! He just has to fight off the GVHD. 
This week I will start something new to help fundraising efforts. Each week I will post a new original painting on here to sell. This week, one of my paitings will be available. It is entitled, Father and Son. Please check the column to the right for a picture and more information. ****Stormy got her transplant on August 23, 2003!!! Stormy, Othello's internet friend, got her Multi-Visceral transplant at Riley, in Indiana. She is the 1st M-V transplant at that hospital ever! The email from her parents says she is doing well! Please say a prayer for Stormy and her donor and their family!! To read Stormy's Page click HERE***** 

August 26, 2003 
p.m. Othello was admitted to Wolfsons this a.m. He vomitted and his rash is horrbile. He also has a feve brewing. Tomorrow we will be transported by ambulance to Miami. He has to go back to the transplant hospital. They want him there. I will let you all know more soon
a.m. Today I woke up to give Othello his meds. I turned on the lights and Othello looked like a red splotchy blob! His skin is COVERED in this "rash". It feels scaley, dry and bumpy. I DO NOT like this. If it is GVHD, then the treatment is not working. This rash is getting worse. It is on new places, more red and well just plain not pretty! I called Sheri (at GI here in J-ville) and she is going to talk to Dr.Evans and let us know what is "next." We may need to take a short trip to the Dr. office today. So, I am going to go get us all ready to go, just in case. I will update more laster, as I have more to tell.. I will leave up the yesterday update for you all....... 

August 28, 2003 
2:50 p.m. 
Othello is being moved to the picu. They will begin treatment tonight for the GVHD. Right now, I cannot release all of the details. But, please be patient and pray for Othello. I will not be online very often, but will try to update you all daily, even if it is just a line or two. This is going to be tough! Get ready for another loop in the rollercoaster! Keep in mind, we trust the Doctors here and please do the same. Tonight at 5:30 Channel 10 in Miami is running a story from Othello's hospital room. I believe channel 4 in Jax wil be airing that update!! Please keep Sebastian in mind too!! he is far away from his brother and needs love and support too!!!! -Othello's Family 
12:15 p.m. 
Okay..Bare with me: Othello looks worse. They did the biopsies of his rectum and small bowel. His "new guts" look great. His skin looks horrible, his rectum is a bit inflamed. They are 90sure it is GVHD (See questions page). It could also be EBV.EBV (Epstein Barr Virus normaly causes mono in healthy people, for transplant patients it can cause PTLD . Either one would be very bad. The doctors are going to review all of the information, biopsies and labs. Tomorrow they wil have a plan of action. The plan could include: steroids, removal of the spleen ,radiation to the spleen, campath , or one of many numerous other options. this is going to be tough on the little guy, either way. Please pray harder than you ever have!! 11:02 am. Channel 10, here in Miami, is coming to do a story on Othello. I will let you all know more soon. 10:28 a.m. Mr Othello is approximatly 22 lbs now. He still has fevers and is swollen. The dr.s just saw him ,\; they are having him scoped from his ileostomy site and from below (for a rectum biopsy). Some chemeric tests are going to be done, as well as a CT scan and Xrays. Once the tests are done, it is hurry up and wait for results. Once we get results, treatment will be started. Please be patient and pray!! I held Othello as the nurse changed his bed sheets. He loked at me through squinty eyes, giggled and said "da da." 
8:13 a.m. 
Othello's temperature has gone up to 102.C. He is miserable. He was up and down all night long. He did not get much sleep through the night. Right now he is asleep though. Which is unlike him, he is usually bright eyed and bushy tailed at 7 am every day. His eyes are swollen and crustied shut. His skin is bumpy and red and obviously itchy. Benadryl and tylenol have been given to him on top of his other meds. We are waiting on the dr. to do rounds. When they come we will know more of the plan of action for the day. Please keep you fingers and toes crossed and send lots of prayer his way. 12:06 a.m. Well, we arrived in Miami at 5:30 p.m. ast night. Othello was put in his room and immediatly seen by the Dr.s. In a few hours they will be doing scopes, biopsies, labs, xrays and more tests and such. They will then begin a regimen of HIGH doses of steroids. (more than likely) Othello has been battling a fever over 100.7 all day. He is miserable! His face is swollen; his eyes barely open. His hands and legs are tight too. His skin is sunburn red and bumpy. He has goop ooozing from his ears, eyes and nose. Othello has been crying and wimpering. But, he does still flirt with a nurse or two here and there. So, he is still spunky!! Thank you all for your love, support and prayers! Othello needs them desperatly again. He is hitting a bumpy spot in the road! Don't worry though, we are here to help him through it! Also, please keep Amanda in your prayers. She has been relisted for transplant. You can find more information at her website on the other links page. 

August 29, 2003 
I hate being the bearer of bad news. It is so hard living this transplant life, where you come to love and care for the people that you meet. Stormy passed away today. She recieved her multi-visceral transplant one week ago in Indiana @ Riley. Please keep Stormy and her parents Tavi and Joseph in your thoughts and prayers. Tavi and Joseph..We are all here for you! You are in our thoughts and prayers. Your beautiful Stormy is with Caleb and the other little angels now, watching over us all! ____ Othello is already OUT of the ICU!!! Last night, Othello was given Campath. The plan is to totally eliminate what little immune system he has, as well as the donor cells. This should cause the GVHD to stop! For more information on Campath and what it does, click here. The Dr. will be monitoring his close and they will also determine if he needs to have another dose. Othello will probably be having his spleen irradiated in a few days, but that is still up in the air. This means, they will give a small dose of radiation to the spleen tp make sure all of the cells that are helping attack Othello, are gone! When he woke this a.m. he looked so much better! The rash was 1/2 way gone. His swelling has pretty much dissappeared. Othello is still itchy and peeling, but that will go away soon. With this treatment, Othello will be suceptable to any and every bug, infection, cootie....So, we have to keep him even more guarded. Right now, we are asking for no visitors. For the next month or so we will have him on lock down. (pretty much as we already have) I am not sure yet if we will remain in Miami the whole time. I will update more later on..

August 30, 2003

Othello is doing a little better each day. His is a bit itchy frm all the dead skin falling off though. Because of the campath, his blood pressure is pretty high. This was expected. Othello has been getting nifedipine to bring it back down to normal. Overall, he is doing a lot better.....

August 31, 2003 
Othello looks even better today. The redness is nearly gone! He is peeling and itchy still. The Dr. said his lymphocyte count is around 100; they wanted it below 200. So, he is doing what the Dr. wanted!! He is so good. Othello has been sleeping a lot. I would too if I went through everything he has been through.But, when he is awake he is cooing and babbling again! We hope to be discharged w/in a week or so. but, it all depends on how Othello handles this treatment. So far, so good! Please continue to pray for Othello... I will update more later....

September 1, 2003 
HAPPY LABOR DAY!! Othello is progressing well. His skin is more flesh toned and less red, with every passing day. He is back to his normal happy self. Othello continues to babble and play. He appears to be happy, even though he is stuck in one small room 24-7. (So is mommy) It does drive us bonkers being in here..But, Othello is getting better. Tha campath was given twice. Now Othello's lymphocytes are around 100. This is exactly what his body was suppose to do. He will be monitored in the hospital for a while longer. They have to make sure to reach a happy medium, a nice balance of medication so that Othello does not go into rejection, get really sick or something unknown. Thank you all again for your support!!! All the wonderful emails have helped to keep me going down here. Hospital life is stressful, for many reasons. It is hard to watch Othello going through these things. It makes it even more difficult when you have some support staff that are not quite up to par. But, hopefully, with communication and help of those in charge, everything will be repaired. I will give more update later on... Until then..BYE BYE from Miami 

Septemner 2, 2003 
Sorry the website was not able to be logged into most of the day. The servers were being temperamental. Othello is well. Perky and Babylike!! He had a really good day. (Except the tech who yelled at him cause he was crying when she took his bloodpressure...i was less than hapy with her and let her know) He had a busy day...Scope, Labs X2, and an Echo. The scope was to rule out rejection of the organs. Which it did. The nice pink intestine is such a nice thing to see. The labs were to check T-cell counts, Liver function and otherthings. The Echo is something they use to make sure the heart walls are not thickening. this can happen with Prograf (the immunosuppression drug) A week or two and we should be heading back to Jax. That will be nice to be back home. Othello needs to be in a place where i can take a shower w/out worrying about his well being.Plus we will get to see DADDY and SEBASTIAN!! We miss them a WHOLE BUNCHES!!! Be sure to check out the New Pictures page. There will be some more updated on Othello's progress tomorrow!!! ____ 

September 3,2003 
The day was largely uneventful. We woke up, Othello saw the doctors. They said he is looking good. Dermatology thinks he had a medication reaction on top of the GVHD. This may have caused the rash to get worse as fast as it did. Hmmm. Labs and medications. that is all for today. the little guy napped and played. He also babbled a whole lot. I talked to the Dr. about Hep locking Othello's portacath. He agreed that it is suppose to be done after every infusion (when in use) or once a month (when not in use). Hopefully the nurses (not all of them just a few who dont seem to know proper protocol) will learn something from this! Even after the dr gave the orse, the nurse still did not understand fully. It had to be explained AGAIN!! I hope things get better with the nursing staff, I have gone up the chain of command! It should hav ealready been fixed, but I expected a whole lot of no progress! Talk to you all later! Remember, those of you who have kids in the hospital a lot: YOU ARE YOUR CHILDS VOICE! YOU ARE THEIR ADVOCATE! FIGHT FOR THEM, FIGHT FOR PROPER CARE!

September 4, 2003 
Today has been uneventful. We like days like this! The doctors rounded and they said Othello is looking good. he is progressing well! His skin is no longer red; the peeling has almost stopped too. We are not sure how long Othello will be in here. But, the doctors need to keep a close eye on the lil bugger! Since he has close to no immune system, he could catch ANYTHING and get really ill. So far, he looks good, and he is happy!! He seems to feel well too. I will update mor elater on today!! HAve a good one! 

September 5, 2003 
Not much to report. But, I know you loyal Othello followers want to hear what is going on.... Othello H-A-T-E-S getting labs drawn! They wake him at 6 a.m. pin his little baby arm down and shove a sharp needle in the bend of his arm! He cries. Little baby tears well in his eyes. It makes me want to just pick him up, smack the lab person and cuddle him back to sleep! He looks great! Back to normal baby color (as daddy would say). His skin is nice and smooth, as if he got an exfoliating scrub at a spa! (We all know it was not THAT relaxxing though) It looks nice and healthy. Othello has a very low lymphocyte count (under 100). The Dr. may decide to give him one more "blast" of it before he leaves; to get him to ZERO. When any nurse or tech comes in the room they have to wear gloves, masks, and gowns. This helps keep the munchkin safe from any cooties they other kids might have. Hopefully in a week or two Othello can come home! But, we have to make sure he is well on the road to recovery and not relapse!!! Can you believe...in 5 days...Othello will have been transplanted 5 months ago!! We should let him eat CAKE!

September 6, 2003 
Othello has some visitors today. Gramma Teri, Gramma Helen, Great Gramma Darlin and Granpa Charlie!! Yeaaaah! Spoiling day! He is sooo rotten. He giggled and laughed and played with the grands. Gave them shifty eyes, and smirks too. His looks good. He seems to be happy and ready to go!!! Othello gave in and didnt fight the spoon that was feeding him......He ate peaches today. With less mess! I am so proud. Granpa Charlie got to watch too!! Yeaaah.. Well more tomorrow

September 7, 2003 
Othello is playing his baby piano today. The Grandparents are still here and Othello is having a lot of fun. There is not much to report. Everything is on the up and up! Still in the hospital, we hope to get out early this week!!!

September 8, 2003 A.M. 
This is the a.m. update about this past weekend. I will be giving the Monday after Dr.s round update around noon. So check back later too!! This weekend gramma Helen, gramma Teri, Granpa Charlie and GreatGramma Darlin' all came to visit. They dropped off Othello's stroller and port-a-crib for the week or two outpatient stay he will have here in Miami with mommy. Othello is looking great! His color has returned to normal and he is very energetic and fun to be around. Othello has been playing his baby piano with stars on it, cuddlign his Teddy bear and gnawing his binky!! On the agenda for this week: • Othello's Port-a-cath is to be removed. It has been difficult from the word go! This line was suppose to make life easier for lil guy. But, it never gave blood for labs and the nurses seem to have a hard time accessing it. The dr. anticipates that no line at all will be required. • Othello will get a scope and biopsy of his small transplanted intestine. To make sure everything is still on the up n up! • Labs ..DAILY! • Go outpatient!!! Buh-Bye hospital room! I hope you all had as great of a weekend as Othello and I did. We hope to be home within a week or two's time. Until then, keep checkin back with us periodically. Noon O'Clock Update: I am beginning to think Othello is not my son. He must have been given to me by aliens or something!! Reason being: HE HATES THE TASTE OF CHOCOLATE!! Now, anyone who knows me, knows that I can eat a pound of chocolate in a sitting and still want more. (esp. pumpkin spice truffles) I gave Othello a taste of chocolate from my lunch dessert. He puckered his lips as if I had just put a lemon in his mouth! Dr. S says we should be discharged on Wednesday. That means Wedensday I will move Othello and myself to the Transplant House. While we are staying in Miami (outpatient), we will have a couple of trips for lab work and clinic visits. Other than those outings, I will keep "Osmellio" under lock and key in our room. I do not want to risk any type of cootie infection. I must call the medical supply company that we use, and have them send his monthly shipment to us here. As well as his medication and feeding supplies. Daddy will be mailing us the feeding tube supplies and special formula. Hope all is well on the outside! Othello is on the verge of napping..so I must get working on all the arrangements

September 9, 2003 
The new plan of action: We can go to the transplant house as soon as Othello's supplies get here from Fletcher's, Hollywood Med, SkyMed and Gramma Helen. (she has the plug for his feeding pump) Scope is today. Labs were drawn. And some more pictures will be today too. Othello is doing so well. I am not sure how often i will be able to update you all. I will try once a day. When Othello is sleeping, I will go down the hall to the living room and update the site. We should be home in a week or so. Thank you all again!! From Miami: Jennifer and Othello

September 10, 2003.... 
Does anyone relalize it has been 5 months and a day since Othello received his second chance? I am so greatful that he has had all this extra time with us. He is such a joy. His donor is in my thoughts today, as he/she is every day. I sometimes wonder things, like were they a boy or a girl? What did she/he like to eat? I wonder if they liked cheeseburgers. (I always joke with Daddy and say Othello's new guts are saying "I wanna CHEESEBURGER!!!") I wonder how the family is doing? Are they okay? Do they think about the anonymous recipient? ______ Today, Othello and Mommy will be released from the hospital. (Well, Othello will, mommy just happens to be with him 24-7) They will be staying at the Transplant House in Miami for a week or so. The plan for the day: Othello will get his cytogam infusion. Mommy will pack everything into a lil red wagon and move it to the Transplant House. The peripheral IV and the needle in the port-a-cath will be removed. A couple of papers will be signed. Then Othello and Mommy will then go to their new prision (errr I mean home away from home). Daddy is going to come visit Othello and Mommy this weekend. He is going to be here for a couple of days...Mommy may just get some sleep (but, probably not really) Othello looks great. His skin is nice, smooth and not aggrivated. His scope yesterday looked marvelous! No rejction! If the GVHD comes back, or the Dr.feels that his lymphocyte levels are coming up before they want them to, Othello and Mommy will have to return to Miami and be readmitted. Then they will give Othello another dose of Campath. But, I am sure things will go well, and we will be home in a week or two. Once Othello and Mommy get home, they want to see Sebastian and Daddy. Mommy wants to sleep in a real bed and eat some good food. Othello, of course, wants to babble and play in his swing!!

September 11, 2003 
Othello and Mommy are at Transplant house. We had a great first night. BORING! Just how we like it. Very uneventful. We did learn that Transplant House is part of an evacuation facility for hurricane time. Lucky us!! We may get smashed by a BIG BAD ISOBEL! Than again, maybe not. Tuesday of next week Othello has Labs and Clinic. Wednesday should be scope and Cytogam infusion. If all looks well, I am going to request that Othello be discharged home. He seems like he is doing great. The Drs here and at home know that we will let them know if anything is amiss. So, I am sure we should be allowed to escape. I will try to let you all know how things are going. It is harder though. There are no internet connections in the individual rooms. I must use the community PC for the conenction out in the living room. (This means Othello is napping) Things are a-okay right now! Pray that this continues! 

September 12, 2003 
Yesterday Othello and I did a whole bunch of nothing. We were back to our routine, without nurses!!! Which is a great relief. I do not have to worry about the issues surrounding the nursing care. Othello seems to be doing very well. He has no fevers, no rash, no vomiting...nothing. (knock on wood) He sat himself up yesterday. He sits fine when you put him in the position, but until yesterday we always had to put him there. He also tried to "Scoot". Othello is on his way to crawling. As I mentioned in the last update..Tuesday is our next clinic appointment and lab visit. Wednesday should be scope and cytogam infusion day. Then, if all looks well, I will request to take the lil guy home. Well, I must go back to the room and do a whole bunch of not a lot!! YEAAAAHH!! Kisses and Hugs from Othello in Miami.... 

September 13, 2003 
Saturday.... Othello and I went to the park. We swung and slid. Then we went to the beach and built sandcastles and found sharks teeth. He was so cute in the swimmer diaper. He splashed in the clear ocean and watched the women in bikinis on South Beach!! (Okay okay, so it was just a day dream) We actually are sitting in the transplant house. Othello plays with toys and I wanted to doodle. Now that I have run out of doodle paper, I cannot doodle anymore. No more PAPER! Othello is doing well after his bout of Graft Vs. Host disease. No more organs rejecting Othello!! The campath has worked (so far). Hopefully he will continue on this path. Othello is happy and feeling well. Tuesday and Wednesday we venture over to the clinics and labs. Hopefully Othello will be given the all-clear to return home from the transplant center. Sebastian is going to cousing Joshua's birthday party Sunday! HAPPPPPPYYYY BIRTHDAY JOSHULA (as Sebastian calls him).

September 15, 2003 P.M. 
Othello was Cranky with a capital "C"today. He fussed and fussed when Mommy was not in site. When mommy was back in view, he showed her how much he protested by fussing even more!! YEAAAAAAAAAAH!! ADVIL!!?!?!?!? Tomorrow we have Labs at 7:30 a.m. and Clinic at 10:00. At 1:30 we will go to group (Just to have something to do) Othello will look so handsome in his mommy modified designer face mask!! WooHoo! As long as things go as planned, we can come home this week!! YIPPIES!!! Well, I will update as soon as I can after everything tomorrow. Take care and talk to you all soon... Monday...Monday!!! Ahh, another day in the peace and quiet of the Transplant House....Let me tell you all a story about something that happened this weekend.... I woke to use the restroom about 1 am Sunday morning. There was a Gekko in the potty (toilet for all of you non-children having people) It looked at me with its beady eyes!! I said, hmm I dont really have to go. I went back to sleep. At around 9 a.m. I returned, he was still there... Looking at me, daring me to sit down. I got a glove, picked him up. It squealed!! I jumped and then took him to throw him outside. His tale broke off and he ran.... Sigh... But, I did get to use the potty...YEAHHHHH!!! Othello is oding great. The lil spoiled guy LOVES all the attention. HE eats it up. If I am not giving him 100attention, he is screaming. (How sweeeet) I cannot even make his food without him freaking out. This week will be busy. Tuesday clinic and labs. Wednesday infusion and scope. Hopefully Othello can use his charm and convince the dr. that he can go home! 

