Personal Experience of an ASPS patient with Laser Surgery
2-5-05

Making contact with Dr. Rolle:

Hi, I have not posted for a while and I think it is a time to update on my son's Ivan condition. His last lung CT scan on Nov.29-04 has shown a few new small nodules and a growth in the existent ones, which makes the number more then 20, maybe even closer to 30. The size is still small with the biggest ones just a few 6-7 mm and the rest 2-4. After our surgeon saw the result they immediately have given us their decision - they will not do a surgery here and no money for out of country surgery ether. We have sent this scan to other surgeons in Toronto but they "don't think the surgery will be beneficial for the patient". 
I sent the scan to other surgeons out of country and just recently have received an answer from Dr.Rolle (laser surgeon from Germany) that he still accepts Ivan for the surgery but we have to go soon as his method is better working for the mets around 3-5 mm as in that case he doesn't need to cut the met instead he vaporize it by laser tip. He offers us to do a right side first and then go back home and then two month later the second side. He thinks that staged surgery represent less surgical stress for the body. He uses muscle sparing technique not cutting them but moving them aside to get an access between the ribs. So we are going to Dresden on Feb.12 - the plan is to stay in town on Sunday and go to 2-3 museum to see Old Masters gallery and Armor museum - to have a fun -and then we go on Monday to see our surgeon! 
He thinks that Ivan will have to stay at least 10 days after surgery in clinic so he can make a sure that we can fly home safely. Financially we are going to go break as we have to pay for everything, no help from the insurance or government. But we have received a donation from the parents of one beautiful tall angel dancing above (thank you Amber...) toward any of Ivan's treatment so even though we need much more we feel it was a sign of hope. We are perfectly aware that it is almost impossible resect so many small mets and not to miss anything, but since Dr. Rolle is not going to cut a parts of Ivan's lungs (wedges or segments) we'll see what we can do later about it. 
Ivan is ready to do anything needed to fight. We also have had the body CT scan and MRI of the head (thanks to Jim Hess for advice!) and have had a false positive for the head (some gland got on the same plan with the scalp and then we needed to redo and they needed a week to review it and say it was nothing just a technical artefact!) and the body scan appears to be clear so we all set to go. Wish us luck! I'll let you know how it was after March 1 when we are back.

3-2-05

A report following the first lung laser surgery:

Dear friends,

This is Ivan mother Olga with an update on Ivan. We are back from Germany after Ivan's first surgery for the right lung (we have been there for 15 days). First of all - surgery went well and Ivan is feeling good and even went to see a movie tonight. It was very painful in the first 5-6 days but gradually it is getting better. 
Surgery was done on Feb.16 by Dr. Rolle from specialized thoracic clinic of the university hospital in Dresden by laser assisted resection. CT scan done on Feb.14 has shown about 18 metastases 2-7 mm but when Dr.Rolle opened Ivan lung he has found that there are many smaller (1 mm and smaller) metastases on the lung surface all over 3 lobes so he needed first to remove deep seated metastases by laser resection and then he spent next two hours vaporizing these 86 small dots by the laser tip. They consider resection successful and complete. 
Blood loss was minimal (20 ml) and no segment or lobe was removed. The surgery was long - 5 hours, but there were no complications, recovery went well and Ivan has had a lot of physiotherapy, massage and other medical attention. In time of the surgery by our permission they shoot a video by endoscopic camera  for the educational purposes and I have seen the film and it is very impressive and convincing proof that this technology allow for such an extended resection with minimal loss for the patient as the surface is always dry - no blood, and that these metastases are very well seen even with such a small size - they are like yellow dots on the dark surface.
Next surgery for the left side is planned in May. I am very tired and somehow depressed by the high number but on the other hand I am very glad that I have chosen this doctor and the time was right - the metastases have to be small to allow most of them to be removed by vaporizing, not resection when they have to circle around of mets by laser and if there are a blood vessels close by it might be a problem. It is decided on case to case basis if this technology is good for particular patient.  If you need more information you can ask me directly.

