Cora Eliza Cornell
78 Falmouth Rd
Newton MA 02465

I’m Cora. I’m here to support the addition of MLD to the Newborn Screening Panel. I’m in 6th grade in Massachusetts, and I have MLD. I’m lucky – I’m alive. I showed symptoms when I was one, and my diagnosis took over a year and half even though my parents went to Boston Children’s, Johns Hopkins, and University of Chicago. Most eldest kids are unable to be treated and die, and only their younger siblings may be saved. So I’m lucky. But my life has been really hard. 

MLD hurt my brain and body before diagnosis. Due to the delayed diagnosis, although Italy agreed to give me gene therapy, we weren’t on their schedule and couldn’t wait up to a year. So I had to have a harder regular bone marrow transplant. I was in the hospital for over a year – my birthday, Christmas, all the special days. The transplant means my body still attacks my lungs and my immune system doesn’t work. I have to mask and I’m allergic to everything! I wear leg braces and a back brace almost 24/7. My bones keep breaking so I’ve been in a wheelchair for almost two years. School, especially math, is really hard. I had 144 medical appointments last school year. I do PT all the time. All of this means I have to miss out on so much.

I’d give anything to have a healthy body and more normal childhood. It’s a miracle that babies can now be diagnosed and saved with an easier transplant. Please pass MLD newborn screening so this doesn’t happen to any more kids in the commonwealth. 