September 16....2003
Othello had his labs and clinic appointments today!! All went well. The donor cell count is 0.24 That means for the 100 cells per/ml Othello has 0.24 donor cells. This is great. His bone marrow was not affected by the campath either. This all means, that Othello is a-okay for now. They are going to monitor his blood work and determine if he needs more Campath in about 2 months. If all goesd saplanned, Othello will not have another bout og GVHD (graft vs. Host Disease) AND not need more Campath!! Tomorrow Othello will get his Cytogam infusion and scope w/ biopsy of his intestine. As lng as everything is still looking good...Othello and Mommy will return home Thursday!!!

September 17,2003 
Today is Wednesday...One day seperates Othello, myself and home. As of right now, Othello is in the PTSU about to get infusion of Cytogam and a scope of his intestines. Once that is complete, we will return to our room at the Transplant house until the morning. BIG news...A&E (that is a cable channel) is doing a 10 part series on Organ Transplant and Donation. They are following the Transplant team around and learning more about transplant life. Othello got a minor role!! heheh...He loves the camera! They asked us a few questions and filmed the lil guy..they are enjoying the company of the transplanted kiddos!! Othello seems crabby right now. He is wanting to nap, but everytime he tries...he is awaken by nurses, techs or doctors. He is not a happy camper!! When we go backl to our room at transplant house, I will let him get a much needed and well deserved undisturbed nap! We should be returning home tomorrow!! YIPPIE!!!!! We can hardly contain our excitement!! __

October 1, 2003 
The month of Halloween. Autumn begins, pretty leaves, cool crisp air. Ahhh. Othello has decided to spend the first few days of Octobeer at Wolfson's. His fevers have not come back!!! Yesterday, he had an upper GI study. The new transit time of an hour and 45 is great! This is a good thing, that means he is absorbing his formula, and does not have diarreah 24-7. Today, the doctors will do rounds and look at OThello. The plan of action is: Give him the last 2.5 days worth of IV antibiotics and then release him to go home!!! This is great! By week's end Othello will be sleeping in his own bed again and mommy will be able to relax a tad bit. Daddy and Sebastian will actually get to see us. (Well, Daddy stops by for an hour or so here and there and stays over night sometimes.) Please don't forget about the great fundraising events we have planned this month. The 18th is the Country Slow Boil at the TIP TOP. Oct 22-31 is the Haunted Trail (take the kiddies). Have fun, have food, and help Baby Othello!!! I will be discussing the Art show/Sale this friday with the owner of a cafe in riverside. More information wil be coming soon!!   

October 2, 2003 
After Rounds: Dr. Taufiq came to see Othello today. He says that Othello is looking good. They are concerned with his White Blood Cell count fluctuating. They are also concerned that his FK (Prograf) level is all over the place. From levels of 2 up to 44. The norm for him right now is 5-6. Some calls and research will be done, and we will get his level back to normal. Othello still has a tad bit of spit up. Mostly secretions (What we like to refer to as Snot...Or the P.C. way mucous.) Lil fat boy wants to go home and relax. So does Mommy. We should be released this weekend!!! YEAAAA!! Darin and I know what it is like to watch your child slip further anf ruther away from you. The only thing sustaining life being constant blood transfusions, Ivs and Tubes. We know what it is like to wait and wait and hope that a donor is found soon. We waited for 5 months, we waited for a month and a half in a critical status. Amanda is waiting. She is deteriorating day after day. She is in pain, and so are her parents. We cannot do anything to help ease the suffereing of this family. Well, that hurts!! They are like a family to us...They are our "transplant family". I am asking all of you now to stop and think. Think about what you would do if presented with the choice to donate your loved ones organs. Would you say "No". Why? There are many reasons families say no, and mainly they are not educated on the benefits of organ donation and they have misconceptions. If you have some hesitation..Please read the organ donation information page...It is on the left in the navigation bar. Now, I am asking...If you are presneted with that choice in the next few days ask a few questions. This may not be appropriate, but I am begging of you all. If your loved one has type O blood,Please specify that you want the donation to be "directed" to Amanda Buddemeyer. This may just save her life. It is not guarenteed that they will be a match, but every effort gets us closer. If you have time and are in the Miami/Dade area and have O blood, please go donate some blood to Amanda Buddemeyer. You have to designate the donation for her. So, just say...Id like to designate my donation for Amanda Buddemeyer. Thannk you all for listening. __about the fundraising ball__ The benefit ball is in the planning stages. December 13 is the tentative date...Please make a mark on your calendar! This will be a HUGE event to benefit Othello. We have decided to also include 2 year old toddler Emma in this event. We met Emma and her parents during the most recent trip to the hospital. She was given a new heart 2 years ago!!!! Please visit her site for more information www.Emmas2Hearts.com  

October 3, 2003 

Dear Daddy's Nurse friends at work: Tell Daddy I said Happy Anniversary!! Love, Othello. Friday afternoon. I am sure you were all waiting on an update today. Sorry for the delay. I have been busy busy busy. We did a whole lot of sitting and watching cartoons today. The only event: Othello pulled out his G-Tube. He just put his little hand around the Mickey Button and yanked it right out of his stomach. Usualy, we just pop it right back in place. This time, however, I could not get it in. The nurse had to call in the Surgeon. Dr. D popped the Button back in, after a little bit of work. It is back in place, not problems. Othelo is playing in the walker. He seems to be havng fun. Well, we hope to go home tomorrow. Othello's White Blood Count has been dropping again. His prograf level fluctuating too. So, we may have to wait and see what the "plan" is. I will update later on. Also, there is a potential donor for Amanda in West Palm Beach. Please pray and hope for the best this time. The last few have fallen through. Maybe this is her chance!! Jennifer  

October 4, 2003 
Othello was released at 1:30 p.m. He is now home and loving it!! Playing in his swing is always exciting!! Now to get the prescription filled!! NO ONE seems to have Cipro!!! AKKK! The latest update on Amanda is that she is about 4 hours from end of surgery. From the updates, all seems to be going well. Bye  

October 5, 2003 ~The day starts out eventful. Othello pulled outhis G-tube (again) and yanked off his ostomy bag. Nice!!! Daddy and Mommy tried to put the G-tube button back in, with no luck! So, at 645ish, we were rushing BACK to Wolfosons ER. Dr. Dokler was called and she put the button back in. (With the help of metal tapers). Othello HATED it. But he set an Othello record. We were home at 8:30. So about 2 hours from leaving home to the Returning home. That was the shortest hospital visit Othello has EVER had!!! YIPPPPIE!!!! ~From what her website says: Amanda is out of the O.R. and doing good. I hope things travel a better course this time for her!!! ~Sebastian is ill today. So, he has to stay away from Othello. This makes him sad. I know he missed his brother and wants to come home and play with all of us!!!  

October 6, 2003 
(Sing to the tune of the barney intro song) "Barney is a dinosuar that I would like to mute, but every time othello watches he just has a hoot...Barney bothers me a lot, so much i want to scream...maybe i will wake up and it will all be a bad dream." Anyhow...Othello seems happy to watch Barney, he even talks to the BIG, PURPLE, annoying, walking costume. Our Schedule this week so far: Monday: Pick up Meds Tuesday: P-U formula, GI appt, Hematology appt, Labs Wednesday: PT, OT, Thursday: Friday: Othello's doing well. No fever. His output looks good. Hopefully we will be home for a while...But, probably not. Knowing his love for nurses!! More later on!!! 

October 7, 2003 3:44 p.m. 
and finally Othello and I are home after a long day of doctor visits. We began the day with blood work. 20 cc's of blood were drawn. WOW. The off to GI, where Othello was weighed, measured and given the once over. He is on the verge of 21 lbs and 2'-3". Othello had an upper GI done today in Xray also. We wanted to insure his G-tube was in the proper place. It is!! Liver functions tests are normal, WBC count looks good, nutrophils are a-okay, and we will know the prograf level later on. Have a good evening... Jennifer  

October 8, 2003 
Othello had physical therapy this a.m. He seemed to be a little cranky, So after Ms. Mary left, I attempted to put him to bed for nap. He refused the nap and got really loud in protest. This afternoon he has Occupational Therapy. Hopefully, he will have napped before then. I am sure she doesnt need a cranky baby too!!! =-) Things seem to be going well. He looks good. Othello has a bunch of baby energy and is babbling like crazy. He has taken to picking up and throwing golf balls. More later.....Time to go play. __  

October 10, 2003 
Welcome to the NEW site. I hope you all like the new format, with all the flashy things. You will still be able to access the old site too. I have left it up for those of you who cannot use flash or just plain prefer the old site. On to Othello: Othello is doing very well. Nothing really to report. Othello is starting to grab for things more often. He wraps his little hands around a toy and gives it a good yank. Othello seems to enjoy throwing things to the floor also. The lil guy enjoys looking around people, things to see what is actually of intrest to him on the other side of them. HE is beginning to realise things do not just dissapear when he cannot see them. Well, I will update you all more later. Jennifer.........  

October 11, 2003 
Let me begin by saying...Othello is doing great. He had a little sniffly nose for an hour or so..But, he is doing well now. No fevers, no anything abnormal.  I was not going to even update today...because it was so uneventful... But....little did I know....At our home away from home..JAckson Memorial...Something was happening..... Amanda Buddemeyer passed ay today, October 11, 2003, at 7:30 p.m. Her parents are heartbroken...As I am know we all are.....  Please, keep them in your thoughts. Monica and Mike are wonderful people and gave Amanda everything they could. They fought for her, cared for her and loved her very dearly.  She is now at peace.. Amanda, and her family are part of our "transplant family" and it is so very hard to read these words. I cannot hold back the tears.  If you would like to read more about this wonderful precious little girl Amanda, her website is 

www.buddemeyerfamily.com 

Thank you to everyone for prayers and well wishes. We all need to direct them to monica, mike and their family right now. Amanda is at peace now. It is the families time to grieve and start the healing process.  ___ It is shocking. Heartbreaking and thought provoking. We have lost so many of Othello's fellow M-V transplant "siblings" over the past few months. It is hard. Difficult. Painful.  I am successful at blocking out Othello's mortality most of the time. But, each time one of the childnre passes, I wonder..."Is my Othello next?"  I know I am usually very positive. But, it can be hard at times. I am only human.  Note to "Grampa" Charlie: Othello's does smell like hot chocolate!!  

October 13, 2003  
Othello had a fairly quiet weekend. He played some games and watched his brother run around.  OThello has been talking a lot more lately. He also seems to respond to certain words. If I call for "Othello" he does not look towards me, but if I say "OSmellio", he turns and faces me. (Osmellio is his nickname from Sebastian) When I say "Sebastian", Othello smiles really BIG.  Speech therapy is today. Tomorrow. Othello has Ot and Wednesday PT. Tomorrow, he also has lab work to be drawn. Poor little guy, has to get stuck in the arm.  Well, we are going to play with elmo now. Bye.  Hugs from Othello...  __fundraiser__Benefit for Othello___  If you have anything you would like to donate to be auctioned off at The Benefit for Othello, please contact me. We are in need of items like a weekend getaway at a B&B, Dinners for two at a nice restaurant, etc. If you have these or any other item you would like to donate, let me know. All contributions are tax deductable.  

October 15, 2003  
Othello is doing wonderfully today. He has been "side sitting" and playing with toys. His Occupational Therapist was here for about an hour, working with him on things.  Othello seems to enjoy all the attention. When he is overworked though, he will let you know.  Things have been pretty good for OThello this past week. He has been more active than ever. Now he enjoyus banging on his new drum. It is so adorable. He even tries to EAT the drum sticks.  Each day he gets a little stronger. He learns to do a few more things. Babbles different sounds. It is amazing watching any baby grow up...But, even more so when you "techinically" were not suppose to see him live to see his first birthday!  GO OTHELLO!!! Monday 

October 16, 2003 OThello is doing well today. All the therapies went well this week. He is doing a LOT more than I expected, or anyone did for that matter.  Othello does not sleep as much as he used to. He now refuses daily naps, which puts a strain on me. I need SOME down time..ARRRGH. I am sure you know the feelign if you are in a similar situation.  Tommorrow night is Amanda's viewing. I hope that her parents and sisters are well. I know how hard it is to watch a child slowly deteriorate. But, I cannot imagine the pain they must feel from losing their precious Amanda. Please let them know you care and are thinking about them. 

www.buddemeyerfamily.com 

is her website.  Othello is good. But, there are some people out there that are not doing so well. I am not one to bring my opinion on others lives to the forefront, so I will let you all read and make your own decision. Keep in mind, we do not have all of the information, but what we do have you can find here: 

www.terrisfight.org 

. This is about the 39 y/o woman who has just had her feeding tube removed per Dr/Husband/Court orders. She will basically starve to death w/in about 10 days.  Othello is sustained by a feeding tube. We all know he was kept alive by IV nutrition before. I know that I could never withhold food from him to kill him. If I did, or any of the other parents who have similar situations, we would be sent to prison I am sure! Please read Terri's site and see for yourself how this plays out. Hopefully a life will not be lost.  

October 17, 2003  
This morning, Othello had to go get labs drawn. This is for his White Blood Cell count and his Prograf level. Just to explain: The WBC count will determine how often/how much neupogen Othello will receive. We may not know this until LATE this afternoon or EARLY monday. Therfore, I will probably not be posting any lab results today. Please be patient.  I told you all earlier on that he was becoming splotchy again. I will be keeping an eye on this very closely. His skin is NOT alligatory or peeling or raised in any way. Even so, this is how the GVHD presented before (at the beginning.) I will let you all know something as things get better/worse. I am not saying it IS GVHD and not saying it IS NOT GVHD.  Please understand: If Darin and I do not give you an answer or explaination right away, it is because we do not yet have one. We do not withold information. We want to keep everyone informed about Othello. Especially those who are going through/about to go through similar situations. Please understand and be patient.  

october 18, 2003  

othello is playful and well. he has been batting around toys all morning long. clapping seems to be his new favorite pass time. he gets so very excited and laughs while he is clapping.  his skin is still blotchy. luckily there are still no fevers, vomitting or other indications that there is something wrong. i will keep a close eye on othello and make sure the splotchines s does not persist. if the skin does not clear up soon, we will take a little trip to miami for some tests. we do not want to battle acute gvhd again.  tonight is the country boil at the tip top tavern. remember it is a donation of 5 $ for all you can eat shrimp and more. there will be an auction, food and kareoke. please attend. tip top tavern is on main street towards the trout river..hope you all can make it.  

October 20, 2003 

Today will be uneventful. Othello's speech therapy has been moved to Thursday this week. No labs, no doctors, no therapy. Zero Zilch Notta!!! YEAAAA. We have the daily numerous medication and baby play time. 

Othello does not like to be alone for any amount of time. He whines until someone picks him up or plays with him. He has even take to raising his arms when you come close to him. As if to say "Pick me up!!!" 

His skin does not look as red and splotchy this morning. Hopefully it is not GVHD and just a minor skin irritation. We are not using anything new, soaps, detergent etc...So, I will continue to keep an eye out. 

Tomorrow Othello has labs drawn. OUCHIE! He also has his GI appointment and physical therapy. I am sure the therapist will be happy when she seems him clapping so well!!  Rmeber the Haunted Trail begins on Wednesday!! BE THERE and GET SCARED to help Othello! 

Well, nothing exciting to report. Any questions? Comments?  Bye bye!  

October 21, 2003 
*****Important***** If you have gotten the FloMist Flue vaccine, you CANNOT be around Othello for at least 3 weeks post vaccine. It is a LIVE vaccine and "cooties" can be spread from you to Othello for up to 3 weeks!!! Please keep this in mind when you get your Flu Vaccine this year. If you plan on seeing Othello or any other Transplant recipient...Get the SHOT not the LIVE nasal spray vaccine!! Thanks.. 

Tuesday.. Busy early day today. 

Othello had about 20 CC's of blood drawn today for lab work. They are checking his WBC count, his lymphocytes, donor cells, etc. etc. etc. Too many to name. We will see how he is responding to the neupogen shots. We will also see how his Liver function is going. 

I suspoect all looks well. Othello seems to be doing better than I expected. HE has stopped vomitting all together. 

During his GI appointment, it was decided that we should increase Othello's feeding rate by a few CC's an hour. He has not gained any weight in over a month. This would seem odd to anyone who has seen him, he is so FAT! he just looks and feels bigger every few days. 

His is "modeling", which means his skin is splotchy...Where the GVHD rash used to be. We asre unsure if it is the GVHD returning or if he is just splotchy for no good reason. Labs have been sent off to determine if we indeed need to go to Miami for another dose of Campath. We will now know this for a few days, at least. 

This afternoon, Othello had his P.T. The therapist worked with him despite his annoyance with the waking world. He had to get up from his LATE nap to have physical therapy. HE did not like that one bit... 

Thanks all for your concern, patience and love!! Talk to you soon

october 22, 2003

today starts the Haunted Trail to help benefit Othello!! 

Please check the fundraiser page for information and directions. 

I wanted to extend a special thanks to Tiffany Pate and her friends in Maitland Florida. These wonderful people learned about Othello through Tiffnay. They have since said many a prayer for Othello and now they are holding a month long bake sale to benefit Cota for Othello S. They also are holding a Hot Dog Sale this friday.THANKS!!!! 

Othello had a good time during Occupational therapy today. HE clapped, played with bubbles and looked at himself in the mirror. Overall, Othello seems to be doing well. No vomitting, no fevers, a little blotchiness to his skin, his food has increased, and we are trying to chunk him up!! Also, coming in November is the Donor Sabbath. Save a life...become an organ donor! 

October 23, 2003 

I am STILL awaiting an answer as to what Othello's two weeks ago, sent off to Miami labs came back as. We do not know yet what his donor cell to host cell ratio is. We are not sure when/if he will need Campath again. 

I am sorry I cannot answer your questions everyone. We are not sure if or when Othello and mommy will venture back to Miami. Which is very unsettling. Our lives are -hurry up and wait- . It has been like this since the beginning of Othello's in-utero diagnosis of gastroschisis. You get this knot in your tummy and it is so hard to get rid of. Even after you get an "all clear". 

I will update you all as soon as I can. 