5-19-05

A report from Germany for the second lung laser surgery:

Hi people,

I just wanted to let you know that we are in Germany again for the second side lung surgery. Ivan has had today removed 86 mets and it was 4 hours. Dr. Rolle said that it was complete resection that he has nothing left behind. 
On the right side after the 106 mets removal 3 month later there are two suspicious spots which look like may be new mets may be still necrosis from the laser - I like this version better. We’ll see. Ivan is in the intensive care so keep your fingers crossed about his heart and the first earlier operated lung to work good and for the recovery. I wish everyone well.

6-10-05

A report from home after returning back from the second lung laser surgery:

Hi people,

We are home after Ivan's second lung "cleaning" surgery. This time Ivan has had 82 mets removed from the left lung with about 20 of these being deep seated and centrally located and the rest were superficial and very small - the same pattern as for the right lung but fewer - but the left lung is generally smaller too. We came back from Germany on June 4 but it is only now that I am not sleepy enough to get down to the any meaningful writing. 
He feels good but not so energetic as he was after the first surgery when he has had the second lung not operated on to support the oxygen level. First time he has had more pain but otherwise for the body little has changed as for the young people one lung works good enough to cover all the oxygen consumption needs. There is no way of knowing about the first operated lung how it works as all the testing tests both lungs together and only during the second surgery it is getting seen how good it has healed after the surgery. Dr. Rolle said that during the surgery right lung worked well and has given him the time he needed to work on this tremendous task. 
After surgery physical recovery went very well this time as Ivan has had much less pain and started walking earlier and air leak gone fast. But from the point of the oxygen we have had a problem as almost a week after the surgery the oxygen was very low. After the first surgery Ivan has had a rare case of very serious complication - his lung collapsed when one of the inside scars burst (Ivan started running again 3 weeks later the surgery) and there was a hole, which finally resulted the need for correcting surgery. So he has had two surgeries for the right lung with 1.5 month in between and then 1.5 month later third surgery for the left lung - may be this is the reason for our oxygen problems. Dr. Rolle has kept Ivan in the hospital longer this time (15 days after the surgery) as he was trying to make his operated lung stronger before we fly home to address this case of the complication after the first surgery. 
It is good that the cost of the surgery in Germany includes up to 15 days of the clinical stay - we would go broke otherwise if they used US system when private patient pays for every day more then a 1000 dollars. Now we are trying to take it easy - mostly at home, some walks, some meetings with the friends, computers, his wonderful girlfriend is very supportive and here for him - no running for at least two month Dr. Rolle said. He was incredible as usual. He said that his presentation of the laser-assisted technique has had a huge success on the AATS 2005 meeting in San Francisco and now they asked him to do an article. 

I keep thinking why this time Ivan has had such a little pain after the surgery. May be this is a compensation for the complication he had, but I always remember that Brittany said after the second brain surgery when she had a little pain that her body said it is enough and just shut up the senses - probably young body has it's own ways of dealing with the stress and the pain.  Next step is to arrange next week the check of the brain and the abdomen to watch out for the metastases there and wait for the next CT scan (about the middle of August).

6-25-05

A report two weeks later after returning back from the second lung laser surgery:

Hi everyone,

As all of you know, Ivan has had two laser assisted lung surgeries to remove multiple small lung metastases so far - Feb.2005 and May 2005. He feels good, has resumed his usual lifestyle except running - he has replaces it by cycling as it has a lower impact on the inside organs. The reason I decided to post is that I wanted to share some unexpected positive news about the money - we have received an approval from our government based insurance system that are agree to reimburse for the second surgery based on my multiple provided essay on the positive role of the pulmonary metastasectomy for the ASPS, the letters from Dr. Rolle from Germany, Prof,. Nakimura from Japan, Prof.. Judson from UK, Dr. LoCicero from US and Dr. Ladas from UK and the support from our oncologist that the surgical approach is rational and the only one which has shown prolong patients lives. 
The head of the Vancouver cancer agency was the one who has taken this matter under the personal control and finally moved all this matter ahead. They agree to pay only for the second surgery (as the positive decision was done on the basis of the technical feasibility proven by the first surgery) and they don't reimburse for the flight and stay, but we are going to get back about 9,000.00 Euro - I'll set it aside for the next ones should that be necessary. 
Ivan is very glad, because for him it means the support of the country he lives in. I know that the money are the least problem we facing with this sarcoma, that there are situations that could be not fixed even having all the money in the world, but at least it gives you the freedom to look for the best treatment available. 
We are going to have our next MRI of the head and abdomen next month, which makes me nervous - I am sure that you all understand. I came to the conclusion that brain metastases in ASPS are much more common then they estimate by 30 % in the literature, it is close to may be 80% for the patients who survive long enough after being diagnosed, it set my alarm on.

