Monday, August 30, 2004
[bookmark: 110073011086928895]Jenn Admitted to the Hospital 
I got a call from Jenn tonight around midnight. She is being admitted to the hospital. Apparently, she has fluid around her heart. I guess she has been on call 5 of the last 6 days and thought she was just tired, but she's been having trouble breathing. Typical of Jenn, she is minimizing everything and trying to treat herself. She gave herself an Echo and they were going to send her home if her blood pressure was okay, but apparently it was really low- can't remember the exact numbers (sorry tommy and bri) but I think it was 85 over something else pretty low. Anyway- Chad is taking her to the hospital- Good Samaritan I think. I spoke to him very briefly- he got my number so will hopefully update me- he is supposed to be working tomorrow but is trying to get off. He did say he doesn't think its too serious but thought they would keep her at least a day or two. She thinks its a virus and has admitted several people with the same symptoms. 
I guess the good news in all of this is she will finally get some much needed rest. She didn't think they would allow cell phones in the hospital- but hopefully I can find out how to reach her either via Chad or just calling the hospital. Anyway- I know that you all would be concerned at that she would want you to know...tommy and bri if you have any medical opinions to offer- please share! I don't want to catastrophize but I keep thinking about the heart viruses on NYPD Blue (Bobby) and Beaches- not sure if that is just hollywood drama or if it can truly be serious.

Kerri
TUESDAY, AUGUST 31, 2004
[bookmark: 110072996366151016]Jen is stable now. Apparently she got worse by the time they got to the hospital- was nauseated and blood pressure was really low and they couldn't stabilize it so they sent her to the cath lab and drained the fluid (about 1/2 can coke) from her heart. Chad said they are trying to figure out where it came from- but it does not look like the infection is in her heart. He said most likely she had a virus a few weeks ago and this is her immune system over-reacting...She is out of it right now and in ICU but will likely move to a room and stay a day or two for observation. He said the best thing in terms of getting in touch with her would be to e-mail her b/c she can't talk now anyway and he doesnt' know when she'll be in a room. I asked him about the hollywood drama stuff and he said that is prob not what it is with her as the infection in not in her heart as far as they can tell. Very scary but I'm glad she is doing okay now. He will call me if anything changes....

Kerri
WEDNESDAY, SEPTEMBER 01, 2004
[bookmark: 110073026739615379]Okay- I talked to Jenn this morning. I guess she had a pretty bad day yesterday- so much that they thought they were going to have to fly her to Cleveland to get a heart transplant! She is doing somewhat bettter now- so they are going to wait to see. The infection IS in her heart now...the hope is that it will now heal itself, but only time will tell. She is heavily medicated with a dopamine drip. She is in the CCU- Cardiac Care Unit and will probably be there through the week but expects to be in a room if she continues to improve. I talked to both her and Chad about coming to see her this weekend. Chad initially thought that would be fine- but later said we should definitely wait and see where she is b/c they don't allow many visitors in the CCU and her parents and brother are coming today. Jenn said we should just enjoy our Labor Day weekend (as if that was possible now) She said she'd rather have us come when she can enjoy us- because she is really tired. She was definitely having trouble breathing (fluid is now in her lungs) when she was talking. I told her we could come back then too.

Kerri
Wednesday, September 01, 2004
[bookmark: 110073036104424668]Turn for the worse 
Jenn took a turn for the worse this afternoon and was airlifted to Cleveland Clinic. Apparently she decompensated pretty quickly (in a matter of two hours- the time it took Chad to get her parents from the airport) She now has a collapsed lung (which I guess is not unusual with problems of this nature but not a good sign) and the doctors did not think they could do anything more for her there so they transfered her to Cleveland where she can get better treatment. Chad flew with her, and her parents and brother are driving. I haven't heard anything new since about 6:30 PM but hope to hear something by morning. 
I will continue to keep you posted as I learn more....
Thursday, September 02, 2004
[bookmark: 110073048091597758]Preliminary Diagnosis - Auto-immune Disorder 
The latest as of 6am this morning is it apparently isn't a virus but is probably an auto-immune disorder (meaning her body has been fighting itself?) and is prob genetic. They are calling it Giant Cell Arteritis- but according to doctor friends- it doesn't make any sense bc thats found in w. europeans over 50 years of age. They are considering doing a biventricular assist to assist her heart in pumping as a bridge for a transplant. Elise got a message from chad explaining the above- we haven't spoken to him directly.

Kerri
THURSDAY, SEPTEMBER 02, 2004
[bookmark: 110073054330853396]Sorry that I've been so long without an update...to say the least its been a very stressful day and I didn't want to update anyone till I knew more about the outcome. I got a call at 7 AM this morning from Elise (one of jenn's bf's from residency)who got a message from Chad saying they may have to put in a bi-ventricular assist as a bridge to transplant. At that point, they no longer thought it was viral and felt instead it was auto-immune (meaning her body is attacking itself) By 11 am or so, I spoke with Jenn O (jenn's bf from college) who learned that they did indeed take her in for surgery. If surgery went well, she would be priority listed for a transplant due to her age and severity of the problem. By five, I learned via Jenn O. that the surgery went well and she was producing urine (which is a good sign b/c it means her kidney function wasn't compromised) By seven, Jenn had spoken with Chad who was in much better spirits than he'd been previously. He said that Jen was stable and in and out of alertness. She was able to squeeze his hand and make eye contact with him. They thought there might be a small chance that her heart could recover on its own, otherwise a transplant was imminent. Chad called me around 9:30 and said that she is relatively stable. She is intubated- which sucks b/c she told both Chad and I that she really did not want to be intubated. She is on several different drips to regulate her blood pressure. The bi-ventricular assist is basically like an artificial heart that is pumping for her and its apparently connected to four different parts of her and is actually external. Chad thought she would be intubated for at least the next day or so, but may be able to breathe on her own and might even move out of the ICU. He sounded more hopeful, but the next few days are critical as she could develop complications (ie blood clots) from the assist. Let's all just hope that she continues to improve......

