Hi my family,

One thing I have had to learn, though it's been a process for many years, is that Daniel isn't ever going to grow out of Lowe syndrome.  I keep looking for pockets of maturity and do see them; but I also keep wanting him to grow out of other areas of the syndrome and hoping that we can help him do so.  If I keep trying to help it, it is likely I will miss out on his own growth and development that he has to do on his own.

 

He has a joyful side that's very funny.  His mind is beautiful in that he thinks in ways others don't and I look at him and think, "Amazing, how you think!"  It must be the autism in LS or it could be just the beautiful way Daniel is wired.  He can remember what song he heard a week ago and where we were at that moment.  His eyes see things in ways we don't see things with lights and signs and how logical he really is.  He says things sometimes backwards but it makes perfect sense.  He answers his own question in a question.  He is becoming familiar with things his doctors need to do and he's becoming more OK with the procedures.  Even in the anesthesia room before a surgery he needs to look at each Anesthesiologists' nametag then he's OK with them, but not until that important step.

But the truth that I have to come to terms with is no matter his maturity level or how old he gets, Lowe syndrome isn't something he can grow out of.  In the back of my mind, I keep hoping he can, that somehow Lowe syndrome is just going to fade away as he gets older.  I need to find the joy in this journey.  He is our joy, but sometimes the disabilities overshadow who Daniel is and what he means to us.  

 

Just some thoughts, journaling out loud I suppose.


With love and hugs,
Sarah