9-29-05

A report from Ivan, three months after the second surgery: part I

As after any extensive lung surgery, the lungs take a while to come back. I cannot notice any reduction in the volume, but I do run out of breath easier right now. It's getting a lot better with time and I actually expect it to come back 100%. Dr Rolle told me that losing 20% of lung processing capacity would make a Gold medal Olympic runner get a Silver medal in a 100m dash. Since you aren't actually cutting or stapling off whole sections of the lung but simply burning the mets or cutting them closely around, the loss is very minute. In fact, I think it may be a 1-2% (a guess). That means that after 10 surgeries, given a time to completely heal (a year after the last surgery), you shouldn't notice any difference. I don't know whether I am being too optimistic, but that's what it seems like. 
In any case, you can ask me again in 3 months and I'll tell you whether I can get close to 40:41 of my previous best time on 10KMs. I am sure I could beat it, depending on how much effort I put into training and how much time passes since the last surgery. To put it bluntly, laser surgery rocks. Scalpels should be put into museums in the section for thoracic surgery. All of the above is my personal opinion on which you should not rely 100%. I am sure you can find tons of information in medical literature online.

The gym was really hard because I got extremely weak and, at first, I couldn't even lift my hand above the shoulder (no weight!) on the side of the surgery. Even now, 4 months later, I feel a bit of a stretch in the side where there shouldn't be one. I was doing almost no weight at all on the machines, just getting the motions straight. After going for 2 weeks, I started actually exercising a little bit. Filthy weak is what you become after hanging around the hospital, in every sense of the word.  
So, I am riding the bike, going to the gym and starting to jog. At this point, 2 months after the surgery, I go to play volleyball for the first time. Back hurts, run out of breath all the time, very weak. 1 month later, keeping up all the exercise, it became quite close to normal. On some days, I would go to the gym then ride the 25KM loop on the bike and then go jog 2 miles in the evening. Since I exercise all the time, my muscles have been hurting all the time for the last 3 months (even as I type this, my back and chest are killing me, in a good way). However, I am feeling quite a bit better and stronger every day. 
Starting to RUN (not jog) my regular 3 or 4 miles. Not feeling too tired after 3 hours of playing volleyball. Hands got back to almost full strength. For example, 1.5 months after surgery, I could do 40-pound dumbbell for triceps and now I can do 80 pounds and moving up. Really working hard to exercise abs / back (where the incisions were in the 3 surgeries). The areas are still sore and sensitive and the feeling is very distorted. As you may imagine, after a total of 2 months on a hospital bed almost 24/7, your back and abs get weak. That means that if they are extremely strong when you go into the hospital, they will still be in an OK shape when you get out. 
I believe, in 1 month, I will be 90% of what I've been before the surgeries in terms of physical condition. Before long, I'll be 105% (if not more surgeries come up too soon). And hey, if they do, I am going to be 100% ready within a month. To conclude, once you are out of the hospital, HIT IT and get better ASAP. Be careful to take it slowly and surely, i.e. do a lot of GENTLE exercise for the first month and then move on to real exercise. And I strongly believe that you should exercise, even if you had never done it in your life. You have to be stronger that a regular person to stay on top of this disease. I had 3 surgeries within 6 months with 2 months of hospital stay, and now 3 months after the last surgery, I am enjoying my life just like before, doing the exact things that I did.