Kerri
Friday, September 03, 2004
[bookmark: 110073072796412746]Encourging News 
Well, for the first time in a long time, I got encouraging news....Jenn was extubated today (meaning they took the tube out of her throat) and they took her off most of her drips for the medication to stabilize her blood pressure (she is just on a small dose of noriephinephrine now) The doctors told Chad that this is the quickest they have seen someone come off the drips-but Chad thinks they may have just said that to make them feel better. Still, she is alert and able to communicate- though not really able to talk well b/c of the soreness from the intubation. She is writing to communicate and even told the doctor that she needed some procedure to help make her more comfortable (that is so jenn- she can't just be a patient)
I have heard conflicting info about whether she needs a transplant. Chad said the doctors have said even if a heart became available today they would not transplant it yet b/c they want to see if her heart can heal on its own. Her brother told jenn o that the reason they won't transplant now is b/c they need more time to prepare her body for the surgery. She has been moved from Priority one to Priority two b/c you can only be priority one status for a month and she needs time to prepare for the transplant so they don't want to list her priority one until she is ready. Either way, it sounds like there is a slim chance that she won't need a transplant but will most likely need one.
The good news in all of this is that if she continues to improve- she will be moved to a room where we can be in better contact with her. 

Kerri
Sunday, September 05, 2004
[bookmark: 110073085938430517]Abnormal heart rhythms 
Jenn..has declined since my last email- started throwing abnormal heart rhythms around 8pm saturday night. They had to shock her which was extremely painful. Though she kept throwing arhythmias, they decided not to try to fix it b.c its too stressful and painful for her, so instead have sedated her. The assist device will do the work for her heart while they prepare her for transplant....Lets all pray for her....

Kerri
Tuesday, September 07, 2004
[bookmark: 110073107387414591]Getting Stronger 
Jenn's condition hasn't really changed (which is a good thing)-She's getting stronger and starting to eat more. Chad printed out everyone's e-mails and said she enjoyed reading them. She's a little stronger than she was on Saturday and was even asking for a diet coke when they were giving her Ensure, so that tells me she still has her sense of humor. I talked to Chad on sunday morning about coming to visit. Was going to go that night, but he recommended waiting until she i
On a different note, some of us have decided to plan a benefit to help raise money for Jenn and her family. Jenn probably won't be able to work for quite some time, so any funds we can raise will be helpful. Hopefully, we can also raise awareness for organ donation. Equally important, we can feel like we are doing something for Jenn, since I know that so many of us feel so helpless.

Kerri
Wednesday, September 08, 2004
[bookmark: 110073114100968033]Update from Chad 
I just wanted to give everyone a quick update on Jenn. Her pathology report came back today. She has Giant Cell Myocarditis. Nobody is quite sure what causes it. It could be an infectious or autoimmune disease, but nobody really knows. It does mean, however, that she will definitely need a heart transplant. There is no chance for recovery without one. The transplant team officially listed her as a Category 1a transplant candidate which places her in the highest priority. Her most likely chance at transplant is over the next 30 days. From their experience, they feel like she has a pretty good chance of matching within that time (based on blood/antibody typing and body size).Jenn's friends: Please forward this e-mail on to whomever may be missing. I plucked your addresses from Jenn's e-mail, but I know that I wasn't nearly able to include everyone.

Chad
Monday, September 13, 2004
[bookmark: 110073127573641126]FANTASTIC NEWS – JENN GOT A HEART!!! 
We found at yesterday around 2PM that they may have found a heart for Jenn. The harvesting team had to go and see if the heart was viable and we had to wait an excruciating five hours to find out if it was a go....around 7:30 we found out it was a great match and she went into surgery around 8:45. Needless to say Jen Ostler and I missed our 7:50 flight out so we could stay to see the outcome. She came out of surgery around 3:30 and we found out she is the proud owner of a beautiful 27 year old heart!
She is already extubated (by 9am this morning) and talking to us. Though she is weak and in a lot of pain- she is still the same old Jenn. She is telling the doctors how much Lasik to give her and even listened to her own heartbeat (its been at least a week since she has had a heart beat) Doctors are saying that they have never had a patient talk to them so quickly after transplant surgery- leave it to Jenn- ever the overachiever!!!! We got to spend an hour and a half with her this morning and will go back to see her later this afternoon....
There is still a very long road ahead of us....she is going to be on a lot of anti-rejection medications and still may have complications from the surgery. She is expected to be in ICU for a little while longer, then to her own room, and then to transplant housing where her family is staying- all in all, minimum of a month longer here at the hospital. She will then go back to Cincinatti and will need to return to Cleveland every two weeks for a biopsy for the next few months. Hopefully some of us can go visit her when she is back in Cincinnati because she will surely be going stir crazy with all that time on her hands.
I should be flying out tonight and will continue to update you...

Kerri
Wednesday, September 15, 2004
[bookmark: 110073150371744550]Jen doing well 
Just wanted to update you all on Jenn---its so much nicer doing this when I have good news to report. She continues to do well...sat up today for the first time in two weeks and even walked to the chair herself. It did take a lot out of her though and she is a bit disappointed because she has to remain in ICU and not move to a room like she had hoped (she is still on some drips and needs to be closely monitored) Still, she is progressing very well
Monday evening September 13
Am exhausted after a truly surreal weekend but wanted to just let everyone know that Jenn looked AMAZING when we visited her at 4:00 - a mere twelve hours after her transplant she was alert, talking, drinking fluids and craving a cup of coffee and a Big Mac. She is truly an inspiration!

Kerri
Thursday, September 16, 2004
[bookmark: 110073158330642096]Good News 
Good news....Jen had her chest tubes (all four) removed yesterday and was weaned off of all her drips today....this means she will most likely move into a room tomorrow. That being said, she is still pretty uncomfortable. She asked to stop taking Percoset (it makes her really nauseated) and is now just on Tylenol (Tylenol for heart surgery?!?) 
While she will have a phone in her room, Chad said he will likely unplug the phone most of the day as Jenn needs to conserve her energy so she can get up and walk. I will send out her room number as soon as I get it so we can send balloons, packages etc. directly to her. 
More later....Kerri
Sunday, September 19, 2004
[bookmark: 110073165441975728]Recover will be hard and slow 
Just wanted to drop you all a quick update on Jenn. She is doing well. The recovery is hard and slow, as expected. She will have her first biopsy done tomorrow, then every week for one month to watch for rejection of her new heart. After one month, they taper off in frequency. She's gradually getting her strength back and starting to adjust to taking about 50 pills per day. She is on the floor and out of the ICU, but she is not up to taking phone calls just yet (so keep the e-mails coming to jshih32@yahoo.com). I'll keep the updates coming every few days or so, unless something changes.

