Journey of Acceptance

By Sarah Alford, Amelia’s Mom
http://www.caringbridge.org/visit/ameliaalford
There’s just nothing for it.  Nothing.  No amount of medicine, money, doctors, resources, effort, love, time – nothing – no amount of anything, can fix it.  We will do everything we can to make your child as comfortable as possible until she dies.  That’s our best offer.  That’s all we got.  We’re sorry – there’s just nothing for it.  

There are moments that define our lives.  Sometimes we plan for them, like saying “I do” at the altar or bringing a new baby into the world.  Other times a life-changing moment is forced down your throat, against your will, and you never see it coming.  But while it’s happening you are keenly aware that this very moment your life is being split between a past that was safe, secure, and made sense and a future that you never expected, never asked for, and never wanted.  And all you can do is watch it happen.  There’s no way to stop it.  The moment passes, and you’re life is forever altered.  

For me it was the moment Dr Hayward said the word “progressive.”  That was the one word I didn’t want to hear that day.  In that moment I felt my heart shatter into a million pieces.  I remember her studying me so intently, studying my face, making sure I understood the gravity of what she was saying.  I understood.  I knew where the conversation was headed.

That was three years ago today.  It may as well have been a different lifetime ago, because nothing has been the same since.  I often use the phrases “before Amelia” or “since Amelia” when I talk about my life, who I am, and what I believe.  I’m not referring to Amelia’s birth, but to Amelia’s diagnosis day.  That is the day, the moment that divided my life.

These last three years have been a journey of acceptance, of making peace with my family’s circumstances, with how all of this has affected our lives.  I have let Tay-Sachs have its way with me.  I haven’t tried to fight or escape it.  I have let it beat me to the ground, over and over and over again, and in doing so, I have let it grow me and mold me.  It has been an ugly, painful process, and I think sometimes the fact that I am a somewhat decent writer is misleading.  If I had communicated with the eloquence of a Jerry Springer Show guest it would have more accurately expressed how I felt.  I have not come here gracefully.  I didn’t say, “Lord, please use this suffering to shape me into who you want me to be.”  I had no other choice.  My own plans, desires, hopes, and dreams were taken away.  They had no say in my life any more.  My own strength was enough to get me through the good days, but not the bad.  When you have no control over your own life anymore, there is nothing left to do but surrender.  For the last three years I have been drifting at sea, being tossed around in the waves, wondering when I will ever see land.  My prayer has been, “Lord, you’re in control.  Please don’t let me drown.”        

There have been two things going on at the same time these last three years – everything Tay-Sachs has done to change my life and my being and everything Tay-Sachs has done to Amelia.  I have gone on and on about how this experience has changed me for the better in my journal entries, and I will survive this, and Maddie will survive this, and everyone who loves Amelia will survive this, and we will all be better people because of her.  But Amelia’s not going to survive this.  And I cannot accept what this has done to Amelia.  I know I’ve spent a lot of time talking about her divine purpose here on earth, and how she has changed more hearts than any of us ever will, and how she’s been such a blessing to so many people, and that’s great for me and for all of us, but it’s not so great for Amelia.  There isn’t a day that goes by that I don’t stroke her beautiful, soft face and apologize for not being able to fix it.  There are many, many things that engulf my heart in sadness.  The thought of Amelia dying is certainly high up on the list.  But the one thing that makes me the saddest, that knocks the wind out of me, drops me to my knees, and makes my whole body tremor with grief, is that Amelia can’t have a better life.  There’s just nothing for it.

This is an excerpt from a Charles Dickens novel.  He’s talking about tuberculosis, but I thought it pretty accurately described the last three years.  “There is a dread disease which so prepares its victim, as it were, for death…a dread disease, in which the struggle between soul and body is so gradual, quiet, and solemn, and the result so sure, that day by day, and grain by grain, the mortal part wastes and withers away, so that the spirit grows light and sanguine with its lightening load and, feeling immortality at hand, deems it but a new term of mortal life; a disease in which death and life are so strangely blended, that death takes the glow and hue of life, and life the gaunt and grisly form of death; a disease which medicine never cured, wealth warded off, or poverty could boast exemption from; which sometimes moves in giant strides, and sometimes at a tardy sluggish pace, but, slow or quick, is ever sure and certain.”
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