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Donald J. Gilbert

Don Gilbert comes to us highly qualified and eager to
serve. Don worked as a medical lab technician and as
a research biochemist at the former Sloan-Kettering
Institute for Cancer Research (now Memorial Sloan
Kettering. He trained as an Exit Guide, was present at
two exits and maintained contact with two people
who subsequently exited on their own. One had
suffered for years with RSD (Reflex Sympathetic
Dystrophy), whose problem inspired some of Don
Gilbert’s research. Reviewing with the other client the
helium procedure in great detail led to Don’s personal
endorsement of several of the changes that have
since been proposed.

Mr. Gilbert is a retired professor of chemistry, a
volunteer with the Greater Pittsburgh Literacy
Council,and aboard member of the Funeral Consumer
Alliance of Western Pennsylvania (formerly known
as the Memorial Society.) He is a former president
of the Hemlock Society of Western Pennsylvania.
The chapter dissolved when, according to Gilbert,
“the central office in Denver made some Draconian
changes which they refused to rescind despite strong
requests from the
chapter”

Our Newly-Appointed Board Members
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Wendell Stephenson, Ph.D.

Wendell Stephenson comes highly endorsed by Dick
MacDonald, who had been keeping an enthusiastic
eye on him for some time. Wendell is a full-time
philosophy instructor at Fresno City College, where he
presents courses including Ethics in Suicide, Assisted
Suicide, and Euthanasia. He organized a local chapter
of the Hemlock Society almost single-handedly,
according to MacDonald, thereby demonstrating
superb skills as “a leader and a worker.”

Wendell sees board membership as an opportunity

to be more active in promoting our cause. His interest

started in the 1980’s as a member of Hemlock in

Oregon. Later moving to Fresno, he became local

president of that chapter. As an Exit Guide in 2006,

he worked in conjunction with Dick MacDonald
on one exit and as a
First Responder and
Guide on numerous
cases. Both in his work
and in the various
community positions
he holds, he is a
strong, accessible and
committed advocate
of the work we do.

Our organization is fortunate to have
joining us at its helm two new members
with such impressive qualifications.

ANNUAL MEETING NOTICE

The Annual Meeting of Final Exit Network will be held
on June 12 at 3 pm at the Sheraton Four Points Hotel
near Chicago’s O'Hare airport. There will be a report
of the year’s activity and time for questions and
interaction from the audience.

When you call to make a reservation, mention Final
Exit Network to get the reduced rate of $69.00 which
has a cut-off date of May 26th

The Sheraton is located at:
10249 W. Irving Park Road Schiller Park, IL 60176
Telephone: 847-349-5034
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| PINKY-SWEAR: Honoring My Daughter’s Right to Die |

Review by member Ann
Mandelstamm: “In her book,
Oberreither  details  the
remarkable relationship she
shares with her only child,
Amy, as well as the series of
events that led to the decision
to have Amy’s life support
removed.

More than a memoir, “PINKY
SWEAR”" is a love story and a
lament, a shocking and heartbreaking account of one
mother’s profound loyalty overriding the agony of
separation and loss.

Courageous...a must-read for anyone willing to bear
the responsibility for another’s death by being their
voice and calling for an end to their inescapable
suffering.”’

Movie

“The Savages’

Two adult children, with lives and problems of their
own, receive the news that their father, suddenly
and absolutely, needs nursing home care. The story
revolves around the adult children: their dislocation,
ambivalence, guilt, and the encumbrance that their
father’s dementia forces them to face. The acting is
realistic, their responses chillingly on the mark. The
movie has a dark humor that would be funny were it
not so sad.

Personally, | found the dilemmas of nursing home
placement and the resulting stress between the
siblings exactly not what | want my children to
face. For Final Exit Network members, the movie
is a scary reminder of the slide into oblivion that is
the inevitable result of dementia, Alzheimer’s, and
Parkinson’s, illnesses that clearly force us to anticipate
and confront what we can, should, or might do,
should such circumstances befall us.