As for today: Othello seems to be doing well. He is happy and playful. He saw Aunt April and Great Aunt Sheryl for a couple of minutes. He HAD to be held. He did not want to just sit in the car and watch us grown people blab! 

Check out the Fundraiser page...Right now...until Nov 1...The HAUNTED TRAIL is every night (except the 26th). ALL the proceeds go to Othello!! 

Check back soon__Hopefully I will have some actual news to report. 

October 24, 2003 

Hush little baby don't say a word....Shhhhh. 

Tha widdle baybey is sweeeeping. 

Othello is napping. IT is 10:30 a.m. WOW. the last 3 hours have been an event. Othello has been talking and whining and bonking himself with his toys. HE even scratched my nose innerds when he grabbed me. WOW..Othello gave me a bloody nose (again). 

Othello is now taking 50CC of formula through his G-Tube. We are going to increase his baby food feeding to 2 jars a day. Reasoning here?? Othello has not gained weight in about 2 months. He is Mr. I weigh 21 lbs and I refuse to get any bigger. 

I am STILL awaiting lab results from Miami. I will be calling AGAIN today. Hopefully I can get SOME answers. It is frustrating to know that there are lab results you NEED and you have waited 2.5 weeks for and have gotten NO information. (Had to vent..sorry) 

Hmmm..New NEWS: Cookin for Othello is D-O-N-E ..Finished. If you wouldlike to purchase a copy of "cookin for Othello" cookbook then email us at 

othello@allothello.com
This is a 60 page booklet of recipes submitted by some nice people. Over 50 recipes: from Cajun Spagetti to Kahlua Chocolate Cheesecake! 

$10 + $2.50 S/H All proceeds to benefit Baby Othello's transplant fund! 

For now you can send your order and payment to: 

Othello Smith Cook-Book

PMB 127

3832-010 Baymeadows Rd.

Jacksonville, Fl 32217

October 27,2003 

Today we will find out if the labs have been misplaced or if they have results. Hopefully they have some results. With any luck, Othello will not have to go to Miami, or get stuck for 20 cc's of blood again. 

This weekend Othello showed his SPOILED rotten side again. It is alright, when you first wake up, to hold a baby for long periods of time. 

Here is how it goes: 

Othello wakes...must be held. 

If you set him down for a second (literally) he cries. Even if you are right next to him, playing with his toys-he cries. 

I have to keep him quiet, because Daddy works 12 hr shifts at night! So, daytime is daddy's sleep time. Which makes it even tougher. I cannot just let Othello whine for a few moments while I go to the lil girls room, or cook breakfast, or get meds ready. \line Othello HAS to be attached to my person, or he cries..LOUDLY! 

Now, you would think that woul dbe easy. Hold the baby for 8 hours straight. No problem. BUT, he get bored. OThello HAS to have a different view every 5 minutes, or he CRIES! 

So, I hold him: walk outside, walk inside, sit on the rocking chair, sit on the floor with toys, watch the cartoons, take othello to his room, go back outside, walk around the yard..etc. every 5 minutes another change of venue. 

This is TAXING! 

As I type to you all. He is in my lap, batting at the keys. Cute you say? Well, it takes twice as long. 

Yes, I know, I am grateful he is here...Should not complain. But I am sure EVERY parent gets a case of the: "Please entertain your self for a moment kid." 

If you say it is not so, you are a big fibber!! 

Anyhow. Othello's lab results SHOULD be here today. I will let you all know something as soon as I do. 

~Jennifer 

october 30, 2003 

othello had a pretty swell day, yesterday. he played a lot. babbled even more. 

he got some presents in the mail... 

Melissa V.- Thank you for the Imodium and the CUTE talking animal! Othello is playing with it still. \line Valeria J. - Lots of BIG HUGS from Othello. He is mezmerized by the Baby Einstein tapes. ( I am actually able to type this sans lap baby!) 

Angela S. and The MEtte family of Maclenney are doing a GREAT job hosting the 5th annual haunted trail! Sebastian went out there and got SPOOKED out. Then he gathered his marbles, and became a scarer instead of a scareee!So, don't miss it! You have three night left. Tomorrow- candy candy candy on Halloween. Why not take the kids for a fun filled night of spooks and candy? Plus you get to help lil Othello!! YEAAA... 

Yesterday O.T. was cancelled. Ms. Mary was sick. =-( Get well soon Ms. MAry!!! Today is speech therapy day. Othello will have the nice lady come and tick him off like mommy does, by feeding him!! (How DARE Them..Food in a mouth...So wrong.) 

The little guys looks good. HE sounds good. And I am optimistic that the labs we shipped to Miami on Tuesday (again) will not indicate we need to take a trip south. line October 29, 2003 

Othello had a great time at ohysical therapy yesterday. He did not get too upset with her. He is able to hold himself up a little more steady. HE is also scooting around and trying to grab things. 

Tomorrow is Occupational therapy. I am sure that Othello will enjoy that too. He gets nice therapists to come in and play with him. A break from the mommy. I know he loves me, but he sees me ALL day ALL night. I am sure he likes a new face every so often.

Othello had labs drawn yesterday. These labs will be sent to Miami to be tested. They are for the T-Cell subsets and a chemeric study. These will let us know where the donor cell and host cell levels are. Hopefully this indicates that he does not need more campath. This Friday, they will draw another set of labs. (For the normal CBC, FK, PT, PTT, etc.-Basically to watch his levels.) 

If anyone has any art they would like to donate to Art for Othello, please contact us this week. We need to get a few more pieces to sell for Othello.  Dont forget..Haunted Trail!! On Halloween night, you can even get candy!!! A family event, to help OThello!

Talk to you all later today!!! ~ 
October 28, 2003  Sadly, Othello had to get labs drawn this morning. The lab in Miami has misplaced the last two sets we sent them. The coordinator in Miami, the nurses up here, and myself are very upset. I am sure Othello is upset too. He seemed to not like the sticking of the needle much today. (Who would?)

Today we have Physical Therapy. Othello enjoys the visits from the therapists. Hopefully he will be a bit active for her today. Show her all the neat tricks he has been doing.

Last night, Daddy saw Othello trying to reach up onto the coffee table. We had set him down a few feet away from it. HE somehow got over there and wanted something that was on it. But,Daddy stopped him just in time. HE WPULD have been wearing water! 

Othello LOOKS good today. He is not as whiney either. HE actually let mommy get some things accomplished Check out our friend Terran's New website. Mommy set it up for him and Ms. Kim (his mommy). www.terranstransplant.tk Terran had a Multi-Visceral transplant too! In September of 2002.. 

Dont forget to go to the haunted trail. Sebastian says it is SCARYYYYYYY!!! BOO!

More later. Hmmm..New NEWS: Cookin for Othello is D-O-N-E ..Finished. If you wouldlike to purchase a copy of "cookin for Othello" cookbook then email us at othello@allothello.com 

. This is a 60 page booklet of recipes submitted by some nice people. Over 50 recipes: from Cajun Spagetti to Kahlua Chocolate Cheesecake! 

$10 + $2.50 S/H All proceeds to benefit Baby Othello's transplant fund! 

For now you can send your order and payment to:

Othello Smith/ Cook-Book\line PMB 127

3832-010 Baymeadows Rd.\line Jacksonville, Fl 32217

Oktoburr 31, 2003 

Momi hurt her nek las nite when she piked up sebastin at the carnivul. I told her it waz cuz she didnt take me. So I hav to type the update tuday. I am dorable in my clown suit. Ant Jenny (Yeah I though she be a lil inseck tu, but she is a tall lady) gave it tu me. We R not goin trik n treatin cuz I kant go out in tha werld. But, Sbastin is going with hiz friends and wif dady. So he may bring me kandy. I sure hope so. I feel gud tuday. I may not giv momy a fuss. But.Who knowz..she didnt tak me to tha carnival. 

Luv

Otello 

November 1, 2003

Count down...23 more days until Sebastian's Birthday! He will be 6!!! Time DOES fly. 

Othello had a GREAT time last night. I was not going to take him trick or treating...So, we went to see the grandparents. He saw Gramma Helen and Darlin', Gramma Teri and Granpa Charlie and Mr. Akers and Mrs. Akers and aunt Niiiiiiiiiiiiiiiiiiinaaaaaaaaaaaaaaa. He also saw his friend Summer! Summer is 4 months younger than Othello. AND Summer is WALKING!!! Soooo cute. Check the NEw pictures page to see a picture of the two of them!!

This morning, when he woke, I noticed 3 small bumps on him. One is on his neck, one on his arm, one on his back. I will keep an eye on them. MAke sure they go away and not spread. They do not look like measles, mumps, chikin pox, or anything I have seen. Just little bumps, like ant bites with no puss. So, I will keep a hawk eye on Othello. 

Well, we are going to go play in the living room now. HAve a good weekend. We may not update until Monday at noonish... 

~Jenn

November 1....10:00 PM  
Othello and Mommy are in Miami. Othello gave us a scare with wha appeared to be an ulcer on his stoma (his poopy hole on his side). He also had some blood from it. The Dr looked at it and thinks it may be irritated. Scope will be done tomorrow, biopsies taken and labs drawn. Monday we will have tcell subset results from last week. If all looks well on the scope and labs, we will return to Jacksonville Monday-tuesdayish.... Let Daddy know we MISS him bunches. Give him LOTS of hugs from us, til we get back. Also, give Bastian kisses and tell him Mommy and Smellio will return soon!! More tomorrow.... 

Jennifer and Othello 

It is now 

November 2, 2003

Othello had his scope this a.m. Things look a little irritated close to the stoma. There are villi in teh intestine still, so that is a good sign. The biopsies were taken, and we will know results tomorrow. Things look good so far

Othello has been perky and playful. Moving around in his hospital prison crib.

 He seems to enjoy babbling to the nurses and sitting in my lap.. Just like at home..Lap Baby.

The plan is to return home warly this week. As long as Othello's labs tomorrow indicate nothing is amiss. 

Michelle is back here with her mommy May. Michelle has a little touch of rejection, but since she is 7 months post transplant, it is not AS worrysome. Still unsettling, but nothing that cannot be fixed.

Sarah is in the room next door. She is waiting on 2nd transplant. She is two and needs an intestine and pancreas. Her first set have been in rejection for quite a while. They have been here 8 months....

Kim and her son Terran will be here tomorrow. Terran has to get his Stoma operated on. It keeps going in and out. 

I will be adding pictures later on..as soon as I get some batteries for the camera.

November 3, 2003

P.M.

And we still wait...for test results. It is after 2 p.m., so I will not be driving to Jacksonville tonight,even if they do release Othello. I do not want to drive 6 hours through the dark with Othello. 

I will let you all know soon.

Monday....Monday....

Othello was visited by the doctors, coordinators and the others from the transplant team this morning. 

We are still waiting for the Chemeric Studies. The results should be here sometime today. The results will indicate whetther Othello needs another dose of Campath. From his CBC, we know that his lymphocytes are increasing. That is a good thing for his immune system. Now it is time to find the balance between too much and not enough immunosuppression.

Dr. KAto has requested that another biopsy be taken from Othello's ileostomy. They will biopsy his "ulcer" on the stoma. The scope looked good yesterday, we will await the official results sometime today.

I have to call Othello's therapists and put his at home therapy on hold for this week. We MAY be leaving today, possibly tomorrow. 

Please be patient and understanding about the time it takes me to update. I will let you all know as soon as I do. 

Jennifer signin off from Miami

November 3, 2003 8:00 P.M. 

The doctors did rounds a bit late this evening. Dr. Tzakis and Kato looked at Othello. Kato says that the Chemeric studies have not gotten back yet. But, Othello's Lymphocyte count is in the 700 range. 

Morning rounds will be maybe 9-10..ish. When they do the rounds I am going to request all the lab results, biopsy results, and chemeric study results. Once we have those, we will know wheteher or not we can return home. We may (small chance) need to stay in Miami for another dose of Campath. We hope not though. 

 I am also going to ask about Othello's feeding. I would like to see him at 12 hours a day on the feeding tube instead of 20. I KNOW this is a HUGE difference. But, Othello will not eat any more by mouth, unless we make him hungry. 

More tomorrow. Check back around noonish, there should be an update. Hopefully saying we are headed home to Jacksonville!! 

Thanks to the Mette Family for the haunted trail event, they raised a couple hundred dollars for Othello. Also, thank you to the Chase in Maitland Florida (Friends of Tiffany PAte) Chase raised 750$ for COTA for Othello S. 

P.S. Baby Einstein is the most WONDERFUL creation ever!!!! 

November 4, 2003 

Seems like going home will never ever happen sometimes. We are STILL waiting on lab results. Today is Tuesday, the results SHOULD be here today. If we get word before 2 that everything is A-Okay...Othello and I will journey home this afternoon. If it is after 2, we may just wait until tomorrow to drive. There is something not very fun about night time driving. Especially when you are sleeping on a chair. 

We miss Daddy and Bastian terribly. We wanna go home and all pile into a REAL bed and snuggle to sleep. Sleep, home and REAL food. Yes, that would be nice. Othello looks great. He is very active and is enjoying throwing his binky every which way. Hmm. In other news.. Othello's feeds have been increased to 55/hr for 18 hours. So, he now has a 6 hour OFF the feeding pump time. I am trying to get him to be hungry enoought to WANT to eat more by mouth. We just have to wait on results. Good thing he is not in any life-threatening situation, right?!? Hurry up and wait. The story of our lives. 

Jennifer & Othello 

November 5, 2003 10:42 A.M.

The doctors just rounded. Othello's donor cell went from 0.24 to 0.26. He looks good. There is no rejection of the organs. 

All this means. We are packing up to leave Miami. Othello is doing great. 

We will leave a noonish...Talk to you all sooon!!

Appanretly there is a vampire loose in Miami. Othello's blood keeps disspearing from the labs. 

I do not want to wait around for weeks on end, hoping the lab does not lose the blood. We need these results. 

Othelo also needs to be home. I have noticed he is more active and tried to do more physically when he is in his own territory.

Today, during rounds, I will let them know that we are going home if there is no medical reason to stay. Othello needs to be outta the hospital and back home.

More after rounds...

Jennifer

Nov 6, 2003

We left Miami at 1 P.M. yesterday. Othello and I (mommy) drove the 6 hours home. IT was quite peaceful . Othello slept for the first 3 hours and tlkaed for an hour, then he whined for about 2 hours. 

As soon as we arrived home and walked into the house, Othello was happy. He knew he was home. He started looking every which way, then went to Daddy, then back to mommy then to his toys!! HE got SO excited over his toys. It was like he had not seen his best friend in years and just was reintroduced. He shook and laughed and smiled. Too cute. 

Daddy made mommy REAL food and drew her a bath. But, daddys do not understand the concept of housekeeping...because mommy has a day filled with housework to do now!! 

Othello's labs all showed up yesterday. He is not in graft rejection or GVHD. The ulcer I saw on his stoma was from irritation. Cleaning the site daily causes the bowel to get very angry!!! But, when he pulls off his ostomy bag every day-you have to do SOMETHING. 

I wanted to send a BIG THANK YOU!!!! to Kim, Terrans mom. She introduced me to Ostomy Deoderant. A few drops and your house does not reek of baby poo for an hour after emptying the bag!! YEAHH! 

Othello's medication has not changed much, a couple of the meds went up on the amt to be given. No biggie, the reason-he is gaining weight. 22 pounds of Othello!! 

Well, I will update more later. Do not forget Nov. 21 at 6 PM the Cool Moose Cafe. Art for Othello.

November 9, 2003 

Sunday already...The weather is starting to resemble fall instead of summer time. That is the odd thing about Florida, you cannot really tell when the seasons change. We may just have to move North to notice the difference. (Then again-maybe we will avoid the drastic temp changes.)  Othello has had a pretty laid back weekend. We have sat around the house. Othello has watched Sebastian and I clean. We have all played games and watched Finding Nemo and Baby Einstein.  Last night, Jaden - Othello's cousin, stayed the night. Sebastian and Jaden had a good time. They played sword fight and play-doh, as well as other kid games.  Othello....slept and woke up a few times. I TRIED to sleep. But, I have not been able to shake this sore throat and cough at night (it came when we were in the hospital last week.)  Othello has a couple of Dr. visits this week, as well as labs and therapy. Fun stuff. 

We are still preparing for the Art Show. If anyone has some pieces they still want to donate to help out Othello.....Let me know ASAP. 

Also...Friday is the beginning of Donor Sabbath. If you would like more information you can go to 

www.organdonor.gov 

, or email me and I will send you information!! 

Have a good rest of the weekend!! November 7, 2003  Othello is doing well today. He is very happy to be home. Hospitals take something out of him. He does not get as active as he gets at home. 

, Othello keeps wrapping his feeding tube around his body and neck. He does this because he likes to spin around and see what is going on. He has been clapping his hands a lot more too. 

I enjoy these updates where I fill it with a bunch of fluff. Nothing of any major concern. Those days are very nice. 

Mommy is not feeling well today.. She has a sore throat and is all stuffed up. She got that way at the nice hospital (note sarcasm) in Miami. So, this means, mommy compulsively washes her hands (even more so that before) and she onyl goes by the baby if she HAS to. Daddy has to work, so it is all mommy!! That makes it hard to take care of a baby who cant really be around SICK people. 

The lil guy has been coughing too. Just a tad. I hope his poor little throat doesnt feel as bad as mine. 

Well, more to come.... 

Hope you all like the festive look to the site. 

November 10, 2003 

Othello and Sebastian are keeping each other occupied very well. I am able to get things done around the house when they are together. Othello watches Sebastian run around-Sebastian picks on Othello for being a baby. 

Tomorrow Othello has Labs, GI appt and Physical therapy. Sebastian will be tagging along, since it is Vetrans Day. Fun Fun Fun!!! 

Sebastian will be 6 this month. On Nov 24!!! He wanted me to tell you all that! 

We are going to have a pretty laid back day. Darin has school, the boys and I have veg time

Again...We have 11 days until Art for Othello. We need a few more pieces of Art. Paintings, photography, drawings, sculpture...etc. Please email me ASAP if you can help!!! 

November 11, 2003

Othello went to GI today as well as had labs drawn. He did rather well. Not a lot was done. Just a consult to dermatology and a reorder of his RSV shot. 

Othello is progressing very well with physical therapy. He seems to like Side Sitting and attempting to crawl. (He scoots backwards) 

I am sorry the update was late and short.. There is not much to report. 

I am kind of all upset over Amanda, Stormy, Caleb, and the others that have passed this year. I just want to squeeze Othello and never ever let him go. I am so scared that everyday will be his last....So, I spend as much times with him in my arms and talking to him, singing to him, playing with him. I do not want to lose my lil fat man. I love him so much. He is my world and I do not know how I would survive without his sweet little face. His cute little bubble blowing, and rasperry noises. His stinky poop and his fighting when i try to feed him. The way he grabs my face and headbutts me. The raised arms to me when he wants to be held (All the time). 

