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A full transcript of
this episode is available in English and Spanish.
Some topics seem destined to suck all the joy from
the room. End-of-life care. Death. What to do when a
caregiving parent passes away. But in a recent podcast
from the Developmental Disabilities Network Journal's
Author Insights, Drs. Heather Church and Jackie McGinley
offered some compelling reasons to talk about the hard
things—even with, or perhaps expecially with, people with
developmental disabilities. The conversation was hosted
by Matthew Wappett, the Institute's executive director.

“Most people don’t have advanced care plans,” McGinley
said. “In fact, the data suggests that somewhere between
25 to 30% of people have an advanced care plan. Those
numbers do go up as people get older—they go up for
certain groups of people. But most people don’t plan for
the inevitable. …

“I think about wanting to give people the opportunity to
retire, wanting to give people the opportunity to have their
cat on their bed while they’re sick, wanting to give people

the opportunity to access hospice care. And it starts with
conversations about those wishes. And we don’t have
them enough.”

Church agreed. “My key point is simply that if we do
it [plan for transitions] ahead of time, we can actually
give the person who is going to be living through these
transitions an opportunity to practice it so that it’s not
unfamiliar in a time of crisis,” Church said.

She told the story of a former client with Down syndrome
who lost both his parents in quick succession. He moved
in with his sister, and the day-to-day details had been
worked out. But his sister was dealing with a lot of
behavioral issues from him.

“She was referred to me because she said, ‘We’re having
some really big behavioral problems, and we can’t figure
out what’s going on,’” Church said. When she worked with
the brother, she noticed one day that he was very agitated.

“And all of a sudden, he said to me, ‘Nobody ever told me
they were going to die.’ … And then he described what
happened. ‘So, one minute I was in my house, the next
minute mom fell, the ambulance came, and then I had to
go to my sister’s, and I’ve never been back.’

“We all take it for granted that we get it—we know what’s
going to happen. But if they haven’t been included in the
conversation, how can we ensure that the people most in
need of understanding—the people are most impacted—
are going to know.?”

Fortunately there are resources that help (see below). It’s
also helpful to talk to your local heath provider or health
department, since advanced care planning can include
legal issues that vary from state to state and country to
country.

You can learn more about the journal and its companion
podcast on our website. Suscribe to DDNJ Author Insights
on Apple Podcasts, Spotify and Google Podcasts.

Resources

The ARC Center for Future Planning

Breaking Bad News Website, from Professor Irene Tuffrey-
Wijne & colleagues in the United Kingdom

Talking End of Life website, from Professor Michele Wiese
& colleagues in Australia

The Conversation Project

https://www.apple.com/apple-podcasts/
https://www.apple.com/apple-podcasts/
https://podcasts.google.com/
https://futureplanning.thearc.org/
http://www.breakingbadnews.org/
https://www.caresearch.com.au/tel/tabid/4881/Default.aspx
https://theconversationproject.org/nhdd/advance-care-planning/
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