Fall 2003

By the beginning of November, my friends and I had begun reconnecting after the fallout of six months earlier... Once again, we were sharing the same pew at church, getting together for birthday celebrations and hanging out at the pool. I would've liked an apology for what I considered very disrespectful treatment before, but I wondered if perhaps the illness hadn't made me much more sensitive to criticism than I used to be. I could tell that some of my friends still didn't understand why I continued to have such a hard time getting my life back together. But the simple explanation was that I was pretty much running on fumes most of the time… Even though I followed my doctor's instructions to the letter, I always seemed to have an empty tank. Of course, when you’re out of gas you're not going very far. Many of the activities that you used to do eventually fall by the wayside - at least those that require significant energy. By now, I had come to accept that few people would understand the effects of an illness that to them was mostly invisible. It seemed like the people that had the hardest time dealing with the setbacks in my life were those who felt they had to always be in control. They often insisted that if this had happened to them, they would have handled it much better. Surely, if I was as strong as them, chose the right doctors, had a better outlook, got out of the house more and simply stopped focusing on illness it wouldn't be that big of a deal... To me it seemed like they were simply taking the easy way out - assuming that Jim's struggles were more an issue of character than anything medical…  

Sharing Thanksgiving with my friends almost made it seem like we had never had a falling out.  I still felt somewhat uneasy around a couple of my friends - the ones who had made the derogatory remarks in the past that almost ended our friendship permanently - but it felt great to reconnect with everyone else. And of course, it was nice to get back to being 'Uncle Jim' to all of the kids. It made me aware of just how hard this had been on me the last several months - emotionally and physically - to be alienated from them, spending most of my time alone. Hopefully, in the future, I could just tune-out the negative people in the group and focus on the rest of their family who always seemed to understand what I was going through... 

As I prepared to go to Texas for Christmas, I reflected on what kind of year 2003 had been... It started out with so much promise. I dropped 40 pounds in record time and was certain that this would be the year that I got control of this illness. But I had been undergoing treatment for over two years now and it seemed I was no further ahead than when I was first diagnosed. When I looked at a photo of me from one of the kids’ birthday parties, I was shocked. The man in that photo looked so tired…so weary. Was that really me? Did I actually look that bad?! Again I questioned if something hadn't been overlooked. Did I really have pituitary failure or was it something else? Why did I so easily gain weight when one of the key symptoms was weight loss? I had been led to believe that treating this disorder was simply a matter of taking the appropriate hormone medications and adjusting the dosages. If that were true, shouldn't I be well or at least a lot better by now? I had been out of work for over a year and I was no closer to returning to my computer career than when I was let go. I wondered if other patients went through similar struggles. And how in the world did they survive financially?! I was lucky that I had saved some money and had some stock options to cash in. But at some point that money would run out. What would I do then? My former employer had told me that I wasn't eligible for long term disability benefits because, in their view, my condition occurred after my employment terminated. I had applied for Social Security disability as well, but that was still a long way away and was too little to make that much of a difference. Getting on the plane, I was anxious to see my Mom, my step dad and my brothers. I had so hoped to fly home this Christmas back at my normal weight, feeling well and confident about the future. But the uncomfortable truth was that I had just as much confusion and uncertainty about my medical condition as I did a year ago. The weight I had lost had pretty much all come back and I hadn't even felt up to going to the gym or riding my bike for quite some time. I had done my best in 2003...but apparently my best wasn't enough...

My doctor had insisted that growth hormone treatment was the missing piece. Talking to her and meeting with the representatives from the pharmaceutical company had pretty much convinced me that growth hormone shots would work wonders. But could growth hormone really make that much of a difference? It didn't seem likely, but I remained optimistic. At the least, I felt it would provide a boost in energy, so I was anxious to get started. I was glad I had some promising news about my treatment to share with my Mom. I told her about all the great benefits that many people had experienced from growth hormone shots. She was cautiously optimistic, but I realized just how hard all this had been on her. She was still grieving from the loss of my brother Jerry in 2002. I wanted so much to not only get well for me, but for her and all of my family. My Mom and my family needed a victory so much after losing so many loved ones to illness in recent years. Somehow, someway I had to triumph...I had to get well...not only for myself but to give my family hope... I dared to think that perhaps, just perhaps, that long sought victory was just around the corner...