Thanks so much,

Chad
Wednesday, September 29, 2004
[bookmark: 110073169738333313]Discharged from the hospital 
I just wanted to let y'all know how Jenn is doing. She was technically discharged from the hospital today! We have to stay here in the Transplant Hospitality Unit for another 2 weeks or so before returning to Cincinnati. She had her second biopsy on Monday which showed moderated (class 3a) rejection again. It was not a total surprise since her meds were switched midway through last week. She keeps getting stronger and is starting to do more on her own. She is learning to be her own nurse - taking her vital signs, admistering her own meds, and she may even be able to bathe herself soon! Thanks to all of you for all of your support throughout all of this. I can't begin to tell you how much it means to us. I will keep all of you informed of any changes.Take care,Chad
Wednesday, October 06, 2004
[bookmark: 110073175233804471]Getting Stronger 
I wanted to send out another update on Jenn's progress. She continues to get stronger every day. She is able to walk about 15 mins. at a time a few times a day, so that is improving. She had her third biopsy done, an echocardiogram and blood testing done yesterday. The heart is functioning great on the echo. Her biopsy results came back this afternoon. The rejection is down to Class 1a, which is very mild. The scale runs from from 0 to 4. Zero means no rejection, and four means significant rejection. The classes are 0, 1a, 1b, 2, 3a, 3b and 4. On the first two biopsies, she was class 3a, so she has improved from that standpoint also. It is likely that the rejection classes will change from one biopsy to another which would mean medication adjustments. If she were ever class 4, then she would require hospitalization for IV steroids. If her biopsy next week is OK, then there is a good chance that we will be able to return to Cincinnati. Thanks to all of you for your continued support.Sincerely,Chad
Monday, October 11, 2004
[bookmark: 110073187874548577]Sounding good 
Hey everyone
Just wanted to give you a quick update about Jenn. She called me on Saturday and we actually got to talk for an hour and a half! I was really excited and surprised that I was able to talk to her for so long. She sounded great- just like herold self. Halfway through she did have me talk to her mom. When she came back on she told me she had to go earlier b.c she felt nauseated. She said she's taking about 50 pills a day at four hour intervals and one pill is two inches long. She has to wear a mask when she is out in public for at least a few months and can't be out in the cold winter weather for more than 15 minutes. She's going to have to move b/c there are hills and stairs where she lives and she can't handle the elevation. Plus, she can't afford to live there any more. I told her all about the benefit and she is really excited (although sad that she has to miss a party!) She hopes that we can make it an annual thing so she can come next year. It really does sound like she'll eventually move back- which is great. She said to tell everyone that she misses you and that she is overwhelmed with all the support. She can really only talk to one person a day and isn't up for emailing yet- but hopes to be able to communicate with everyone soon.
Thats all for now-
Stay tuned for the evite- should be coming out this week!
Kerri
Wednesday, October 13, 2004
4th Biopsy 
Hello everybody, time for another update on Jennifer. She had her fourth biopsy done yesterday. Her rejection level was a 1b, which was slightly worse than the last biopsy. The doctors here aren't worried, so they're leaving her medications alone. She also had a full heart catheterization done, which included the left side of her heart and coronary arteries (the arteries which actually supply the heart with blood). Her heart is functioning great, and that is the most important thing. She had some pain in the groin at the site where they entered the artery, so they were worried that she may have had some bleeding at that site. They kept her in the hospital overnight for observation. This morning, she had a CT scan done which didn't show any bleeding and her blood counts stayed the same so they discharged her. After all of that, they said it was OK for her to go home. We will be driving to Cincinnati tomorrow morning! Yeah! We're very excited about that. A lot has changed since Jenn was last home 6 weeks ago. We have to return in 2 weeks for a repeat biopsy, so, hopefully, we won't have any news before then.Thanks to all of you for your support. Thanks especially to Jenn's friends in Atlanta for organizing the Have a Heart Benefit and the website. It looks great! Unfortunately, I'll be in Chicago taking my Emergency Medicine board certification exam, so I won't be able to attend. I'd rather be at Park Tavern!!! Somebody have a drink (or two) for me!Talk to y'all later,Chad


Wednesday, October 27, 2004
[bookmark: 110073199203065584]Mild Rejection indicated 
Hello all! I just got back from Cleveland clinic and good news; my cardiac biopsy was a 1A, meaning mild rejection, but better than last time! So, they are decreasing my Cellcept (immunosuppressive medication), but keeping the prednisone and prograf (my 2 other immunosuppressive meds) the same for now with my next biopsy in 2 wks. I also get to stop the Mycelex troches(helps prevent thrush esp. in people who are immunosuppresed), which were 4 times a day and would last so long, I was eating one all day! Also I will be moving to a handicap accessible place, unfortunately I am unable to walk up the hills where I currently live. I am also not to "stay out in the cold" for more than 10 min. at a time, so this new apt. has treadmills in the building where I can continue my rehab. Also at my visit in Cleveland, the fluid around my lungs and around my heart are essentially gone (you can tell this from my chest xray and my echocardiogram). I also had an ultrasound of that site where they had done the catherization of my heart at the previous visit b/c they thought there might be a clot that would mean I would need to be hospitalized again!, but the ultrasound was negative, so I am back in Cincinnati. I also get to attempt to drive in about 2 weeks, and can now lift things with my arms (I was being restricted before). I am still going to be taking about 50 pills a day and still have some nausea with these, but as things are going hopefully some of these will continue to decrease. I have some tremors or shaking from the prograf also, but this too should pass as time goes on. I also gave a phone interview for an article that will be in LSU Today and the LSU Alumni magazine. Well next update will be after my labwork on Monday in Cincy, and now I am going to ride one of those rascals at Target while wearing my mask(will hopefully only have to wear this for another 6 wks) and blend in with the Halloween decor!
Everyone have a Happy Halloween... until the next update.
Wednesday, November 03, 2004
[bookmark: 110072955062438906]Prograf levels are low 
Hi all! I was a little under the weather this week. I think I got a tiny cold, but I am doing better. My labwork this week showed my prograf level was really low, so I have to go up on my dose. I am not too happy about this since this is the medicine that makes me shake, but oh well, it will only get better. I did walk a mile on a treadmill this week too! Anyway I am bouond for Cleveland clinic this weekend for my next cardiac biopsy on Monday. I hope everyone has fun at the Have a Heart Benefit in Atlanta Friday and that my sisters at Tri-delta at Louisiana State University have a great time at the benefit tonight! Thank you all for your support. I will update you after my next visit to Cleveland clinic.
Jenn

