COMPASS Information Series:

Understanding Death

How can we help people with autism after the dedsomeone close to them?

If possible, a person with autism needs to expeeeiiuals and grieving with people who love
them. They will be well aware that people aroumeht are upset and that routines are disrupted.
They will react in their individual ways. Howevéiney can not be sheltered from the grieving.
Regardless of people’s religious beliefs, partitigain the memorials and ceremonies after a
death often helps the healing begin. Dr. Shawhtfter his wife died and when trying to help his
son with autism, said, “What is done after a désathvery ancient ritual, deeply established by
centuries of experience. | feel my son should begfat.” Sometimes it has helped the person
with autism to see the person who has died, torexpee that the person can no longer talk, eat,
run, or hug.

Most people with autism are concrete in their tmgkand gain understanding through
experience. If they have experienced the deat aihnémal or someone they knew before the
death of their parent, these experiences will bgerabered. In our society, we too often shelter
children and ourselves from experiences with daathexpect people to go on with their lives
soon after a death happens. Therefore, we aredldr@eopportunity to have an understanding of
death and how it evolves as part of the cyclefef ILifetimesis a simple, beautifully illustrated
book that helps convey this idea. It's importankéep pictures, videos, and favorite belongings
of the loved one available. These can be usedtowerto explain and remember. These items
may also help a person with autism ask questiomsieEmes abstract ideas sucHiagsg in
heaveror hearing that the person who has diedduas to sleepnay be interpreted literally by a
person with autism. The son or daughter may wanisiothe parent ifeavenor show fear of
going to sleepThey may also try to go to the place where thetydas the parent or where they
believe the parent is now. Being concrete and asipas possible usually helps.

The person with autism is going to interpret evérdm his/her perspective and needs. Routines
are disrupted. A person who knew them well and iplex¥ many supports for them may now be
gone. Some type of behavior may be demonstratedebgerson with autism to meet a need or
communicate a feeling or frustration. One young meended his routines when his Dad died
so that his ritual for leaving the house requiremterthan 15 minutes to complete. After the
death of his dog Brownie, one person with autisit kepeating, “Die, funeral home, Uncle
Bob, Granddad, Cousin Joe. Die Brownie, July 17 fbok some detective work and
understanding to realize that he was asking farmétion about why when Brownie died there
was not a funeral home and relatives visiting. e astablished his concept of what happens
when someone dies from his experience with his &Bclb’s death. Yet another person with
autism began talking about dying and coming backoaseone that everyone would like. The
permanence of death is a complicated concept foyrolaildren and even most adults.

At this difficult time the person with autism i&dily to need lots of reassurance, patience, and
structure. There may be feelings of anger anditecause a person they loved left them and this
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anger may be expressed in a number of ways, soetimectly toward the person who died.
Old behaviors may resurface and there may be corat®yut regression. Be honest, be concrete
and specific, and allow time. Provide stabilityusture, and routine as much as possible. These
are reassuring. Provide information in formats thatperson with autism understands and
realize that the whole process of understandingaandptance will take a long time. Extend the
idea of social stories to make a book about theguewho has died. Compose social stories with
pictures that suggest sequences and informatiout adwat is happening. A family does not
need to go through this alone, but can accepteadfbelp when they are comfortable with the
offers and ask for help that they need. At the tiene we feel people with autism may be the
most vulnerable they sometimes surprise us witin theights and empathetic feelings. They
may sense that others around them are distresseti@nwant to be close.

From all of us who are part of who we are becadigeioloved ones who have died, we offer
sympathy and love to those who are suffering thie piloss. People with autism need extra
special understanding at this difficult time. Thiay require extra supports and time from those
who know them well.

The internet offers many suggestions about booksearming children and young adults and
death. The more visual books are often the mosulséere are a few:

The Empty Place: A Child’s Guide Through GlgfTemes, H. New Horizons Press (1992).
Everything You Need to Know When a Parent DieBratman, F. Rosen Publishing Group
(1998).

The Fall of Freddie the Ledly Buscaglia, L. Slack, Inc. (1982).

The Grieving Child, A Parent’s Guid®y Fitzgerald, H. Simon & Schuster (1992).

The Happy Funeral by E.Bunting, Harper and Row, Nerk

Lifetimesby Mellonie, B. & Ingpen, R. Bantam Books (1987).

Living with Deathby Bisignano, J. - ages 11 - adult.

Living with Deathby Cera, M. J. - ages 4 - 10

published by Sheed and Ward Publishers, P.0. B822ZXKansas City, MO 64141.

A Quilt for Elizabethoy B. Tiffault, Centering Corporation, Omaha, NB92).

Saying Goodbye to Daddby Judith Vigna, Albert Whitman & Col. Morton Grovik (1991)
Talking about Deatliby Earl Grollman. Beacon Press, Boston (1990)

The Two of Thery Aliki. Mulberry Books, New York (1979).
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