at a time when you may not be able to

make such decisions.Yet fewparents de
velopa timely plan. Arecent survey con
ducted by Massachusetts Mutual Life
Insurance Company and Easter Seals of
parents of adult children with a disabil

ity found that 70% had not designated a
guardian, 74% had not developed an es
tate plan, and 94% had no life care plan
for their child. Marie Hartwell-Walker, a
noted Massachusetts psychologist, has
apdy stated:
You have given your child the gift of
a loving family life well into adulthood.
Now it's time to give that child, and you,

the security that comes with having
some idea of what the future will bring.
Youdon't have a choice about eventually
dying. You do have at least some choices
about how to best provide care for the
adult child left behind.

You are not alone if you find this enor
mously difficult even to think about.

M a n y pioneering parents during

pense. However, recent medical strides

the 1950s and 1960s shunned

mean that both you and your child are
living longer than previous generations.

Your life has been entangled with your

If you are in your mid to late 50s or older,
you are part ofthe first generation whose

whose needs are whose. Maybe it breaks

the well-meaning advice of
physicians to institutionalize their child
with a disability. Instead, they elected

You have given your child the gift ofa
lovingfamily life well into adulthood.
Now it's time to give that child, andyou,
the securitythat comes with having some
idea ofwhat thefuture will bring. You
don'thave a choice about eventually
dying. Youdo have at least some choices

about how to best provide carefor the
adult child left behind.
to provide loving and nurturing care at
home at great personal sacrifice and ex
6

child with a disability may well
outlive you. Likewise, as you grow
older, you may begin to feel your
age, lose your strength and vital
ity or suffer medical issues. Thus,
every parent, particularly those

child's for so long that it's hard to sort out
your heart to think about how difficult it

will be for your child to adapt to a new
situation. Maybeyou worrywhether any
program can provide enough protection
or can see to your child's complicated
medical and emotional needs.

Then

when I am too old or frail to do so

again, maybe you don't want your child
to move out because you will lose each
other's company or you have so cen
tered your life around your child's needs
that it's hard to imagine what you will do
next if he or she leaves home. Or, like

or when I die?

many parents, you are so overwhelmed

One thing is certain. You need
a plan. Youshould start your plan
now, while you are healthy. Tough

reaucracy called human services you
are finding it hard to get up the energy

with adult children with disabili

ties living at home, must confront
the painful and difficult dilemma:

Who will take care of my child

decisions should not be made under the

pressures of a crisis situation, especially
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by the thought of dealing with the bu

to put plans in motion.