Tuesday, November 16, 2004
[bookmark: 110065607847064684]6th Cardiac Biopsy 
Hi all! I am back from my 6th cardiac biopsy at Cleveland clinic and things went pretty smoothly. My amount of rejection is 1A which is the same mild rejection as 2 weeks ago, so this is good news. My EKG was unchanged. My chest X-ray had no effusions, but did have some degenerative bone changes. This is caused by the prednisone that I take, so I am adding Vitamin D supplements to help the calcium supplements I already take work better, and next visit I will get a bone density scan to re-evaluate the degenerative bone changes. My prograf level was also low again, so I have to increase my dose again! Overall I continue to improve. I drove on the interstate this week and can consistently walk about a mile at an almost normal pace. I still get the shortness of breath, but have learned to work through it now. Because clinically I continue to improve I don't have to go back for my next biopsy for another month! It's strange how the Cleveland clinic feels so comfortable to me now, almost like a second home (is that sad?). I was thinking that I have not even had my new heart for 2 months yet! I will get lab work done next week and will keep you up to date. Thanks to all of you who have given so much of yourself to me especially everyone who attended and organized the have a heart benefit in Atlanta this past weekend; I am so lucky to have such wonderful family and friends; your support keeps me going each day!

love, Jenn
Monday, December 06, 2004
[bookmark: 110272892506238402]Hospital Admission 
Hey everyone!
Well, I have been ill for more than 2 weeks now and am a little annoyed that I still feel bad even after being admitted to the hospital this past week. I know that it is just going to take me longer to recover from illnesses now, but those of you who know me know that having to slow down kills me. But on the other hand, this was my first Thanksgiving since receiving my new chance at life, so I have many things to be thankful for. My dad and brother flew up to join my mom and myself for Thanksgiving, and since I had to stay in bed most of the time, I was able to reflect on how lucky I am to have support from all my family and friends all over the country and especially to everyone in Louisiana, Georgia, and Ohio. I couldn’t get through each day without that support. I hope all of you had a wonderful Thanksgiving as well. My dad and brother had not seen me since I started walking again, so they were excited.
Let me continue with the update starting with Nov. 16. I had my weekly lab work on this day in Cincinnati at which time my prograf (immunosuppressive med) level was found to be low again, so I had to increase my dose again with a little more trembling of my hands, subsequently. Starting around Nov. 18 I began having an upset stomach, but I initially wrote it off as the usual medicine induced nausea. As the weekend approached, I quickly realized that this was something more than just my medicine side effects. I had such GI upset that during the weekend of Nov. 20 I could not move out of bed. This was definitely not normal, because I usually can still function with my medicinal nausea. On that Monday I called my transplant coordinators at Cleveland clinic to see if they wanted me to obtain a serum cytomegalovirus DNA viral load (test for amount of CMV in my blood). CMV is a virus that most of us (>50%) have at one point or another been exposed to that normally causes cold/flu-like symptoms. CMV accounts for about 25% of all post-transplant infections. The problem occurs when someone is immunosuppressed, CMV may cause a more serious illness. Since I know that I have been exposed before and my donor had been exposed before, I was likely suffering from a CMV re-activation. I did not catch it acutely anywhere, it just became active because it lies dormant in us if we have had prior exposure and generally only causes problems if your immune system becomes too weak to keep it at bay. I am essentially too immunosuppressed. Anyway I obtained my usual weekly labwork plus a serum CMV DNA viral load on Nov. 23 and continued to feel pretty miserable through the Thanksgiving week. Because of the holidays I did not get my results of the CMV from the Cleveland clinic until Nov. 29. On Monday, Nov. 29 I received a call around 5pm from my transplant coordinator who informed me that my CMV was significantly increased and that Cardiology and Infectious Disease thought it best I drive up to Cleveland to be admitted to the hospital ASAP for treatment. So needless to say I was not happy about this, but knew it was best. I was admitted late that night after a 4 hour drive by one of the cardiology fellows who was excited to see me because she informed me she was present when I first came to the Cleveland clinic and coded before my heart transplant. Another fellow would tell me later that week that he remembered when I first came to the Cleveland clinic as well because he had never been so scared in his life when he had seen how sick I was initially. It is really weird to hear stories about me like this as if it was someone else we were talking about.
During my admission I received IV ganciclovir 2 times a day, which treats CMV. I also had a very low white blood cell count, so my cellcept was held(immunosuppressive med). I basically had many tests run to make sure this was only CMV and not another infection exacerbating the CMV. I even had an Xray of my teeth to check for a hidden tooth infection! On Dec. 1 I received a 4 hour infusion of cytogam, which is essentially pooled immunoglobulins from other people to help me fight the CMV. The only other problem I had in the hospital was that I blew 4 IV’s in 3 days, so needless to say I currently look like a heroin addict. I also required extra potassium and magnesium. On Dec. 2 I had my next cardiac biopsy, since I was due for it the next week anyway. The biopsy was good at 1A which is the same as my previous biopsy. I also had the bone density scan that was essentially normal. As a transplant patient there is a fine line between being too immunosuppressed and not being immunosuppressed enough, so currently I am too immunosuppressed and therefore open to much more infections. I got back to Cincinnati on Dec. 4 and am happy because I was able to start back my cellcept at ½ my previous dose and was able to decrease my prednisone(another immunosuppressive med) as well. I did have to increase my prograf dose again though because the level was low. I am also taking the oral form of ganciclovir for a month to treat the CMV. I started fosamax to prevent any more bone loss. I was also excited because I was in Cleveland by myself and was able to walk alone all over the complex without having to have someone rescue me. It feels good to be able to function on my own. I will get new lab work this week including a CMV viral load. I am still quite nauseous, but I am no longer in bed all day and I can’t wait for Christmas. I hope everyone had a fantastic Thanksgiving (I thought about each and everyone one of ya’ll) and hope will have a fantastic Christmas, Hanukah, and New Years. Oh! I am also happy LSU is in the Capital One bowl this year…geaux tigers! Take care everyone.