It is hard facing the inevitable mortality of a child. Every time we go to the doctors office, we pass a cemetary. I have driven into it and wandered around with Othello a few times. Crying the whole time. I know, I probably shouldnt. I know you will all say..dont think about it..cherish each day like it is your last.Well, I cannot NOT think about ut and I do cherish each day. Not many realize what it is like to TRULY treat each day with your child as if they will not be there tomorrow.  The harsh reality is that he may never get to wreck the car while trying to learn to drive. Othello may not ever know how it feels to fall in love. He may never get to go hiking for days on the Appalacian trail. Othello may never get to graduate college. He may not have to deal with the trials of teenage years. 

I know-I know. Yu can tell me a thousand times. To be positive. And for the most part I am. I know Othello is a fighter and that he has proven MANY people wrong MANY times over. I hope he continues. I hope I am writing these updates to you for another 80 years. 

I used to be a dreamer. I lived in the fantasy world, I was carefree and spontaneous. Now I am a realist. I am afraid to leave Othello for 5 minutes, for fear I will never hold him again. For fear I will never hear his laugh again. 

I have to go for now, I am getting all worked up.....Sorry. Talk to you all soon...

Jennifer 

November 12, 2003 

First, I would like to thank the many of you you sent me emails of encouragement and kind words. I realize that it was out of character for me to write what I did. But, I am human..I do feel pain. I am not ALWAYS Super Woman. (Even though I do a pretty darn good impersonation if I do say so myself

Secondly, the meat and potatos. Othello has a case of the snotty nose. We are going to hawk eye the boy.. Watch closely to make sure he progresses to nothing else. I have put Saline Drops into his nostrils (with a lot of reisistance) to clear up the I mean mucous. (Sorry Dr. George...I cannot help but call it Snot even though I know It's not snot)

Things went well today in therapy. Othello has been excelling during therapy. He continues to amaze the therapists, me and everyone else. He is such a strong little guy. I am sure if my tummy had been cut open and I was given new guts...I would just want to SLEEP! (But, I just want to sleep now....ahhh sleep...what a treat that would be) 

Othello has become Sebastians side kick. It was SOOOOO cute yesterday. Sebastian was watching the baby einstein with othello and Othello leaned over and put his head on Sebastians shoulder. Well, Sebastian promptly pushed him off and sat him up. Tooooo cute. 

Monday we have labs, to check Othello's WBC count. If all looks good, the Dr will discontinue the nupogen shots each week. I am sure Othello would very much apreciate that. No shot = no sore thigh. 

Cat in the Hat will be out soon. Othello cannot go to the theatre, so we are goint toplan a trip to the Drive in!! I LOVE the drive in. You can take your own snacks, load the kids in the car. If the baby cries, only you are disturbed. No one hurls popcorn boxes at your head, etc.

Well, I must go now.. Othello is napping that means I have a small pocket of time to get somethings accomplished

OHHHH dont forget ART for OThello....one and a half weeks to go. In addition to selling outright some paintings, prints, etc. We will be selling tickets at 1$ a piece for a chance to win a signed original piece. 

November 13, 2003

The last few days have been undoubtedly unnerving. But, I feel better now. I believe that Othello feels better also. He seems to get whiny when I get sad. So, I have regained composure and Othello is getting Chipper again.

Othello has taken to scooting backwards. I am sure he wll be crawling in no time. He is eating by moth daily and he even seems to like the bottle. He has never drank from a bottle before.

Tomorrow starts donor sabbath. We will be going to Trinity Lutheran on PArk and McDuff to honor those who have given a second chance to others like Othello. The gathering will be at 6:30 PM. 

Next week if Art for Othello. YEAH!!! I hope all goes good. 

Next week Othello has GI scope and Labs as well as therapy. 

I will update more later on

November 14, 2003.. 

Today starts the donor sabbath. Remeber all of the organ donors. The ones who have passed and the living donors! They have given us all a wonderful gift....They have given us more smiles, more time, laughter, joy, a second chance at life!! 

Thank you Othello's Angel. Thank you Stormy's Angel. Thank you Amanda's Angels. Thank you to ALL of the angels who gave us hope. Those who allowed us another moment with those we love and cherish. You will always be a part of our families now. We love you!!

-Othello is well. He is VERY active. EXTREMELY active...Thank you all for the concern, care and love you have shown us. Othello is an inspiration. 

Love you Othello!!

November 17, 2003 

Othello had a finger stick today for labs. Not a fullblown needle to the arm. This seems to make him a little happier. Less time to be held down, which is the part he HATES. 

Othello is looking good. Except for a minor case of the sniffles he is doing well. 

Right now, the lil bugger is playing with his toys inside of his baby jail. He did not want to be held. So, I oblidged and sat him down. Good thing for me. I get a few moments to do something other than hold a baby. Don’t get me wrong...I LOVE holding my spoiled lil Othello, but I do need time to myself.

november 18, 2003 

othello seems to have a bit of a cold still. he seems under the weather. we will keep a close eye on him and make sure he gets better. 

othello did well with physical therapy today. in the morning he has occupational therapy. thursday othello has labs and a scope to have done. 

we are preparing for friday's art sale. we hope all of you can come and help support othello!!! 

also, we have a limited # of tickets left for the benefit dinner. please email me asap for your tickets. 

othello@allothello.com 

november 22, 2003 

sorry for the lack of updates. the server has been experiences trouble. 

last night, not as many people showed up to the art show that said they would =-( we were there for a while and OTHELLO was there too. you missed your chance to meet the seldom out of confnement othello. 

lets make the benefit dinner a BIGGER success. come on, it is christmas time.....a season for giving. and what better way to make a tax deductable donation?! 

well, overall othello is doing good. he has a tad case of sniffles, but that is it. YEAH!! he is still getting in that i wanna crawl but i am not sure position. toooo cute. 

well, Sebastians birthday party is today. so othello and i have to go pick him out a present.  

november 24, 2003

today we awoke to a messy bed and a wimpering othello. othello had pulled off his ostomy bag sometime after 4 am. NICEEEEEE! othello required a bath, new bag, clean bedding and clothes. THAT was great, all at 7 in the morning. lucky us. 

 today is sebastians birthday. the BIG guy is now 6 years old! he is a BIG OLD guy now. i asked him where were his wrinkles, he said he will get them when he is in the bathtub tonight.

we got theCBC results from friday back. othello's nutrophils are looking great. he will not need the nupogen shots now. good thing too, he HATES the shots. 

today we have to drop off the checks from the art show into the COTA account at the bank. thank you for those who showed up!! we still have some art that i will be auctioning off VIA ebay this week. look for a link later on. 

othello has a GI appointment at 2. this look good overall, but he STILL has sniffles. i will ask what i can give him for this lil cold. 

hmmm. also, wednesday we will be doing a news story for channel 4. to give everyone a visual update on othello. yea!! 

and we are selling tickets for the dinner still. please get in contact with me soon. december 13 is the event. othello will be there to meet people!! (health permitting) 

november 25, 2003 

yesterday the doctor gave us some great news. we will not have a clinic appointment for 6 weeks!! this is the LONGEST period of time the y have ever given him between appointments. i think he can make it this stretch without going into the hospital. last december, othello was inpatient for about 2 weeks. this december, it will be 0 days!!! 

his white blood cell count is also very good. so good, that the nupogen shots have been stopped! 

othello is doing well! thank you all for your kindness, love and support.. please keep othello in your thoughts. this is still a rocky road.... 

keep your eyes on channel 4 on wednesday, there MAY be a story about Othello!! 

 Jennifer 

November 26, 2003 There are so many things we are thankful for. I say them quite often, and today I will reiterate... We are thankful that in a time of grief and tragedy, a family in Pennsylvania decided to give the most precious gift to our family. They gave Othello a second chance at life, through organ donation. This morning, Sebastian said : " I am thankful that my brother got his new guts and he is alive." 

We are thankful for all the family support we have recieved. The moral and emotional support has helped a great deal We are thankful for the outpour of love, prayers and support from our wonderful community here in Jacksonville. 

We are thankful for every day that we are given the chance to spend with Sebastian and our little miracle baby Othello! Thank you everyone. A million times and more we could express our gratitude and it still would fail to be sufficient. There are not enough words to properly convey how wonderful and precious every gift we have received truly is. Othello is doing well. He met ALL his Physical Therapy goals for the month. He is still working on his OT goals. Ms. Mary (OT) will possibly be increasing the frequency of the sessions. This will help Othello to get up to speed quicker.  Please, keep in mind Othello's buddy 

CORY 

had his Bone Marrow Transplant this week. His mother says he is doing quite well. They are spending the holidays in the hospital, and need all the happy thoughts they can get!!! Visit his page and leave him a message in his guest book!! We hope you all have a wonderful Thanksgiving!!! 

XOXOXOXOXO

november 28, 2003 the year is almost at its close. we are now in the holiday season.  othello has been cranky for a few days. if he is not in my arms he is whining. he wants more attention than he gets already. i need to clone myself. he would love that (and daddy would too...another mommy to wash dishes, clean house, etc). he has not quite lost the yucki cold yet. but, it does seem to be getting better. nothing to be alarmed about!! december 3rd othello has a Dermatology appointment. they will look at the bumps that come and go on his body. mainly his legs. i am going to put my chips on a drug reaction. i will let you all know next week though.  things overall are quite well..... 

please make sure you call or email about your tickets to the benefit dinner. information is in the column to the right!! have a great night. cover the plants, leave the faucets on drip drip drip....mr weather man says it is going to FrEeZe tonight. heater time!! 

December 1, 2003

This time last year, Othello was in and out of the hospital. His skin was tinted yellow, his eyes glowed like some scarey monster, and he was a month into his wait on the transplant list.  There is a HUGE difference between last holiday season and now. This year, we are not AS fearful that Othello will not make it through. This year, we have more hope. 

Othello is still working on trying to crawl. Each day he gets closer and closer to being extremly mobile. Right now, he rolls and scoots to various places, so he does not get too far too fast. But, once he begins to crawl, it'll be all over. He will be racing around the house like the hare instead of the tortoise. 

 Today, Othello and Mommy are going to meet with Joye from the OPO here in town. We will be picking up some pins from her. She will get to meet Othello too. Othello LOVES to go out and about in the world. We try not to take him out very much. We are fearful that he will catch some bug and not be able to fight it off. 

Speaking of which, Othello STILL has a cold. He has been sneezing, coughing and slimy stuff has been ooooozing from his nostrils. He has been this way since a day or two before we left Miami (the hospital). 

I wanted to remind you all that we have 12 more days until the benefit dinner. We still have 50 tickets to go... I know it is the holiday season, and most are concerned about gifts and such...Let us take a moment to see how we can extend the Holiday spirit of giving towards Othello

 If you give up Starbucks for a week (substitute it with homemade coffee) you could help Baby Othello, by purchasing a ticket to his trust fund benefit. 

If you took your lunch to work instead of plopping down a lot of cash on a daily lunch you could give a a donation to Othello's transplant fund. One week of lunches from home instead of a restauraunt means one round trip to the Transplant Center in Miami for Othello in an emergency. 

One night out at the movie theatre with popcorn and drinks could equal a months supply of one of Othello's medications.

Do you think you could spare this to help out Baby Othello??? If you are interested in joining us for dinner on December 13, to benefit baby Othello's transplant trust fund, please call othello@allothello.com to get your tickets. Even if you cannot attend, and you would like to spread some Holiday good tidings, you can contact us about a tax deductable donation to help baby Othello Thank you all very much for you ongoing love, support and prayers

December 2, 2003 
Othello has physical therapy today. I am sure she will be proud of how wiggly Othello has become. He flips and turns and tangles himself. Which leads to this: We HAVE to shut off Othello's feeds at night, instead of day time. He wake up tangled in his feeding cords. He has it wrapped around his neck, arms, legs, anything and everything. Othello will now be on his feeds all day. No freedom during the wakign hours from tube feeding. This will be quite bothersome to me, but better than waking to a strangled baby. Also, he has become so wiggly that his legs get trapped, hanging out the side of the crib. He lodges his fat little legs in between the slats and cannot seem to get them out. Because of this Othello needs to go into a toddler bed. BUT, since he is sooo wiggly, he would end up face first on the ground. So, we are going to put him in a port-a-crib. The one with mesh sides that he cannot put his leg through.  Oh the joys!!! 

December 3, 2003 

Physical and Occupational therapy went okay today. Othello was a bit tired and cranky. Maybe because he stayed awake half the night. (Who knows) 

Othello also saw the dermatologist at Nemours. She looked at the bumps on his legs and arms. She then took a biopsy of the site. We have a return appointment in two weeks. That is when we will know the results of the biopsy. 

Othello is doing quite well overall. He has a touch of a cold still. But, nothing major. 

Thank you all for following the little guy. 

Dont forget, 10 days until the benefit dinner!!! YEAH!!!! HAve you gotten your tickets yet?!!?!?

December 4, 2003 

Today we recieved a call from Miami about Othello's recent intestinal biopsy results. It was a very nice call. Katherine said that the biopsies show "No evidence of any graft rejection (EVER)." 

I was HAPPYYYYY. We knew this from each of the previous scope. Still it is very nice to hear that 8 months post-transplant NO GRAFT REJECTION has occured. So very pleasant. I hope and pray that this trend continues. 

I also asked about Ostomy closure. (the ostomy is the piece of intestine that they pull out of his abdomen, where Othello poops into a bag from. This enables scopes to be done easier, and more frequently.) We are requesting that Othello's ileostomy be closed in April. (One year post transplant w/ no rejection) 

Othello - YOU CAN DO IT!!!!! 

Thank you all again. That is all for today!! 

December 6, 2003

I love the weeks when there is not much to report. I was asked to update though. 

So, I will give you guys a little fluff n stuff. 

Othello is STILL trying to crawl. He is working on it. Maybe he will do it on Christmas, as a present?! He DID have his first tooth come in on my birthday this past January. That was sweet. 

Monday, Othello will meet his new Speech Therapist. The last one, Ms. Kim, went on to a new and exciting job. We are still working hard on Othello's eating. It is VERY difficult, since he pushes the food awy and spits it out a lot. It takes over an hour to feed him. 

Tuesday and Wednesday will be Othello's normal OT and PT days. He is doing so well....Good Othello.

Friday, Othello goes to Urology. They will be doing ultra sounds of his left kidney to check the function. Othello was born with hydronephrosis. This works it self out eventually. Basically, it is no big deal. 

Hmmm. and Saturday is the Dinner Event. Everyone who wants to come, call 379-1320 or email othello@allothello.com !! Othello will be making an appearance!!! 

December 8, 2003

Othello has been doing very well.

He met his new speech therapist today. She seems to be nice too. I hope that Othello can make some more progress with her help too. 

Tomorrow we will see the physical therapist. He works very well with her. He is coming along nicely. 

Well, that is all. Nothing much to report. 

Saturday is the benefit dinner. I hope you all enjoy yourselves!! If you have not gotten your tickets yet, please make sure to email us!! 

December 10, 2003

Drum sticks are Othello's friend. He loves to wave them in the air and bonk himself on the head. He enjoys gnawing on the end of them too. (Now before you yell at me for letting him chew on them - the speech therapist WANTS him to chew on his toys. It is actually GOOD for him. <gven his circmstances>)

This morning - just as every morning, I had to give Othello a new ostomy bag. He seems to love pulling them off at night. Luckily, there was not poo in the bed this time. I am not sure how he managed NOT to poo everywhere, but he didnt. For that - I am thankful. 

Last week, Othello went to dermatology. The Dr. took a skin biopsy and stitched the tiny hole up. The spot really didnt NEED a stitch, but the Dr insisted. So, yesterday, Othello decided the Dr was WRONG and removed the little blue stitch himself. No bleeding, no crying and no stitch. For the record OTHELLO DID IT!!!

We have just a couple of days until the benefit dinner. If you would like to go please let us know ASAP. You can purchase your ticket at the door if you would like. We have a some seats left! It will be MUCH fun! Plus - you get to see Othello. No touching though! 

Hugs and Stuff from Othello!! 

December 11, 2003 

Othello did good yesterday. He was chipper and playful. 

When the Occupational Therapist came to visit, Othello got to bounce on a BIG ball. Kind of like a YOGA ball. I think he needs one of those! He LOVED it. He cackled and grinned from ear to ear! 

We have a couple short days until the dinner. I hope you all can make it. We should have a great time. Thank you to everyone who has been helping out with the event!! We hope it will be a huge success! 

Talk to you all soon!!! 

December 15, 2003

Othello went to have Christmas photos done Sunday. This was really neat. Seeing as that Othello did not want to look at the camera. Sebastian was more interested in worrying about Othello . 

Othello seems to be doing very well. Health wise he is at a very good point. He has managed to not have any rejection sicne transplant and no major illnesses since the GVHD. 

Hopefully he will continue. 

This Saturday we were very pleased with the Benefit Dinner. The place looked very nice (Thank you Sharon, Ben, Keri, Xakk) (and Teri, Charlie, Nina, John, Mom, Gram, Mandy) and everyone else who came and helped out. An extra special thanks to Hetal Gandhi from Channel 4 and Maureen Popke from Translife (in Orlando). 

We hope you all had fun. We missed a lot of you too! Hopefully we will get to see more of you the next time. (Othello came and he WAVED as he entered the room) 

More soon...

December 16, 2003

othello sleeps, peacefully. at 11 pm, daddy walks in to empty his ostomy bag. moments later mommy hears: "i need help". mommy rushes into the room, just in time to see daddy spill poopy ALL OVER the baby's ENTIRE body!!!!! 

11 at night-othello has to get up, take a bath, get changed, and lay in mommy and daddy's bed. (his is being sterilized now) 

ahh the life!

things are well over all. looking good for the punkin. Friday he has some routine lab work to do. 

His feeds will decrease to 16 hours a day. YEAAAA!! Making progress!!!!

hope you are all having a great holiday season!!!! 

December 15, 2003

Othello went to have Christmas photos done Sunday. This was really neat. Seeing as that Othello did not want to look at the camera. Sebastian was more interested in worrying about Othello . 

Othello seems to be doing very well. Health wise he is at a very good point. He has managed to not have any rejection sicne transplant and no major illnesses since the GVHD. 

Hopefully he will continue. 

This Saturday we were very pleased with the Benefit Dinner. The place looked very nice (Thank you Sharon, Ben, Keri, Xakk) (and Teri, Charlie, Nina, John, Mom, Gram, Mandy) and everyone else who came and helped out. An extra special thanks to Hetal Gandhi from Channel 4 and Maureen Popke from Translife (in Orlando). 

We hope you all had fun. We missed a lot of you too! Hopefully we will get to see more of you the next time. (Othello came and he WAVED as he entered the room) 

More soon...

December 16, 2003 

I love the long pauses between news. But, unfortunatly - the uneventful holiday season I so wished for, has come to a halt. 

