The Challenges of Caring for a Tay-Sachs Child While Working
One Dad’s Perspective - By Dan Pancamo

It’s fairly common nowadays to see articles and news reports about the challenges of balancing work and family life; there is even a weekly Wall Street Journal column on the topic. These challengers are magnified dramatically and can be overwhelming when you have a terminally ill child. Even the most enlighten employer cannot truly understand the needs of our children and the demands that our children’s care make upon us. For that matter, in these days where the prevailing sentiment in the workplace is often “do more with less”, some employers may be indifferent or even hostile to the notice that the needs of our affected children should take priority over the demands of the workplace. Also, depending on the nature of the business you are in, there are also demands of clients, customers, and deadlines to meet. The flip side of the coin, however, is that many (probably most) of us, working and making a living is not optional. 
My son Sam was diagnosed with Tay-Sachs when he was six months old. When I learned that what Tay-Sachs entailed and what Sam’s life expectancy would be, my perspective on what was important changed at that moment. What became important to me above all else was to be involved in Sam’s care to the greatest degree possible and, more simply, to try to spend as much time with him as I could. My focus at work was to do just what I need to do, so that I could spend as much time with Sam and my family as possible. With family limited exceptions, I gave up working nights and weekend, and just tried to shorten the amount of hours I spent in the office. The benefit of this, as I’ll discuss more fully below, is that since Sam’s passing I have wonderful memories that I can draw upon for strength. 
As many PPG members can probably attest, there were many times when work created real conflicts. At the time, I had a business law practice in a large regional law firm in New Orleans. There were always deadlines that had to be met, and clients that had to be satisfied. One frequently occurring dilemma was just how much do you tell a client or customer about your situation (it’s a variation of  that question, “how many children do you have?”) Clients and customers have certain expectations, but it could be awfully difficult to meet them when my wife Susan and I had been up most of the previous night taking care of Sam, or when we were at the doctor’s office when Sam would come down with pneumonia. Sometimes, it simply wasn’t possible to get a project done within the time frames provided, particularly when Sam was going through a rough stretch. I was fortunate in that I had an employer that was relatively understanding, and was willing to be flexible. For example, the last year Sam was alive I did a fair amount of telecommuting; I set Sammy up in a bed in the room where I worked, and it gave me a lot of peace of mind to be able to see him and know that he was okay (and I think having that peace of mind made me much more efficient than if I had been at the office). There were trade-offs that had to be made, but they were well worth it. Also, I had some wonderful co-workers who took up the some of the slack for me. I can’t imagine how difficult it would have been had this not been the case. I think one of the most important things you can do is educate your employer and co-workers as to your situation; I think most people are fundamentally decent and will try to help. 
At the Tampa conference, one of the fathers made a point during a session that I thought was very profound. He said how important it was develop a quality of memory with your child. I couldn’t agree more. While Sam was alive, I had a daily ritual with him. When I would get home from work, I’d fix his dinner and his meds and feed him. Then I would give him a long, warm bath (giving Sam his bath was one of my favorite things to do with him. It seemed to really soothe him). After that, we’d just hang out on the couch together; there were many many nights when we’d fall asleep on the couch together. I look back now since Sam’s passing, and those memories are a source of comfort to me. 