Love, Jenn
Sunday, December 26, 2004
[bookmark: 110411122172943321]Holidays with a New Heart 
Hello Everyone!

So this is my first Christmas with my new heart and life. It still seems unreal to me. I am slowly recovering from the CMV that had me hospitalized earlier this month. The first CMV level taken Dec. 6 was improved, but the next one from Dec. 14 was worse. The decision was made to increase my dose of Valcyte which treats the CMV and to decrease my immunosuppressive medication, cellcept, to help my immune system recover, but no infusions of immunoglobulin at this time. I was upset initially when I found out about the worsened CMV level; I think I was just frustrated that it now takes me sooooo long to recover, and then upset that I was upset! But I realize it is ok to have days that I feel are unfair, so I had that one bad day about a week ago and now have moved onto Christmas. I feel better clinically despite my unimproved labs and now after the setback, have rehabbed myself to walking 2 miles and lifting 2 pound weights. I know, 2 pounds! Watch out Governor Schwarzenegger! I did not have new labwork done this week because of the holidays, and I will be going to Cleveland clinic on Dec. 28 for my next biopsy. Otherwise over this past week I have been able to visit with friends at my apartment, baked a total of 8 dozen Christmas cookies for different people, and made some Christmas ornaments and keychains for my friends. I am also officially on disability now; we all know I was always mildly disabled before all this but now it is just official to the government...hee,hee. I also am experiencing my first white Christmas and played in the snow, but no worries, I stayed out of the cold for less than 15 minutes at a time, as recommended. The only bad news I got yesterday was that Nick Saban, my LSU Tigers coach is leaving us for the Miami dolphins. Oh well, Geaux Tigers for the Capital One bowl on Jan. 1! My parents also drove up for the holidays and everyone had a wonderful Christmas. I hope everyone else's holiday season has been just as enjoyable as mine and wish everyone a happy and healthy New Year.
Until the next update,
Jenn 
Monday, January 03, 2005
[bookmark: 110479961571193142]8th Cardiac Biopsy 
Hello!
I hope everyone had a great New Years and this finds everyone well. My 8th cardiac biopsy was Dec. 29 with great results. The rejection level was 0!!! My CMV level was also undetectable. So I get to go down on my steroids (prednisone for immunosuppression) to 15mg a day. I will continue to take the Valcyte at the higher dose to treat the CMV until I have another undetectable level, which I will get drawn at my bloodwork tomorrow. LSU did lose in the capital one bowl Jan. 1 in the final seconds...aaaarrrrgggghhhh, but we have a new head coach, Les Miles (Oklahoma St), that I think will do a good job. So, 2005 is looking up for me!
love, 
Jenn
Thursday, February 03, 2005
[bookmark: 110745933092987155]9th biopsy & 1st outing 
Hi!
Well I just had my 9th cardiac biopsy and was allowed to travel (within the US) for the first time since the transplant! Everything seems to be going pretty smoothly. My biopsy was on Jan. 25 and was a little worse than the previous biopsy at 1A rejection, but still acceptable. Because of this I get to go down on my prednisone (steroids for immunosuppression), and don't have to go back to Cleveland for about 6 weeks instead of the usual 4 week interval. The CMV was also negative for the third time, and my IgG was >800 (meaning a better working immune system than previously). I had an appointment with my infectious disease doctor and I will continue the Valcyte (med for the CMV) through at least March and then switch to acyclovir. I was also able to get the flu shot and pneumovax (vaccine for bacteria that may cause pneumonia), as the infectious disease doctor thinks I may have an active enough immune system now to actually have a response to the vaccine. I also have been chosen by Cleveland clinic as the case of the year so I get to be presented at their meeting in March and they are sending a camera crew down here! Very weird since I used to be the one presenting the interesting cases instead of being one. I hope it helps if I can answer questions from the other physicians, though.
I also went to Miami to be in one of my best friend's weddings. It was beautiful and I am so happy I was able to participate in the wedding. In true Jenn fashion though, I think I may have overexerted myself since I now have bronchitis, but it was worth it to be able to travel and see so many of the friends I love and be a part of such a special event. Well my next lab work will not be until next week. I also want to say a special prayer for one of my other best friend's dad, who recently had open heart surgery (double bypass & mitral valve replacement), who is recovering well. Until the next update... love, Jenn 