Othello had skin biopsies done approx. 2 weeks ago. Today we got the results. Dr. E says that it has been determined that Othello has histiocytosis. Now, I am still researching this, so I do not have too terribly much information to give as of now. 

I can tell you that histiocytosis has NEVER (yes here we go again) been seen in a situation like Othello's. There is uncertainty about the origin of this complication for Othello. There is a bit of information I am sifting through. I have to digest it all. 

Histiocytosis is simliar to cancer (but is NOT cancer) it is usually treated as cancer though, and by the hematologists. There are varying degrees of hisiocytosis. It can go away on its own, contain itself to the skin, or attack vital organs (fatal) (and many degrees in between) 

Tomorrow we will be going to a Xray of Skeletal survey, more skin biopsies and blood work. We shoudl know more soon. 

The course of action has not yet been decided. They must first reconfirm the diagnosis, determine if it is contained to the skin (or if it has spread to organs, bone, etc), then consult with hemotology, transplant and GI. 

Please keep Othello in your thoughts! He needs the positive energy now. 

(PS I DID bring up these "bumps" a few weeks back in Miami. I was told it was nothing, not to worry, nothing needed to be done) 

December 16, 2003

othello sleeps, peacefully. at 11 pm, daddy walks in to empty his ostomy bag. moments later mommy hears: "i need help". mommy rushes into the room, just in time to see daddy spill poopy ALL OVER the baby's ENTIRE body!!!!! 

11 at night-othello has to get up, take a bath, get changed, and lay in mommy and daddy's bed. (his is being sterilized now) 

ahh the life!

things are well over all. looking good for the punkin. Friday he has some routine lab work to do. 

His feeds will decrease to 16 hours a day. YEAAAA!! Making progress!!!!

hope you are all having a great holiday season!!!! 

December 18, 2003 

Yesterday we spent the day at the children's clinic and hospital. 

Othello had another biopsy of skin taken. He does not like this one bit. They take a hole out of the skin and then send it off to the lab. Really not fun. Leaves othello with a not so pretty scar the about the size of a pencil eraser. 

He also had a LOT of Xrays done. Skeletal study. They Xrayed his head, arms, feet, spine, etc.etc.etc. too many to count really. He objected very loudly. crying, screaming and thrashing about. Eventually he became submissive. 

Is not this enought for him to already have endured? I think he hs reached his quota. I am going to start deferring any new diseases to the bad guys in the jails or something. No little kid needs to deal with this. Especially Othello!!! 

I PROTEST any new cooties coming this way! We need to picket!! ha ha. 

Well, I hope you all have a great holiday season. I will update when we know more and have a pocket of time to do so. 

December 21, 2003

It has been a few days since I updated. Sorry all!! 

There has not been too terribly much to report. Othello STILL has the bumps. We are still waiting on test results. 

The biopsies, blood, xrays...all of it. STILL waiting for results. Hopefully the studies/tests disprove the Histiocytosis dignosis. I would LOVE to have that present for Christmas. 

Hear that SANTA?! 

Othello has overall been very pleasant. He is trying SO HARD to crawl. He can sit up really fast. He moves fromk one place to another with lightning speed (and no grae to speak of). I am worried he is going to STRANGLE himself with the feeding cord. 

Well, thank you for all being concerned and have a GREAT HOLIDAY season! 

We will update you soon as we know SOMETHING 

December 24, 2003

Another year for Othello to enjoy the hliday season with his family, and us with him. Last year, on this day...we were released from the hospital. Luckily we are not inpatient this year at this time of the year...

Here is the word I got about tests from last week!

Word from Jacksonville about blood and skeletal survey: <<The Skeletal study looks remarkable. No signs of Histiocytosis to report. Blood tests: Excellent. H&H are right on target, Liver numbers are great. Etc.>>

Word from Miami about Skin Biopsy: <<We have recived the biopsy, the preliminary stains seem to indicate that it might be Langerhans histiocytosis versus PTLD, but we are still missing 2-3 specials stains. As soon as they are completed, we will let you know. In addition, we have sent some of the tissue for gene rearrangement studies, to r/o PTLD, but these will take 3-5 weeks to come back.>>>

This means: Othello may indeed have histiocytosis. It seems to be contained to the skin -if it is infact Histiocytosis. 

We will know more in 3-5 weeks. 

Thank you all for your concern and love! 

Merry Christmas! 

December 26, 2003 

This year has been one of many emotion and extreme situations. Othello went from lying on his "death bed" to being a spunky, energetic 18 month old. 

The year started with Othello requiring blood transfusions every few days, frequent hospital stays, and waiting for a life saving transplant. 

January-February-March....Othello laid in a hospital bed the majority of those days. He flirted with nurses, amazed friends, touched hearts.All the while, he was full of giggles and smiles, no matter what pain he felt. 

April of this year - Othello flew to Miami Florida to wait some more on the transplant list...in the hospital at Jackson Memorial. Just five days after arriving in Miami, stomach distended, liver at it's end, Othello hanging on by a thread.....Othello received his transplant. 

April 9 the 15 hour surgery started. Dr. Kato and Dr. Tzakis and their team, did what they do best. Hours passed.... 

Othello was released from the transplant center in June. Just two days before his first birthday-Othello came home. New guts and all. 

A couple of hospital stays and a couple minor setbacks. Othello's new guts rejected his body (very not common). Othello received a medication not used for this problem before-and he beat it. 

Now, Othello has gone nearly two months with NO hospital stay. This is a record for him. He has been in the hospital every month since he was born...up until now. 

Last holiday season, we spent the majority of the time, in the hospital. This year - we spent it at home, like a family. 

Thank you to eeryone..doctors, friends, family, community, nurses, and most of all: 

Thank you Othello and Thank you to Othello's donor and their family. Without their gift, Othello would not be celebrating this Christmas with us. Know that you are always in our thoughts. We will forever be appreciative. 

Happy Holidays....and a GREAT new year. 

December 29,2003 

Still awaiting a decision from the GI and transplant doctors. We are waiting to see what, if any, course of action will be taken to get rid of the histiocytosis. 

Othello is doing well. He even stodd up a few times. All by himself. Look above at the photo if you dont beleive me!!! 

HAve a great day 

January 2, 2004!! 

Happy New Year. Sorta.... 

Othello started out the year miserable. The past two days all he has been doing is sleeping, whining and the occasional vomit. Nowe are in "Clun Med". 

Today at around 5PM we had Othello admitted to Wolfson Children's hospital. He has a fever, high blood pressure, elevated heart rate and is MISERABLE!! 

They have been monitoring his vitals, taken bloodm started an IV and are pumping him full of fluids. 

As of this moment, we are awaiting lab results. We do not know what is going on yet. I will update as soon as possible. 

January 3, 2003

Are you all happy? You get daily updates again!! 

Othello has been a tad bot more active today. He has been running fevers still. Othello has also been having very watery stools. Not too pretty. Luckily he has stopped vomitting!!! YEAAAAAAAA!!!!!

We are awaiting Labs...Stool samples, Blood cultures, urine samples....have all been sent to the lab to be tested for a myriad of problems. 

So far: CDiff is negative, his H&H look good. EBV is negative.

We are still awaiting various results. I will let you all know asap. 

Monday Othello should be getting a scope in the OR. A stomach, small bowel and large bowel biospy may be in order as well. We will know more as the days progress. 

Have a great day!! I will report more tomorrow. 

January 5, 2004 

PM 

Othello is down in the GE lab with Daddy and Dr. Taufiq. Othello is having his scope done. 

We have corresponded with Miami, to let them know what is going on. Our plan is to stay here in Jacksonville, until we have a diagnosis. If the outcome warrants a trip to Miami - we will head on down. If Othello can be treated here at home, we will remain in Jacksonville. 

We are thinking he had a tummy bug. He now seems a lot more energetic and very happy. Now, we have to await results from biopsies and scope. 

Update as soon as possible. 

am 

Today, Othello seem very alert and playful. He has definatly perked up from this weekend's ordeal. 

On schedule today: Scope and biopsy of the intestine. This will help determine what was/is wrong with Othello. 

Tomorrow Othello should be getting a CT scan. This will also determine if there are any lymph nodes that may been to be biopsied. 

Overall he seems fine. We are still awaiting results. The doctors are unsure of what is wrong. The skin rash issue could be one of many things..histiocytosis, PTLD <http://www.allothello.com/othellosjourney/id24.html>, viral, etc. 

I will update more this afternoon... After scope.

January 6, 2004

The doctors are still unsure why Othello had this episode of vomitting and fever. But, the fever, diarreah, etc have subsided. 

Othello had his scope yesterday. It appeared to be all good. 

Today, Othello will go down for a CT scan. This will be to determine if there is anything the matter with the lymph system. 

We are awaiting on word about the skin biospies still. We are not sure what Othello's underlying problem is, as of yet. 

Dr. Evans said that Othello should be discharged from the hospital in about 24 hours. While we are in here for the remainder of the time, Urology and dermatology should be coming to see him. HE had appointments with them this week anyway, so no biggie!! 

I will update later this afternoon!

January 7, 2004

Othello is doing quite well today. He seems to be bored with the hospital routine. He wants his floor and toys!! 

BIG NEWS: 

Othello crawled!! REALLY CRAWLED!! For the first time, last night, in his crib/cage. He took a few crawls (like steps) forward to get a toy!! WOOOHOOO!!! CRAWLING OTHELLO!!

We will be released to go home tomorrow (thursday). The doctor wants to check Othello's labs once more. 

Then we will wait for the official word from Miami. Is it GVHD returning or something else? We shall see. Then we will know if Miami will see Othello or if we can stay in Jacksonville for treatment. 

More soon..... 

January 8, 2004

PM

Othello came home at 1 pm today!! YEAH! 

One new medication, for blood pressure. In addition to the med, we have to now monitor his BP twice a day. 

In about a week - if the Prograf does not make a positive change to the skin, we will be going to Miami. The GVHD is in his colon as well as his skin. No chances: we want it GONE! 

I wanted to say thank you to everyone for you support! Much love and hugs. 

AM

Othello is being discharged from Wolfson today! Overall he is doing well. Back to his normal energetic, silly self. 

Othello is now on a blood pressure medication, his blood pressure is rnning a little high. We have to get a BP machine/cuff today and monitor his BP twice a day from here on out. (Fun stuff) 

We are going home on increased Prograf (FK) to try and combat the GVHD. (Yes, the Graft Vs Host Disease has returned). It is indicated in skin and colon. If it does not work within a week...we will be in Miami in a week. 

I will update when we get home. 

January 14th , 2004 

7:30 PM 

Campath will be administered within the hour. Othello will officially be on isolation! He will have no way of fighting off any cooties. Hopefully this will eliminate all donor cells that are fighting and beating his immune system and body. 

D

Sebastian note: All girls: STAY AWAY FROM OSMELLIO! He doesn't need cooties!!
Biopsies of the skin were taken. Results will be in tomorrow. 

Cardiology consult was done, EKG will be done tomorrow. 

Bone marrow aspiration, scope w/ biopsies this week!! 

Thanks for everything. I will update you all tomorrow after rounds. (approx. 10 am give or take) 

a.m

Everyone thank Mike for updating the website for us earlier!!! i called him and he did it for me!!! YAAAH thanks mike (Sebastian's dad) 
Othello and I arrived in Miami at 4 pm, Tuesday. There was not an available room on the transplant floor (PTSU), so we were on another unit. This morning at around 10 am we were moved to the PTSU... 

I will be able to update more frequently - seeing as we now have an internet connection!!! On the agenda : Dermatology - skin biopsy Renal consult for High blood pressure. Cardiology - Echo of the heart, to rule out cardiomyopathy. (this can happen with increased Prograf) 

Scope and biopsy of the small and large intestine, under sedation. 

Bone marrow aspiration check for donor cells in bone marrow. If the cells are in the bone marrow as well - there may be another course of action that is to be taken in addition to campath. 

Othello has had a LOT of blood drawn this morning. They are sending off to various labs for results. There will be one more blood draw before the campath is administered. 

Today, they will give Othello the Campath (see FAQ page) to treat the GVHD. Last time, the campath got rid of the GVHD in about 48 hours. Hopefully it will do the same again . 

Afterwards , Othello will be on isolation. No visitors please!! Any RNs, Docs, etc. that enter will have to glove, mask and gown up! No cooties for the Othello!! 

I will update later in the day - after treatment is started. 

January - 15 - 2004 

Othello is doing well today. He slept all night last night. They gave him benadryl and Tylenol before the Campath infusion. This KNOCKED him OUT!!! I stayed up to make sure his IV did not mess up during the infusion. 

I, of course , got barely any sleep

The urlogy dept has also been called in, by cardiology and transplant. The want to rule out any high blood pressure issues being caused by Kidney malfunction

All the labs look good. Skin biopsy is done. Campath is given - numbers from that will come in later today. He MAY require a second dose of campath - to insure he has no more cells to beat him up!! 

kerning28 Kidney scans , U/S, etc. 

Cardiology studies 

Bone MArrow aspiration 

Scope and biopsy of intestines 

Are all still on the agenda this week!!! 

More later 

January 16, 2004 
Othello is by far the most miserable baby on the floor. Whining, crying, thrashing around in his bed. He has a halo pf bruises where he has been bashing his head on the crib , me, the chair, the bed, etc. 

Last night , I requested benadryl to help him sleep. He was up thrashing an hour later. Crying so loudly, I could not hear myself think. I walked with him, rocked him, sang to him, etc. Nothing worked. Some of the urine tests came back. Othello has elevated kidney function and some high blood pressure. (again) 

Rounds came and the doctors have changed a few things. 

Othello is now on 60cc/hr for 24 hours of Pedivivonex. (So much for the trying to ween him off 24 hour feeds) They feel this will help bring his BP down, get his kidney fuction to normal and keep him hydrated....as well as put some weight back on. (This totals about 500cc more per day) They have also ordered Ativan, twice a day. This should help him be calm and hopefully feel better. The Tcell subsets and other labs should be back soon

 Othello is not himself. He needs lots of hugs - but he bashes me in the face with his IV board if I try to hold him. He wants to be held - then he doesn't. He wants to sleep, but he fights it. M-I-S-E-R-A-B-L-E!!!

 More later 

January 16, 2004 

Othello has chippered up a tad bit!! He is in better spirits right now. An hour nap has helped him The little guy is slightly dehydrated, so, Dr. S. has ordered a bolus of fluids. This in addition to the vivonex running at 60cc/hr for 24 hours - SHOULD get him back on track. He had a Renal Scan done today. They tech wrapped him in a straight jacket-esque contraption and he fell asleep. They filled him with radioactive (hehe) fluid and we watched as his kidneys and bladder filled up (on the screen).  Scope slloked good. As you can imagine - no rejection of the Graft!!! The organs are doing well, looking marvelous. The colon showed less of an indication of the GVHD - which may/may not be an effect of the Campath. We do not know yet. 

Othello 's potassium was good today. He did not have to get an anally administered dose of medication to bring it back down. This pleased him I am sure.  Awaiting pillows to shield his poor noggin from the evil crib rails!!  P.S. I get to sleep on the spare bed - no more foldy chair!! WOOOHOOO!!!! 

february 1, 2004

othello had a better night last night. he slept most of the night - waking up only once to scream. (still pleasant) scope was done yesterday and biospsies were taken. the intestine looked a tad bit irritated . labs have been taken again. the neupogen restarted. (his WBC count went down again) his feeding has not resumed. he is still on IV fluids. his output is VERY high. in the 700 range right now. his norm is 150. (as you can see a HUGE jump) the EVIL letters were mentioned....TPN....if we cannot start feeds again soon, Othello may have to go back on liver killing nutrients. we do not want this. mellow yellow othello was a cute name and all....but liver failure is not cute in the least. i will keep you all posted as i know more.

february 2, 2004 

you never know when life is gonna throw another munkee wrench do you? 

Othello and I took a 5 hour trip to Miami. He rode in the cool Wolfsons Ambulance with Cathy and Dion and the nice drivers. I follwed in the car. 

Othello is now in UM-JMH in Miami. (YIPPIES) 

He has been dumping approx. 1 liter a day (about 9 times his norm) in his ostomy. 

I will let you all know more tomorrow. Labs, scopes and the works are in order for tomorrow . Rounds are about 10ish....so look after 11ish for an update. 

before rounds---labs have been taken. Last night stool samples and urine samples were taken also. Today- Othello will be getting a scope and biopsy. 

February 3, 2004
Labs have been drawn. Othello HATES getting poked with needles. He knows when they are coming...HeSCREAMS.

The drs . think he may have an stomach "flu". The plan is to restart slow feeds. In two days if he is not tolerating and STILL dumping too much - they will start a central line and TPN temporarily. This weekends scope and biospy showed no signs of rejection. YAY! 

Dr. Selvaggi will be scoping Othello today. And Rumor has it - he is going to Broward...No more Dr. Selvaggi here in Miami! =-( We dont like that plan. Dr. Selvaggi-I know you read this....Othello is going to miss you a whole lot!!!! (as are all the parents and other kids) This place will definatly not be the same! will update you all later as to what is going on. 

Right now - Othello is eating his fingers. I think he is HUNGRY!!! He wants some oatmeal . Heck I want some oatmeal too - or some REAL food!!! 

February 4,2004 

Othello started tube feeds today. He is tolerating it well so far. 

Yesterday his output was 400cc!! down from 1000cc!! He is doing better. 

Othello is perky and playful. Well, right now he is napping...

We are just trying to let whatever is going on, run its course. Hopefully he will continue getting better so he can come home. 

We miss home. We miss daddy and sebastian..

February 9, 2004 
Othello seems a little more like himself today. He has played with some toys, kicked the railing of the crib and he was babbling. Othello was awake more so today than he has been in a few days. This is always a positive sign!! His WBC , RBC and Platellettes are still low. We are still playng the waiting game with his bone marrow...to see if it will kick start itself. We are hoping that it does . The main concern right now, is preventing any more infections... Othello cannot handle a bombardment of infection, bacteria, virus, etc. It will be too tough for his little bosy to handle. Right now, he is showing more of his Othello personality. This makes me feel a lot better . I know that through the aches and pains, the cramps and discomfort....Othello is still in there fighting away. Othello will be in the ICU for a while. He will need to remain in isolation until his WBC count increases..Which means...his bone marrow kicks in. Thanks for all the support and emails. They have been wonderful. The days blur together. I am not sure if it was two or three days ago that Othello went into the ICU. I could sit here and count back and try to recall - but what use is it? He is in the ICU and no amount of backtracking will change that fact

 Today h did kick the crib a few times. He grabbed onto me and hugged me. He watched bits andpieces of " The Emperors New Groove" with me. He eyes were barely open. But, he watched parts of it. 

