Malamo’s Notes on the 2008 Florida Brain Tumor Association Conference
1/18/08 Brain Conference – Tampa Bay, FL

I met lots of people today; strong people who have overcome a lot.  On the shuttle from the airport, I met two women coming from NYC.  They were Greek!  Eleni, and her sister, Maria, who had had a brain tumor.  It was great to meet them, and throughout the course of the day I talked w/ them a couple times.  I talked a bit with them about Astoria, NY and also, their children.  Specifically, Maria’s daughter has trouble dealing with her illness and no longer wants to accept that she has problems.  I suggested that maybe it was because her daughter feels obligated to help and worry about her mother, but she also wants to live her own life.  In order to do her own thing and not feel guilty, she tries to convince herself that her mom is totally normal.  During the David Baily concert I was sitting with my knees to my chest just thinking about my life, and Eleni took a surprise picture of me!  She said I looked really pretty.

When I first arrived, I felt unsure of myself and a bit awkward.  Who was I to talk with these people who had had such difficulties in their life?  Fortunately, lunch time soon approached and I sat down at a table with two women from the Moffitt Cancer Center who do studies on people who have brain tumors.  They were working to see what different side-effects people had from their brain tumors/surgeries and what common denominators linked the people who had had the same side effects.  They weren’t very talkative nor did they provide a plethora of information about their project.

While at the table, I met a girl, Missy, and her father.  She had a brain tumor when she was 21 and in the middle of college in AZ!  She has been a survivor for almost 10 years, and is now working towards her masters in counseling.  She had a bf that she’d be dating for 7 years, but I feel like they should just get married.  She does not want to have kids yet because she wants to establish her career first and she doesn’t know if she could put in the time.  She said she originally had speech problems and still has lots of fatigue.  Interestingly, she grew up near a place where HR Grace had dumped some of their waste and played on the nearby playgrounds.  She says that the exposure to radiation probably caused her to develop the brain tumor.  She was clearly upset and angry with them.  If she had just lived somewhere else, she felt like she would have had a normal life.  Her sister has 2 little girls and she is apparently a great mom with a good husband.  
Another lady, Patty Patterson, joined us and told us about her studies in learning about places that have chemical dumps.  She said that many companies for years would just release toxic chemicals w/o telling the workers or anyone.  She felt that unaware bystanders developed cancer because of it.  Her findings and stories were shocking to me.  I could not believe that so many people died and suffered from cancer just because companies were so selfish and secretive.  This stupid developed world of ours is just killing people left and right.  I had the chills after that because I was so stunned at the horrors presented in this country by radiation dumps and the likes.  What about my family?  Are they in danger too?  She mentioned that NJ has the highest cancer rates, probably due to all the dumps that occurred there.

Next, was the meet and greet session.  That’s where all the attendants gathered and told their stories.  Some people were tumor survivors and others were still undergoing treatments.  Many had family members there who were supporting them as well.  I was actually surprised at the small number (~100) of people there.  Anyways, it made it nice so that everyone could sort of recognize everyone else.  Two particularly touching stories:  one guy, who ran marathons and had lived w/ a woman for 12 years, developed a brain tumor, but then married the girl!  Another, lived with his gf who cooks for him and was everything for him.  It was wonderful.

I also found it surprising that SO MANY of the patients (maybe all) felt that the doctors did not consider them as people.  I felt that they were pretty harsh towards their doctors and did not give them enough credit.  I’m certain that the doctors were trying their best.  Many were angry and/or frustrated that the doctors made mistakes.  Or underestimated them as patients by telling them they only had 6 months to live, when they survived for years.   I feel like that was the obligation of the doctors.  If you only have 6 months to live, you want to know so you can figure out how to spend the rest of your life.  All in all, it made me want to become a doctor and learn ALL about my specialty.  To keep up to date on everything so that I can be informed and know how to best take care of my patients.  I owe that to the patients as a doctor. 