Jerry Dincin
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Excerpt from the book: “On a chilly Monday night...
my eighteen-year-old daughter lost control of her
car... Ejected in a rollover, Amy suffered a devastating
brain injury. As she lay in a coma on life support,
the doctors warned me that if she ever regained
consciousness, my only child would never remember
who she once was or what she once wanted out of
life.

From having witnessed the long, hard suffering of
her beloved grandmother, Amy had made it clear
to me what she wanted me to do if..[some tragic
event] would rob her of her independence, her clarity
of mind, and her dignity. So, out of love, | made a
promise... that would ultimately pit me against
my boundless attachment to her, against motherly
instinct, against church doctrine...and against God
himself, or so | thought.”

Reviews

“The Barbarian Invasions’’

Remy and adult son Sebastian have been estranged
foryears, untilRemy is diagnosed with terminal cancer.
Sebastian unenthusiastically but dutifully returns
home to attend to his father’s needs. His father’s wild
but happy past is revealed through the compatible
presence of numerous bohemian friends and lovers,
while Sebastian navigates the complicated and
depressing health-care system that surrounds Remy.
Using his considerable means and some unorthodox
solutions, and creating some minor miracles along the
road, Sebastian is able to give his father the ultimate
gift: a good death.

Lee Vizer

Tell us about more movies that relate to
our goals at Final Exit Network. Email
your titles and brief blurbs to
newsletter@finalexitnetwork.org
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| eavesdropped as closely as | could, finally joining
in the conversation. Apparently, in an island off
Finland, desperately ill patients can elect euthanasia
and attend their own service before death, thereby
hearing their own eulogies while alive! The ceremony
is legal and common.

My research turned up a cruise heading there. | signed
up.

The island residents were initially suspicious of an
American open to their opinions about anything,
especially end-of-life issues. | knew | was accepted
when Hanna, a local woman, invited me to her sister
Annika’s Goodbye Service at a nearby church.

At first it felt like walking into a funeral. But minister
Eric Leone described the basic difference between
this service and a funeral or memorial service: It
is held before the death, not after. The person can
delight in the expressed comments made by friends
and family. After the service, voluntary euthanasia
takes place, either in the sanctuary or in a private
room with select people in attendance, according to
the will of the person. Following a musical interlude
and a brief outline of Annika’s life, friends and family
shared, and there was a sense of gratitude in the
room for the privilege of being present during those
moving testimonials.

What followed was even more climactic. A physician
spoke directly to Annika. An injection, he explained,
would end her heartbeat, resulting in death. Annika
would be no more. As to life after death, he explained,
“All we can promise you is that you will live in the
hearts and minds of all those who have been enriched
by your presence, and especially by all those here. You
are completely free to go forward or decline. What is
your wish?”

Her yes was strong and determined, and the injection
was administered. Soon she ceased breathing and
died. A deep silence followed. Several young men
wheeled her body out to the crematorium. More
silence. The minister made this announcement:

“We have done for Annika the most wonderful thing
possible. She died in peace in the company of her
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Goodbye Service
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beloved family and friends, not writhing in pain and
alone in a hospital bed. Even more wonderful, she
was able to hear all your loving comments. | thank
you.” He continued: “As long as | am physically able, |
will continue to do this work. When my time comes, |
hope someone will do this for me.”

Acting on his suggestion that communion rather than
solitude might be a blessing after such an emotional
experience, we headed to Fellowship Hall. Silence
permeated the room at first, but gradually the hum
of conversation filled it. | and a complete stranger
shared a meaningful interaction.

After an hour, we dispersed, each of us carrying with
us the memory of a deeply significant, powerful
experience.

