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The Journey



bridges the gap between people
the legal and medical community.
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A End of life planning is not something to die
for!
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A We have
time as neede

A People with developmental disabilities
should have the opportunity to think about
their future options

A Planning for the end of your life is a very
personal journey
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Al w ust

We starte

He resisted at first

ét hen we started tal ki
would want his things to go If something
happened to him
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A Al st nted

A We had to

AOnce he woul dnodot t al k
because | asked him who he wanted to take
care of his cat. Whew, that was rough.
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A We discovere ospital tried to
fir nd Al 6s family and t he

A It would have been his family making the
decisions, if Al had not given Power of Attorney
to his health care advocate
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Al

AAl 6 s ROt <
very young a elieved he had
any kind of quality of life

AWedre pretty sure the
decided not to do surgery and the family
would have most likely agreed
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may

Altis not
developmen
knowledge of illness or death

A Family members are afraid to include
people with developmental disabilities In
the icky stuff of life

ave no
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Often the person being supported is removed
from where they live and moved either to an
acute hospital, skilled nursing facility, or
hospice facility
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A We need to check in with the support staff
to make sure they will be OK

A People need to be to be honest
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perhaps the ultimate
advocacy

A Knowing that end of life planning is part of
personal advocacy may be the spark that
starts people along the path to planning for
the end of their life
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What
develoy

V Does the
V Is the consern\

V Does the conservata
the person?

/ed?
guardian know and value

Does the person have a family?
V Is the family involved?
V Do they know and value the person?
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e at the End
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A Decisions are frequently made based on
vague assumptions abc
qguality of life. We have to help paint a
picture!
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| t0s I mportant for the f ai
to know the person being supported. We want people
who know the person and will respect their wishes to be

making decisions when they can not speak for
themselves.
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Advocate need to be
OK with the process
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he trajectory to death may take hours, days,
months. The trusted helper and the health
lvocate need to be willing to be present for
2 duration.

days of support will be much easier
what the individual wants whe
onger talk for themse
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have a place at the persons bedside if there Is
family involved.

A Ask what would the person bei
supported want. | )

AIf the support staff have a close relationship
with the family, they will be welcomed.
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Alf th family
to be | S to be
Involved, a should be
reviewed and disc

A This is likely to be a learning process for
everyone involved. Most people do not
think about or plan their exit strategy.

February 12, 2012



A Family wi
want the sup

A Some hospitals can be resistive to anyone but family
being present.
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A Provide copies to who ever the person
being supported wants to have copies
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Resp

ABec

A Speak tc
and socle

A Follow advance directive
Instructions

A Speak for the person when
they can no longer speak for themselves
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V Sup
their |i
experien

V It will be really emotionally draining
and exhausting

V People providing support need
support
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