I thought that maybe I should mention on how long post-surgical recovery takes and how I think it should be performed. When you get out of the hospital, you'll be usually quite weak (depending on how long you had to stay there). My first 2-week stay went all right, but a 3-week stay and an extra week at home with a tube still in my chest made me significantly weaker. Going up stairs was hard for a week AFTER the tube was removed so I had to take breaks just going from floor 2 to floor 3. Once you are out, the recovery is usually rapid, though. 
I'll describe what happened after my latest surgery (3 weeks in a hospital) because it was most recent and I remember it well. Now, it is my personal belief that with this disease it's absolutely imperative to get better ASAP because if you have lung mets like myself, you might require multiple surgeries if all of a sudden they decide to grow fast. Any kind of surgery goes better if the patient is in supreme physical condition. I started off by walking. Yes, it was hard. Just walked for a long time but slowly. MMmm... being in the sun after being in the hospital is nice. 1.5 hours every day for 3 weeks after getting back. 
2 weeks after getting back I started riding my bike around a 25KM loop. It was very hard the first time I did it and it took me around 1:20 (head wind usually on this route). The bike is much better than trying to run because it hurts much more with every stride. While on the bike, I quickly ran out of breath at first. I kept walking but eventually shifted to riding the bike only with occasional walks. I kept that up for 2 months and I still do it if it's nice out. I can now do the same loop in just over 45 mins and I am not even really tired at the end. 
I started to go to the gym 1 week after starting to bike and jog maybe 2 weeks after starting to ride the bike, so 7 weeks after the surgery. It's good to wait at least that that long.
Aside: Why is good to wait that long? 
After the first surgery, I was psycho. 17 days after the surgery I went jogging for the first time. That is insane - NEVER DO THAT. Nothing really bad happened until 1 MONTH after surgery when I woke up in the morning with a pneumothorax and had to go to the emergency room and eventually get an extra thoracotomy to patch up the hole. Now, that was the longest and worst hospital stay out of them all. Do you know how disgusting the food is in Vancouver General Hospital? I have never lost my appetite before in my life. Well, it happened at VGH. I was depressed as well, because the stay was unexpected and long. 

Was this related to me trying to do too much too fast? I don't know - it may have been or not. DON'T DO IT! Don't take that chance.

1-3-06

A letter six months after the second surgery:

Hi everyone. Tomorrow my son's Ivan 20-th birthday and I decided to give a quick update on how he is doing. His primary was Dx in Nov.2003, removed, lung mets Dx March 2004, observation+looking for the surgeon who is able to remove multiple lung mets then two laser assisted surgeries in Germany by Dr. Rolle to remove them - right lung in Feb.2005 (106 mets) and left lung in May 2005 (82) (about 10,000.00 Euro each). The follow up CT scan Sept.2005 has shown lots of scars and new small suspicious spots, which were hard to distinguish from the round scars from. 
Dr. Rolle said that it might be mets but they are 1-2 mm so we need to wait until the Jan.2006 to have a new CT scan to clarify what Ivan has now and decide if Dr.Rolle takes him for the next surgery. So we are about to have a lungs CT scan soon and also he had an MRI for the brain (we do not know the result yet). He has not had any other treatments at all except 2 courses of the whole body hyperthermia in Kelowna at the naturopathic clinic. 
In the meantime Ivan has managed to pass the deferred exams at the university missed because of the surgery and now has finished 1 term of the second year of the computer science at the University of British Columbia with the average 75%. Surgeries were not a piece of cake of course but thanks to technique the loss of the lung tissue was minimal and Ivan has exercised a lot to gain his physical strength back. 
He runs 8 miles almost every other day when he doesn't play indoor volleyball or goes to gym. Also we recently sent him with his beautiful girlfriend to Mexico warm beach to make up for the lousy summer and last week we all went for a skiing to Whistler here in BC - the place where will be the next Winter Olympic. 
I would never imagine my healthy looking 20 year old boy having bilateral lung mets and it is really hard - I am sure that all of you can relate to it. I guess that we've made a mistake not to have a chemotherapy immediately after the removal of the primary at the time when his lung mets were microsized. Also we could two courses of chemo after the first lung surgery before of the second in attempt to repeat the success Dr. Nickerson had with the girl, at least we would see on the surgery if there is a necrosis in the removed mets - how chemo sensitive his lung mets are - and then to proceed/or not to proceed upon the returning home. After the first surgery I already knew how multiple these mets are but it was hard to decide - to have a chemo here and go to Germany...We do not know if it makes a sense now. Well - like Dr. Rolle says - there is no point to think before of the scan, we can do it later. So my son is 20 and we are going to have a big party over the weekends for his wonderful friends who are all around him  - you all are invited of course :(