Contact Us
Mail P.O. Box 553, Kingston NJ 05828
Phone (866) 654-9156
Email info@finalexitnetwork.org
newsletter@finalexitnetwork.org
Web www.finalexitnetwork.org
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Dorothy Cole’s powerful story triggered a memory for
me. Years ago, when my late husband Jay was very
ill, he decided that he would like to hear all the good
things people would say about him when he was
dead. So we planned a party, organized a guest list,
and sent out a joyful announcement:

Welcome to Jay’'s (Date)
(Time)_(Place)

Shiva Party!

(A shiva, for those for whom the word is unfamiliar, is
like a Jewish wake: people assemble at the house of a
family member for a few days after the death to pray,
nosh, and reminisce over the deceased.)

The idea was so outrageous! Who had ever heard of
such a thing? Jay and |, like two mischievous little kids,
giggled over every step of the planning. We imagined
the delight of every invitee who would open the
envelope and chuckle over our utter gall! And yes, he
wanted to hear those speeches, particularly from one
or two close family members from whom expressed
love was hard to come by, where it came across as
sarcasm or kidding or chain-pulling, or all of the
above.
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A Post-Script to “Goodbye Service”
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The calls started to come in, but instead of the glee
we had anticipated, we were confronted with outrage
and horror. A shiva party? Unthinkable! And so, after
the fourth or fifth tirade, we caved and changed the
title: A Glad-to-Be-Alive Party. With the tirades and
the change of title, much of the joy was gone.

We had a nice party, some cute speeches, excellent
food. The anecdotes were well-told, entertaining and
clever. A nice party.

Jay died a year later.

About two years after his death, those reticent family
members, those who either had trouble expressing
their love for him or simply didn't feel it, began to
miss him desperately. There were calls to me, some
full of tears, all relating some aspect of Jay that had hit
them and made them long for an opportunity to tell
him what lay in their hearts. | grieved at the receipt of
those calls. Jay would have died (no pun intended) to
have heard them while his ears could still hear.

Theirony of it all....

Lee Vizer

k o i e T T

— e —




r—

Families often face a huge dilemma over whether
to help a loved one die, be it about terminal illness,
degenerative conditions, or simply extreme old
age. Who among us will pull the plug? Who will be
responsible for even being present for moral support?

| have read that Eskimos years ago had a practical way
to resolve the issue. A rope was put around the dying
person’s neck and fed out through the
igloo’s roof. Then all family and friends
together pulled on the rope. Thus the
act was a mutual responsibility.

Is the story true? Who knows. But it
does convey a message.

Similarly, 1 heard of the death of
a long-time quadriplegic by joint
action. He had wanted to die for years
and had much support from family
and friends, but they were afraid of his country’s strict
taboos and punitive laws on assisted suicide. And
his death would be bound to attract attention, since
there had been publicity about his wishes.

So his friends concocted an extensive plan for 16
people to help him die.The authorities would have
to charge them all- or none. For instance, one person

Group Responsibility for an Assisted Death

B

checked the lethal dose for medication in my book,
“Final Exit,” another secured the substance, another
mixed it with water, others secured a video camera,
others turned it on, and so on.

Later the resulting video was shown, with the man

sitting in bed, turning his head to the right, taking the

straw in his mouth and imbibing from a well-placed
glass the deadly liquid. The room is
empty. Within seconds, he is dead.

There was never any prosecution. The
law authorities were baffled.

The message in these stories is that
in some circumstances the answer
to family doubts is not to have the
onus fall on any single person. It is
often practical if all key members
of a unified and cooperative family
are present at the deathbed of a suicide or assisted
suicide. A familial decision can help relieve the angst
of the burden, can help the loved one to carry out his
chosen end, and can create a coming together in the
sharing of this final act of love.

Derek Humphrey

Chair Advisory Board

Max

Max was a very dear friend, whom | try to remember
the way he was in the early spring of 1998 ... 51
years old, and glowing with the joy of life. He was a
computer guru, an accomplished private pilot, and
a seasoned world traveler with a lovely wife and two
highly accomplished children. He was funny and
quick on the uptake.