Then, I sat in on the patient support group session.  There were too many people in the session for it to be super effective.  In fact, one lawyer kept butting in the whole time while other people didn’t even get to talk.  Some comments that were interesting included, “Everyone tells me I look fine, I look great.  But I’m not all fine.  I can’t remember everything I used to.  I’m not quite as sharp.  And people get angry because they think I just have selective memory, when sometimes I don’t even remember to change my tampon!”  I got the feeling that the care givers need to realize that even though their patient looked all better and could do lots of things normally, some loss of brain function may never be gained back.  They still have trouble remembering and still get tired with stuff.  Also, one effective way to deal with the stress and the depression was to NOT THINK ABOUT YOURSELF.  When you feel down, do something for someone else!  It always makes you feel better.

Next, they had a session to talk about brain tumor side effects and it was interesting to hear the nurse tell about the different side effects of different tumors and things.  One thing that was mentioned was that it was hard sometimes for people to understand sarcasm.


At dinner, I met some people at my table.  I talked with one woman, Cathy, who was very nice.  Her husband was a ceramic engineer!  She liked my shirt and seemed to be an old member of the “family”.  There were also three other guys that I met at my table.  One who, in the peer session, advocated marijuana as a treatment.  In CA, they like those things.  I helped Samantha pass out the raffle papers and in doing so met some other people, including the woman who was at the registration table. She had told her family about my MIT shirt.

One of the people I enjoyed talking with most was a girl, Sarah, and her mom.  Sarah was diagnosed with brain cancer at the age of 4!  She then went through 4 more surgeries by the age of 13.  She, at that point, was taking 60 pills a day for her seizures!  She attempted to totally stop the pills, but has recently had to start taking them again after many recent seizures.  Sarah also had a very bad seizure one time in the shower, when she was 12.  Fortunately her dad heard, and, although it was awkward, came into the bathroom when she didn’t answer.  Apparently she was fully under the water!  She also mentioned that the seizures got much worse when her hormone levels changed.  Specifically, when her estrogen was low, she was more prone to seizures.  She now has to take drugs again, although she is really not happy about it.  She has been married 4 years to a guy she dated for 9!  She’s now 30 and works for a furniture company, in sales.  Her boss gave her a hard time about her speech problems and even after explaining to him about her brain tumor, he still didn’t get it.  Her mom winked at me a couple times and I loved it.  Sarah had a wonderful determination to do everything that people told her she couldn’t:  rollercoasters, sports, college, etc.  She now exercised for 1.25 hours every day!!  I think that’s absolutely wonderful.  She would like to have kids, but she doesn’t know how the medication would affect them.  Her mom told some “horror” stories about the teachers she’s had and how they weren’t very understanding when she was trying her best to learn.  Even when she explained her difficulties in understanding and tried to stay after class, the one professor did not help her.  She now volunteers with an organization (see notecard) to help kids with cancer who wish to see Orlando, FL.  Her way of giving back by giving hope to young children with cancer is wonderful.  I think that no one could do it as well as her and her mom.  I admired her a lot and I enjoyed talking with her.  By hearing that her mother “taught” the doctor a bit, I learned that sometimes doctors should learn from their patients too.  But that they should know their stuff!  Learn as much as they can about advancements and medicine.  Provide the best for their patients.

Lastly, I listened to David Bailey play.  It was heart warming to hear him.  Actually, at multiple times during the day and especially with the emotional music, I felt like I wanted to cry.  That these people overcame so much and went through so much, I just wanted to cry sometimes.  I told myself, that if they were being strong and did not feel the urge to cry, what the HECK did I have to cry about?  His songs made me think about the things I was going through too.  Completing the MCATs, wanting to give up sometimes at MIT, persevering through it all, taking one day at a time, knowing that this time will soon be over, helping other people.  I saw the sons of Sheryll, the woman who organized the whole thing and who was determined to live and raise her sons.  They had their gfs there and were cuddling and holding them.  Diva’s a beautiful woman.  I enjoyed seeing everyone in the room be uplifted by David Bailey’s songs, especially the Greeks, as their first time hearing him.  Oh!  I also met a younger Greek girl and her Turkish bf. She was trying to learn more about brain tumors and such to learn what to do more for her father who had a brain tumor.