The doctors have now mentioned Bone Marrow Transplant. If Othello's bone marrow fails to kick in and produce White blood cells, red blood cells and platelettes - this would be the route they would want us to take with Othello. We are hoping that his own marrow kicks in. The Bone Marrow Transplant route is one that we do not want to take Othello onto. He has endured so muc pain, gne through more trials than imaginable , taken in stride treatment after treatment. I am not certain that the adding to and prolnging of his suffering in necessary or desired. I understand we will be met with resistance. We will be met with various opinions and the likes on this...But, thus far, we have made the best decisions for Othello and our family , I am confident that we will continue to do so...as a family. I am hoping that the bone marrow begins to work. As of the moment, he is not producing the blood cells needed. They ICU Drs/RNs have had to administer plateletts and red blodd cells these past few days. It has been decided not to continue giving the plateletts all the time, unless Othello begins to activly bleed out or show indications of needing them and his platelette count continuing to plummet. The reason: So Othellos body does not start to fight and destroy platelettes (being given to or made by him) OVer the weekend we found that Othello's stool cultures indicated he has Salmonella. ( HOW? you ask) Well, there are a coupls of ways this can happen. Since he has no immune system, he could not fight off anything. Therefore - when he was infected , he could not ward off the bacteria. Salmonella can be spread by food products and/or improper hand washing after certain activites, etc. 

Salmonella was also found in his blood culture. It gets there through the intestines mainly, and can be fatal . 

While in the ICU, he is being treated for the salmonella as well as being given many other antibiotics as precaution. He is on isolation, masks and gloves and religious handwashing MUST be practiced

Thankfully the ICU and transplant teams are top notch. We appreciate all they have done for Othello and our family. We feel that no matter what decisions we all have to make and what outcome - that they have Othello's best interest at heart and mind. 

In addition to the Salmonella issue and the Bone Marrow problem...Othello has had some other issues this past few days. He had a seizure the night he was transferred to the ICU. His sodium and his potassium were not in their target ranges. This caused him to have a seizure. Luckly, they are able to prevent this by correcting his electrolyte balance. So, we do not expect this to happen again. Othello has also had elevated blood pressure and heart rate, as well as respirations. They are closly monitoring him and will do whatever needed to keep him compfortable

 Right now he is "unstable" and has a tough fight ahead. Hopefully he will get some of his "fight : back and start to help the team of Drs., RNs, and Darin and I get him through this tough time. 

Thank you all for your suport and understanding. I realise this is a hard time for you all who have come to love and care for him..Please continue to understand Othello is our son, first and foremost, and we are feeling the pain a hundred fold. We are sorry if we seem distant, or abrupt...but this is a very trying time, a very emotionally and physically draining time in our lives as a family

Please keep Othello in your thoughts. Please, as well keep Sebastian in your thoughts. He is suffering too, - this is his little "baby Osmellio" and he is worried and misses him. 

Jennifer , Darin, Sebastian and Othello (Osmellio) 

Othello is not doing very well today. He has been in an ativan/morphine/benadryl induced sleep. He is miserable when he is awake and even when he is sleepign. 

We have not gotten word about what the gram negative rod is yet. 

Othello 's blood pressure is elevated. Even when he is asleep and on morphine/ativan. In addition, he is retaining fluids and has to be given lasix to help him void some out. 

Last night, the hyper-al (TPN) was restarted. Today 5 cc/hr of feeds were restarted as well. We are unsure how long he will be on TPN and/or food. 

Today (saturday) Othello has not had a fever. This is good!! 

Othello is requiring platelett and RBC tranfusions daily. His bone marrow is "sleeping" and not producing them. We are not sure if/when it will kick in and restart. There are barely any cells present. (as per the hem. Dr who did the bone marrow aspiration ) 

This do not look good. But, he has snapped back from liver failure and GVHD before. So , hopefully he will this as well. 

Thanks for the patience between updates. I will try to give more as I can

February 10, 2004
Othello was a bit out of contro this am. He was flailing and bashing his head, legs and arms on things. He has bruises all over his body. His arms, legs, back, sides, head, face, etc. The RN calls him the HUMAN BANANA!!! He seems miserable. He does not want to be touched really. He slept most of the afternoon . He had to get a platelette transfusion again today. Othello also had a couple of blood clots come out of his ostomy. His platellets are low. This is not good. He could "bleed out" at anytime. Or he could get an infection and not be able to fight it off. Things are scarey. He looks bad. Hopfully he will pull an Othello and come out of it on top!! 

February 11, 2004
 Othello started the day flailing and being miserable. He could not get comfy. Then he fell asleep with the help of Ativan. He was in the highchair when he fell asleep. He cannot move around as much in the chair. When he flails - he wraps himself in his cords. There are LOTS of cords. This afternoon - Othello was sucking on cotton balls dipped in sterile water. He LOVED it! He usually hates things in his mouth. But, he could not get enough of it. He would open his mouth and whine for more. So - more cotton balls for Othello.

 Othello is still bruising very badly. His body is all black and blue. His platellets are low still, as are his White and Red Blood cells. Monica Buddemeyer (Amanda Buddemeyers mother came to visit Othello and I today. Thank you Monica!! It was a great help for me. I needed to talk to a parent who could relate to what I am facing. She has been through the scares, the prolonged ICU stays and so much more. I can not start to understand the loss and pain she feels, but she can relate to how I feel - and she helped me feel reassured and helped me recompose myself. For all of you who are wondering what you can do to help out Othello... You can donate blood at the Fl/Ga blood Alliance in Othello's name. The account number is 7993. Please specify you want it creditted to Othello Smith. Even if you are not his blood type O+, you can donate. It will still credit his account, so his insurance pays less for each of the blood transfusions. The blood drive is Monday - call the Fl /Ga Blood alliance for more inforamtion. Also, you can make a tax deductable donation to COTA for Othello S 

I will update more as there is more to report. Thank you again for all the encouraging emails! 

February 16, 2004
Sorry for the long pause in updates. This weekend has been a busy one. (Even though it is a holiday weekend) Othello is now drinking formula from a bottle!!! This is something we STRUGGLED to get him to do. But, he fought and fought back...Now he wants the bottle. He is taking a couple oz at a time, and wanting more.  They Dr.s took him off the TPN (IV nutrition) today and increased his feeding tube intake . The BIG change...His blood counts are starting to rise on their own. His plateletts counts , White Blood cells are rising. This is a good sign. He is not "out of the woods " by far. But, he is at least now walking in the right direction. Thanks for your patience!! I am going back to his room now . Othello is DRINKING from a bottle! He is wanting the bottle, opening his mouth and reaching for it!! a BIG BIG BIG step, he has never had to eat by mouth.  He is still bruising. His RBC, WBC and platelet counts are low. They continue to be low . There are some options that have been presented to us .We are weighing them and trying to make a decisions. Thanks again for all the love and support. Othello is still in the Isolation in the ICU. He will be there for a while. 

June 30 -2004

Othello has been here at home for a bit over 24 hours. We have him comfortable.
The Hospice RNs are wonderful to us and Especially lil O.
When he stirs and begins to scream, we all rush to him to help ease the pain with rocking him, medications and love. 

He has been bleeding a lot the last two days. He has begun bleding from his ostomy as well as his Gtube site. His skin is pale and he is tired. 

Othello did Open his eyes when we put on finsing Nemo. They drooped shut though. He could not keep them open. 

We have been holding him close to us. I know he feels the love and warmth. 

Thank you all for everything. In this time - Othello needs us and we need you all to continue to think about O! 

Soon, he will join his friends Caleb and Stormy and all the other precious children. It is going to be hard - it already is. But, we know that it is for the best.
I will update more tomorrow. 

Jennifer
July 1.

As the day progresses, it seems like a dream. Surreal even. Othello CANNOT be gone. Just a week ago - he was up and playing. Granted he was overwhelmed with infection, but he seemed happy. 

Saturday night, he took his turn. His body started to give. Pain consumed him, blood oozed from his tiny body. He was miserable. 

Monday, we brought Othello home on hospice care. He was kept comfy and given lots of love, hugs and attention. (as usual). 

4 am Thursday morning, Othello died. He passed in comfort. Othello was in his own bed in his own room at home. Daddy had just put him to bed, went outside and come back in five minutes later. When daddy came back to say nite nite to Mr. Punkin - he was gone. 

Darin woke me, and I went to Othellos room. I picked him up and held him. We changed his clothes and held him for over an hour. Cuddling, talking and enjoying a few more moments...

Josh came and picked up Othello and took him to the funeral place. It helped immensly to have a close friend do this. It made the departure easier and more personal. Thank you dearly Josh.....

today - Sebastian insisted on seeing "Osmellio" one last time. Josh again came to the rescue and prepped Othello for Sebastian. He saw him wrapped in a blanket. THAT was hard on me to see again. After all life had left, all warmth had gone. He didnt really look like himself. Sebastian said his I love yous and goodbyes... 

After Sebastian left the room, I uncovered punkin. I had to see him without his tubes, wires, cords..whatever you want to call them. I did. I saw my perfect, precious baby boy for the last time.

 

July 2

Othello loved to eat his feet. 

He likes  to chew on his fingers. He HAD to slobber all over his hand before touching anything. I will miss his slobbery hand touching my face. 

I will gladly watch Nemo 4 times a day for months on end again if I could have him back with me. He loved Nemo- and knew all the right times to laugh. 

I know letting him go was the right thing for him..But, it hurts so bad. To know that I will never hold him again, never kiss his fat cheeks again, pains me deep down. 

I love Othello. I need Othello here. 

Sebastian hurts too. Sebastian didnt cry - but yesterday he told me to go to Miami and kick some people in the you know where for killing his brother with bugs cause they didnt wear gloves and wash their hands right. We are going to get counciling for him, to help with the pain and anger.

My new mission - since I cant save Othello.. is to try and make sure Terran, Josh, and all the others who are still with us...dont have to suffer like my Osmelly did... 

July 21, 2004

I have been entertaining myself with my art and writing during the days. It seems to help. 

I wandered through barnes and nobel. anyone who knows me well, knows i love blank books, with pretty covers. I saw one that drew me in and I had to get it. The cover is a simple dark blue with the quote: "Just when the caterpillar thought the world was over, it became a butterfly." It made me think of Othello. So, now this is my letter to Othello book. I write little notes to him when I want to say something. It helps keep me from going insane. 

I got an email from one of Othello's adoring fans asking me to write somethings about him. So, for a while I will share a few stories with you all... Here goes:

Othello LOVES the game "Where's the baby". For those of you who are unfamiliar - this is peek-a-boo with the words changed. 

Othello and I were at the dredful PTSU in UMJMH and we had to fill our days with something. So, I would hand him a blanket and proceed to say wheres the baaaaaabyyyyy. He would hide his head and giggle. After about 4 times asking where the baby was, he would peek out from behind the covers and giggle. I would say THERES the babyyyy!!! he would cackle more. 

Pictures of the fun times are now here. 

 

July 23, 2004

The funeral home called yesterday: Othello's Urn and Urn Pendants are ready for pick up. I will be making the 25 minute drive today to retrieve them. The Urn is beautiful but BIG!! The smaller size was TOO small for Othello - but the large one is quite a spacious place for the lil punkin to rest. I will post some phootos in a day or two. 

I will have a tad bit of his remains put into the pendants, so that I can keep him close to me at all times. I know his memory remains..but, I need something physical to touch at times. I think it is time for me to change the item I have. 

Since OThello died, I have carried his shirt with me. The one he was wearing when he died. It still smells like him. That weird Osmellio mizture of medication, TPN sweat and aquaphor. I love that smell. When I get all mopey, I pull out the shirt and put it close to me...smell my Othello and I feel somewhat comforted. It is strange how scents do that for you. They bring a rush of memories as well.....

I thought about the last few days of his life. I thought about how my friends played important roles...not only for my sanity..but for Othello. 

For instance: James (who I met through a mutual friend not too long ago) works after hours as the message service for the hospice Drs. Othello was having a bit of discomfort, so the hospice nurse called in to have the dr paged. James was on the other end of the phone. He was the link between the Dr and Othello. He helped keep Othello comfortable in his final days.

We all know about one of my oldest friends, Josh. He was there with me every night on the phone. Making sure things were okay. He neglected himself...forgot to sleep much, Im certain he did not eat enough either...Just to make sure he was there when it was "time". Once Othello had died - Josh came to us to take Othello to the funeral home. HE had made all the arrangements for the funeral and such already. Things I should have done, he took care of for me..because he knew of the delicate situation and he knew the other side as well. 

There were many others who contributed in other ways. Phone calls, Emails, etc. Thank you all.

Interesting fact: There was a FULL moon the night after Othello was born. There was also a FULL moon the night after Othello died. 

 

July 28, 2004

It is nearing a month since Othello died. I have not started a routine. I have not done anything terribly life altering. I have been told that you should NEVER make MAJOR decisions following a "tragedy". 

I miss the day to day with Othello. 

Waking up early to give him his Prograf. Waiting an hour and giving him a few other meds. I miss the spnge baths that he hated so much. 

When Othello was tired, he would shake his head back and forth as if he was saying "NO". It was precious. He would fall asleep in the oddest positions - sitting up was my personal favorite. 

It is still odd to have the words Othello and Dead in the same sentence. But, it is too real. 

I feel incomplete. Like I have no more real purpose. He was my life. He was everything to me. I miss Othello and his lil cackle. I miss his wisps of hair. I miss holding him and listening to My Immortal. 

I want my Othello. I REALLY want him to come back to me. I dont like how I feel without him right here with me. 

august 2, 2004

a month has passed since othello died. it does not get any better - the hurt that is. i am sad everytime i come to the realization that he is not coming back. 

othello was my entire world. without him, i seem to fall to pieces at the strangest times. i miss him. 

i have started working on a couple of art projects. they will be for the PEds Care event. I will give you all more information as I receive it. Peds Care is the Pediatric Division of hospice. They help in many ways: 

Pallative Care: which is support for the parents and children who are terminally ill..who could and probably will pass away. they help with everything from coming to visit at home, to picking up medications, going to Dr appointments and more. 

End of Life Care: which is what most people know Hospice for. They assist in keeping the child (and family) comfortable and happy in the final days of the child's life. 

They are not very widely known throughout the community - and I want your help changing that. Over the next week I will be adding more information on Peds Care and how you can help support this wonderful, extremely helpful cause. 

In other news: Terran is going to Miami for his Ostomy closure this week. Please keep him in your thoughts. His mom (Kim) said that they will NOT have to go into the PICU. This is a relief to me. I love Terran and would not want to go to his funeral services because of innapropriate care and like we did Othello. Good luck Terran and Kim - get outta Miami soon!! 

August 4, 2004

I have been keeping rather busy lately. Painting and writing mainly. I miss how Othello would try to help me with my art, or try to type on the computer. It made for fun and intresting days. 

I had some photogrpahs copied and filled some pendant charms with some "Othello dust" for some special people. I delivered the first set yesterday. I went to Nemours and Wolfson to see the GI team , the Surg team, Peds Care and 6 Wolfson RNs. I gave them all a bit of Othello and a photo. I know they will cherish it forever. 

Dr. M came out of the OR with his PA to accept the gift. He gave me a hug and told me that Othello was amazing and that he would keep the picture and charm on his desk always. It made me feel really good. Dr. M was the first of all Othello's Drs to meet him. He was the one who performed Othello's first surgery and last surgery and many in between. 

I saw many of Othello's nurses and I felt so at home there. Like I never left. Like it was all okay. I wanted to just walk on back to Othello's room and watch Nemo with him...But, that I knew was not going to hapen this time. 

Well, I am off to do more things now. Busy busy busy... 

August 6, 2004

Sebastian is playing Xbox right now. I am about to take him into daycare and go to his orientation for first grade. 

He looked at me and told me " I miss Othello, I want him to come back."  I told him that I do to. He told me that we could take his "dust" (cremated remains) and bring him back to life. I explained to him that only works in movies...it is pretend. He returned to the Xbox and the conversation was over. 

I have had a lot of emails asking me about Darin and the rest of the family. So, here is a tad bit of an update. 

Darin moved to his own place this month. He is working Part Time for the hospital now. In addition he is now in the "meat and potatos" of Nursing School. I am sure he is going to enjoy that thoroughly. 

After Othello died, Darin was upset and went through the many emotions that we all have. He has told me that if he knew Othello was going to die, he would have spent more time with him. 

I cant really give you any more information about how Darin is coping, since we are no longer together. We do not talk very often, he chose a different path than I did. 

I knew since February what was happening with Othello. NO ONE wanted to listen to me. No one wanted to accept it. But, I knew. That is why the transistion was not as hard for me. I have been grieving for months. I have been slowly preparing.

Thank you again to everyone who helped Othello and I out over the past couple of years. It was a tough time. but with your support we were able to make the best of the time we were given. 

August 9, 2004

Some days are harder than others. I have been pretty moody the last few days. I break into tears and then anger overtakes me. I really miss Othello. I miss him more than anyone/thing ever. 

I used to sneak into his room each morning, to give him his early medications. I would crack open the verticle blinds and look at him. I would trace every crevice of his face, every wrinkle of the nose, his eyebrows, his beautiful full lips. 

He would wake up and smirk at me. I saw that smirk the night before he died. I miss that lil grin. 

I know he isnt hurting anymore. But, now I hurt. When he was still here - I was able to ignore my emotional discomfort - because I was takign care of Othello. But, now he is gone, and the pain is just too real. 

Gramma Teri and Grampa Charlie are going to copy onto regular VHS tape some video's we made of Othello. I havent watched them in over a month. I REALLY need to see it. I know it may be hard for them to watch to make it for me, but I am really appreciative. I need to hear and see my lil punkin again. That is the only way I can. 

In the land of the living....

Sebastian started first Grade today. He seemed excited yesterday. This morning he fussed about wearing socks!! but, he wore them and went to school. He put a photo of Othello, Himself and me in his bag. That made me feel good. 

august 10, 2004

I know I updated yesterday. But, I have the urge today as well. 

On occasion, I will go to a search engine and type in Othello Smith and see what comes up. There are always a few webpages that spring up here and there. 

I came across Othello's COTA Memorial Page. I found his News4Jax and FirstCoastNews articles. I stumbled onto his find a grave and more. 

I do not want him dead. The last few days I have seen this coming. I am slowly getting more and more upset. I cannot keep busy enough to get the hurt to go away. 

I found a support group. For families of children who have died. It is helping a little. There is a post that we all were discussing things that people say to us that make us hurt even more. I know they say things with good intention...But, they still hurt. 

I have had many post, email, etc me and say they are not sure what to say....But, I wanted to help out a tad bit and share some of the things that I beg you not to say:

Please don't tell me that it was "Othello's Time".  That is far from comforting. 

Please don't tell me that "Othello is in a better place." Because, while he may not be in pain anymore...the best place for him was in my arms. He was always happy there. 

Please refrain from telling me it was "God's Will." 

Please do not tell me that "Othello is with you always." Because, while his memory is with me...he is not. 