Saturday, March 05, 2005
[bookmark: 111004500635936664]10th biopsy 
Hey everyone!
Well I have been a little more active since my last update. Since the last update, I recovered from my bronchitis without having to visit the hospital, which is always good. I still have 1 day every 1-2 weeks on average that I feel nauseous/ill, but it usually isn't too bad. One of my friends from residency came up to interview for a pediatric cardiology fellowship position and I toured him around town. I also was able to go to Cincinnati Children's Hospital and visit all my attendings, fellows, nurses, and other friends. I brought them 4 dozen chewy chocolate cookies I had made too! It was very emotional seeing all of them. I really wish I could go back to work, but I am still not strong enough, too immunocompromised, and may never be able to practice because of the risk of infectious exposures. This has probably been the toughest challenge this month... What exactly am I supposed to do once I can work? I wish I could just go back and pick up where I left off, but I am having to face this is probably not a realistic option. I am currently spending some time seeing what possibilities are out there. Besides that down side, one of my best friends, Jenn, came up to Cincinnati to visit me. We went to Movin' Out as I love those broadway plays. We had a great time and she was able to meet a couple of my friends Kent and Melissa in Cincinnati. Chad's mother is also in town right now and then I will be off to Atlanta to celebrate my big 30th birthday and the new heart's 6 month old birthday. I also got back from Cleveland clinic lasst night where I had my 10th biopsy. The rejection level was good at 0(better than last month's 1A), so I will be going down a teeny-tiny bit on my steroids, but keep all the other medications the same. I hope after a year I can go down on my prograf b/c the tremor side effects are really bad sometimes. There is no way I would be able to put an IV in a baby! I even practiced bubbling in a circle b/f I had to re-register for the pediatric board exam to make sure I would be able to take it. I will get new labwork in 4 weeks which is the longest they have ever let me go, and will get another biopsy in 6 weeks. So all of that seems to be going pretty smoothly. As you know I also attended the Cleveland clinic CT surgery meeting where they were to show the footage they taped of me in Cincinnati. At the meeting though, the audio did not work so I had to speak AD LIB in front of about 400 people! Those of you that know me know how bad I am at public AD LIB talking, but I had many compliments afterword, so either everyone was super polite or it wasn't too bad. It was fun for me and good to be at the conference. So I will make my next big milestone on March 12th when I will make 6 months with my new heart. Survival rates at 3 years is 75%, and since I am a bettin' woman, I'll take those odds! until the next update...love, Jenn 
Thursday, April 14, 2005
[bookmark: 111353261698419923]Milestones 
Hello!
Well I've come to a realization. I knew in my mind I would be one of those chronic patients, but I just recently truly realized that I really am one of those chronic patients. nausea?yes cold symptoms?yes fatigue?yes tremors?yes muscle aches?yes Boy, about 7 months ago it would have emphatically been no, no, no, no, no. I seem to be a little under the weather at least once a week. It is usually not enough to outwardly complain or become completely non-functional, but it is always there, so I am a little annoyed at this naive realization I have had this week. But that being said I am still keeping busy, anyway! 
Since the last update I have had 2 big milestones: I turned 30 and my heart has made it to the 6 month old mark. I was so excited I was able to celebrate my birthday in Atlanta and Cincinnati. I was even more excited to see all my fabulous family and friends in Atlanta. I can't say enough to how much this fuels my spirit! I also can't believe how wonderful my friends in Cincinatti have been. They have been so incredibly warm to me. I feel like I have known them for years, not months. 
I also am getting closer to deciding on what to do with my professional life, and getting better with letting go of my dream of being a cardiologist as time goes on.
I also finally decided to participate in an ad campaign for the Cleveland Clinic and finished the photo shoot today. I was cracking up the whole time and hope they can actually find some pictures to use. I know what profession not to pursue! Anyway I am not sure all the places the ad will run but it will definitely be in the Continental airline magazine in the near future, so if you fly Continental in the next few months look for me in it. I also saw the LSU women's basketball team play in the final four in Indianapolis. I am off to Chicago this weekend and then to Cleveland clinic early next week for my next biopsy. It has also come to my attention that some of those who donated to the National Transplant Fund on my behalf had their money directed to the general fund. Please let me know if you have not or do not receive a thank you letter from me or the Have a Heart Benefit committee in the next 2 weeks b/c this may mean your donation may have also been misdirected. Otherwise wish me luck in Cleveland and I will keep you up to date! love, Jenn
Thursday, June 02, 2005
[bookmark: 111771774579683549]Good news, Bad news (11th biopsy) 
Hello!
Well good news and bad news...I'll start with the bad b/c I always like to end with good. I had my 11th cardiac biopsy a few weeks ago and there was some accelerated rejection. It really is not that bad but the rejection level did jump 2 levels from 0 to 1b. This just means I will not be able to go down on my meds as we have been trying to do, but no hospitalization or anything else special is required. I did have to go up on my prograf as well because the level was low earlier this week on my weekly blood work. This is not fun b/c this is the one that causes the tremors and "pins and needles" in my hands and feet. It is funny, but I can tell if my level is high or low just from the symptoms, without getting labwork. The only other bad news is the continued intermittent nausea! But now on to good news...
The ad I shot for Cleveland clinic will be running in the Continental airline magazines in the June and July issues, so don't forget to pick one up if you fly Continental! I also found out that an article I wrote last year will be published in an upcoming journal issue of Echocardiography (thanks Dr. Fyfe). I also started volunteering with the organ procurement agency locally. I helped pass out certificates to honor families who's loved ones donated their organs. Wow, it was really touching and such a wonderful chance for me to give back; it was really a big ceremony and was on the front page of the newspaper here. I was able to publicly thank all the donor families in the article since I don't know my own. Another fabulous thing I was able to do was travel to Maui for one of my best friend's birthday (thank you to her parents for making this possible!) It was one of the most beautiful places I've been to not only because of the obvious scenery, but also the easy-going attitude of the people. This week I will get to see my family and some friends for a family vacation and then off to Cleveland again for another biopsy. I hope everyone is well and enjoying summer fully!
Until next time, love, jenn 
Wednesday, August 10, 2005
[bookmark: 112371688711513552]12th, 13th biopsy and the homerun stretch! 
Hello!
It has been a while since I posted an update hasn't it?! Sorry about that for some, and sorry these are continuing for others (it's ok if you delete before reading ;) ) Anyway let me continue from the last update...the family vacation was great! We went to Las Vegas and the Grand Canyon (which I had not experienced b/f, and highly recommend). I did have to do the AARP-shuttle-thing around the Canyon, but it was still spectacular. Then I went to my 12th biopsy at the Cleveland clinic. The results were ok...1A rejection which sounds great, but 2 newer blood tests (allomap & immunoassay) they are using were bad, so no one felt comfortable going down on any meds. I was a little bummed about that, but as long as I didn't have to be hospitalized. In July, I had to go back to Cleveland clinic for my 13th biopsy. The biopsy itself was not as comfortable this time, mostly because I now have a lot of scar tissue which is hard to penetrate. But the results were decent...1A rejection which was the same as the previous and I was not told the numbers of the new tests b/c they decided to go down a tiny bit on my steroids regardless of the numbers and see what happens at the next visit. Later that month, I visited my fantastic friends in Atlanta, and then had a girls trip to NY including attendance to my beautiful friend Penny's gorgeous wedding and meeting up with friends that live there. It was great to meet Penny's parents and her husband's parents. 
I have also continued my volunteer work with life center, the organ procurement agency here. I completed the shoot for the 2006 calendar for them last week; I will hopefully be in the March (my b-day) or September (the new heart's b-day)layout. Speaking of which, the new heart's b-day is coming up very soon (Sept. 12); I can't believe it. How so much can change in only a year. The next Have a Heart Benefit looks like it will occur November 4 in Atlanta. We are going to donate to the organ procurement agency which will help transplant patients with financial difficulties and further research in the field. Stay tuned for further details.
My future plans are still pretty uncertain, but I guess it is good I feel somewhat comfortable even using the term "future" plans.
Lastly, I won't mention their names for privacy, but I want to give special wishes and prayers to 2 wonderful attending physicians I have had the pleasure to work with who were recently diagnosed with cancer. 

