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One year ago today, August 3, 2007 – we were told our son had a 
genetically inherited degenerative disease called Metachromatic 
Leukodystrophy (MLD) for which there was no cure – and no treatment 
since he was too far progressed.

THIS IS WHAT WE WERE TOLD:
After a period of apparently normal growth and development, skills such as 
walking and speech may begin to deteriorate. Once clinical symptoms 
become noticeable, they often appear to progress rapidly over a period of 
several months, with alternating periods of stabilization and decline. The 
child eventually becomes bedridden, unable to speak or feed 
independently. There may be seizures at this stage, which eventually 
disappear. Contractures are common and apparently painful. The child is 
still able to smile and respond to parents at this stage, but eventually may 
become blind and largely unresponsive. Swallowing eventually becomes 
difficult and a feeding tube becomes necessary. With modern treatment 
and care, the child may survive for 5-10 years. Death generally occurs as 
the result of an infection such as pneumonia, as opposed to being a direct 
result of the MLD.

One year ago, Mac could eat solids, hold his head up, say some words, and 
see - Mac can no longer do any of these things. Vision is something his dad 
and I both realized on our own…he said to me one night last week ‘I don’t 
think Mac can see anymore’ and I had just a few days earlier came to the 
same conclusion but did not say it out loud - ‘realizing’ these things on our 
own helps us both come to terms in our own way I think – it was the same 
way with the feeding tube and realizing Mac was not able to swallow 
anymore.

THIS IS NOT REALLY HAPPENING WE KEEP TELLING OURSELVES – 
Mac will be the exception to this disease – yet everything they say is 
happening before our eyes.

I do know for sure Mac still processes colors and bright lights – he loves his 
turtle his aunt that projects stars on the ceiling in his room and Hopkins 
Child Life had a cool machine that did the same in his room when we were 
there for his pneumonia – we just know he can’t ‘watch’ movies and see 
details. We do know our boy can hear like a CHAMP – he loves to be read to 
and talked to and have songs sung to him – BIG SMILES.

Please keep praying.

We are sadder than I ever knew sad could be – but we continue to live life 
as best we can and help Mac experience so many new things and joys. We 
have to – we have no other choice – depression and constant sadness are 
not an option although there are days this seems the only route to travel – 
we look at Mac and say ‘OK –what’s next son?’ 

Mac        Maryland 

Age 1 Age 2 Age 3.75

A Year Through the Eyes of a MLD Mom

The FACES of MLDTMWe C.A.R.E.

Darcee Oregon

Trent Oregon

Isabella Canada

Leah Georgia

Todd Georgia

Athena 
Massachusetts

Lindy Oregon

Devin  Oregon

Savannah 
California

Landon Georgia

Emily Canada

Jenny 
Massachusetts

Nicholas 
Pennsylvaniawww.MLDfoundation.org

Lovingly, 
Mac’s Mom