Unless you too have lost a child, please do not tell me that you "Understand." 

Refrain from telling me that I should not have "Put Othello through a transplant." 

Please do not tell me that you had "Prayed that Othello would just die." Because - frankly..that will earn you a big red mark in my book and I will never speak with you again. 

There are dozens of other things that have been said...some I cannot repeat because they were too horrible and thoughtless. But, you get the point. 

Those comments, no matter how well intentioned, can really sting and reopen wounds I am trying to close. 

Please, dont tell me to get over it and move on. Because I will NEVER get over this. EVER. I may seem fine one day, I may joke with you or act silly the next..But, there will be times when I am a complete mess. It is my grief. I will do with it what I will. what I NEED to do - to help me through it. 

Othello was my best friend. He was with me every day. I knew him better than anyone. He knew me better than anyone. We had a bond that is irreplaceable. Othello was everything. He was my comfort. My love. My entire life for two years. Please, do not expect me to bounce back to "normal" on anyones time schedule but my own. 

I wanted him here forever. I wanted to watch him grow up. I wanted to take him to his first day of school. I wanted to hug him every night.  I wanted to make sure that his first girlfriend was worthy of him. I wanted to deny him a car at 16!!But, I cant have that. He cant have any of that. He is dead. 

***This is one of the bad days***I am allowed to have them***

 

august 13, 2004

Friday the 13TH. I have not had any weird occurances today - and hopefully it stays that way. 

I did, however, have a dream last night I wanted to share. 

IN my dream I went to PTSU at UMJMH. I was a Quality Control Inspector (as well as Othello's mom). I went to talk to the Head Nurse (we will call her AL) Well, AL was doing her usual song and dance. "We put up flyers, posters, etc reminding the RNs aboutn hand washing." 

As she is saying this, the RNs are going in and out of rooms not washing hands. They are preparing the Transplant Kids feeds inthe SAME blender! (They do that you know...when all you have to do is mix it in the container so as to not use the SAME appliance to prepare ALL the sick kids food) 

I tried to explain to her proper procedure and how to not spread germs. Mr. Reggie (the enviro services man) was listening intently. He always followed the rules to a T, and did so in my dream as well.  But, the RNs kept on and on and on. 

She asked how Othello was. I said, right now I am the QA inspector. You dont want to get me started on the fact that your inability to run a floor properly cost him his life. 

Then I woke. I REALLY need to go talk to Miami. Just to voice my hurt and concern for the other kids as well. Hopefully they can get some retraining about proper hospital protocol. It is not hard to keep the kids infection free if you follow protocol that is already set in place. (I.E. clean equipment before taking it to a new child). 

In other news..One of the Peds Care Social workers had to get emergency surgery. Please keep her in your thoughts. She should be doing fine!! 

Talk to you all soon.

 

Jen

August 16, 2004

Yesterday was Aunt Nina's Birthday. She did a whole lot to help us with Othello's fundraising campaign. I am sure many of you who went to the events have met her. I know she had a happy birthday - even after we SUPRISED her with a party. 

There are not many events I will be going to in the upcoming year. Reason being - I need time to heal and adjust to not having my Othello. it is EXTREMELY HARD. It seems to get harder...But, I made sure that I was involved in that one! 

I keep seeing babies on TV, or in person. I dont think it is fair. But, nothing seems to be. 

In happier news: Charlie and I took Sebastian to the park this weekend. Sebastian had a blast. We went to a couple parks. He seems to like the one with the fountain.. He runs through it and plays and well...here is a photo: 
Well, I am going to get on with the day. It seems so empty most of the time now. I really miss my daily routine.

August 18, 2004

I try not to trivialize anyone's grief. I attempt as much as possible to be supportive and understanding. I really do. 

I just think that now - the whole this is starting to settle in. It really seems to be getting worse. I was told that people are "worried" about me. They think that I am not getting over this properly. 

Well, I am not coping well. I just want my life back. 

After the funeral services were all done. After the flood of calls, emails, letters....everyone else got to go back to their lives...

Darin got to return to work and school and his beloved golf. 

Family and Friends returnd to work and every day life. 

My life - as I knew it for 2 + years was O-V-E-R. Done. Not only did Othello's life end , mine did as well. I had to FIND things to do with my day...and that is hard. 

I wake up - whenever...I wander around...try to avoid the computer (not successful right now)...I doodle...I cry...I wantch Othello video....I read hospice notes.....I drive around....I go help my Aunt at her Event center....I watch TV...I talk to Charlie... I see Sebastian on the weekends....I take 2-3-4-5 showers a day.... and it changes from day to day. 

Some days I sleep more. Some I dont eat. Some I cry all day. Some I get mad and scream. 

I want to be able to go back to My normal life. But, I cant. I dont get that option. I cant just go back and be okay. Othello is DEAD and nothing will change that. He is gone forever. and it was preventable.

I have some research to do now. I have some Nurses to report to The Florida Board again. (Following protocol! I follow the steps you are suppose to take for something... But, they dont know that word down there...well, a lot of them dont. and that is why my Othello is DEAD and I am going through this) Mrs. Head Nurse.. You really are not on my good side today! 

NEither are a few others... Like the ones who BULLIED ME and OThello OUT of the isolation in the ICU. I TOLD you that he would get worse if you sent him to PTSU!!! Why didnt you listen? You are just as much to blame as the nurses who didnt wash hands properly and those techs who failed to clean equipment between patients.  

August 20, 2004

The days are not as bad as I thought they would be. I mean, I have my moments....But, overall I am okay. 

I miss Othello something fierce. That will never change. But, I can move on - to a point. 

In talking with some other moms today...I realise there is some "guilt" among transplant familes from time to time. I once felt it, some of them feel it....
When one of the children dies, the other parents feel overwhelmed and full of emotion ... 
We think: Who is next?
When is it OUR turn?
Why did they have to die?
Why that baby and not mine?

We feel sad. mad. confused. guilty. relief. etc. 

It is normal to feel these things. It is wonderful when one of the transplant kids lives. It fills me with joy every birthday and transplantaversary each of them has. I would not want to trade places with any of them...because I dont want them to feel the hurt yet. I know it is a reality and they WILL feel that hurt - the loss...but, not yet. It isnt their "turn". They should not feel guilty for feeling relieved nor because their child was not this one.... They should cherish and enjoy the extra time. (I know it is hard sometimes, as I lived it) 

I also came to the realisation today, that if I was faced with transplanting a child again....I would choose UMJMH to do the transplant. But, I would make sure that all the after care was not done at the PTSU. I would entrust GI here at Nemours to take care of my child - for any reason.. Rejection, GVHD, Infection, Etc...after a transplant. 

I know that may be a shick to many. As I have been very vocal about my feelings on the PTSU....But, the Transplant Drs are top notch...I would want to give my child that opportunity. 
I hope I never am faced with that again. But, if I am.. I know what I would do. 

 august 23, 2004
it is nearing two months since othello died. it still seems so odd. i want to go backwards in time and have him here with me.

some of the little things seem so difficult at times. he used to sit on my lap when i played on the computer. i remember having to backspace a LOT because of his "typing". I think about that and smile...then I cry. 

last evening charlie and i went to the event center to help aunt nina with a baby shower. i thought it would be a breeze, no problem. i thought i would be strong enough to handle it. many pregnant women and lots of babies there. i ignored it just fine for a bit. then i broke into tears. it was not fair. nothing seems to be. 

i didnt have a baby shower for othello. no here comes the baby cake, no presents to open, no stupid baby shower games. notta. we had no idea if Othello would even be coming home - so we didnt have one. (mainly Darin's idea) one memory concerning Othello and what he/we DIDNT have with him. 

I didnt get to see him have his first step without holding my hands. bittersweet. on one had - he alwys needed me. on the other - he was never allowed to grow up. he will for all time be my "forever baby." I wuld call him that a LOT. at two - he still looked like he was 1...still acted like he was one. couldnt walk.. sort of crawled. ALWAYS needed me. 

I try to focus on what we DID have. The wonderful moments. the times when he would giggle. the times when he and i would go walking around the house singing silly songs. 

Othello and I had so much mommy-othello time. i loved it. now my days seem so empty. imagine being with a someone you completly love and trust 24-7 and all of a sudden..no more. 

I really miss Othello. More than any of you could ever know. =-( 

On happy notes: 

Terran is doing REALLY well. He no longer has to have an ostomy (poopy bag). I am so proud of him! 

Luc is  doing marvelous as well. He has not had to return to the hospital since we saw him there wayyyyy back in march. Keep up the good work Luc!!

august 24. 2004

Dear Othello,

Yesterday evening I checked my phone messages....There were a few on there from your daddy. He said that he misses you very much. I am sure you already knew that. 

Love, 
Mommy

Update:

Sometimes things work out in ways we do not plan on. Over the last two years - we made plans about Othello's future. Ones that I knew, in the back of my mind, would NEVER happen. We talked about how I didnt want to give OThello a car when he turned 16...how I felt he shoudl WORK for it. Darin and I discussed the importance of college...the need for guidance..whether or not a teenager should be allowed to work. We talked about me not wanting him to date - because NO GIRL would ever be good enough for my Othello. 

Those talks were a way to pass time. A way of getting to know one another more so thatn planning for OThello's future. Because - he did not have one obviously. 

Othello lived a lifetime. In just two years he was a teacher, a student, a leader, a friend, celebrity, loved one, and so much more. In two years - OThello did more than many do in 20, 30, 40.....you get the picture. The quality of what he provided to the world was amazing. Not many people can make claims about their lives like him. 

Othello taught me things and reinforced many others that I already knew. Time is precious - we only have a limited amount of it. Procrastination is not a good thing. Live what you can. Do things NOW. Tell those you love that you love them. Spend as much time with them as you can. 

Yes, we all have to work, go to school, go to the grocery store. But, we also need to fill ourselves with experiences that will live on with those who survive us. Why wait until the phone goes to unlimited nights, before you tell your mother you love her? Why postpone taking your child to the park, because you just want to sit there and stare into space? Why not tell the person you love how you feel about them every chance possible....you dont get those moments back. 

august 26, 2004

today is not so bad. there are a few things here and there i need to take care of. but, other than that i feel okay. 

somedays are hard to manage to get through. but - today is not one of those days. thankfully. 

 

as i mentioned before, i joined an online support group for parents of children who have died. i have found it to be quite helpful. they are all very much like me in many respects. we all grieve different....but, we all share a common bond. a child who we have loved and lost. 

 

there is a section for children and grandparents of the child as well. www.missfoundation.org for those of you who may want to look into it a little further. 

 

i encourage you all to look at the site, whether or not you have lost a loved one. it may help give you a little insite as to what others who have are experiencing. there are also places on the site where you can purchase some really nice items. 

 

as you can see on the right side of the website. i have put a couple of photos up of paintings done around the time of othello's passing. if you are interested in purchasing a painting....please email me at othello@othellosmith.org and specify which you are intersted in. 

 

____

 

A while back...charlie posted a song that he said he thought would be what othello would say to me if he could. i was listening to it today and wanted to share the lyrics with you all:

 

You taught me everything
And everything you’ve given me
I always keep it inside
You’re the driving force in my life, yeah


There isn’t anything
Or anyone I can be
And it just wouldn’t feel right
If I didn’t have you by my side
You were there for me to love and care for me
When skies were grey
Whenever I was down
You were always there to comfort me
And no one else can be what you have been to me
You’ll always be you always will be the girl
In my life for all times

 

Mama, mama you know I love you
Oh you know I love you
Mama, mama you’re the queen of my heart
Your love is like
Tears from the stars
Mama, I just want you to know
Lovin’ you is like food to my soul


You’re always down for me
Have always been around for me even when I was bad
You showed me right from my wrong
Yes you did
And you took up for me
When everyone was downin’ me
You always did understand
You gave me strength to go on


There was so many times
Looking back when I was so afraid
And then you come to me
And say to me I can face anything
And no one else can do
What you have done for me
You’ll always be
You will always be the girl in my life

 

august 30, 2004

it seems as though an eternity has passed sometimes. like the memories are so far away. with each passing day he is further from me. 

yesterday...charlie and i went to the cemetary on normandy and 295 to visit his best friend Kenny's grave. now, i have never met Kenny - but I am for certain he was an amazing person. you can tell by the way charlie speaks of him.....what i did not understnad - was how someone could lay to rest their son - and not give him a headstone. it made me sad and made me start to think....

othello was cremated - there is no place to go to pay respects to him.. Granted - he is always with me in some repects.. But, I am sure it would be nice to have a place with his name, for myself and others to go leave him little things.. like flowers...since he could not have those in life. 

when Amanda passed away there was a headstone, because she was buried. but, in addition - there was a beautiful statue for the children who had passed on...with bricks for various children....

i think i want to do something like that. If you go to http://www.richardpaulevans.com/statue.html you can see what the memorial is. Granted - that was is 12,500 ... But, I am sure we can do something just as special for Othello and others here.... What I need to do is: 

- Find a place for a memorial statue/bricks that someone is willing to donate. maybe in a park...or at a cemetary..basically a place people are  welcom to come pay respects. 
- Find the perfect staue (while that one is pretty I am sure raising 12,500 will be much too difficult a task) that is within a price range that i can raise the funding for. 
- find a copmpany that enscribes bricks for the space around the statue...
- research a little more about the ins and outs of this project. 

Othello I miss you. The days seem too empty at times. It didnt seem right - having a sleep over the other night with sebastian and emilie and william - without you there. you should have been there. i know you would have loved to watch the kids all have balloon fights. you would have laughed sooo hard. 

i miss doing things for you. the daily preparation of medication and food and changing of ostomy bags. no matter how tedious it was - i miss it. i miss the smell of your skin..the odd combinations of medication, aquaphor and pedi-vivonex. i miss how you tried to eat your hands. i really want to go back in time and stop it. i want to hold you forever. 

i must go now. 
I am off to run some errands. HAve a lovely day. 

september 2, 2004

sometimes i wonder why i continue this website. yes, it is a place for me to vent. a place to share how hard some days can be. a place for others to come back to and get information. but, then i realize why.....

i came across a website today... www.babymarkjr.com it is a nearly four month old boy who is waiting on a liver/small bowel transplant. he lives out west...quite a ways from us here in florida. but, maybe you all can help. if you know of anyone out that way - send them the link to othello's site as well as baby marks site. they can read about everything othello went through as well as what mark is going through. maybe - someone will see it and donate organs? 

as many of you know, 16 people on average die every day waiting on organ transplants. if it were your loved one, someone you knew...you may think about organ donation. but, for those who are uneducated about donation/transplantation, the thought does not cross their mind often. spread the word... so maybe baby mark will have a chance like othello did. 

in news closer to home... terran is in the hospital in st. pete. he is really sick and needs all the positive energy and love you can send his way. terran is a real strong boy. AND it is coming up on his transplantaversiary...in just a couple of days!!!!!!!!!!!!!! 

hugs to terran and kim. i know how difficult hospital life is. but, i would rather that life than this one. so, keep strong and i know terran will pull through again! it isnt time for him to join christian, amanda, ian, caleb, stormy and my othello ...and all the other kiddos. 

september 6 2004

the past few days has been filled with rain, wind and lots of excitement....no - really. we did did not have to experience the full wrath of frances - but we did take a tad bit of a beating in jacksonville. 

i remember, speaking to the pedscare team and doctors about special needs evacuations..if othello would have been here still - we would have had to evacuate to the hospital. he would have been admitted to insure that there was electricity to run his IV/feeding equipment and make sure all his meds were available. 

but, that is not the case. we did not have to go stay at wolfson's to ride out the storm. in some ways - i wish i did have to ride out the storm there. because, that would mean that i still had my lil guy. i do miss him so much. 

it has been 2 months and some odd days since his last breath. i remember the night before he died so vividly. it was so calm and peaceful. i was able to sit ans reminisce with darin and the peds care RN and for a little while kelly. i looked through his picture books. i held him in my arms. i patted his back. i miss him so much. i cant stop repeating that in my head. i miss othello. he was my best friend. he was my lil guy. he was everything to me. i gave up my entire life for him...and he became my life. i feel so incomplete without him. 

i know - many say to focus on sebastian. and trust me - i spend a lot more time with him now than i was able to in the past couple of years. sebastian has become more calm. he is doing very well. and i love seeing him. but, it is different. 

sebastian is independant in many ways. he does not need me the way othello needed me. he does not look to me in the same way. i know it is because the bond i had with othello is different than i have with sebastian. sebastian is a leader - very outspoken and independant. in many ways - so was othello. but, othello needed me for so much. he relied on me for so much. he gave me this look...that no one could ever duplicate. 

i love both of my boys. dearly. 

i miss you othello. i know sebastian does as weel. he has written stories about you in first grade class. he talks about you all the time. he even threw a party for you at the house. 

September 9, 2004 

I heard from Kim today. Terran developed yeast in his port while on antibiotics to fight infection. He has not been doing well the last couple of weeks. Losing weight and very ill. He is in a very dangerous position - But, Kim is positive he will pull through!

Please keep Terran in your thoughts. He needs all the positive energy he can get. Also, on September the 12th is his transplant anniversary. It will be 2 years since Terran got his second chance!! Please remember Terran and his donor! 

In other sad news...Sierra..another transplant kiddo in Miami (her parents are a part of our online support group) is not doign well at all. She had surgery to stop internal bleeding and her heart stopped for about 12 minutes. Sierra is not doing well either. PLEASE think of her. 

I will let you all know how things are as I recieve updates. 


september 13. 2004

Aunt Nina and I are working on something special for the children at Wolfson Children's Hospital. We want to give them something (In memory of Othello). So, we are ironing out details and will let you all know how you can help out! While honoring Othello's memory - we can all do something nice for the hospital and children there!!! 

Also - I know a LOT of you here in JAcksonville have heard the radio stations advertise the "Change Bandits" for the Children's Miracle Network...Well, as you know Othello spent many days in Wolfson (one of the local hospitals that benefits from CMN) and the CMN made that stay better.. How, you ask? Well, the Childnres Miracle Network provides te funds to make the hospitals and care even better for our children. 

Last year...you heard many stories on the Radio-Thon..including EMMA GRACE who is a heart transplant recipient. She is a precious girl and doing rather well. Click on her name and visit her website to learn more about her!! You heard Othello and I as well. 

We told stories about our precious children and how the CMN has been an integral part of their lives - through the Wolfson's Children's hospital. SOOOO- that being said.. GO HERE and sign up to be a change bandit to help raise funds for Shands JAcksonville and Wolfson Children's!! I signed up!! now - all of you do the same!! 

September 16, 2004

TEAM OTHELLO Change Bandits for Children's Miracle Network are off and running. We have now over ten people who are "Robbing" people of their change in memory of Othello to benefit the Children's Miracle Network. 

All funds from the Change Bandits and Radiothon are to benefit Wolfson Children's Hospital and Shands Jacksonville. You can read more about it at WWW.CMNJAX.COM !!! 