Until the next update, I love you all, Jenn
P.S. for those of you who requested a view of the Continental airlines magazine ad, you can request one from int_marilynr@pohlypartners.com (Marilyn Riniker)or check the Continental airline magazine website for requests - June 2005 and July 2005 issues. 
Thursday, September 01, 2005
[bookmark: 112556241786747518]That time of year again! 
Hey all!
Well, it seems this is not the best time of year for me. It was a year ago on Aug. 30 that I first echoed myself on that fateful day. This year hurricane Katrina has ravaged my home state as well as running me out of Destin, Fl a day early. My parents in Baton Rouge are ok; they just lost power for a few days, but there are so many friends I still have not heard from because all the phone lines are down. Thank you to those who have contacted me with your concern. The reports by the media are so heartbreaking! I and Chad want to go down there to help, but of course my condition precludes me from being around the unsanitary conditions, so I feel very helpless. If all the looters would just stop acting like they are a part of Lord of the flies...
I also am in the middle of a work up for a mass I found on my left ovary and some other things. I will keep you up to date once I complete a battery of tests. I will also be going up to Cleveland next week for my 1 year check up, so I will get a more extensive work up including a full cardiac catheterization, lab work, and IVUS(a study that looks more closely at my/the new heart's coronary arteries. This is done annually b/c the most common cause of death after a heart transplant is coronary artery disease for unknown reasons. Maybe I will get to go down on some meds too! Cross your fingers. 
Anyway pray for the safety of those affected by hurricane Katrina! It is so completely devastating and I just hope everyone's loved ones are safe.
love, Jenn
Monday, September 12, 2005
[bookmark: 112658419369869755]Happy 1st Birthday, 14th biopsy! 
Hi ya'll!
I recently got back from Cleveland Clinic from my 1 year anniversary appointment for the new heart. Today, Sept. 12th, is the actual one year anniversary! I was just getting put to sleep about this time last year to have my chest cracked open, be placed on the cardiac pump, and have my old heart removed! I still have the echo of my old heart from last year as well as my EKG. Wow, it is still so crazy to talk about.

Well this appointment was so much better than last year. Last year as some of you may remember, I bleed out after the procedure and had to be re-hospitalized. At this appointment I had a full cardiac catheterization performed; this looks at the heart in more detail via a long wire that is introduced through the groin and snaked up to the heart. The pressures and function were good, and my coronary arteries looked ok. The IVUS was not able to be performed b/c last year's study could not be obtained, but no matter, less mucking around my coronary arteries (the vessels that supply the heart itself, stopping blood flow=bad), is fine with me. They did find an anomaly of the right coronary artery that was interesting and not seen last year. Thy told me there are 2 orifices of the right coronary artery (instead of one)! I am assuming they meant that I have a separate branch called the the conus branch that occurs in 50% of the population. So instead of having 2 holes for the right and left coronaries, I essentially have 3! (Did ya'll get that?) I guess I am probably their only patient who thinks this is neat.

Anyway, lab work was ok. My cholesterol is good, which they follow b/c the most common cause of death after a transplant is accelerated coronary artery disease in which high cholesterol contributes. They performed that new test called the ultrasensitive C-reactive protein at Cleveland which was normal and assesses risk for cardiovascular disease (this test has been getting a fair amt of press and was in a recent Time magazine). I'm not sure it is actually helpful in a transplant patient, but at least its another point of information and mine was normal. The electrolytes were ok, my allomap and immunoassay (new blood test for rejection) are not back yet, but mine are always high, so I expect it to be high again. My CMV (that infection that I was hospitalized for last Dec.) continues to be negative off medication. My kidney function appears to continue to be normal, as well. 

The chest Xray looked normal, and the EKG was unchanged.

So the things I get to do now? Go down on my steroids, yeah!!! Go down a little on my prograf (the one that makes me shake and have pins and needles), yeah!!! Stop my Bactrim, which was the antibiotic I was taking prophylacticly for lung infections, yeah!!! And I don't have to go back for another biopsy until December, since the biopsy this time was 1B(slightly worse than last time, but acceptable). I will still be taking around 40 pills a day, but less than b/f!

My other medical problems are still in the middle of their workups. I had a mammogram and ultrasound for the tumor last week, and will have to get a "boob biopsy" this week, since it was not cystic on the ultrasound. The repeat ultrasound for the ovary mass will be in about 1.5 weeks.

Other than my medical issues I have been a bit more stressed lately with things related to hurricane Katrina, planning my future, and studying for the pediatric boards. At least I was able to volunteer at the Red Cross here in Cincinnati for evacuees. I wrote prescriptions and assessed patients that had non-infectious issues. I loved it! Everyone I know from LA is safe, though some have lost their homes. It will be a long healing process...but NO will rebuild.

