A Sacred Little Being 

By Sarah Alford, Amelia’s Mom
http://www.caringbridge.org/visit/ameliaalford
Madeline is VIP in her classroom this week, and she gets to share something every day. Yesterday she shared Amelia. She was so excited about it and had been practicing answering questions about Amelia for a week. She also explained all of Amelia’s equipment at home when she was practicing, so I brought Amelia’s feeding pump and oxygen monitor for Maddie to show the class. The kids were so attentive and had tons of questions. Of course they wanted to know why Amelia was born sick. It’s pretty hard to explain genetics to a group of kindergarteners. Two of the girls raised their hands and said, “I know why she was born that way. It’s because that’s the way God made her.” Madeline said in response “God made Amelia sick so that she could teach all of us how to be nice.” 

So here’s what I think about that…

I know us grieving parents often use the roller-coaster ride analogy to describe the extreme emotions of having a terminally ill child, but there’s an element of excitement or enjoyment in that description that doesn’t fit. I think it’s more accurately a ride to hell and back over and over again. And then after so many trips, you’re finally able to claw your way out of the deepest, darkest pit of your life and stay on solid ground. Once I was out of that pit and able to feel the sun on my skin again, day after day, I realized that I’d climbed my way into a different world. Nothing would ever be the same again. My heart had been changed, and that changed everything.

There was an article emailed to us Tay-Sachs people written by Miriam Alexander, a woman whose children had a similar disease, in which she said, “I found myself unable to tolerate anything that was not essential, important, and true. The normal superficialities that cushion a life were gone, surgically removed without the benefit of anesthesia.” I think she said it perfectly. Having a child like Amelia puts such focus and purpose in your life in a way that nothing else could. It’s hard to explain because people place so much value on things, other people, and experiences based on how much happiness these things add to their lives. So all they can see is the sadness in my situation, and it is sad. It’s hard and painful, overwhelming at times, and heartbreaking. But it’s more rewarding and fulfilling than anything else ever has been, and because of the purpose it has added to my life, it’s better than happiness.

Some people already have this focus and purpose in their lives without experiencing tragedy. They already know the joy of self-sacrifice and serving others. They already know that it just feels right. It’s what they were called to do. Well, I didn’t know that before Amelia. Had I been given the choice, I never in a million years would have asked God to give me a dying child to care for, but I’m so glad that he did. After caring for Amelia, I couldn’t even imagine a life that didn’t involve caring for sick children and helping their families in some way. It’s what I feel called to do.

I’ve heard parents who’ve lost a child say that they want to use that experience to do good for other people or else it would’ve all been in vain. I used to think they meant that losing their child was so horrible, something good had to come from it. But now I realize it’s more about gratitude for what that child gave them. When I think about everything Amelia has taught me, all of the hearts she’s changed, all of the people who appreciate their children more because of her, all that she’s done for everyone who knows her, I just want to pay it forward out of gratitude for her life of selflessness. 

I remember shortly after Amelia was diagnosed, one of Maddie’s preschool teachers said to me “I don’t understand how God could let this happen.” That was the first time the question occurred to me – did Amelia’s disease have anything to do with God? At the time I didn’t know. I had a hard time believing that it did.

A year later, there’s only one explanation that makes sense to me – this has everything to do with God. From a non-spiritual perspective, my child getting Tay-Sachs disease and dying is inconceivable. There is nothing okay about a baby losing all of her physical and mental abilities to the point where she can’t even swallow. There’s nothing fair about it. There’s nothing right about it. Children are not supposed to die. There’s no way to make sense of it. And I’m one of the most logical people that I know. I got my bachelors degree in math – everything is supposed to add up somehow. I like to put hundreds of numbers in tiny boxes on a spreadsheet and make them all reconcile. Just like for the kindergarteners, explaining this by genetics doesn’t do it for me. This whole situation just doesn’t add up, unless I look at it from a spiritual point of view.

I know that us parents of these special children often refer to them as angels. I don’t really think that Amelia is an angel, but the word sort of generically describes the elevated spiritual status that I think she has. I think of Amelia as a sacred little being. I believe that we all have a purpose here on earth, including Amelia. I believe that Amelia’s purpose is to change the hearts of many people, including my own. Of course admitting that comes with a lot of shame. I should have been a better person to begin with. I wish my life had this kind of focus and purpose before. But, again, I believe it was Amelia’s purpose. And had I not needed Amelia to change me, her soul would have gone to some other mom who did. 

For many of us, it takes a tragedy to realize that our purpose here isn’t about acquiring more things, being more successful, or even being happy. It’s about serving others and serving God – not ourselves. So why would God use an innocent child to teach us that? Well, that’s why I think Amelia’s soul is very special. I’m positive that had Amelia not been sick she would have grown up to be a selfless woman who served God and others, not herself - a woman like my mom or my aunt Kathy. Who else could have such a profound impact on so many people without ever saying a word? Amelia has never hurt anyone, never been jealous, mean, greedy, or selfish. She’s never wanted anything but her basic needs met. She’s already the person most of us spend a lifetime trying to become. People often pray for Amelia’s healing and hope for a miracle for her, and I appreciate that. But I believe that it’s the rest of us that need healing. Amelia’s soul is already perfect. All of us parents love to sit and stare at our beautiful children, especially when they’re sleeping peacefully, but I don’t just gaze at her with love, it’s also with a bit of reverence. I really am in awe of her. 

I think I had it wrong before when I said that God chose me to care for Amelia. I think he chose Amelia to care for me. 
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