Fifteen years earlier Max had undergone radiation for
atumorin his throat.The treatment had been effective
and if he ever gave it another thought, no one could
have guessed it. He was home free ... it seemed.

In late spring of 1998, Max was diagnosed with cancer
of the tongue. The doctors said excising the tongue
might give him a good chance for survival. In June,

N

Max underwent the surgery, and about ten days later,
he came home to start his new life.

| had encouraged Max to take the shot ... after all,
there’s more to life than talking. Besides, given his
ability to earn a good income with his brain and the
availability of computer voice synthesizers, there was
much he could still do. And he had an indomitable
spirit.

Max hadn’t wanted me to visit him in the hospital.
| sent flowers and called each day to speak: with
his wife about his progress. When he came home,
| was impatient to see him, but he wasn’t yet ready
for company. | called daily, and the third week after
surgery, | told his wife to inform him that | was
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Max (Continued) ‘

coming whether he liked it or not, and that they had
the option of just not answering the door.

Well, they did answer the door,and | did get to see Max
.. and it was one of the most traumatic experiences
of my life. The loss of his tongue, | learned, involved
a great deal more than we had imagined. First, there
was the permanent trache tube, to insure that he
could breathe, and the insert had to be removed and
cleaned each day. Then, there was the direct line into
his intestine, through which Max had to feed himself
liquid nutrients for 12 hours each day. And then,
the worst problem by far ... his inability to control
salivation.

In a pathetic imitation of managing the problem, they
had provided Max with an aspirator. Using it involved
putting a tube into his mouth and vacuuming the
various nooks and crannies. The procedure was
messy, tedious, and time consuming, and he couldn’t
possibly do it continuously, so his life became about
sitting in a chair, drooling copiously into a bucket,
while trying to feed the line into his intestine and
watch some television. He couldn't even use his
computer, and he couldn’t lie down to sleep for fear
of choking.

1 tried to inspire Max with discussion of the
possibilities of learning to swallow again and getting
rid of the trache and feeding tubes. | tried to bring
his thoughts back to the outside world with reports
on work and developments in computer technology.
And | summoned all my strength to pretend not to
be upset at the sight of the huge bubbles of saliva
dripping into his bucket. | know it must have been
much harder on him than on me, but after starting
the drive home, | only got about a mile before having
to pullover to the side of the road and cry. It couldn’t
get any worse than this ... | thought.

Although Max’s wife urged him to let me visit often,
he only allotted me every other week. The next visit |
was fully psyched to maintain a cheerful demeanor.
When | asked whether he was making progress with
his swallowing exercises, he nodded a half-hearted
affirmative, but it seemed that there was even more
bothering him than | knew about ... or perhaps it was
only my imagination. Unfortunately, it wasn't.

In the subsequent weeks they found that Max was
developing another, highly aggressive tumor in his
throat. Further radiation was ruled out as an option.
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The tumor grew rapidly. They treated the physical
pain, but that was the smallest part of Max's problem.
Imagine, if you can, spending months sitting in a
chair, unable to lie down to sleep or rest, managing
a catnap now and then, waking to connect another
bottle of nutrients to your feeding tube, drooling
huge globules into your bucket, while you waited
patiently for the tumor in your throat to grow big
enough to strangle you.

Max had about five months of that nightmare which
some people insist upon calling “life” When death
finally claimed him, my radiant 6’ 1 *, 160-pound
friend was a pitiful 80-pound scarecrow. Since New
Jersey, like almost all of the 50 states, does not allow
a terminally ill person the option of obtaining help
to achieve release from such suffering, there wasn't a
thing | could do to help my dear friend avoid even a
single day of that torture.

The morning after delivering the eulogy at Max’s
funeral | joined the right-to-die movement. | have
been active ever since.