10-13-07

A report from Ivan, two years after the second surgery:

Since Yosef decided to post this on the new site, I might as well write an update for you all. 
Intro

Ever since having that second surgery in 2005, my disease has been giving me a break. Frankly, it’s hard to believe how long it has been – two years! Just a few days ago I had another CT scan and everything looks exactly as it did when the first post-surgical CT was performed in early 2006. 

The scans show something – it may be mets that have not been growing at all over the last two years (biggest one being around 7 mm in diameter), or just scarring left behind from the laser. Obviously I hope it’s the latter case, but I am keeping my guard up.
Physical Recovery

I think I can now officially beat myself two years ago in anything physical. Yes, you read that right, my lungs are stronger than before the surgery, and so is my body. I can play a volleyball tournament (and win occasionally) for 8 hours. I don’t run much nowadays, since I have a new love – tennis. 
I have seriously jacked up my commitment to volleyball and tennis during the last year. I am playing volleyball at a very high level, and developing my game in various ways. I am seriously working on tennis as well. I am very fortunate, since I have a few friends who are excellent tennis players to help me along. 

My style of play for both games is very physical. I jump high and hit the ball (very) hard. I dive for the ball in volleyball and I run like a cheetah for the drop shots in tennis. I try harder than almost everyone else I see around me. Remember, this “commercial” is not about me – it’s about laser surgery! It has allowed me to do all this.
Even though I am not into running much, I finished around 2000th out of 50000+ participants of this year’s SunRun with a time of 43:45. That’s equal to my best time in 2005. However, I trained a lot for it back then, whereas I didn’t really run much this year. I am also packing a few kg more muscle than in 2005, so that doesn’t help much with running. 
I therefore declare my assumptions about full physical recovery from a massive laser surgery to be completely fullfilled. Actually, I believe full recovery has been achieved by the end of Summer 2006: 1 full year after the last of the two laser surgeries I had.
Living the ASPS life (or not)
I’ve been living a pretty normal life for the last 2 years with just a few hospital visits for scans, and that’s about it. Graduating from university this year, going to get a job in the field of software development. 
I am lucky, because my mom is the one who manages ASPS-related stuff for me.
My opinion about Dr. Rolle
The amount of mets Dr. Rolle removed from my lungs was a world record (if you can call it that) at the time. This has since been surpassed by another ASPS patient, also operated by Dr. Rolle. This is absolutely impossible with a conventional resection.
Not only is he a truly great surgeon, but he is simply a great man. The level of confidence and professionalism he projects is simply amazing. He speaks perfect English as well.
Conslusion
In retrospect, I truly believe that going to Dr. Rolle for a laser surgery was the right thing to do. Had I not done this two years ago, I could be in BIG trouble right now with large mets in my lungs, as they were growing (although you can never predict how this disease unfolds). They would be completely inoperable, so I would be currently relying on treatments that may or may not have an effect. 
Thanks to Dr. Rolle, the situation is completely different today. Even if all those spots on the CT scan are indeed new mets, this puts me in a better situation than where I was 2 years ago. There are less of them, and the largest one is quite small. I have completely recovered and I am ready for more laser surgery if required. At the very least, I have gained two years of life and lost nothing except a few thousand dollars. 
In my opinion, laser surgery is THE BEST option for ASPS patients with lung mets available at this time. Do not hesitate, and don’t be afraid of surgery – do it before it is too late. 
I strongly belive that all other treament options should only be considered if you do not qualify for surgery for some reason. Surgery is the only option that is guaranteed to have a positive effect – you will have less mets than when you came in. In my case, 192 less.
Photographic evidence of recovery
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Washing off the sweat in a mountain river in Kislovodsk, Russia, 2007. After 1 hour of jumping and running drills, 1 hour of volleyball, and 3 hours of tennis. 

