Reliving the Diagnosis

By Sarah Alford, Amelia’s Mom
http://www.caringbridge.org/visit/ameliaalford
An old friend of mine recently found out that her baby has a cyst in his brain and may have neurological problems because of it.  Emailing with her over these past few weeks has me reliving Amelia’s diagnosis.  I say reliving instead of remembering, because it’s all so fresh and raw in my mind and my heart.  I can remember every detail of those weeks just like it was happening right now.  I will never forget the feeling at that first appointment when I knew that something was wrong.  Amelia’s pediatrician was fumbling for words, trying not to upset me, but not knowing what to say.  My world was forever changed in that single moment.  I can remember the couple sitting in the MRI waiting room staring at the wall, paralyzed by fear, not saying a word to one another.  I was so glad my sister came with us or we would’ve been doing the same thing.  I remember the way Keith was sitting with his head resting on the wall biting his nails when we first met with Amelia’s neurologist, and her telling him to stop sighing.  And then on diagnosis day, the way that she studied my face as she was explaining the diagnosis making sure that I understood.  And the look of total discomfort on this intern’s face who was in the room with us.  Amelia’s geneticist was telling us about his son who committed suicide, and we were all crying.  That poor intern was standing up the whole time wanting to escape.  I cannot forget any of the thoughts or feelings that I’ve had since that Friday afternoon in September two years ago until now, as much as I’d like to.   

In fact every time that I take Amelia to see her specialists in Oakland, I relive the diagnosis.  Which is why I quit going there.  There are practical reasons, too – Amelia chokes on her saliva in the car and after two years I’ve become a pro at this.  Amelia’s doctors trust me enough that I just need to call or email them for medicine changes or any of her needs.  But mostly it’s my heart that can’t take it.  I spend the entire drive home crying after those appointments, reliving the feelings of diagnosis day.

So I’ve been thinking a lot about the journey of acceptance, from those first few weeks until now.  And I wish so badly that I could tell my friend eventually the pain will go away, but that would be a lie.  

In my mind, I completely get it.  I understand what a blessing Amelia is.  I know that each moment I have with her is a gift, and that she is beautiful and perfect.  I know that she is teaching Maddie more about compassion in a few short years than most of us will learn in a lifetime.  I know that Amelia has melted my once hardened heart.  She has brought out the best in me.  She’s molded me into someone who I like and respect.  I am so grateful for all that she’s taught me.  In my mind, I know that when it’s time for Amelia to go, that it’s okay.  She has lived a life of total selflessness and given so much to all of us.  She doesn’t have to stay here for my sake if she wants to go.  In my mind, I’ve accepted all of this.

And in my soul, I feel like Amelia has a wonderful purpose here on earth.  I am amazed at how many hearts she has touched.  Amelia has taught me to live by faith, and it’s most peaceful feeling I’ve ever had.   I have faith that Amelia’s life and her death are part of God’s plan.  In my soul, I have accepted Amelia’s role here on earth.

But in my heart, it’s a different story.  My heart will never be ok with this life Amelia was given.  My heart will never be ready to let Amelia go.  My heart was shattered at that first doctor’s appointment two years ago.  And it has been put back together many times, just to be broken over and over again.   
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