Fred Cohen
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Through the long march of American history, one force- and one alone- has preserved our liberty: the
courage of a principled few who have stood up and spoken out for freedom- not because the cause was
popular, or because it was easy, but because it was right.

| am writing to urge you to take your place in this proud tradition- to speak for freedom in the face of one
of the most persistent and perilous threats to liberty in our country today.

And there is only one way to do so- the same way Americans have always protected our freedoms: by
building a genuine movement of people like us who are willing to speak out.

Jerry Dincin, President
Final Exit Network

There comes a time when one must take a position that is neither safe nor politic not popular, but one
must take it because it is right.

Dr. Martin Luther King, Jr.,
Posthumous Honorary Member F.E.N. (Why not?)

The real test of compassion is not what we say in abstract discussion but how we conduct ourselves in
daily life.

The Dalal Lama

Potential member of F.E.N.

Derek Humphry’s Final Exit was honored by the American Library Association’s “Top 100 List of Banned
Books” as one of the most frequently challenged books in America for 1990-1999. It came in at #29.Ten years
later, its 3rd Edition remains on the list of most commonly-challenged books in the United States, according
to the American Library Association.

“Most people, who are schooled primarily by TV dramas, vastly overestimate the chances of survival after
resuscitation. Though on TV more than 60% survive after CPR. in real life only 5 -10 % of patients over 70
survive resuscitation in a hospital.” Dr. Jeff Gordon:“A Death Prolonged”

Dr. Jeff Gordon

PBS in North America, in its Frontline, has broadcast “The Suicide Tourist,” Oscar-winning director John
Zaritsky's empathic document about a terminal patient exercising his right to choose when and where he
dies, in this case, at Dignitas, Switzerland. The full program may be watched online, and supplementary
material is available for discussion. A DVD may also be purchased.

Access via Google: PBS Frontline, “The Suicide Tourist.”
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Our Guiding Principle
Mentally competent adults have

a basic human right to end their
lives when they suffer from a fatal or
irreversible illness or intractable pain,
when their quality of life is personally
unacceptable, and the future holds only
hopelessness and misery. Such a right
shall be an individual choice, including
the timing and companion, free of any
restrictions by the law, clergy, medical
profession, even friends and relatives no
matter how well-intentioned. We do not
encourage anyone to end their life, do
not provide the means to do so, and do
not actively assist in a person’s death. We
do, however, support them when medi-
cal circumstances warrant their decision.

Board of Directors

Jerry Dincin, PhD President
Dalton Baker Treasurer
Jerry Metz, MD Secretary/

Medical Director
Bob Levine, MS

Frank Kavanaugh, PhD
Sheila Redd
Judy Snyderman, MBA

Wendell Stephenson, Ph.D

Donald J. Gilbert

Advisory Board

Derek Humphry Chair

Faye Girsh, EdD Senior Advisor

Dick MacDonald, MD Senior Medical
Advisor

Ila DelLuca

Rosalie Guttman, PhD
Ruth von Fuchs, MA

Newsletter Staff
Think Tank Solutions Design/Layout
Lee Vizer Editor

Logotype © Levi Sare/Think Tank Solutions
www.thinktanksolutions.com

FINAL EXIT NETWORK
P.O.Box 553
Kingston, NJ 05828

Help Us Help You!

f you have experience in any of the following areas

and are able to contribute a few hours a week to our
volunteer organization, it would help relieve some of
the load on our overworked Board. Please send a short
note outlining your expertise to Jerry Dincin,
jerry1628@comcast.net or Bob Levine, rjl@gurus.org.

- Non-profit investment strategy and planned giving
for occasional, on-call advice to our treasurer

« Management and operation of a small to medium-
sized non-profit or company

« Grant writing, fund raising, or development director
+  Pressrelease or copy writing and editing

«  Print production to help with our printing, ordering,
and scheduling

« Radio or TV scheduling or programming
« Desktop computer database




