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for Papa Amanchara
| am the recipient of a disabled child.

Her erstwhile yielding form has exchanged
healthy muscle for healthy bone since her life’s start.

It cannot be possible for her to live through a day.

And yet, since 1984, she has been
with fluid grace and stilling poise —

the second skeleton? helps the latter, of course.

Blessing did not don my daughter’s body
and slowly succumb to near total paralysis through

sharp fits and starts to pressure cook me and my wife

into better people. Our firstborn is the gift,
her condition is not; we give no thanks for it.

Nor do we look past our daughter in the name of Lessons.

In a breath, I'd take her extra bones, the misfiring ossifying,
I’d take back the misspelled gene that encages her

but not at the expense of who she is.

What isn’t too hard — loving our child
and the now-grown child herself: song big, fierce light.

! To learn more about this rare and debilitating condition, visit: http://www.ifopa.org/