On happier notes, LSU won against AZ state this weekend after having their first game postponed and moving the game to AZ. I recreated my stance from last yr. in the hospital by wearing my pink LSU hat and ordering pizza for the game as a treat! The Saints also won! And the 2nd Annual Have a Heart Benefit is set for November 4th, so look for more details and mark your calendars! This year we will be giving proceeds not only to NTAF, but to the Lifelink organ procurement agency and the Red Cross hurricane releif fund (since LA is my home state). Oh, and the happiest news again is that I am alive and made it to the year milestone, and since the survival rate for heart transplant patients at one year is 65%, I can give a bonafide sigh of relief that I am officially a part of that 65%!
Don't forget to mark your calendars for Have a Heart Benefit II! And I love you all for taking this past year's long journey with me!

xoxoxo, jenn
Tuesday, December 13, 2005
[bookmark: 113453762107526688]The Second Annual Have a Heart Benefit 
Hey!
Has it really been this long since the last update?! I guess it is a good sign that I have been keeping busy and time has been flying! I will give the next updates in small, tolerable doses, starting with the hugely successful Second Annual Have a Heart Benefit!
Let me say thank you to all of those who made the event possible and a great success: our corporate sponsor, Sibley Heart Center, our bronze and silver sponsors, our silent auction donors, our bands Robbie Levin and Unzipt, our honorary hosts, and our HOSTS, whose efforts make everything possible (Chad Aleman, Dana Bloom, Ginger Brown, Briana Brugner, Jodi Farber, Michelle Giannini, Kerri Golding, Brooke Hanaway, Nichole Louviaux, Penny Koppel, Trish McCann, Christine Mest, Jennifer Ostler, Gerald Owens, Amy Parks, Amy Reardon, Julie Wild). Thank you from the bottom of my new heart!
The benefit took place this year at Andrews Upstairs in Buckhead and featured 2 live bands, an open bar, 2 speakers discussing what it is like to be a donor (Tara Neil) and what it is like to be a recipient (my weeping self, if you were lucky enough to witness my surprising absolution), and the ever popular silent auction. 
We were able to raise a total of $18,842.22 and $6,880.00 from the silent auction alone, which exceeds last year's contributions! This year the event was also broadcast through the radio via 99X and Q100. We also had 2 magazines present, Jezebel and the cyber magazine, Atlanta Illustrated. There were also beautiful flyers distributed before the event. All of which helped bring around 400 patrons to the event. They listened to great music, witness fabulous silent auction items ranging from a 5 night trip to Aruba to original artwork by local artist John Tindel, and most importantly had fun for a great cause. With the success of this event, we will be able to help not only my but other transplant patient's medically related expenses and those affected by hurricane Katrina. We will do this by donating to NTAF, Lifelink (the local GA organ procurement agency), and the Red Cross Hurricane Relief Fund.
Keep your calendar clear for tentative upcoming events in February for National Heart month, and April for National Organ Donation (Donate Life) month and of course for the Third Annual Have a Heart Benefit in November 2006.
I hope everyone has a very Merry Christmas, Hanakuh, Kwanza, and happy New Year!
I love you all, Jenn
Friday, January 13, 2006
[bookmark: 113719007078007678]Engaging move! 
Hello! 
I wanted to give a major update to my life. I am officially a fiancee! I was completely surprised and shocked at the proposal, which is how I love it. If any of you guys out there are planning to do this, I highly recommend making it as much as a surprise as possible because the emotions involved are priceless! I got engaged at midnight on New Year's Eve and will also be moving to Atlanta, GA in late spring. I will be closer to family this way. I will still continue my care at Cleveland clinic, as long as my insurance coverage lets me. I am so happy to be moving forward in this new post-transplant chapter of my life.
Speaking of insurance coverage, social security disability and disability insurance and benefits coverage have been so difficult to handle. I had no idea how much my patients went through with all of these things. It is really crazy how it is almost easier to not work, than to encourage people to try to go back to work while insuring they will not be financially abandoned if they are unable to work to at the capacity previous to being disabled. I feel like there is something that could be done to change some of these laws. They often seem inefficient and unhelpful. It is sad that those who need care the most often get the least. I will certainly have to look into this when I move to see what legislation can be done. I obviously don't know enough about the issues except for my personal ones. But anyway, that is my short rant on that subject.
I also wanted to give a tribute to Brian Pedrick. He was a wonderful father, husband and friend in his young 30's, who passed away in October. He received his Heart Transplant about a month before I did at Cleveland clinic and greatly helped me through the post transplant period. He will be and is, greatly missed by me and so many that were touched by his enthusiasm for life.
The Have a Heart benefit will continue to promote the importance of organ donation, the gift of life, by hosting a happy hour in Atlanta sometime in February. This will also pay tribute to national heart month. Please look for more details in the near future. 
I hope everyone is enjoying their New Year and I wish you all a very joyous and healthy one.
love, Jenn
Monday, January 09, 2006
[bookmark: 113686954448592142]Media and the 15th biopsy! 
Hi!
I hope everyone had a wonderful holiday season and is enjoying a new year! This update is about things that occurred at the end of 2005. I had my 15th biopsy and am making it to a new year which was marked by me being a part of the Lifecenter Organ Donor Network 2006 calendar. This touching calendar features both organ donors and recipients and their stories. I am the month of March (since this is my birthday month). If you are interested in helping the cause of promoting organ donor awareness, please call 513-558-5555 to order yours even if to just make fun of my pic. It actually is very well done and a good purchase if you are looking for a 2006 wall calendar.
In other media news, I was a part of a news story about the record numbers of donors in the state of Ohio in 2005. I was interviewed for the story that aired December 16th on the 5 o'clock news on channel 12 in Cincinnati. 
Most importantly, I had my 15th biopsy at Cleveland clinic in November and had great results. My rejection level was a 0, though my allomap(new blood test for rejection) was very high. We are just going to overlook the allomap results since the biopsy was good. I was able to decrease my dose of steroids again, which I am always happy to do. The chest Xray was good as well as the EKG. My blood work was also unchanged. I also had a bone density scan which I still don't know the results of but I still take the medication (fosamax) that helps prevent bone loss. I will go back to Cleveland clinic every 3 months from now on as long as everything goes smoothly. So everything seems to be going pretty smoothly, and I look forward to new year!
love, Jenn