One thing I was thinking, it would be nice for my yiayia and papou to go to a support group.  I think they need it, but I don’t know if they would like it.  I bet they wouldn’t talk.  But I think my yiayia needs to know that other ppl go through this!  That she needs to get OUT.  Papou needs to know that other people have difficulties like his after having cancer.  That he should help HER too.  I want to help my papou and not tell him next time that he looks great when I know he feels poopy.  But then what else should I say?  I am thankful that I had these experiences today and was able to learn so much about patients and their hardships and the views.  
1/19/08
The day started out with an early breakfast and then lots of conferences.  Here are a couple of interesting comments I had throughout the lectures:
· Sometimes oncologists won’t pay for treatment, if it’s a new expensive drug.

· “My lab is my patients”

· It’s good when patients have done research on their tumor and get new treatment ideas too!

· Patients have questions and need their fears addressed.  A brain tumor is something you have to constantly fight

· Scientific studies should be selection biased!  Otherwise, the doctors choose the people likely to survive and the results are skewed.

· Improvements in research will really rely on meticulous “cracking” of results of side effects, etc. for patients

A professor from Columbia medical school came to talk, Dr. Jeffrey N. Bruce.  He gave a really good introduction to current brain tumor treatments.  I really enjoyed the presentation because it was clear and he really know his stuff.  I wish I could have talked with him a bit afterwards about Columbia, but he left for NYC shortly after his talk.

In between lectures, I talked with a woman named Anne.  She was smoking a cigarette outside and said that that was one of her few pleasures that she still had and she had no intentions of quitting.  I found that interesting, but wasn’t she scared that that could cause another brain tumor??  Maybe she didn’t care enough.  She also mentioned that she didn’t bring her husband to the conferences cause the other single woman flirt with him and she’s worried that he will leave her!  She said that 80% of husbands leave their wives after they’ve had a brain tumor!!
In general, the morning session was pretty long.  I had trouble focusing towards the end and I was really hungry.  Soon it was lunch time, and the sun came out!  It was a lovely 70ish degrees and it was great to experience the January FL weather by the poolside.  I sat and talked with three older lady survivors.  One, who was a professor at a college and had lost all her memory and then slowly gained it back.  Another, had had surgery and everything was fine until it got infected!  Her face ended up swelling up and when she went to Moffitt they told her they didn’t have any rooms and to come back the next day.  She ignored them and went to the hospital where they operated immediately to treat the infection.  What a scary incident!  I can’t believe the doctors and Moffitt didn’t know that they needed to help her immediately.

Perhaps the lecture I enjoyed most was one by Dr. Nick Avgeropoulos.  I think that he is just a neurologist and not a neuro-surgeon, but he spoke about chemotherapy and new treatments.  Although his slides were very wordy, his speech was excellent.  He was very eloquent, but also very kind.  I could tell that he really cared about his patients and he was in it for them.  Whenever someone asked a question, he would re-phrase it so that the whole room could hear, and I felt that every time he really captured what the patient was asking.  He had a good grasp of what their concerns were and could address them accordingly.  I especially liked his answer to a question about studies where they use placebos.  He said that they only do a study with placebos when they really have no idea what the effects of the drug are going to be.  When they have no idea whether or not the drug will help or maybe harm the patient.  When the study is over, if the data show that patients DID benefit from the drug, then the patients that received the placebo can now take the drug for free.

During dinner, I they recognized Dr. Rhoton, a famous neurologist.  His list of accomplishments took 15 mins to read!  He spoke for a bit and showed some interested brain anatomy slides, but I think they were a bit gruesome for the patients.  It was a tactless to show that right before dinner to a room of patients, I thought.  Also, I had trouble concentrating on his speech because I was really hungry!  Anyways, I got to sit at a table with Dr. Nick.  He moved here from Greece when he was 21 and his wife was like 18!  When they got to the states, she went to highschool so that she could learn more English while he was in Med school.  Apparently, she got pregnant during that time and Dr. Nick bragged that he got to “knock up some high school chick” hehe.  I enjoyed talking with him about his career path and the different places he worked.  He also almost completed a masters program at Harvard School of Public Health in medical statistics or something.  He didn’t quite finish it because he said that it was the right time to accept a job elsewhere.
