community spotlight

When Parents ers

- Thanks to Project DOCC, doctors and nurses learn what special families need from the medical community.
by Jane Schneider _
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In a small voice that barely fills the hushed auditori-
um at Le Bonheur Children’s Medical Center,
Katherine Peatross describes to an audience of nurses
and social workers the painful news she received fol-
lowing the birth of her son, Carter, several years ago.

Only five hours after the excitement of welcoming
their first born, Peatross and her husband Scott were
visited by a geneticist who gave them a devastating
diagnosis: their son had Rubenstein Taybi syndrome, a
rare genetic disorder (one in 300,000 births) and a
form of mental and physical retardation.

The couple stared at her in disbelief. The only con-
solation the Peatross’ could take away that night was
the gentle way in which their doctor delivered the
news. “She was compassionate, and kind, and gave the
right amount of information without overwhelming us.
She even gave us her pager number and said to call her
if we had questions,” says Peatross.

It was a small gesture. But the doctor’s empathetic
manner made one of their most joyous, most difficult
days more bearable. That experience encouraged
Katherine to tell her story as a member of Project
DOCC (Delivery of Chronic Care), a parent-led train-
ing program at the University of Tennessee-Memphis,
aimed at helping medical residents, physicans, nurses,
and other health-care professionals understand the _
impact their delivery of care has on families living |
with chronically ill or disabled children.

It is a unique program, one that empowers parents




tobe teachers by sharing their experiences —
often with the very medical staff who care for
their children. Started in New York in 1994 by
three mothers of special needs children, co-
founder Maggie Hoffman says she felt doc-
tors-in-training needed to know the struggles
families faced, both at the hospital when
receiving news about their children’s condi-
tion, and once they return home to their care,
“Residents haven’t been taught what hap-
pens when kids are put back into the commu-
nity with their family. How do parents learn to
recognize problem Symptoms at home?
Where do we go to get medical supplies? Who
do we call when there’s an emergency?” says
Hoffman. “We don’t teach the medical 5
but we raise awareness about disabilities,”
Peatross is one of 32 parents who have
been trained as volunteers with Project
DoOcCc, speaking at grand rounds panecl dis-
cussions, providing home Visits, or partici-
pating in parent interviews with students. Al
third-year residents at UT are required to
attend the five-hour Program. Project DOCC
was brought to the school last fall by Drs,
Mario Petersen and Carol Greenwald at the
University of 'li:nnessec»Memphis. The
Tennessee  Council on Developmental
Disabilities thought the Program important
¢nough to lend its financial support to teach-
ing hospitals that adopt it. Through grant
funding, parent coordinators and sclect hos-
pital staff receive training, and in turn, train
local parents. The UT Boling Center also
provides “assistance with staffing and the
printing of Support materials. Project DOCC
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