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Paula Newton This week marks Rare Disease Day, and one of
those rare illnesses is epidermolysis bullosa, or EB. The lives of
EB patients are the focus of a new documentary now streaming
on Netflix entitled Matter of Time. Hari Sreenivasan speaks to
EB experts Dr. Jean Tang and Michael Hund.

Hari Sreenivasan You are focused on rare genetic skin
diseases, including epidermolysis bullosa. What does it do to

people?

Dr. Jean Tang These unfortunate patients inherit a genetic
mutation where it’s a single genetic-letter change that makes the
difference, with fragile skin that’s often wounded, painful. The
genetic mutation changes a protein, so the protein isn’t able to
staple the top layer of your skin to the bottom layer of your
skin. So with any gentle friction or trauma, the skin shears
apart, and there are blisters, and there are wounds, and these
kids are covered in wound dressings from head to toe to try to

protect their skin.

Sreenivasan Michael, the film is called Matter of Time, and 1
said, “Oh, my gosh, Eddie Vedder from Pearl Jam is involved in
something? Let me find out more,” right? You see how commit-
ted he and his wife, Jill, have been to trying to figure out a cure

for EB. What motivated them in the first place?
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