As many of you know - Othello spent more than half of his life in the hospital. Wolfson Children's was his "home away from home." The Nurses, Doctors and Staff there are excellent. They do all they can to help our Children. They did an enormous task of taking care of Othello when he was here as well. 

SOOOOO We want to help them out now. Go to www.cmnjax.com and sign up to be a Change Bandit. Say you are doing it in memory of Othello Smith. (They will know who you are talking about trust me) 

If you dont have time to be a change bandit (which I am confident you do) you can make an onilne donation to TEAM OTHELLO at the link on the right. Once it is time to turn in the donations.....we will write a check for that amount to the CMN in honor of Othello. 

Othello's memory will live on and continue to help others. We want to give back to them - the way they so unselfishly and lovingly gave to Othello. 

Mark your calendar...I will be LIVE on 95.1 for the RadioThon on September 25 at 1:20 PM to tell the story of my precious Othello and how the Children's Miracle Network helped him!!! 

 

 

 

September 19, 2004

For some reason this date makes me think I am forgetting something. But - I don't think it has any significance in OThello's life. Nor Sebastian's. Funny how that is. 

At any rate...

TEAM OTHELLO Change Bandits have been doing rather well. They are out and about collecting Change for the Wolfson's and Shands hospitals benefit. We have hit up 5Points, The malls, friends, family, local business owners and more! Hopefully we have been able to raise a generous amount in Othello's name for the Children's Miracle Network. 

THANK YOU TO ALL MY TEAM OTHELLO!!! We are making him proud! 

I would be out banditting today as well...but unfortunatly I was in an accident Friday. I was hit while leaving a lunch meeting with Tiffany. I had dropped off her TEAM OTHELLO Shirt and discussed some other fundraisers and was leaving to deliver some more shirts. I was on baymeadows when I was hit. My car is more likely than not totalled (we will know as soon as the insurance people see it) But, they had to pry the cars apart. I was ambulanced to St. Lukes..where they Xrayed me and gave medication to me. I am sore and bruised all over. =-(  (As if my summer was not BAD enough - right??) 

So - I cannot really sit, stand, walk for any extended period of time. Luckliy - Team Othello is still on the GO though. 

I hope you are all well. Thanks for continuing to read Othello's site nd pass on the word. 

Let's help other children the way you all helped me to help Othello!!!

Until next time!! BYE! 

Jennifer 

SEPTEMBER 21, 2004

 

TERRAN ROBINSTEIN is needing your help right now. I know many of you are in the Tampa/St. Pete area... and this little boy needs you desperatly. 

Terran is a multi-organ transplant recipeint (like Othello)


Well he needs TYPE O+ BLOOD!!!  NOW! 

Go to the Florida Blood Services for All Childrens Hospital in ST PETE and DONATE. Direct donations of O+ blood are needed for Terran Robinstein..

 

Pass this on to all who you know in ST.PETE/TAMPA AREA. 

Help saves this little boys life. 

www.terranstransplant.com is his website. go read it and leave a message for him in the guestbook. Let him know you are rooting for him to pull out of the woods. 

...

As you are helping Terran...or guiding others who can to him.. Please also remember AMANDA BUDDEMEYER today. It would have been her birthday. If you want to read more about this precious girl you can go to www.buddemeyerfamily.com
Mike - Monica - Melissa and Samantha.. we are thinking of you...HUGS..

.....

For those who have been asking. I am taking things day by day. The accident added on to an already difficult summer. I am in pain mentally, emotionally and physically now. I know that I can get through this - Othello showed me how to fight. How to deal with the obstacles. He never gave up. 

September 24, 2004

rRight now - in JAcksonville...on 95.1 Radiostation they are playing the Children's Miracle NEtwork Radiothon. This Radiothon helps to raise Awareness and money for the Children's Miracle NEtwork. All the proceeds raised here in jacksonville stay here. They go to help our two amazing childrens hospitals... Shands Jacksonville AND (my personal favorite) Wolfson Children's!! 

So - turn on the Radiothon and listen to the stories. They will make you smile, bring you to tears and open your heart!!! 

Emma Grace and Ebony were featured in a couple stories yesterday! I cried. Both of those amazing girls are living with hearts from their "hero's" . Both girls are transplant patients and doing extremely well. I know the two personally and they are so wonderful and fun loving. 

It is children like Them who benefit for CMN. 

Tomorrow I will be speaking LIVE on air at 1:20 p.m. on the RadioThon (95.1). I will tell Othello's story and hopefully that will bring someone to donate to  the CMN. 

They need as much as they can get. Donate as little sa 15$ a month and be a "miracle maker". It is that simple. 

One day you may need these hospitals. Wouldnt it be nice to know that they will always be there for the children. Wouldnt it be even better if you knew that YOU helped make this possible. 

----

TEAM OTHELLO is doing great. Wednesday we will go to the Bandit Bash and deliver the monies raise to cmn in  Othello's memory!! 

We will let you know the tally on Wednesday!

__ In other news... We are working on another fundraiser Specifically fpr Wolfson and the children. I will be posting more soon!!! 


 

Tuesday September 28, 2004

The Radiothon for CMN was a success. I do not know the exact numbers - but every bit counts. 

Charlie and I went to the Avenues on Saturday - so that I could tell Othello's story on the RadioThon. We got there a tad early - so I went on air earlier. I was glad to be able to talk about my Othello again. It always makes me feel happy inside. 

Othello was such an important force in my life. My entire life for 2 years and 8 months (that included being pregnant) was Othello. HE taught me to be more patient. He helped me to see that there are more imprtant things in life. That you should not let too many things stress you out. 

Othello was happy throughout all the poking and prodding. He maintained his spunk through all the testing and procedures. It was amazing to me...how much a little guy could endure such trials and stay so happy and love life. 

It is nearing 3 months since Othello left. I seem to measure things in time since Othello died now. Maybe that is not good. But, it helps me. So - I will continue. 

I have been arranging many fundraisers for other organizations - in Othello's honor. It is a way to help me feel as though I am still able to do sometihng for Othello. Even if it doesnt help him directly - it helps those like him. 

Wednesday night - TEAM OTHELLO will go to the Bandit Bash to drop off the Change we collected! Thank you so much everyone:
Sharon
Ben
Janna
Mandy
Charlie
Heather
Amber
Jennifer
Robin
Tiffany
Kelly
Crystal
Sketch
Josh H
Aunt Nina
John
Gramma Helen
Darlin

October 1, 2004

Three months have come and gone
the days blurr together.
i try to keep myeslf busy
helping raise money, awareness, etc 
for the other children.

But, it is not the same. 

I had so many days with him in my arms
two years

and now

it pains me to be
without othello. 

-jennifer


october 4, 2004

My calendar is starting to fill itself with various events. 

Family functions, Birthday parties for friends, Charity events, Photography gigs, Paintings, doctor visits and more. 

I tried to give myself time to think, grieve, and heal...with nothing on my daily schedule. It failed to help me. Now that I am filling my days with things - it still doesnt help me. 

There is something missing. Just like before Othello came to me. Missing. Othello filled a void in me. Now, he is gone. That void has returned. 

Luckily the pain is not as great as I am sure it would have been if I was not surrounded by such wonderful people. Friends and family have been there for me. They have kept me distracted. 

But - there are two people that have helped me get through the days...You two know who you are. Thank you very much. I am sure that I would be in worse shape if I didnt have the two of you here for me. 

Othello was everything to me. I ate, slept and breathed Othello. He was my life. Now - I have had to redefine Jennifer. I miss being "Othello's Mommy". I really do. I miss the weekly Dr visits. I miss the daily medication routines. I miss emptying the ostomy bag. Why? Because I miss Othello. If I had to fill my days with medications, poopy bags, and the likes...I would - to have him back. 

There is nothing I want more at this moment that to hold Othello in my arms and sing to him again. He would be sticking his slobbery hand into his mouth then patting me on my face. I really need that today. 

I miss you Othello. a whole bunches Mr. Punkin. 

October 6, 2004

I spoke with Kim (Terran's mom) today for the first time in a week or so. Terran is now in the ICU in ACH in St. Pete Florida. 

Kim said that Terran has Fluid around his heart now.  She is not sure why. Kim is very worried, as the Drs do not typically send Terran to the ICU because of his immunosuppression and severe latex allergies. 

Please keep all the positive, Happy thoughts going his way. Kim and Terran need all the support they can get. 

____

In other news... I have two 5x7 prints of the Othello with Red Background painting for sale. Each print is in a 5X7 solid oak frame. If you are interested in purchasing the framed print, please email me. Framed Prints are $15 each, plus shipping/handling. email me by clicking HERE.

 

October 11, 2004

Yesterday I had the pleasure of talking to Kristin. She is the mother of Luc - one of the transplant kiddos we met in Miami. 

Luc is doing great. He is 19 months old. Walking and 30 pounds!!! She said he is still stubborn adn not eating by mouth - but that will come in time. The Drs are talking about Ostomy closure soon...But, Kristn and Paul are not certain it is something they want to rush Luc into. (I dont blame them one bit, surgery is tough...and if he isnt broke - dont fix him!!)

On the other end of the transplant spectrum...Our dear friend Kim is struggling with Terran's issues. Terran is in the ICU at ACH still. He is very ill. EBV/PTLD, fluid around his heart. Terran has had dreams lately that he tells him mother about .... He said Othello and Christian are chasing him, trying to take him to heaven. He is scared. Kim is scared, I am scared.

Death is a part of life. But, in our society, we are not given all the tools to cope with it. We are taught that death is a scarey, to be feared event. We are urged to push it as far away and put it off as long as we can...

But, sometimes that is not the best route. Sometimes you see in a persons eyes that it is time to let go. Time to let them move onto whatever it is they need to do. 

I saw that in Othello. I watched him for months, slowly lose his will to live. He wanted to rest. He wanted no more pain. So, I swallowed my fear....and made one of the hardest decisions for me, but easiest for Othello. I called on Hospice. 

Hospice gave me the ability to enjoy those last days with Othello. They helped m to find peace. The reassured me. Othello was happy, he was comfy, he was not in pain. Death was not scarey. It was not ugly. It was peaceful and calm. Othello was not surrounded by doctors and machines. He was in our arms, in his bed, on his blanket in his living room, he watched his TV, he listened to his mommy sing to him, he felt his daddys presense in those last hours, the last face he saw was his mommys.....it was not frightening. 

When I fell to sleep the night he died, just a few hort hours before he left...I was at peace. I slept better in those four hours than I ever had in the two years he was here. No worries. When I was awoken by his dad, to tell me he was gone..I was thoroughly rested and ready for the day to come. 

I held my Othello. It was the most soothing, calm moment I could imagine. I am glad I was able to give that to my Othello.


October 15, 2004

As many of you know - we are working on a toy drive/fundraiser for the children of Wolfson Children's Hospital. The plan is to fill our red wagons with new unwrapped toys, games and books for them. In addition we would like to raise enough $$ to help them build the new playrooms (which will be dedicated in honor of Othello), if we can raise all the funds..I dont have the exact $$ amount here - but it is about 15,000) 

Terran is still in ACH in St. Pete. Please continue to send positive energy his way. Keep KIM and TERRAN in your thoughts. Terran is really sick - and hopefully will pull through. 

Also... Why not go to the Oprah website and send her a little story about how Othello inspired you. =-) You can put my email address othello@othellosmith.org in the post. Maybe we can get Little "O"s story to be told on BIG "O"s show.  I am sure telling his story will help raise awareness for Organ Donation, transplantation and medically complex children.  That awareness will help kids like Terran - because it will open eyes, hearts and minds. This helps to get more help and funding for research and development. 

.....
October 13, 2004
Yesterday marked the first of a three part series of stories about OThello. It is on the Jacksonville.com site . You can go to http://www.jacksonville.com/community/cc/agraciousgift/  to read it. 


Terry Dennis is a local firefighter who rode his bike a loooong way to raise awareness.. Organ donation saves lives - Terry knows this - as his 21 year old son received a heart transplant when he was only 3!!! Terry is a part of the firefighters here in Jax that helped with a Blood Drive for Othello a few months back.  


Terry will be riding into JAx this week, if you want to help welcome him back go 
HERE to find out more.


When reading the story you will see a couple errors. Othello's Transplant Date was April 9 not 15. My last name is Buchanan not Gifford.. And there are some other things many already know about concerning putting work, school and life on hold. 


I would choose all over again to give up everything for Othello. He was and still is AMAZING! I know how important each and every day with him was. I am greatful that I was able to sped that time with him. Many months alone - in hospitals.. Just Othello and Mommy - Hours from home. Hours from family,many miles from friends. 


Please check out the site and read Othello's story.. =-)

 

Tuesday OCtober 19, 2004

There are a few things to report. First off:

Cory Wheeler (OThello's tagteam in and out of the hospitals buddy) got his Lung Transplant earlier this week!! Months back - Cory had undergone a bone marrow transplant and was in and out of the hospital with many issues...including CF. 

Cory is in the PICU in the hospital in Boston. Please keep him and his mom Lori in your thoughts. They know how tough the transplant life is - now it is compounded with more! But - Lil Cory is a trooper.

Also:

Sunday October 24, 2004  from noon to 4 pm at Diamond D ranch there will be a wonderful event open to the public. The 4H club, led by Donna Bennet, is hosting the  2nd Annual Tessa Godwin Memorial Super Ride. 

pony rides, moonwalk, hay rides, etc. There is no cost for the rides, etc. There are concession stands that you may purchase refreshments at and a trough in the feild to put donations into. 

The donations are for the Dreams Come True organization. This is a project that enables terminally ill children to have "dreams" fulfilled. For more information and flyers you can download by clicking the links below. 

Even though tOthello was not old enough to have one of his dreams fulfilled...I have been asked to tell his story Sunday at the event. I will be going to Diamond D to tell Othellos story. 

BE THERE!!!!!  

October 25, 2004

We went to the Dreams Come True Event this past Sunday. It was very nice - to all who could not attend this year...next year your attendance is required =-) There were pony rides, Horse Rides, Games, Music and more. 

This was the first time I totally messed up when speaking though. I derailed my train of thought! yipes. But - I got the message across. 

Over the last nearly four months - I have been trying to find something to help me feel - like i have a purpose, fulfilled. I have not found a project to help me fill that. No "real" job, nothing. 

I have been working with people on some fundraisers in memory of Othello. That has helped a bit. But, nothing will replace the day to day routine that made me feel as though i had purpose. At least, nothing I have found yet. 

I have another thing I am going to start working on. It may help me a tad. I cannot divuldge what it is yet - but it will hopefully help. 

I am planning a trip south to Miami in the next two weeks. I want to go see Terran, Kim, Kristin, Luc, Shannon and a few others down there that I miss. Something many don’t realize is that when Othello died...it left a huge hole not only because he was gone (even though that was the main part) But, my "family" and friends down there at the transplant center - were not going to be those I saw very often anymore. 

I have to make time to go see them. I think that it is time for that part of healing as well. To go see the people who became a HUGE part of my life through Othello.

In addition to seeing those who I need/want to see. I will have to see those who essentially took my Othello from me. Those who, by not following protocol, gave my lil punkin some things that were not cureable. That will be hard. To face the people that hurt my baby boy. I will bite my tongue and not say anything out of line. But, they all know how I feel. They all know what they did. 

october 27, 2004

sometimes i just do not know what to say in the updates. I have a million things running in my mind. 

it is almost november. almost 4 months since Othello died. I just want to hold him again. I want to see him, give him kisses on his baby cheeks, listen to him babble, watch him fiddle with his toys, hug him. But, that is not something that can happen. 

It is hard sometimes - to know that you will never hold someone again. It is not like they just left you for another person, or they moved to the next city, or they went off to a new career, or whathave you. 

Othello didnt move away. He died. He is gone forever. I have some bitterness still. Towards those who I know are at fault for his death. Maybe I should let go of the anger. But, I cannot yet. I am not ready for that. Nor am I ready to move on. I cannot move on. Ever. I will always feel this empty horrible void. 

I want to relive all those moments. I want to experience all the fear, all the anger, all the joy, all the happiness, all the excitement, all the boredom, all the everything...All with Othello. It is so hard. He is gone. I cannot have any of those moments again in anything but memories. 

There are so many days I want to relive. I know that I made all the right choices for Othello...But, I sometimes think to myself....What if.. What if I would have just pushed a little harder. What if I would have refused to let him die. Tell him he better listen and he could not go. 

I just need to know if he gave up - because he was tired, or because he thought I gave up on him. 

I didt give up on him. I wanted him to live - but I didnt want him in pain anymore. I am sorry Othello....I wish you were still here. I was the one person who always was there with you, the one person who told you that you could do it.....I am sorry that I didnt tell you that in the last few days. I just thought you were ready to stop hurting. I didnt want you to hurt anymore. I wanted you to know that I would be okay if you left - but I am not okay. I am really not okay. 

\Okay - where is my DO Over? I want to retract that statement and bring Othello back. It is not okay for you to go. I can fix you this time. I have to. 

See how this all is jumbled and makes no sense? sigh. 

I need to go entertain myself. Get something going so that I do not think about this. 
OCTOBER 28, 2004

HAPPY BIRTHDAY GRANDPA CHARLIE!!!!

November 3, 2004

 

Four months and two days. That is how long it has been since Othello died. I still count the time from that day. I know it is not a good habit. But, my life started new that day. I became the mommy of that baby who died. 

 

We got moved this weekend. The place is BIG.. Lots of space to wander around in. I am sure Othello would have loved it. Lots of room to crawl - and try to walk in. I am certain by now - he would have been walking. 

 

I now have Othello's crib back. I put it in the bedroom and took off the front railing. So, now it is a window seat for me. I can sit there and write in my Letters to Othello book....Othello died in that crib. He took his last breathe in that crib. That was the last place he was alive - and now - it is back in my possession. I know this doesnt mean a whole lot to others...and it may seem a bit "fruity" to even more...But, until you have lost a child, you dont understand. So, dont pass judgement please. 

 

The Toy drive is doing well. If any of you out there would like to donate Toys or $$ to the Red Wagon Event - please email me at othello@othellosmith.org. We are trying to riase approx. 18,000$ for the playroom renovation at Wolfson as well as gather up LOTS of toys for the kids there. 

 

I am also making Memory Baskets. They will be given to the Peds Care Team to take to families that have taken their child home on Hospice Care. There will be items like Ink Pad and Card Stock (for the hand/footprints), Cameras, Pens and paper, a photo album, tissue, some handouts from MISSFOUNDATION, and more. If you want to contribute to the baskets you can email me at othello@othellosmith.org . 

 

Thank you all for continuing to read the updates. I know they are not as wonderful as they used to be. None of them are telling you OThello is all better. Or Othello is playing with his new toys...or anything like that...

 

I miss him so much. 

I love you Othello Michael Smith

